
About the Inquiry 
 
In January 2013, Carers UK established a Caring & Family Finances Inquiry to:

 > Provide a definitive study into the financial impact of caring – with carers’ voices 
at its heart.

 > Assess the impact of the Government’s benefit changes on carers and their 
families. 

 > Develop future policy on reforming the financial support available to families 
caring for older and disabled relatives and friends. 

Supported by an Expert Panel drawn from older and disabled people’s organisations, 
academia and social policy experts, the Inquiry has gathered evidence from public 
polling, survey work with almost 4,000 carers, case study modelling and 15 evidence 
sessions with families across the UK. 

The Inquiry findings cover four key areas:

 > The costs of caring

 > Caring and work

 > Carers’ benefits

 > Carers and the Welfare Reform Act 2012

Executive Summary



Costs of caring
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The costs of caring
When caring affects families, the financial pressure often comes from two sides – as household 
income takes a hit from reduced earnings, outgoings also rise as a result of the extra costs of ill-
health or disability. For many, this results in lasting financial hardship and debt, often exacerbated 
by delays in accessing financial support or advice on combining work and caring.

“We almost lost our business and our home because of the combined impact of 
caring for my son and my mother-in-law – the extra bills, the huge transport costs 
and trying to earn a living alongside it all.”

Our evidence sessions showed the wide range of costs faced by families with caring 
responsibilities - including higher spending on typical household costs like utilities, food and 
transport and the costs of disability-related spending, like care services, equipment, cleaning 
products and home adaptations. 

Of carers responding to Carers UK’s State of Caring survey:

“We use the internet with a fixed fee and try to use the phone at times when it’s free. 
I use charity shops for clothes. We are worried about heating costs and the rising 
costs of food. I have no activities or hobbies, and I don’t go out or on holiday. We 
have no care services helping with caring. No one helps us and we are drowning.”

Many families had also received no help to access financial support - 42% reported missing out on 
financial support as a result of not getting the right information and advice. 

Carers spoke about the serious and often lasting consequences of these additional costs as they 
struggled to make ends meet. 

 > Almost half were cutting back on essentials like food (45%) and heating (44%). 

 > 19% were unable to afford their rent or mortgage payments.

 > One in ten carers had used up all their savings to pay basic bills and almost half (44%) had 
ended up in debt. A fifth were using their overdraft (22%) or credit cards (20%) to make ends 
meet. 

 > 53% said their money worries were taking a toll on their health.
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Caring and work
Whether caring is full-time and long-term, over an intensive short period, providing support from 
a distance or a stressful mix of work and childcare, it can lead to permanent damage to carers’ 
careers and earning potential.

 > Over 3 million people combine paid work with caring responsibilities.

 > The peak age for caring often coincides with the peak of an individual’s career – 1 in 5 
people aged 50-64 have caring responsibilities.

 > Half of working age carers live in a household where no-one is in paid work. 

“I may have to start to look for work 
again in my 60s. Companies just don’t 
hire people at that age. I will never get 
those earnings back.”
Carers often spoke about giving up work 
as a result of a caring crisis, like a hospital 
discharge or a fall, and then being unable to 
return to work. 

Caring also has an impact on the type of 
work carers are able to manage. It is a 
significant contributor to part-time working, 
particularly amongst women, who are often 
only able to work for just a few hours a week 
alongside caring. Many carers reported that lower paid, local, flexible work was the only thing they 
could find to fit around caring. 

“Trying to cope with everything, mostly on my own, no unbroken night’s sleep, 
employers not understanding my position at all. I eventually suffered a breakdown.”

For carers who were able to work, it was a difficult balancing act. Many described debilitating 
stress and worry at work, and concerns about ‘sticking their heads above the parapet’ to tell 
colleagues and managers that they had caring responsibilities or might need flexibility. 

The cost and quality of care services was a constant theme at Inquiry evidence sessons, as many 
carers said that, even if they could access reliable services, the cost of replacement care would 
often be higher than earnings from paid work. Of carers who had given up work to care:

 > Half cited problems with accessing suitable care services as a reason they gave up work or 
reduced working hours.

 > A fifth said they had given up work because of workplace issues around getting flexible hours 
or a lack of understanding from their employer.

The impact of caring on work also lasted 
after caring ends. Lost earnings and savings, 
and years spent unable to contribute to a 
pension left many carers worried about their 
future finances. Former carers reported the 
loss of confidence and skills and a lack of 
understanding from prospective employers, 
remained significant barriers to returning to 
work when caring came to an end. 
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Carers’ benefits

Carers’ benefits
Restrictions in eligibility and the level of the Carer’s Allowance continue to provoke deep anger 
amongst carers, and Carers UK has called on successive Governments to implement reform to 
modernise and improve the benefit. 

