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Foreword

Heléna Herklots Chief Executive, Carers UK

We will all care for an ill or disabled loved one, or need care
ourselves, at some point in our lives. Yet despite the fact
that caring is such a normal part of life, looking after an
older, ill or disabled loved one often pitches families into
crisis.

For many, caring results in an income shock as they are forced to
reduce working hours or give up paid work entirely, just as they face
the often crippling additional costs of poor-health and disability — of
care services, adaptations and equipment, higher household and
transport bills. The result can be lasting debt and financial hardship,
the loss of carers’ careers and the risk of social isolation.

Despite these heavy costs, the number of families taking on caring
responsibilities continues to rise, rapidly. The greatest increases are
amongst those caring for over fifty hours a week.

These figures give lie to the myths that we are becoming a less caring
society and that families aren’t doing their bit.

But as greater numbers of families care for our ageing population
and with the rising numbers of people living with disabilities and long-
term conditions, this Caring & Family Finances Inquiry highlights very
significant questions of sustainability.

Our economy cannot afford for a growing number of carers to be
pushed out of the workforce — unable to earn during their working lives
or save for retirement. Businesses cannot afford to lose key staff who
are unable to access flexibility at work or care services at home. There
are also great social costs to consigning hundreds of thousands of full-
time carers to years, sometimes lifetimes, on the lowest level benefits:
‘doing the right thing’ for their families, but struggling to pay their basic
bills as a result.

It is an indictment of successive Governments that carers’ financial
circumstances were not made a priority, that carers’ benefits remain
the lowest of their kind.

But this Inquiry has shown that a bad situation is being made far
worse. In the last three years, families with such little financial
resilience already, have been hit by a perfect storm of rising living
costs, the withdrawal of benefits and rationed care services.

Evidence of the impact of this on carers is shocking and it is clear
that the limited measures Government has put in place to protect
carers from some social security cuts are failing. As a result, despite
contributing more than ever in unpaid care, cuts to vital support have
left many carers unable to afford basic household costs, cutting back
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on food and heating, and facing long-term debt and rent arrears.

As the Government explores deeper cuts to social security, the
evidence from this Inquiry strengthens our hand in fighting for further
protections for carers.

These stories cannot be ignored and the Government must now act,
urgently, to protect carers and their families from further hardship.

But alongside the deeply worrying evidence of families’ worsening
financial situation, carers’ experiences also point to a more positive
vision for the future.

We found strong examples of how early identification of caring
responsibilities and quick intervention to guide families to advice and
support as soon as they started to care, can reduce the likelihood

of falling into debt in the first months of caring. Carers spoke about
increasing recognition and support in workplaces and the difference
that good services can make in enabling them to combine work and
caring.

Our vision is for social security and care services which act as
enablers, providing the support families need to balance caring
responsibilities with lives of their own and paid work where possible.

Government must learn the lessons from the long struggle to establish
support for childcare as an essential part of our economic and social
infrastructure. Preventing carer ill-health and social exclusion is

good for the NHS and social care services; supporting carers in the
workforce is good for business and good for the economy. In short,
giving carers the support they need isn’t just morally the right thing to
do, it is good for the UK - socially and economically. We need to hear
‘support for carers’ on the lips of senior politicians, policy-makers and
business leaders, as often as we hear childcare.

Next year, marks fifty years since a woman called Mary Webster
founded Carers UK and started the ‘carers’ movement’. Caring for
both of her ageing parents had cost Mary her career and her financial
independence. Isolated, and caring alone, she felt she had given up
her life to care. But she spoke out and founded our charity by bringing
together other carers - angry at the lack of support and determined to
change things.

The carers who have contributed to this Inquiry show how the
frustration and passion which drove Mary Webster half a century ago,
still drives families today. At evidence sessions, through our research
and in emails, letters and calls, carers have spoken with force and
clarity about the financial impact of caring. This Inquiry is powered by
their experiences and their resolve - not only to win a better deal for
their families, but for families who will care in the future.

Carers have laid down a challenge to politicians across the UK - a
challenge to which they must respond.

Caring & Family Finances Inquiry
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and research work is built on all your experiences and would not be
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We are incredibly grateful to those individuals, local groups and
networks who hosted evidence sessions, promoted our research
surveys and provide local support and advice to carers year-round.
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About the Inquiry

The Inquiry was established to examine the costs
of caring, the impact of the Welfare Reform Act
and influence future policy on supporting carers

In January 2013, to examine the impact of an unprecedented
combination of rising living costs and far-reaching changes to social
security, Carers UK established a Caring & Family Finances Inquiry.

The Inquiry’s remit was 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 friends and relatives.

Supported by an Expert Panel made up of older and disabled people’s
organisations, academia and social policy experts, the Inquiry has
gathered evidence through public polling, survey data, case study
modelling and evidence sessions with families across the UK.

Caring and Family Finances Inquiry



Caring and Family Finances Inquiry

Methodology

The main sources of data and carers’
experiences for this Inquiry have been evidence
sessions held across the UK, Carers UK’s State
of Caring survey and data from Census 20111

Evidence sessions

Fifteen evidence sessions, attended by over 200
carers, were held across the UK in: Edinburgh,
Glasgow, Aberystwyth, Llandudno, Swansea,
Slough, Sutton Coldfield, Manchester, Leicester,
Jarrow, Taunton, Hatfield, Leeds and in Islington,
Westminster and Southwark in London.

Summaries of each of the evidence sessions are
included in the appendix of this report.

State of Caring survey

A total of 3,910 carers responded to Carers UK
online State of Caring survey between February
and August 2013.

Unless otherwise stated, the data included
throughout this report is taken from the results of
the State of Caring survey.

Of respondents to the State of Caring survey:

Caring responsibilities

> 94% said they are currently caring, while
6% used to care for someone but don’t
anymore.

> Nearly 7 in 10 (69%) said that they care for
50 hours or more a week. 14% care for 35-
49 hours, 8% care for 20-34 hours and 9%
care for 1-19 hours a week.

> 8in 10 (81%) live in the same house as the
person they care for.

> While 77% of those responding to the
survey care for one person, 18% care for
two people, 4% care for three people and

1 Atthe time of analysis detailed breakdowns
of the 2011 Census figures were only
available for England and Wales. Unless
otherwise stated the quoted figures reflect
this.



1% told us that they have caring responsibilities for four or more
people

> Only 4% of respondents said that they had been caring for under
a year, while 28% had been caring for 1-5 years, 24% for 5-10
years, 16% for 10-15 years and 28% had been caring for over 15
years.

> Over 1in 5 (21%) also have childcare or financial responsibilities
for (non-disabled) children under 18 and 13% have family
responsibilities for financially dependent (non-disabled) children
over 18.

Gender, age and ethnicity

> 76% of the carers who filled in our survey are women and 24%
are men. Nationally, the percentage of carers who are women
is lower than this (58% of all carers are women and 42% are
men). This is likely to be because, on average, women are more
likely to care for a higher number of hours than men and a high
proportion of our survey respondents care full-time.

> 42% of the people who filled in our survey are aged 40-54, 33%
are 55-64 and 11% are 65-74. 1 in 10 (10%) said they are aged
25-39 while 3% are over 75 and 1% are aged 24 or under.

> Most (90.2%) of the carers who filled in our online survey are
White British. A further 4.9% described themselves as White Irish
(2.2%), White European (1.3%) or White: Other (1.4%). A small
minority (1.1%) of the survey respondents were Black or Black
British (Caribbean: 0.7%; African: 0.3%; Other Black: 0.1%) or
Mixed: White and Black (0.2%). 1.6% said that they are Asian or
Asian British (Indian: 0.8%; Pakistani: 0.4%; Bangladeshi: 0.2%;
Other Asian: 0.1%; Chinese: 0.2%) and 0.3% said that they
are Mixed: White and Asian. 1.1% filled in a box with a different
ethnicity while 0.4% said they are Mixed: Other.

