Official Sensitive

Carers Advisory Group submission to the ASC Sector COVID-
19 Taskforce: How can we prepare and support carers better?

The Carers Advisory Group was set up to provide independent advice to the Adult Social
Care Sector COVID-19 Taskforce. With regards to carers, our remit was to provide:
¢ advice on the Government's COVID-19 Adult Social Care Plan (published 15 April
2020),
¢ advice on the implementation of the Care Homes Support Package; and
¢ proposals on the overall advice to Government on what should be in place in the
coming months, in time for and throughout winter.

Our evidence (Annex) is drawn from the experience of thousands of unpaid carers,
supporting family and friends who are disabled, chronically ill or older. Their challenges,
solutions and ways forward are incorporated. We include experience from organisations,
local authorities, NHS commissioners, providers of services and researchers. We have
evidence from employers and their staff networks on support needed for employers and
employees to remain in work.

We recognise the work that many have done to try to support carers, many having
gone ‘above and beyond’. We are using what we’ve learned and insight from carers
to make a series of recommendations, allowing flexibility should changes occur in
the pandemic.

Our proposals on advice, connecting, supporting, capacity and sustainability
include:

Overarching recommendations

Action that needs to be taken for any local lockdowns or future spikes/waves
Immediate and urgent actions — to be taken pre-September 2020

Action required for the first phase of winter — up to October 2020

Action required for the second phase of winter — up to March 2021

Brief background: During COVID-19, there could be an additional 4.5 million carers, 2.8
million of whom are juggling work and care.1 Many of the key workers responding to the
crisis are also caring for relatives. Without the support of families and friends caring, the
response to COVID-19 could have been very different with health and care services quickly
being overwhelmed.

This has been an intense period of caring with 70% of carers providing more care2 and
many seeing the needs of the person they care for increase.s Some children caring for
adults or disabled siblings have taken on more responsibility. There is widespread concern
that due to stress and challenges during this time, many carers will not be able to provide
the same level of caring throughout winter or in response to a second wave of infection or

1 Carers Week Research Report: https://www.carersweek.org

2 Caring Behind Closed Doors, Carers UK April 2020 https://www.carersuk.org/news-and-
campaigns/campaigns/caring-behind-closed-doors

3 Evidence from Alzheimer's Society research showing 82% of people with dementia had declined during
lockdown, losing memory, speech and ability to dress themselves (30 July 2020). There are similar reports
from Carers UK, Children’s Society, Mencap, Rethink and others, including ADASS recording increased
presenting need.
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families. For those in care homes and supported living, it would improve people’s
wellbeing and that of their families. For families caring after hospital discharge it would
allow them to manage risk and provide safe care.

11.Access to free PPE for specific unpaid carers in key situations modelled on
Scotland scheme. Sufficient free PPE for visitors in care homes, supported living
and in hospitals, as well as secure supplies for care workers.

Supporting carers - we recommend:

12.Local authorities draw up a ‘Back to School’ plan for young carers which involves
adult social care, reassessing families and ensuring sufficient face-to-face
support is put in place to give young carers and their families’ confidence that
they can return to school. This return of services includes face-to-face mental health
services. To back up existing good practice work with the voluntary sector and join up
services, Government needs to issue guidance to schools to ensure that young
carers are clearly identified in order to provide tailored support.

13.Address rising need: urgent re-appraisal of baseline need in local authorities and
sufficient resource allocation for a) winter and b) the 2021/22 budget for local
authorities needing action by MHCLG and DHSC. Impact and outcome: sufficient
funding to shore up essential services, supporting the delivery of Care Act 2014
provisions, prevent carer breakdown, prevent loss of employment through not being
able to juggle work and care.

14.Mental health support for carers: targeted mental health support for carers, including
young carers, is needed to improve health, resilience and to prevent carer breakdown.

15. Sustainability of the workforce and supporting carers juggling work and care:
Government to look quickly at furlough being extended where care services are
not yet in place for carers to be able to work. Government guidance for employers
clarifying where “return to work” is not possible without day services returning.

16.Day services and carers’ breaks and opening up/being reinstated: Our evidence
demonstrates the need for quick solutions and several stakeholders, including
carers, class this as the most urgent issue. Reports of carers at breaking point,
the people they care for losing skills and abilities and the lack of key services
means that some carers are unable to work. This is a complex picture and more
detail is in the evidence paper. Breaks are delivered in many different forms. Day
services and overnight breaks are two types of vital support. Home care services have
been used positively where day services have been suspended. The need for breaks
has increased. Because of social distancing, it is not possible to provide the same level
of capacity for face-to-face support as pre-COVID-19. We have looked at this in some
detail. We would recommend:

e Additional investment in day and evening service provision to increase face-to-face
support to comply with social distancing and infection control measures — investment by
Government to local authorities via Infection Control Fund.

¢ Sharing good practice such as using additional home care services to provide breaks,
providing short term overnight care, waking nights service or live-in care.