Many of the flaws in Carer’s Allowance have been acknowledged by Government, most recently 
in the Universal Credit White Paper in which the current Government stated that the benefit was 
‘neither effective in poverty prevention nor in meeting the wider needs of carers’.1 

As the number of full-time carers continues to rise rapidly and the body of evidence of the financial 
impact of caring grows, there is an ever-strengthening case for urgent reform of Carer’s Allowance. 

“The level of Carer’s Allowance is an insult.”
Yet, as unprecedented cuts to social security are made by the Coalition Government, alongside 
identifying the flaws of Carer’s Allowance it is vital to identify key principles which underpin the 
benefit and which must be retained in any reform proposals. Despite carers’ anger and frustration 
at the level of Carer’s Allowance and the restrictions on eligibility they also fiercely defend their 
right to it.

The most frequently mentioned issues with Carer’s Allowance were:

 > The level: Carer’s Allowance is the lowest benefit of its kind - for carers providing 24/7 care, 
Carer’s Allowance amounts to 35p an hour.

 > The treatment of older carers: hundreds of thousands of older carers are unable to receive 
Carer’s Allowance because it is seen to ‘overlap’ with the State Pension.

 > The ‘cliff-edge’ earnings limit: this creates perverse disincentives to taking on paid work - 
including carers having to turn down promotion or reduce working hours following a pay rise, 
because they would exceed the £100 earnings limit and lose Carer’s Allowance as a result.

 > The 21 hour study rule: carers can face losing their financial support if they engage in study 
alongside caring - denying them the chance to train to work alongside caring or prepare for 
life after caring. 

 > Receipt of means-tested benefits: if carers are on a very low income they may also 
receive means-tested benefits. However Carer’s Allowance is counted as income and 
deducted from the means-tested amount - leaving many carers feeling they are left with little 
or no recognition of their contribution. 

“Basically the Government is saying we are worth less than everyone else. We are 
told we do so much and we are heroes, but then they turn around and pay us so 
much less than every other type of person receiving benefits.”
Carers also expressed considerable frustration with the bureaucracy of applying for benefits, 
and having to repeat information to multiple agencies over and over again. Many carers are 
responsible for, or involved in, completing applications for disabled people’s benefits. There was 
widespread concern from carers who had experienced assessments for Employment and Support 
Allowance, they said that the application processes were failing to accurately assess needs, 
resulting in many disabled people having to appeal decisions in order to establish their entitlement. 

1 Universal Credit: welfare that works (2010) Department for Work and Pensions
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The Welfare Reform Act 2012
On top of decreasing support from social care services, many carers face very significant cuts 
to disability benefits and support with housing costs and Council Tax, as well as the forthcoming 
introduction of Universal Credit. They feel like they are being hit by a perfect storm of cuts when 
they were already struggling to cope:

 > The cumulative total of cuts to carers’ incomes will reach over £1 billion by 2018. 

 > Hundreds of thousands of carers will face cuts to vital support, additional charges for Council 
Tax or shortfalls in their rent. 

In addition to fears about the financial impact of the changes, carers reported feeling ‘degraded’ 
or ‘insulted’ by media reporting and the Government narrative around ‘dependency’ and fraud. For 
carers, this shows a lack of understanding of how 
caring and disability often make social security 
support both vital and unavoidable. 

“We already couldn’t afford our bills. We 
can’t afford this cut. It now just feels like 
kicking us while we’re down.”

Carers affected by the 2013 changes, particularly 
the ‘bedroom tax’ Housing Benefit cuts and 
localisation of Council Tax support, were seeing 
reductions in income of as much as £1,000. 

Discretionary funds from councils to support 
disabled people and carers affected by the Housing 
Benefit cuts were proving both inappropriate and 
insufficient. Many were turned down for support, 
and the minority who received the help only 
received temporary payments despite their needs 
being long-term. Those having to pay reported 
falling into debt, rent arrears and the majority were 
cutting essential spending on food and heating.

“With the cuts I have cut down to eating 
one meal a day so I can ensure my husband has enough food to keep him well.”
The Government’s changes to how benefit rates are set each year are also degrading the value 
of carers’ benefits for families who were already struggling to make ends meet. 

 > Carers on Income Support will be left £234 worse off as a result of the below-inflation 1% 
annual rise in means-tested benefits between 2013 and 2016.

 > The switch from using the Retail Prices to the Consumer Prices Index to set benefit rates 
will mean carers will have received a total of £421.91 million less in support from Carer’s 
Allowance by 2018. 

The introduction of Personal Independence Payment poses considerable risks for carers. An 
estimated 24,457 fewer carers will be entitled to Carer’s Allowance as a result of reduced eligibility 
for disability benefits for the people they care for, and the proposed new face-to-face assessments 
are the source of high levels of anxiety amongst carers and disabled people. 

With almost a third of carers affected by Housing Benefit cuts also facing additional Council 
Tax payments as a result of the scrapping of Council Tax Benefit, there is widespread fear from 
families about the cumulative impact of different benefits changes and cuts on already stretched 
family finances. 
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Recommendations

The evidence from the Caring & Family Finances Inquiry shows an increasingly divergent picture 
of families’ increasing contribution in unpaid care and diminishing support from Government. As 
the number of carers, the amount of care they provide and the disadvantage they face continue to 
grow, the support carers receive from benefits and social care is either failing to keep pace or being 
reduced. 