Location

> 74% of the survey respondents live in England, while 12% live in
Scotland, 12% live in Wales and 3% live in Northern Ireland.

> Around 4 in 10 (41%) described where they live as a ‘suburb of a
town or city’ and 26% said they live in a town or city centre. 13%
live in a large village and a further 20% said they live in a rural
area (small village or hamlet: 17%; very isolated: 4%)2.

2 Due to rounding, not all percentages add up to 100%.
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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 dual income and household costs shock results in lasting
financial hardship and debt, often exacerbated by delays in accessing
financial support or advice on combining work and caring.

Carers UK’s 2013 State of Caring survey of almost 4,000 carers
showed:

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 with a fifth using their
overdraft (22%) or credit cards (20%) to make ends meet.

53% said their money worries were taking a toll on their health.

11 Caring and Family Finances Inquiry
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Caring came as a complete shock to Julie. Six years ago, with no warning, her husband
Peter collapsed, having suffered a brain injury and cardiac arrest. He was resuscitated on the
kitchen floor by paramedics.

His brain injury resulted in him developing diabetes and experiencing significant changes in
behaviour including forgetfulness, mood swings and night terrors. Weakness in his heart left
him dependent on an oxygen tank.

Work was impossible for Peter, but when he came out of hospital Julie also felt huge
pressure on her own career. They were offered no support from social care services at home
despite Peter’s need for constant care, support and supervision. Their practice nurse told
Julie that Peter needed her at home and that she would have to give up her job. They were
already trying to cope with the loss of one income and Julie was determined to keep her
career, but in the end the pressure became too much to continue trying to combine work with
caring. After initially being told by her GP that she had to take time off work with stress, Julie
was forced to resign.

The loss of Julie’s income on top of Peter’'s was devastating. It took six months for Peter

to get Disability Living Allowance and by that time they already had mounting debt. With a
drop in household income of over £40,000 a year, they could no longer afford their mortgage
payments or even to pay basic bills. Eventually the debt became unsustainable and their only
choice was bankruptcy following the repossession of their family home.

Julie says: “We had good jobs and were doing well, but overnight it all fell apart. The impact
of us both being unable to work was financially devastating. Now it is a struggle to pay our
basic bills. | have to choose between having the heating on, or using the tumble drier.”

They moved to live in a small housing association bungalow which has been heavily adapted
for their needs including ramps, a wet room and oxygen tank storage. Alongside the main
bedroom there is a box room which used to be their son’s room. Julie often sleeps there as
Peter's own disturbed sleep, the need to use an oxygen tank overnight and Julie’s worsening
arthritis means it impossible for them to share.

But since April, the room has been categorised as ‘spare’ following the Government’s change
to social housing size criteria for Housing Benefit and they face a bill of over £700 a year,
coupled with new Council Tax charges following the scrapping of Council Tax Benefit. They
were turned down for discretionary housing payments because they both receive Disability
Living Allowance and were told this should be used to pay the rent shortfall.

Julie says: “We are always in debt. We have to pay the new rent and council tax payments
but that means that other debts are building up. The water company are threatening court
action and | have major arrears with our gas and electric.

We have no choice of being able to get some work to pay bills, and there is nowhere to put a
lodger. | just want to be able to take care of my husband because there is no way of knowing
how long I will have him. We are both isolated and have no family who could help. We are
desperate just to pay my bills and eat a healthy diet. | don’t smoke, drink or use anything
other than prescription medication, and all | want is a life where my husband and | don’t
have to worry about debt. My health is deteriorating and | am currently awaiting surgery for
osteoarthritis myself.

| dread to think what the future holds as | truly believe that this government has no
understanding of what it is really like to live on benefits long term with no other choice. | often
think that we would be better off just not being here — to stop us being a further burden.”
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There is a wide body of research examining the mapping and definition
of disability-related costs, in particular to distinguish between what are

‘additional’ costs — for goods and services needed by disabled and
non-disabled people alike but needed more by disabled people — and
‘special’ costs which are costs faced by disabled people, but not by
non-disabled people,’ which can be one-off, recurring and often daily

expenses.

As Demos notes in Counting the Costs, deciding which costs are taken
into account has a very significant impact on estimates of poverty
amongst disabled people, with rates of disability poverty more than
doubling when the additional costs of disability are taken into account.?

For the purposes of this report, the challenge of understanding and
breaking down these costs becomes greater — in trying to understand
the division between disability-related and caring-related costs. These
definitional challenges were apparent throughout our evidence-
gathering for this Inquiry, particularly for carers with long-term caring
responsibilities who found that comparing their living costs to ‘life

Table 1: Examples of the complexity of how different costs may be both disability and

carer-related.

Utility bills More prolonged and intensive use of energy as Additional usage as a result of carer being at
a result of needs related to disability. home as well.

Personal Cost of products and services required for Costs of products which result from carer,

care personal care irrespective of by whom that care rather than care services, providing personal

products is provided (eg. latex gloves). care.

Food bills Additional costs resulting from higher calorie Higher costs of inefficient food purchasing
intake, wastage related to appetite and food resulting from a lack of time for food
preferences; cost of specialist dietary or medical | preparation — convenience foods and snacking.
nutrition.

Household Mobility equipment and adaptations; more Adaptations and services which enable the

goods and frequent purchasing of white goods as a result of | carer to provide care — eg. hoists, telecare

adaptations high usage. services. Time-saving devices like tumble
driers, dishwashers.

Transport Costs resulting from frequent trips to access Cost of accompanying disabled or older
health and social care services and the need person; costs of travel associated with ‘distance
to use high-cost transport like taxis or private caring.’
ambulances.

Care Cost of care and support services not provided Provision of replacement care where the costs

services by, or where ineligible for, local authority or NHS | are borne by the carer in order to have time off
support. from caring, or additional care support whilst

caring.

1 Review of Existing Research on the Extra Costs of Disability (2005) Department

for Work and Pensions

2 Counting the Cost (2010) Demos; Disabled People’s Cost of Living: more than
you would think (2001) Joseph Rowntree Foundation; Disability and the Downturn
(2009) Leonard Cheshire Disability

Caring and Family Finances Inquiry
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“We don’t go on
holidays. We use
the internet with

a fixed fee and try
to use the phone

at times when it’s
free. | use charity
shops for clothes.
We are worried
about heating costs
and the rising

costs of food. |
have no activities
or hobbies, and |
don’t go out with
friends or family.
We have no support
services helping
with caring. No one
helps us and we are

drowning.”

Costs of caring

before caring’ was very difficult.

For example, these issues were highlighted at our Slough evidence
session, which had the highest proportion of ‘hidden carers’ — people
with caring responsibilities who did not recognise themselves as
‘carers’ and were not accessing support with caring. Most of the carers
attending responded to questions about higher household costs related
to disability but did not recognise ‘costs of caring’ as different from the
costs of living as a family.

There are some easily identifiable ‘costs of caring’, for example the
costs of travelling to care for someone who does not live with you.
Other costs are directly incurred by the individuals as a result of being
a carer but are difficult to separate from disability-related costs, for
example the additional energy consumed as a result of being at home
all day caring for a disabled partner. Many carers also report paying
from their own income or savings for the direct costs of disability
(adaptations, equipment or care services for example) because the
disabled or older person cannot afford them or because the carer
decides they are needed.

The policy response to these questions would be that benefits
designed to help with extra costs (like Disability Living Allowance or
Attendance Allowance) should be used to try to cover disability-related
expenditure, and carers’ benefits should support carers’ incomes and
costs; in reality, this is rarely how family finances work.