¢ Additional home care services to enable carers to return to work.

e Creative use of direct payments, personal budgets and personal health budgets to give
flexibility in breaks provision e.g. agreement on how carers can continue to use their
funds in order to secure alternative provision.
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e Opening up short term breaks in residential settings e.g. Revitalise breaks or care
homes is vital. Both are problematic because of the 14-day quarantining required.
Urgent assessment of how this can be managed is needed and additional resource to
enable short breaks to be taken, good practice developed and shared with providers.

The evidence is that carers will only trust these services if there is:

¢ Clear data about the level of risk e.g. low level of transmission among homecare staff

¢ Openness and transparency about infection control, assurances and delivery of testing
of workers, volunteers and carers across settings, including supported living.

¢ Clear engagement, communication and learning with carers.

¢ Steady and continuous supply of PPE to workers, but also to carers where necessary.

¢ Understanding of PPE, when and how it must be used for carers as well as workers.
Resources have been developed by local organisations which could be shared.

“Day centre twice a week is closed and my brother can no longer take my Dad out one day
at the weekend. | am providing three full days more than I used to.
24 hours a day, 7 days a week.” Carers UK

Next 3 months (until October 2020) — winter planning

In preparation for winter or a second wave carers needs should be clearly considered in

any NHS winter plan and social care planning incorporating the following:

17.Continuous review of day services/face-to-face services and breaks as above by local
authorities, but with national reviews by DHSC and additional funding of breaks and day
services/alternatives.

18.Rapid assessment/re-assessment/review by local authorities of carers most at risk, and
proactive identification of them, in the event of breakdown or at risk in second wave.
This should include contingency planning if the carer is ill, unable to care or the
relationship breaks down.

19.Local authorities should encourage early contingency planning by carers who are able
to develop their own plan, and focus on those who need more detailed social care
support/help developing their plan — this needs to be part of core winter planning.

20.Continued assessments and reviews of those new to caring during COVID-19. Large
variation in local authorities undertaking carer’'s assessments — one has seen carer’'s
assessments nearly double, others are doing very few and few referrals to local services
which suggests unmet need building in areas. Complexity has increased.

Supporting carers — NHS doing more:

21.Rapid upscaling and acceleration of GP identification of carers. This is in the
Long Term Plan as good practice, but Government could strengthen and
accelerate this with NHSE&I to introduce a basic requirement of all GP practices
to have a system in place to identify carers. This would provide a response for any
second spike, or increased demand during winter as well as providing a baseline for
prevent e.g. flu jabs/vaccines.

22.Tackling low income issues that affect many carers — in particular the potential
winter effect of being indoors longer. Working age disabled people do not get the
Winter Fuel Allowance, which could be provided to people in receipt of disability and
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Healthwatch is currently conducting a survey into patient and carer experiences of hospital
discharge. We recommend:

The results of the Healthwatch survey on hospital discharge for carers are
considered in winter planning.

Supporting carers — an enhanced role of the NHS

The GP practice has been at the heart of the pandemic response for many by identifying
people who need to shield and are extremely clinically vulnerable, those who are clinically
vulnerable. Good proactive GP practices e.g. in Surrey are important referral routes into
local carers’ support, however, this is not standard practice. The identification of carers
through a GP Quality Marker Scheme is good practice identified in the Long Term Plan with
the aim of greater uptake. Identification of carers in GP practices helps with a number of
prevention response measures for COVID-19 - to flu, any COVID-19 vaccination
programme, advice for carers managing conditions at home more with fewer health visits,
risk stratification, prioritisation of any treatment. Identification of carers is not widespread in
GP practices, and we believe it would be beneficial to the COVID-19 winter response if this
were accelerated. We therefore recommend:

Rapid upscaling and acceleration of GP identification of carers. This is in the Long
Term Plan as good practice, but Government could strengthen and accelerate this
with NHSE&I to introduce a basic requirement of all GP practices to have a system in
place to identify carers.

Support for end of life care and bereavement services

This is an important area for carers where social care needs to work with health and the
voluntary sector to look at end of life care and bereavement services. There are examples
of good practice for carers, but we do not know how widespread this is.s4

Low incomes and the effect of winter

During the pandemic, a feature remarked on by carers is the rise in costs of food, goods,
but also heating. Since the crisis has been over summer, this is less than it might have
been. Carers and others on low incomes needs to be considered during the winter.
Working age disabled people do not receive the Winter Fuel Allowance, nor to carers, but
this could be vital over winter.

Carer’s Allowance, the main carers’ benefit, and other legacy benefits have not increased
during COVID-19. Carer’s Allowance is the lowest benefit of its kind at £67.35 per week.
The evidence shows that the increased costs of caring during COVID are impacting on
carers and their families.es

We recommend:

Tackling low income issues that affect carers — in particular the winter effects of
being indoors longer and a rise to Carer’s Allowance.

64 Recovery Plan for Carers, op cit.
65 Further detail can be found here for more background detail as well as the specific solutions being
proposed: https://www.carersuk.org/news-and-campaigns/campaigns/fairer-for-carers
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