This is unsustainable. Further reductions in support for families who are often already struggling 
to cope will push many into crisis. On top of the devastating personal consequences of families 
reaching breaking point and being unable to care for their loved ones, the costs to the Exchequer of 
local authorities and the NHS of having to replace family care are extremely high. 

Carers UK estimates that the number of carers will increase to 9 million by 2037 and Census 
analysis indicates that the proportion of carers caring round the clock continues to rise.  With full-
time carers facing the greatest financial penalties, this gives rise to serious questions of economic 
sustainability as growing numbers of carers are forced to give up work or reduce working hours and 
face long periods out of the workforce, lasting debt and an inability to save for retirement.

Carers’ experiences highlight how cross-cutting the issue of caring is – as their financial resilience 
can be affected by issues as diverse as the advice provided by their GP, the local supply of care 
services, the availability of flexible working hours and their access to assistive technology. Alongside 
highlighting specific policy areas in need of review, this Inquiry shows that there is a worrying 
absence of a strategic approach from the UK Government to tackling the unsustainable lack of 
support for carers. 

Alongside the three strategic recommendations below, this Inquiry makes  a series of 
recommendations which are summarised below, some of which apply to the UK Government alone, 
and others also apply to the Governments in Scotland, Wales and Northern Ireland:

 > Alleviating carers’ financial hardship must urgently be made a core priority of the National 
Carers Strategy.

 > An urgent cumulative impact assessment of the impact of the Welfare Reform Act 2012. 

 > ‘Carer-proofing’ future social security and social care policy and legislation, to ensure it does 
not negatively affect families’ ability to care.

Costs of caring
 > ‘Carer income guarantee’ to ensure carers’ benefits do not fall further behind in value. Disability 

and older people’s benefits must also rise with inflation.

 > Work with energy companies to urgently improve carers’ access to reduced energy tariffs.

 > Development of a template ‘carer transport card’ scheme to widen access to discounted or free 
travel for carers.

 > Development of an NHS ‘passport-style’ scheme to inform carers of their rights in the NHS, 
assert their role as ‘expert care partners’ and gain access to support like free hospital parking. 

Missing out
 > Local advice on social security, housing and support with employment to be provided alongside 

information on care services. 

 > Duties on NHS bodies to identify and support carers (England only).

 > Duties on educational bodies to identify and support young and student carers (England only).

 > Government agencies should make automatic referrals between agencies – for example a 

Conclusions and recommendations
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Carer’s Allowance claim triggers a check on whether a carer has received a carer’s assessment. 

Work
 > A statutory right to between 5-10 days of paid care leave from paid employment.

 > ‘Day one’ rights to request flexible working. 

 > Stimulation of the care market to ensure a sufficiency of supply of care servces to support carers to 
work and the promotion of workplace good practice via Employers for Carers. 

 > Development of good practice on ‘carer passports’ in the workplace, and a campaign to change 
workplace culture around caring. 

 > Cross-Government work to develop support for carers to return to work when caring ends.

Care services
 > A long-term settlement for social care to fulfil existing unmet need and keep pace with demographic 

change.

 > A review of the support provided to families in managing and co-ordinating care.

 > Work to realise the potential of and improve access to health and care technologies.

 > Urgent evaluation of the impact of personalisation on carers.

Carers’ benefits
 > The UK Government must commit to no further cuts to carers’ benefits. 

 > An urgent review of the level and structure of Carer’s Allowance and the implementation of short-
term measures to raise the earnings limit and remove the study-rule from Carer’s Allowance.

 > Wider review of supporting families with caring responsibilities into work alongside caring – 
examining how to better integrate benefits, services and employment.

The impact of the Welfare Reform Act 2012
Alongside specific measures to mitigate the impact on carers and their families, Government must also 
show leadership in changing the public discourse on social security, particularly around disability benefits. 

 > Within Universal Credit the Government should reverse its decision to make the carers and disability 
elements exclusive.

 > Households including someone entitled to Carer’s Allowance should be exempt from the household 
benefits cap.

 > Local authorities should have the power to exempt households including a disabled person or carer 
from the change to the Housing Benefit social sector size criteria.

 > Alongside older people, carers and disabled people should be identified as a priority group in local 
support with Council Tax bills. 

 > Government must conduct early evaluation of PIP implementation and ensure analysing the impact 
on carers is fully embedded in this.

 > Carers who lose Carer’s Allowance as a result of the person they care for not qualifying for Personal 
Independence Payment should be entitled to an eight week-run on, as when caring comes to an 
end.

A full list of the recommendations is available in the full UK Caring & Family Finances report:

www.carersuk.org/professionals/resources/research-library 
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