This chapter will examine in detail these costs, based on evidence
gathered from Carers UK surveys of carers and Inquiry evidence
sessions across the UK. Where possible the costs of caring and
disability related costs will be distinguished, but in many cases it is
more appropriate to examine the financial impact on the whole family
unit of both disability and caring.

A further, very significant, ‘cost of caring’ lies in lost or reduced
earnings as a result of taking on caring responsibilities. This will be
addressed in section two of this report.

Figure 1: Carers UK’s State of Caring survey examined which extra costs carers were
paying as a result of their caring responsibilities.
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Costs of caring

Higher utility bills were often the first costs identified when we asked
carers about the ‘costs of caring’ at our evidence sessions and in our
research surveys.

Over three quarters of respondents to the State of Caring survey
identified higher utility bills as a cost of caring, rising to 85% amongst
those living with the person they cared for.

Many pointed to higher energy bills because the person they care for
needed a warmer than average house, and for heating to be used for
more months in the year because they were unable to regulate their
body temperature, or because they were moving around less.

Carers also noted that the perception of this as just a ‘winter bills’
problem is incorrect. If disabled or older people are unable to regulate
their body temperature, then the impact of warmer weather on utility
bills can be just as great.

“We seem to go straight from needing the heating on all the time to
needing fans all over the place. This year | had heating on in May
as my wife was still cold but then when it got just a bit hotter | had
to buy fans for her bedroom and the living room and have them
blowing 24/7 to keep her cool.”

Carers also reported that higher usage of appliances and equipment
drove up their bills — from more intensive use of household items like
washing machines and tumble driers or needing lights on during the

night, to the energy used by specialist items like electric wheelchairs,
hoists, adapted beds or suction pumps.

These bills were not simply increased by the needs of the disabled
person. Carers often compared their energy consumption as a carer to
‘life before caring’.

Carers of partners (88%) and disabled children (79%) were most likely
to face higher utility bills — reflecting likelihood of living with the person
they cared for.

However additional costs were not limited to carers living with the
person they cared for. At evidence sessions, carers often mentioned
contributing towards the costs of utility bills of the person they cared for
to ensure they could have the heating on enough, as well as the times
when the person they cared for came to stay with them.

Carers who travelled to care for a loved one who lived elsewhere
reported bringing home laundry for the person they cared for, and
paying the costs of utility bills if the older or disabled person came to
stay with them.

‘Just so | get some time in my own home, | often bring Mum’s
laundry back with me so | can have it running whilst I'm sorting my
own things out.”

This was born out by a comparison between the costs faced by all
carers and those living with the person they cared for. Almost all carers
caring for partners and disabled children were living with the person
they cared for, but significant proportions of carers caring for older

16 Caring & Family Finances Inquiry



“I have used all

of my modest
amount of savings
in supporting my
household and
paying my bills in
order to care for
my mother. | worry
constantly and
sleep very poorly.”

Costs of caring

parents, sandwich carers® and those caring for disabled children over 18
did not live with the person they cared for. As expected, higher fuel bills
were more common amongst carers living with the person, and carers
living with an older person they cared for were, alongside carers of
partners, most likely to face additional utility bills.

The cost of utility bills was also particularly challenging for single

carers — who were less likely to be in paid work or live in a household
with anyone in paid work. This meant that they were more likely to be
struggling with fuel bills, with half (50%) of single people saying they
could not afford them. They are also less likely to be able to afford other
household costs including their rent or mortgage payments and were
10% more likely than other carers to have been in debt as a result of
caring.

“I am unable to leave the house to work. | have used my modest
savings in supporting my household and paying my bills in order to
care for my mother. We are dependent on her income and savings.
| have no independence but | am responsible for all bills, financial
decisions and outgoings. | worry constantly and sleep very poorly.”

An older carer in her 70s at our LIlandudno evidence session in Wales
noted that just the cost of the extra heating needed for her ill husband
and the transport costs to take her husband and disabled adult child to
medical appointments were almost the value of Carer’s Allowance each
week, at almost £50. Yet as she received the State Pension she was
entitled to no support from carers’ benefits.

Figure 2: Percentage of carers in different caring situations who pay higher
utility costs (including for those who live with the person they care for).
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Source: State of Caring survey

3  Those caring for a disabled or older adult alongside having dependent children
under 18.
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Lorraine’s story

Lorraine from Bristol, lives with and cares for her 83-year-old mum, who has advanced
Alzheimer’s Disease. Five years ago, Lorraine gave up her job as an administrator to provide
full-time care as her mum’s health deteriorated.

“Due to mum’s condition, she wants me with her 24/7 - but refuses even to let my sister help
much. She gets up anything from between two and twenty times a night and needs me with her
all day. | do not have a personal life. | do not go to the cinema or read. | do not get much ‘me
time’. | have to follow a certain routine with mum and go and do the same every day. She wiill
not accept change in any way.”

Lorraine rarely goes out beyond taking her mum to medical appointments and day centres, and
does not have holidays or evenings out. They have been relying on savings to meet rising food
and fuel bills. Lorraine’s caring costs include:

> £4 a day to take her mum
out on the bus in her
wheelchair

almost £10 a week in Figure 3: Lorraine’s daily washing
dietary supplements machine and dryer usage compared to

over £10 a week in the average household.

personal care products,
including a lot of
antibacterial gel as her
mum refuses to wash her
hands.

Their washing machine and
tumble drier is on at least three
times a day. The additional
costs that Lorraine faces as

a result of this extra washing
and drying alone are huge. A
three person household without
children (like Lorraine’s but
without the extra costs of caring
and disability) would normally
spend around £129 a year on
washing and drying.*

Average number of times a washing
machine or dryer is used per day

In Lorraine’s household, these
costs would be at least £604
0 .

based on one hour cycles Average Lorraine's
(which may be necessary for household household
soiled sheets and clothing), or a (three adults)  (three adults)
minimum of £302 a year if she

used shorter, half hour cycles.’

Based on figures from the Household Electricity Survey Final Report, 2012

This is based on appliances with ratings of 1200W (washing machine) and 2400W (tumble dryer) at a cost of
15.32p per kilowatt-hour of electricity (Energy Savings Trust). Often, washing machines and tumble dryers use
more energy than this.
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Transport
ﬂ 67% of carers faced higher transport costs as a result of caring, and

this is highest amongst parent carers of disabled children under 18

(76%) and sandwich carers (73%).

67%
o Transport costs can be amongst the most easily identifiable ‘carer
FACE HIGHER costs’ — particularly if carers travel to provide care for someone who

TRANSPORT COSTS does not live in the same household. Despite these considerable
because they care

costs, distance carers® are far less likely to receive financial support
like Carer’s Allowance.

Those caring at a distance inevitably face lower household costs as a

Key fact result of caring than carers who live in the same house as the person
they care for. However, they do face very high costs in other areas. For

> Transport costs example, only 48% of distance carers face higher utility bills because
were highest of their caring role compared with 77% of all respondents,” but they are
amongst parent much more likely to face higher phone bills (59%, compared to 38%
carers of of all carers) and higher transport costs (86%, compared to 67% of all
disabled children carers).
under 18 and For example, one carer told us that she has to spend £15 on petrol
sandwich carers. four times a week to visit her loved one, in addition to buying healthy

meals and driving to hospital appointments several times a year.
Another carer told us that she spends £190 a month on travel and

Figure 4: Costs faced by distance carers compared to total carer population.

100% [~
80%

60%

. All carers
. Distance
carers

40%

20%

Percentage of carers surveyed

0%

Higher Higher Higher
transport costs phone costs utility bills

Source: State of Caring survey

6  For the purposes of this analysis ‘distance carers’ are carers caring for someone
living over 30 minutes travel away.

7  The reason that a lot of distance carers do still face higher utility bills and other
household costs is because many of the carers who responded to our survey look
after multiple people, so although they care from a distance they may also care
for someone in their household.
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accommodation to visit the family members she supports.

