








Innovation, new access routes
and technology

Carers also said that digital services are

not always the right solution in every
circumstance, and have limitations. Some
called for policy makers and service
designers to ensure that they did not rush to
digital as the default provision.

Local groups stepped up to
provide support

Not all of the new approaches that were
tried or accelerated during the pandemic
related to new technology and digital media.
Participants were very keen to say how
much they were helped by the support they
received from their local communities. Many
of the support groups and local connections
have continued as Covid-19 restrictions have
eased. And for some respondents, the loss
of their routine and ‘life infrastructure’ that
helped their care role was the first time that
they became aware of support organisations
such as Carers’ Resource.

Carer’s ID card proved valuable

One simple innovation, identified by several
respondents, was the Carer’s ID Card,
provided by Carers’ Resource. People found
the ID Card really useful during hospital
appointments, at GP surgeries, and even

to inform hotel staff that a spouse has
dementia, and to alert the bearer of the card
if the cared-for is seen on their own.

Some respondents also talked about a
‘vaccination letter’, devised by Carers’
Resource in conjunction with other local
voluntary organisations, which had been
helpful in explaining their carer status

to vaccine centres, and get through the
bottleneck caused by strict eligibility criteria.
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Innovation, new access routes
and technology

Many carers accessed no new support at all

The majority of online respondents had tried some form of new or innovative support or means to
access services. Most interview participants said they would be happy if the most convenient or
useful features remained as options in the future.

But 32% of those carers who answered the questionnaire online had not used any of the

examples listed, nor did they identify any others that they had experienced.

Chart 5: New or innovative support and services accessed by age
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The youngest cohort, aged 18-24, had all experienced some innovative or new aspects of
services, particularly digital access and support with IT/online resources. Only 10% of those aged
25-34 said they had tried nothing innovative, but this rose to 61% of those aged 65+.




Life in spring 2022

In February 2022, the UK Government announced it was easing, and subsequently removing,
Covid-19 restrictions, and began talking about life returning to normal.

As the research was carried out during March-May 2022, respondents noted that, on the whole,
the support and services that help unpaid carers were moving towards re-opening.

The legacy of Covid remains

Many respondents said social services and community services were continuing with hybrid
working, and so access remained difficult. People were finding that face to face appointments
with GPs were still hard to get, and day care services had only just begun to return in March and
April 2022.

Carers reported that the pandemic continued to affect day care, home care, domiciliary care and
paid-for services, generally due to staff illness, stress and staff shortages. Respondents thought
waiting times for local authority services were longer than they used to be; people were still
getting held up in hospital because there were no staff available for discharge services; and high
staff turnover continued to have detrimental effects on home care.

Some respondents found that they needed more paid for care, once they returned to work or
stopped working from home, than they did before the pandemic. This might be because the
person they care for has deteriorated in that time, or they have become used to having someone
at home with them more frequently and are simply less independent now.

The effect on young carers is ongoing

Some young carers report experiencing anxiety
and stress as the expectation of going back to

normal seems overwhelming. Many have fallen

behind with their education or lack confidence.

Most young people now see digital services as
completely natural, to the extent that they may

struggle to communicate face to face.

Fears and anxiety over the lifting
of restrictions

Many carers said they, and the person they
care for, were becoming more confident and
happy to re-join support groups and social
activities in community settings.

There were, however, people who were even
more concerned and anxious, noting that, as
restrictions were being fully lifted and people
were circulating more, the news was reporting
an increase in Covid-19 cases.




Life in spring 2022

Continuing impact on all aspects of life

Support workers and volunteers reported that cared-for people who might previously have
had several more years living independently in their own home, are needing to go into full time
residential care more quickly.

Carers who were bereaved during Covid reported they did not feel that they had gone through
the usual process of grieving. They couldn’t just be with family to grieve together. They couldn’t,
in the normal course of normal interactions and conversations with colleagues, acknowledge their
loss and receive support.

Many participants stressed that society is still dealing with the pandemic, despite the removal of
any restrictions. People spoke of friends and family who have caught coronavirus more recently,
some of whom were quite poorly.

Many carers were struggling financially, some more so in the spring of 2022 than in the earlier
phases of the pandemic. More people are asking for financial advice and support in seeking
funding and benefits.

Growing number of carers with more complex needs

This research suggests there will be more people new to the unpaid caring role emerging as a
result of Covid-19. People’s physical and mental health has deteriorated at a faster rate than it
would have, and carers have stepped into the gap left by services closing or reducing. There will
have been many missed and misdiagnoses. Early signs of ilinesses or conditions were not picked
up by medical professionals, because consultations were not done face to face.

Many people continue to struggle to access statutory services, with long waiting times for social
services assessments, delays in referrals from GPs to specialist care, and respite or day care
often prioritised for those in acute need. Many respondents were concerned that support and
services are now only able to operate on a reactive, rather than preventative, basis and that this
will result in higher levels of specialist support over the medium to long term.




Inside an organisation that
supports unpaid carers

This research has benefited from the input of members of Carers’ Resource staff and volunteers,
from background information that helped scope the study, to testing the design of the
questionnaires, and advocating for the unpaid carers that they supported over the last two years.

They also shared their experiences about the way the pandemic impacted on professional life.
The nature of frontline work was thought to have changed, particularly in the first year of the
pandemic as carers needed much more support for their mental wellbeing.

This research has benefited from the input of members of Carers’ Resource staff and volunteers,
from background information that helped scope the study, to testing the design of the
questionnaires, and advocating for the unpaid carers that they supported over the last two years.