“Fortunately my mum can cover her own costs at present. But she
can't afford to pay for us as well, for example to go out somewhere
—and we can't afford it either.”

“I travel 240 miles weekly now to visit and support two elderly
people — my mum and mother-in-law. The extra petrol, tyres,
insurance and the wear and tear to my car all costs me and | get
nothing for it.”

Again, the policy response would be for financial transfers from
disability or older people’s benefits to recompense carers for disability-
related costs which they bear up-front — this is not so simple in

reality. Carers at our evidence sessions noted that they felt unable to
‘charge’ an older parent, for example, for being driven to a hospital
appointment.

“After all the stress, tiredness and pain hospital visits mean for my
dad, am | honestly going to turn around after I've dropped him home
and tell him how much the bill is for using me as a taxi service?”

“When my son needs to go to the doctor or hospital | have to travel
to his independent living flat, then we get a taxi. He doesn’t have
the money to pay it in the first place so | always pay.”

Travelling with the disabled or older person blurs what are ‘disability
costs’ and ‘carer costs’ — purchasing your own ticket to accompany the
disabled or older person on public transport is more easily identifiable,
but the costs of driving them to a hospital appointment or day centre is
less clear. Whilst some carers were able to access ‘companion passes’
for free or discounted travel when they were accompanying an older or
disabled person this was far from universal. Others noted a significant
flaw in many of these schemes — that the schemes often only applied
when you are with the person you care for.

“So | have to go across town to get to Mum’s and then from hers

to her GP, which is actually pretty close to her. The vast majority of
that trip is getting to hers and back. The companion pass only saves
me the costs of the middle part of the trip from hers to the doctor
and back to hers.”

Parents of disabled children reported some of the highest transport
costs — often from making long trips for specialist medical care. At our
evidence session in Manchester, one participant noted that the need to
travel for specialist hospital care meant frequent 70 mile drives. They
had found rising fuel costs have had a significant impact on their ability
to afford to travel. Carers in different evidence sessions noted that the
rising costs of this essential travel made paying for any travel to see
friends or family, socialise or take a break was becoming much harder
or impossible. At the same session in Manchester, a carer described
themselves as ‘virtually housebound’ as a result of not being able to
pay to take the car out.

‘Costs you would never expect if you're not a carer’ were a frequent
theme at the evidence sessions. For example, a mother of a disabled
son at our Edinburgh session, said that the only way they could calm
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down their autistic son when he was very upset and distressed was to
take him on long drives. It soothed him and helped him to settle, but
this costed a huge amount in petrol.

If carers provide transport for the person they care for to services

like day centres and residential care, or to a friend or family member
so that they can have a break from caring, then the carer may see
themselves as ‘feeling the benefit’ of the replacement care. As a
result they may think of these as ‘carer costs’ rather than seeing them
as costs essential to fulfilling the care needs of the older or disabled
person.

A large number of carers at evidence sessions reported depending on
bus passes, particularly older carers, or on ‘companion passes’ which
enabled them to travel on public transport for free alongside the person
they cared for. However, others caring for someone with significant
mobility needs, or for people with progressive conditions, noted that
public transport had become unusable and that cars or taxis were
unavoidable.

“Many things are more expensive as my husband cannot make use
of things like his bus pass, or cheaper train travel, so we have to
use the car for every journey he makes.”

Regardless of their income, carers across all evidence sessions spoke
about how using taxis had become a frustratingly essential part of their
living costs. Reasons were varied, including: prohibitively long walks to
bus stops for the person they cared for; the risk of not being able to get
a seat; inaccessible buses, trains or stations; mental health conditions
or learning disabilities resulting in fear, anxiety or potentially violent
behaviour; unavailable rural transport; time-saving. Carers spoke about
trying all alternatives but being unable to avoid high-cost taxi trips,
made more expensive by some taxis charging for additional occupants
and also the additional costs of accessible or larger taxis.

In Taunton, one carer said that he had no need of a car and could
manage on public transport, but that to get his mother to appointments
on time, he simply could not use irregular buses in rural areas which
she struggled to and from. The time it would take to get to the bus-stop
with her and walk at the other end, as well as the discomfort of walking
for her, meant that travelling by car was their only option. As a result,
he had bought a car and the total bill for him was in excess of £5,000
for the car, road tax and insurance. As he feels it is his car, he would
not have considered asking his mother to pay.

The higher rate Disability Living Allowance mobility component enables
families to access Motability vehicles. Throughout our survey work and
evidence sessions families reported how essential these vehicles were
in enabling them to manage essential travel related to care or medical
needs and to have any independence or quality of life.

‘Advance Payments’ of almost £2,000 can be required up-front and
a number of families were diverting income or borrowing from family
members to save for this cost.

“The mobility car we have is wheelchair accessible and this time the
advanced payment is £1195. We had to ask my husband’s elderly
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parents to use their savings for this as we do not have this sort of
money. Ever.”

If they were car users, car parking charges, particularly for hospital
parking, were a source of real anger amongst carers. Free in Scotland
and Wales, and in certain circumstances in Northern Ireland, those
carers paying for hospital parking charges in England not only pointed
to the regular costs of parking for outpatient appointments but also the
very high daily costs of travel and parking for inpatient stays. Many
noted that, despite continuing to provide care by travelling to hospital
during long hospital stays, because Disability Living Allowance is
terminated for the disabled person during long hospital stays, the
carer’s Carer’s Allowance is also lost — so carers lost their incomes but
faced even higher transport and parking costs.

Hospital parking costs an average of £1.15 per hour, and some
hospitals charge much more than this. Visitor and patient parking

at some NHS hospitals costs as much as £3 per hour.2 While some
families may be able to use public transport to avoid these charges,
often the disability or mobility problems of the patient and sometimes
the carer too, can mean families have no choice but to pay them.

“I ended up with huge debts by the time my late husband passed
away two years ago. In the last year of his life there were very
frequent trips to the hospital (including several emergency
admissions), with at least one hospital admission lasting 10 days.

| realised I'd incurred hospital parking charges in excess of £90 for
the week when my husband was particularly poorly.”

Half of carers said they faced additional costs for cleaning or care
products like detergents, disinfectants or disposable gloves and
aprons.

“Every week it is Dettol, Savion, Sudocrem, latex gloves, hand gel,
aprons, IncoSheet, cotton buds and cotton wool, wet wipes, huge
amounts of toilet tissue.”

These are disability related costs — but they are required because

a family member or friend is providing care. If the disabled or older
person did not receive personal care from a carer, the cost of these
products would often be borne by the NHS or the local authority
through homecare services. Families providing care are therefore
penalised by bearing these costs themselves. Carers often report that
the cost of these products, which enable them to provide personal
care, come from their own pockets.

A minority of carers (18%) said they paid for incontinence pads, but
it was significantly higher amongst people caring for someone with

dementia (29%) or neurological conditions like Parkinson’s disease
or Multiple Sclerosis (26%). Whilst many families reported receiving

8  Figures from the Health & Social Care Information Centre’s Hospital Estates and
Facilities Statistics (2012/2013).
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some provision of pads from the NHS or local councils/trusts, for

§ those who do not receive support, the cost is considerable. Even for

V relatively low usage, fully funding this kind of continence care would

cost hundreds of pounds a year. Carers frequently reported having to

(o) supplement insufficient supplies from the NHS or local authorities or
42 /o buy alternatives because those provided were unsuitable.

of carers have to “We receive free pads for day use but none for night — so we have
SPEND MORE ON to pav for these.”
BED SHEETS pay :

“The ones provided are too thick and they won’t change them.
Because they don't fit her properly they are useless so we have to

I buy our own thinner ones.”
" _’ “The incontinence pads provided are unsuitable but are the only
& ones on offer so we have to buy the entire lot ourselves.”

Incontinence and very frequent laundering also meant frequent

%
34 (o) replacement of bedsheets. 42% reported the need to buy additional

SPEND MORE ON bedsheets.
CLOTHING
because they care

Carers reported that the clothes of the people they cared for also had
a short lifespan — as a result of more frequent washing, additional wear
and tear from being taken on and off several times a day, ripping and
tearing whilst trying to take clothes on and off from people in bed and
damage done to their clothes by people with learning disabilities.

“My daughter’s behaviour means she rips her clothes daily and her
underwear needs constant replacement.”

“My son’s clothes are always getting ripped, torn, bitten — and ours
are too.”

34% of carers spent additional money on clothes for the person they
cared for, rising to 48% for parents of disabled children.

Clothing was also often more expensive or needed alteration to make
it easier to put on and take off.

“l had to pay a lot to adapt clothes for him — £10 a polo shirt just to
get a zip on them as he cannot do buttons!”

Food bills

Half of carers (49%) said they had higher shopping bills for food as
a result of caring. A quarter (24%) said they were spending more on
specialist foods, drinks or dietary supplements.

PAY MORE IN Disability or ill-health can increase food costs for a number of reasons:
SHOPPING BILLS

because of caring > People with learning disabilities may have very specific and

changing food preferences which result in large amounts of
discarded food or a need to purchase high-cost items.

> Reduced or varying appetite may repeatedly lead to only small
amounts of full meals being eaten.

> High calorie diets for older or disabled people who struggle to
maintain their weight are often expensive.
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Carer groups that were most likely to face high food bills were carers
looking after adult disabled children (58%) and children under 18
(54%), sandwich carers (56%) and BAME?® carers (62%) — possibly
because culturally appropriate foods can be more expensive.'®

“For several days | might be making full meals but if her appetite
just isn’t there, there are only so many leftovers you can freeze
before it is just wasted.”

“The amount of money | spend on my son’s ‘food fads’... just to get
him to eat anything | might have to cook several different things and
it can change from one week to the next. Might seem wasteful to
some people but it is the only way he will eat anything.”

A significant number of carers at our evidence sessions who were
caring for someone who did not live with them reported having to
supplement the food shopping of the person they supported. Because
they felt that the disabled or older person did not have enough money
to spend on quality or fresh food, a number of carers reported adding
extra items, at their own expense, to the shopping lists they were given
by the people they supported to ensure a full and balanced diet.

Carers also noted the impact that caring had on their own diets.
Alongside widespread concern about their ability to afford or find the
time to prepare good quality meals, carers noted that ‘eating on the go’
often incurred extra expense because of the cost of constant snacking
and convenience foods.

“On the budget we are on | would cook every meal from scratch if |
could - to save money. But the reality is often a sandwich and crisps
at a service station or from a hospital shop — which costs far more
than a proper meal at home would cost and is unhealthy all the
time.”

One of the clear themes to emerge from discussions in the evidence
sessions, which was not captured by our survey, was the cost of
buying and replacing furniture and white goods.

Damage to furniture was a particular challenge for families caring for a
child with autism or learning disabilities:

“My husband’s movement and coordination leads to a high number
of breakages — crockery, furniture and fittings. | constantly need to
fix or replace household items.”

“It is the cost of repairing damage to our house and contents.
Violent temper tantrums that my son has led to replacing doors,
fixing holes in walls, replacing items like the telephone, television,
beds, bedding, lamps, furniture and carpets.”

9  Black, Asian and ethnic minority
10 Cost being driven up by culturally-specific foods being rarer - for example,
needing to be ordered-in by shops or online.
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“My son got through ten beds before he was 16. He would break
them when he had a ‘meltdown’, or just from the daily impact of him
throwing himself down on it, which we can’t stop him doing. | gave
up buying good quality ones as he broke them just as fast and then
the higher cost was a complete waste of money. Other parents
would just have to buy one or two beds and that would last them.”

At our Leeds evidence session carers spoke about needing to replace
items, not just more frequently but also more urgently. Carers are often
very savvy consumers, and shopping around for appropriate and good
value products is second nature. But the need to replace essential
items urgently can make this impossible.

A carer at our Sutton Coldfield evidence session said:

“It sounds funny but we have spent so much on toilet seats. My
wife’s mobility is bad and even with me helping get her onto the
toilet she normally comes down with such a bang that they keep
breaking. What ever kind we get they break. We have had to buy
them again and again at £15 a time.”

These ‘distress purchases’ meant that they felt forced to spend more
on buying white goods in particular. When an essential item like a
fridge or washing machine broke, they needed replacements quickly as
they struggled to access temporary alternatives, like laundries, but also
did not have the time to ‘shop around’ or wait for longer delivery times.

“The washing machine is on every day. It isn’t designed for that
sort of use and this means it breaks, but when it breaks | have piles
of soiled laundry building up. | can’t leave the house to get to a
laundry every day so | need a replacement as soon as. Normally I'd
visit shops and look online but | don’t have time and the best deals
can take longer to deliver: it comes down to whoever can get me a
replacement the quickest.”

“The minute anything is labelled as a ‘disability’ product it suddenly
seems to add 50% to the price.”

We asked carers which equipment and adaptations they paid for
themselves, as opposed to costs paid for from the savings or income
of the disabled or older person. 14% of carers had spent their own
income or savings on equipment for the person they were caring for.
11% were spending on technology like telecare.

A number of carers at our evidence sessions noted delays meant they
had felt forced to use their own savings or income to buy products
which should have been provided by local authority grants or NHS
funding. Others were unaware that certain benefits could ‘passport’
them to additional support so paid for services or products for which
they could have received financial support.

“We paid £3,700 for a mobility scooter, £500 for ramps and £9,000
for our adapted car. Almost all of our savings have gone.”
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“Caring has cost me my
career, and my husband
and | our savings, hobbies,
health, opportunities, self-
fulfilment, friends and
- quality time together. We
| get no respite. How can we
out a value on such huge
. personal costs?”




Annie’s story

Annie gave up her teaching career to care full-time for her son James who has cerebral palsy
and suffers mental health problems. Annie is now 59 and James is 35. He lives independently, in
a council house, five minutes from his parents’ Yorkshire home. James needs daily care support
from his mum and his step-dad, Annie’s husband Peter.

Annie and Peter, who is 65 and a semi-retired lecturer, have for a number of years also cared
and supported Annie’s parents who until recently lived 70 miles away on the North Yorkshire
coast. Aged 86 and 84, their increasing care needs have meant that both have now moved to,
different, residential homes, with Annie and Peter continuing to provide considerable care and
support.

James is in receipt of benefits, but increasingly these are insufficient to meet all his care and
support needs and must be topped up by his parents. With the rates of cash payments for social
care failing to keeping pace with price rises, Annie and Peter must also supplement devaluation
of the financial support provided by the local authority.

Annie and Peter take care of their son’s laundry and cleaning, they provide transport to all his
medical, dental and care-related appointments, they look after his finances and paperwork, fund
the upkeep and replacement of furnishings and general maintenance of his home and are on call
day and night to make sure he has all the support he needs. Everyday tasks like laundry incur
easily hidden costs for carers like Annie and Peter. James’s condition causes frequent vomiting,
with need for frequent washing, drying and replacement of bedding. Annie and Peter also do
large volumes of washing for Annie’s parents. As well as adding to daily utilities costs, they need
to repair and replace white goods with much higher frequency than families would normally
expect.

Regular long distance travel to support and care for Annie’s elderly parents has also made a
huge dent in the family purse. In one year they spent £1,000 on petrol alone travelling to and
from the coast.