They also shared their experiences about the way the pandemic impacted on professional life.
The nature of frontline work was thought to have changed, particularly in the first year of the
pandemic as carers needed much more support for their mental wellbeing.

Demand is still increasing

Members of staff felt that demand for support services had increased as the pandemic wore on,
as some carers did come to recognise the just how much care they were providing. And some
felt that demand was still yet to peak.

Others considered first how the transition to online and digital access, and then the development
of hybrid working, was affecting both demand and the capacity of staff to meet it.

Referral pathways and networks need to be rebuilt

One theme that emerged repeatedly from staff was how much the referral pathways between
services were disrupted by the pandemic. The organisations that would normally refer people to
Carers’ Resource, or other sources of help, were no longer doing so. Hospital Discharge Support
Services, regular clinics, even delaying routine hospital treatment, all meant that unpaid carers
were not getting referred as they previously did. It was also more difficult for Carers’ Resource
staff to refer people into other services.

The Covid-19 pandemic exposed how much the support for unpaid carers and cared-for
people relies on individual employees making and maintaining relationships with people in other
organisations. There is a lot of effort and work required to keep networks and knowledge about
service provision up to date.

Efforts have been made to try to fill the gap left by the loss of face-to-face connections, for

example the Treacle app covering services in Bradford District, and particularly social prescribing.

While an interesting and useful innovation, the app was still in development, covered a limited
geography, and perhaps lacked the granularity for up-to-minute information about actual service
availability.
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Inside an organisation that
supports unpaid carers

The impact on employee wellbeing

Staff and volunteers from Carers’ Resource agreed that society has underestimated the impact
that Covid has had on carers. They also thought that society underestimated the impact on
people who work or volunteer to support carers.

Staff did speak positively about the support that has been put in place to try to ameliorate these
stresses, including referrals to counselling.

Positive lessons for future developments

Some Carers’ Resource staff and volunteers described how the organisation rapidly adapted, and
was positioned so it could respond creatively. This was a source of professional pride for some.
Another was the leap in technical skills, opening up new ways of working.

In some cases, professional networks were improved and services worked together more
effectively. The benefits of healthy working practices were also brought to the fore.




Conclusions &
Recommendations

The role of unpaid carer is not recognised enough by society as a whole, by health and care
professionals, or by carers themselves.

Many unpaid carers do not identify themselves as carers, which is one of the major barriers to
accessing support and services.

Health and social care professionals are often unaware of or do not place enough importance on
the caring role, and do not recognise the needs of carers as distinctive from the wider population.

Carers are often excluded from assessments and clinical appointments with the cared-for person
on the grounds of confidentiality, when in fact the carer will be instrumental in delivering the
intervention, care package or treatment under discussion.

The pandemic has had a serious impact on the physical and mental health and wellbeing of
carers, which is under severe strain and is not improving significantly.

Many carers are struggling with the level of care that they continue to give, and are suffering
physical, mental and emotional distress. Without taking action, carers may be unable to care
safely for their cared-for individual, and more pressure will result on statutory health and social
care services.

Recommendation 1: Recognition that there needs to be a sustained
campaign to encourage unpaid carers to recognise their role, and
that asking for support as a carer is an acceptable thing to do

More research with unpaid carers is needed to understand how they and future carers might
better recognise their role. Many underestimate how much care they give, and how much time
they spend doing so. Nationally, including in formal education settings, there needs to be a
sustained campaign to raise awareness of the unpaid care role, and highlight the types of support
that are available to help carers.

Recommendation 2: An increased focus on the need for a break
from caring, and funding to support it.

Increased funding packages for respite care are crucial; this would help give carers a break
before they reach breaking point. In November 2020, Carers UK estimated that unpaid carers
were saving the UK £530 million per day. If respite care and other support services for carers are
not funded sufficiently, carers are more likely to break down and the cost to society will be far
greater.

Recommendation 3: Greater recognition of the role and needs of,
unpaid carers in any future public health campaigns

Unpaid carers must be recognised as a specific group with a specific set of needs when
developing any measures to deal with public health issues in the future.
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Conclusions &
Recommendations

Recommendation 4: At a local level there needs to be a greater
recognition of the carer’s role in health and care settings

The NHS and social care should engage with organisations that support unpaid carers to develop
and deliver awareness training in health and care settings. Training for health care professionals
should include the vital support the carer provides in keeping ‘their patient’ as healthy as
possible, treating the carer as a partner in the provision of care, and as an individual with their
own social and care needs.

Recommendation 5: Work needs to be undertaken in primary care
settings to embed the Quality Markers for carers to ensure that all
carers, including young carers, are registered with their GP

Medical records of the unpaid carer, and their cared-for, should be tagged to show that there is
a caring relationship as well as a familial or guardianship one. GP records, hospital admission
and discharge notes all should identify the carer as such. This will enable information, advice and
support to be targeted at carers. It will also facilitate the ‘partner in care’ approach. The NHS can
build on lessons from COVID-19 vaccination programme to identify carers, and push towards
more data sharing with permissions.

Recommendation 6: Agencies and organisations need to be creative
in enabling carers to be consulted, and to engage in the co-design
of services

Carers’ voices must be heard and their particular needs recognised and met. Designing services
must be an inclusive process, ensuring accessibility for neurodivergent groups and translation
and interpretation facilities for those who need them, and recognising and tackle any cultural
barriers to reaching carers. Carers should also be invited and supported as experts by experience
to attend strategic health and care meetings, share their experiences and co-design services.
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