Despite Peter’s pension and his continuing to work part-time in retirement, the couple have seen
their savings almost totally depleted through the costs of caring for the different generations of
their family. Annie has been advised that if she were to claim Carer’s Allowance it would result in
a deduction from her son’s benefits.

“Caring has cost me my career,” Annie says. “It has cost us our savings but also our hobbies,
health, opportunities, self-fulfilment, friends and quality time together. We get no respite. How
can we put a value such huge personal cost?”
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There was a great deal of confusion, also reflected in the purchasing of
care services, as to when adaptations and equipment were a ‘disability
cost’ or where carers felt they were a cost for them as a carer to help

them to care.

Carers often said that decisions to purchase equipment or invest in
adaptations was as a result of injury or declining health on their part
— as they no longer felt physically able to lift a disabled child, turn

or roll a disabled adult, or help an older parent or partner climb the
stairs. Similarly there can be a perception that telecare and telehealth
products and services are ‘carers services’, because they can reduce
pressure on carers and give them peace of mind when they are out of
the house, or if they do not live with the person they care for.

As a result, some carers felt the costs of adaptations, technology
or equipment were being incurred to support them and in some
circumstances were paying themselves.

As with equipment and adaptations, carers can end up paying for care
services that provide replacement care for the person they care for or
which assist them, as carers, in the provision of care.

Charging for care services varies across the UK — with the provision
of free personal care in Scotland and Northern Ireland, caps on home
care charges in Wales, and a lottery of care charges across English

local authorities.

However, carers across all parts of the UK reported paying for different
kinds of care services - sometimes local authority charges, topping

up cash payments or services from local authorities which were
insufficient to buy-in the care needed, or privately purchasing services

Table 2: The percentage of carers that are paying for specific

care services and support themselves.

Breaks from caring 34%
Occasional use of residential care 18%
Equipment and adaptations 17%
Technology like alarms or sensors 13%
Support from care workers 10%
Use of day centre 9%

Source: State of Caring survey
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when the person they cared for was not eligible for state services or
where those services were not appropriate.

Many carers were not receiving any practical support, but 13% of all
carers were spending money on replacement care to get any time off
from caring. This represented a third of all those receiving breaks from
caring.

Paying for care was a particular discussion topic at our Jarrow session,
where one carer described the often prohibitive cost of replacement
care as the cost of ‘just getting out of the door’. Whether it was to
enable them to have leisure activities, to spend time with friends or
family, to work or even to fulfil other caring responsibilities, carers
described incurring significant bills in order to access support.

“Carers are constantly told that they must ‘look after themselves’
but no assistance is given. For example, a care worker costs me

on average £15 an hour so if | wanted to go to the cinema | would
need to spend over £60 just to leave the house — on top of that is
the cost of the travel and my cinema ticket. So going to see a film in
the cinema would mean spending towards £100. It never happens. |
just can’t afford it.”

“Care worker agency prices go up a little each year. It now stands at
about £16 an hour and that is doubled for us as my husband needs
two care workers to operate his hoist.”

In these circumstances, carers can feel that they are getting the
‘benefit’ of care services, so often end up paying for services
themselves. In fact the services are fulfilling the care needs of the
disabled or older person so should not, in most cases, be a cost
incurred by the carer.

As part of our work on the Care Bill (England only), Carers UK has
examined the implications for charging carers for care services and
has been concerned about the confusion around the division between
carers’ services and disabled or older people’s services. Across local
providers, some carers groups and local authorities we have seen
examples of practitioners who consider services which deliver support
to an older or disabled person to be ‘carers services’, because those
services also alleviate pressure on the person’s carer. Where there is
confusion amongst social care professionals, there is little wonder that
carers themselves can be confused as to whether care services should
be paid for from their income or the income of the person they care for.

The cost of these services can be high. The most recent average unit
cost for provision of home care in England was £17 an hour' — this
means that a weekly bill for just two thirty-minute visits a day from
care workers to help with washing, toileting or getting in and out of bed
would cost almost £120 a week.

“l can only afford for them to come in for 30 minutes each day,
when | need them to help me toilet, wash and change Mum. | get

11 Personal Social Services: Expenditure and Unit Costs England 2011-13 release
(2012) NHS Information Centre for Health and Social Care
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everything ready for when they arrive. Then they are there to help
me lift, turn and wash her. Sometimes it isn’t really enough time and
I'm left to clear everything up. But | couldn’t physically do it without
their help.”

During our evidence sessions and in our survey of carers, they
repeatedly noted the comparison between the costs of replacement
care and Carer’s Allowance, which is paid at £59.75 a week for 35
hours or more of care provided.

Carers also reported that in many areas charging for care services was
rising, with 31% of respondents (in England) to our State of Caring
survey reporting that charging for care services for the person they
care for or for carers services had increased. Although capped charges
in Wales and Northern Ireland and the provision of free personal care
to older people in Scotland offered some protections to carers outside
England, significant proportions of respondents in these areas - 26% in
Scotland, 22% in Wales and 13% in Northern Ireland. In areas where
free personal care is provided, this is likely to reflect the rising cost of
other (non personal care) support services which are not free and for
those who do not qualify for free care (eg. working age disabled people
in Scotland).

A carer at our Glasgow evidence session talked about the costs of
replacement care services for her disabled daughter so she could go
‘to provide childcare for my grandchildren like other grandparents, or
just spend time with them as ‘Granny”. Others noted that taking a day
off from caring, particularly if it included a night away from home, would
cost more than a month’s worth of Carer’s Allowance.

“Services such as care would amount to around £19 per hour and
this is prohibitive to me. My wage income does not stretch that far
as heating costs and good nutrition have to take priority.”

Older carers were substantially more likely to be paying for care
services (two thirds of older carers were paying towards care services,
compared to half of working age carers) — reflecting the greater
likelihood that older people will have savings exceeding the social care
means-test and will not qualify for free services. In addition, compared
to those working-age carers who were paying charges, older carers
faced far higher charges with 32% of carers paying charges for care
and support services paying in excess of £200 a month, compared to
18% of working age carers.

For others, the cost of replacement care was not the issue, it was
availability. A carer in her late 70s who attended our Birmingham
advice session said:

“Financially we are okay. The bills are no problem and we can
afford to pay for care services, but there are no services there for
him.”

Her husband, who attended the session with her, had dementia.
Because he was very mobile, their local dementia day care centre
had refused to give him a place as they were not geared to providing
support for clients who were active and mobile. As a result, they had
been placed on a waiting list for a service further away but had no
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Key fact

» 18% of carers

were using their
own income

to pay for help
with household
chores like
cleaning or
shopping, rising
to 22% of carers
caring for a
disabled or older
partner.

Key fact

» 1in 8 carers

(183%) and 1in 6
carers caring for
over 50 hours a

week have had
to cut back on
support services
to make ends
meet.
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information on how long they would have to wait. The carer had only
3 hours’ time off from 24/7 caring responsibilities per week, when
her brother visited to sit with her husband. She said she was nearing
breaking point.

Beyond replacement care, carers are also paying for support with other
household tasks like cleaning, laundry and shopping.

18% of carers were using their own income to pay for help with
household chores like cleaning or shopping, rising to 22% of carers
caring for a disabled or older partner.

At our evidence sessions in Leicester, Leeds and London in particular,
carers raised concerns that the value of direct payments was failing to
keep pace with the costs of care services. In some circumstances, just
as the costs of care were rising, families reported cuts to the amount
of the direct payment. Shortfalls in the ability of direct payments to buy
sufficient services were often being met by carers.

“We were told when direct payments started that it would help

his choice and independence and be enough to give him what he
needed. But things have changed. We’re now told that travel to
some things, some social activities and things he likes to do, cannot
be covered by direct payments. That’s the whole care plan gone. If
they can’t pay for it, who ends up paying?”

Alongside their own financial worries, when asked about financial
concerns, significant numbers of carers across our evidence sessions
raised the stress of managing direct payments, care worker payroll and
compiling and submitting accounts, invoices and receipts.

Domestic support

Domestic support typically costs less than care services, so replacing
these household tasks can be more cost-efficient than buying care. In
addition, if families also struggle to access reliable, good quality care
services, domestic support may be the only option in relieving pressure
on carers. Older carers were twice as likely to use domestic services
than the working age population (16% compared to 8%) and the vast
majority were using their own income to pay.

Impact of rising living costs

“The ‘cutting back on essentials’ happened last year. 'm NOT
coping now.”

In addition to coping with rapidly rising living costs, carers and disabled
people have been affected by a number of changes to benefits
uprating and the rise in VAT in 2011. In our evidence sessions the cost
of living was a source of fear, stress and worry amongst both those
struggling to make ends meet and those who were able to pay their
bills. Many reported how noticeable the degradation of their buying
power had been, with the message ‘we were struggling already, how
are we expected to manage now?’ repeated across the country.
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“My health suffers The rise in VAT, implemented in January 2011, has had a

due to very poor disproportionate impact on many carers and disabled people, given
diet. | am very their additional expenditure on VAT-rated products, like cleaning
cold in winter and materials, detergents, incontinence pads, bed clothes and bandages.
summer. | live in a Carers reported that the only way to manage rising bills was to forgo
basement | cannot food and heating themselves to ensure the person they care for had
heat. | support my everything they needed — including turning off heating in their own
son to heat his flat homes in order to pay for additional energy consumption for a loved

one living elsewhere, or not using heating at times when the person
they cared for was at a day centre or school in the cases of disabled
children.

and | cannot heat
my home.”

“My health suffers due to very poor diet. | am very cold in winter and
summer. | live in a basement | cannot heat. | support my son to heat
his flat and | cannot heat my home.”

Whilst Carer’s Allowance and Disability Living Allowance were

exempt from the Government’s freeze on benefits from April 2013,
other benefits which carers and their families receive saw real-terms
cuts as a result of a below-inflation rise of 1% — including Income
Support, Employment and Support Allowance and Housing Benefit, the
couple and lone parent elements of Working Tax Credit, and the child
element of Child Tax Credit. The switch from RPI (retail prices) to CPI
(consumer prices) has also significantly degraded the value of Carer’s
Allowance. These changes will be explored in more detail in Chapter 4.

The impact of rapidly rising living costs and the rise in VAT is likely to
be exacerbated for carers and disabled people as a result of additional
expenditure on VAT-rated and high-inflation products and services,
particularly food, heating and electricity bills. These multiple pressures

Figure 5: Percentage of carers cutting back on essentials (by weekly hours of care
provided).
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have significantly undermined the ability of families, many who were
already struggling to make ends meet, to afford their basic bills.

There was also significant evidence that the carers providing the
highest levels of care are cutting back the most — when they are
already least likely to be in employment and already facing the greatest
financial hardship.

Particularly concerning was a similar correlation between hours cared
for and carers being forced to cut back on care and support services
because they are struggling to pay their bills. 1 in 8 carers (13%) and
1 in 6 carers caring for over 50 hours a week have had to cut back on
support services to make ends meet.

For carers who are caring round the clock, and often already struggling
because of a lack of support, further reductions in this support could be
highly dangerous, resulting in a serious impact on their physical and
mental health.

Savings and debt

Loss of savings and then debt can often result from a sharp increase in
living costs at the same time as reduced or lost earnings. It can quickly
become difficult to maintain existing non-disability-related household

Key facts expenditure on rent, mortgage payments, existing credit payments
and contracts (for example insurance, mobile phone, TV or internet

Of carers who had packages); with the additional costs of caring as well, families can
any savings: rapidly see savings dwindle and then face the risk of debt.
> Over half (55%) “We no longer have any savings or any kind of funds for later on —

were using them we have even cut our insurance.”

to pay their Of carers who had any savings:

\ livin
gogg day 9 > Over half (55%) were using them to pay their everyday living
' costs.

> 38% had used > 38% had used over half of their savings.

over half of their
savings.

> 1in 8 (13%) had used almost all and a further 10% had used all
of their savings.

> 1in 8 (13%) had High and rising charges social care charges (where applicable) for
used almost all people with more than a small amount of savings, leave families
and a further entirely liable for the costs of home and residential care. If they access
10% had used care and support services, this can result in a rapid loss of savings
all of their until families drop down below relevant social care means-test levels.

savings. “Hourly rates for support workers coming in have increased by
4% in the last year. This means accelerated spending of savings.
Necessary expenditure, such as upgrading bathroom or kitchen
facilities, cannot be made.”

> 4in 10 (44%) carers had ended up in debt as a result of caring.

> Debt was far higher amongst families who had used up their
savings or had none when they started to care, with 69% finding
themselves in debt.
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Working-age carers caring for partners, who are most likely to see the
loss of all paid household income, were more likely to fall into the red,
with over half (51%) telling us they were in debt as a result of caring.
They are also most likely to be using savings to meet everyday living
costs or to pay for support with caring (46% were doing this, compared
with 36% of all carers).

A carer attending one of our evidence session in Wales who had
been pushed into debt as a result of caring talked about the ‘constant
worry’ about finances. She listed costs of hundreds of pounds a
month in transport costs, higher electricity and oil bills, the costs of
care products, care workers and telecare equipment and talked about
the frequent risk of losing her Carer’s Allowance when her husband
needed to go into hospital.

Where both the carer and their partner had given up work, particularly
as a result of a sudden-onset condition, carers reported struggling

to adapt their finances to such a huge drop in income. Many found it
impossible to quickly reassess every item of household expenditure
or have the time to cancel subscriptions, change insurance policies
or seek cheaper accommodation - as they were also adjusting to the
physical and emotional demands of caring and the shock of a life-
changing moment. Unable to reduce spending fast enough, debt was
the inevitable consequence.

“House was repossessed as | could not keep up the full mortgage
payments. | owe £20,000 to the mortgage company plus a secured
loan.”

Parents of young disabled children and sandwich carers were also
hard hit by debt, with 58% and 59% respectively facing debt as a result
of caring — these are often younger families who have had less of an
opportunity to build up the financial resilience that comes with savings
or owning a property before caring affects them. This is also reflected
in the fact that debt levels fell amongst surveyed carers higher up the
age spectrum:

61% of 25-39 year old carers were in debt, compared to 53% of
40-54 year olds, 40% of 55-64 year olds and 18% of carers over
65.

However this does not mean that older carers escape debt —
particularly those who enter retirement with caring responsibilities.

Of carers over the age of 65, 17% of those who had begun to care
after they had retired were in debt, compared to 27% of older carers
whose caring responsibilities had started prior to retirement and were
likely to have had an impact on their earnings.

Carers also reported that the amount of debt they found themselves in
was substantial.

Of those reporting they were in debt as a result of caring:
1in 10 (11%) said that the debt was less than £1,000.

22% said they had between £1,000 - £5,000 of debt, and 13%
had between £5,000 - £10,000.

11in 7 (15%) were in over £10,000 worth of debt.

34 Caring & Family Finances Inquiry



35

Costs of caring

Carers who have a health condition or disability themselves were

also particularly likely to find themselves in debt. Of carers who also
received disability benefits, 59% had been in debt as a result of caring
(compared with 44% of all carers). They were also more likely to have
very high levels of debt, with 9% of these carers facing debts of more
than £20,000. This may be because they face additional costs of ill
health or disability — for themselves as well as the person they care
for — but also because they are likely to have lower incomes. 70% of
carers in receipt of one of these benefits had a household income of
less than £1,500, compared with 55% of all carers, and only 27% lived
in a household where someone was in paid work.

Debt is also often lasting, as families see a long-term impact on their
ability to earn.

Even if benefits were sufficient to maintain household income they are
rarely enough to enable carers and the people they care for to pay off
debt.

“Still paying off debts incurred whilst caring for my late husband,
nearly two years after he passed away.”

Often debt and financial hardship were exacerbated by the delay
between the financial impact of caring starting (loss of earnings and
the incurring of extra costs) and then receiving support from benefits.
This can be as a result of a lack of advice and information or delays in
getting the right diagnoses or assessments in order to claim disability
and carers’ benefits.

Carers who had missed out on benefits were 11% more likely to be in
debt as a result of caring, 5% more likely to be using their savings to
pay everyday costs and 4% more likely to have no savings at all.

Carers also noted the impact of losing carers’ benefits'? if the
person they cared for spent longer periods in hospital. They lost
financial support, despite the fact that they were frequently visiting
and providing care to them in hospital and were continuing to incur
sometimes substantial costs. This could rapidly push them into debt.

“My daughter was in hospital for months and | was with her for
hours each day to provide the care she needed as her needs
were so high and so specialist. The travel and having to find
accommodation next to the hospital cost me a vast amount — but
my Carer’s Allowance had been cut off long ago because her DLA
stopped.”

A carer attending one of our evidence sessions in Wales who had
been pushed into debt as a result of caring talked about ‘constant
worry’ over finances. She listed costs of hundreds of pounds a month
in transport costs, higher electricity and oil bills, costs of care products,
care workers and telecare equipment and talked about the frequent
risk of losing her Carer’s Allowance when her husband needed to go
into hospital.

12 Disability Living Allowance or Attendance Allowance are typically stopped after
a disabled person has been in hospital for 28 days. This means that Carer’s
Allowance is also terminated.
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Missing out

> 42% of carers have missed out on financial support as a result of
not getting the right information and advice.

Key facts > 51% of those missing out simply did not realise that support was
available.

>42% of .Carers When caring responsibilities start often the pressures of providing
have missed care, either full-time or alongside work and family commitments, mean
out on financial that planning for the future and accessing advice come second to the
support. day-to-day practicalities of providing care and support.

> 66% of those ‘Carer identification’ is also a crucial issue. Many people providing
missing out care , unpaid, do not see themselves as a ‘carer’ but instead as a son
did not receive or daughter, a partner, parent or friend who is supporting their loved
advice. ones. Not seeing themselves as a ‘carer’ can clearly be a significant
barrier to making a claim for ‘carers’ benefits, services and support;
many say that it did not occur to them that financial support was
available to help them with what felt like a normal part of family life.

Research from the Centre for the Modern Family found that over a
quarter of those providing care (27%) did not consider themselves to
be a ‘carer’.

> 29% of those missing out thought they would not entitled to
support even though they were.

Too often opportunities are missed to provide early advice on the

right disability and carers’ benefits to claim, carers’ flexible working
rights or how to access practical support with hands-on care. Key
professionals like GPs or social workers can play a decisive role in

Figure 6: Reasons why carers missed out on support.
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supporting not just the person needing care, but in letting their

families know how important advice on caring is. However this step is
frequently missed and families can go for months or years not realising
they are missing out on support they are entitled to.

Two thirds (66%) of carers missing out on financial support
attributed this to not receiving any advice on their entitlements.

“Carers should not have to go hunting for what they are entitled to.
It should be like child benefit is to parents. You have a right to it and
it should be flagged whenever the caring starts and put in place with
no fuss. It should be flagged up by GPs, social workers and care
workers and the carers should have things explained to them and
have support from professionals who should work hand-in-hand.”

Our Slough evidence session demonstrated the combined impact of

a lack of carer-identification (both ‘self-identification’ — recognising
themselves as ‘carers’ — and identification from advice agencies and
statutory services) and language barriers amongst BAME participants.
None mentioned cultural barriers or unwillingness to claim entitlements
- but instead lower takeup seemed to stem from the a combination of
the complexity of the systems with technical social security language
which was also noted by BAME carers at other evidence sessions,
particularly in Islington in London.

Many participants were only receiving benefits because of intensive
support from local groups like Islington Carers Hub, Carers UK’s
Slough branch and the Age Concern which hosted the Slough event.
Carers reported missing out for years before getting advice, but

even after receiving support, their awareness of the benefits system
remained low, with a number being unsure what their current package
of benefits consisted of.

Half (50%) of BAME carers missed out on essential support
because they didn’t get the right advice and information,
compared to 42% of all carers.

At our Jarrow session, carers told similar stories which were echoed
by professionals from local services who attended. The clearest
illustration of this was from one attendee who did not self-identify as a
‘carer’ and had not previously sought advice or support, but had seen
the session promoted in the local newspaper. She was combining full-
time work with caring for her mother who had early-stage dementia.
Her mother was refusing any support except from her daughter, who
said that she feared the strain of work and caring would mean that
work would very soon become impossible. She was at a complete loss,
and had no idea that her mother might be able to access practical or
financial support, or that if she did give up work to care for her mother,
she may be entitled to Carer’s Allowance.

Parents of disabled children under 18 were 5% more likely than other
carers to have missed out on financial support because they didn’t
have the right advice and information (47%, compared to 42% of
other carers). Parents of disabled children over 18 were also likely to
have missed out (46%) and, strikingly, 23% of these carers had gone
without the support they were entitled to for over 15 years. Parent
carers often attributed this to the challenges of being recognised as a

Caring & Family Finances Inquiry



Costs of caring

‘carer’ and ‘not just a parent’ - with worrying stories of health and social
care professionals telling parents of disabled children that they should
not expect support like carers of disabled adults, because they had
‘chosen to have children.’

Even a few months of lost benefits can make the difference between
families being able to adjust to the financial impact of caring and falling
into lasting debt.

Of carers missing out:

10% missed out for up to six months and a further 10% for
between six months and a year.

21% missed out for between one and two years and 40% missed
out for between two and five years.

22% missed out for between five and ten years.
16% missed out for over 10 years.

“I had to leave work when my son came out of hospital after his
accident and needed me there all the time. | just cared for him as
any mother would, and we managed on my husband’s wage. It
wasn’t until 10 years later when my son was ill and had to go into
hospital that someone asked if | was getting any help and we found
out he could get DLA and | could get Carer’s Allowance.”

This family will have lost out on a minimum of £25,000 in disability
benefits and £30,000 in Carer’s Allowance — £5,000 a year in income.

Updated estimates from Carers UK show that around 360,000 carers
may be missing out on a total of £1.1 billion in Carer’s Allowance'.

Not only does this mean that carers do not have the weekly income of
£59.75 but they also miss out on National Insurance contributions —
leaving them at risk of receiving only a reduced pension in retirement.

The combined impact of falling income and rising costs, rapidly
dwindling savings and increasing debt is leaving substantial numbers
of carers unable to afford basic bills.

A third of carers (36%) cannot afford to pay their utility bills.
One in five (19%) cannot afford their rent or mortgage payments.

Families providing care are facing the bleak choice of cutting back on
essential expenditure to make ends meet.

A carer in her sixties at our Llandudno evidence session said:

13 The following figures set out the numbers of existing Carer’s Allowance claimants,
the existing total value of Carer’s Allowance claimed, the estimated number of
carers who are eligible and the total value of the estimated eligibility. In the final
two columns are the estimates for the number of carers missing out (based on
an estimated take-up of 65%) and the total value of Carer’s Allowance missed
out on, by nation, region and local authority. Based on Department of Work and
Pensions Carer’s Allowance takeup figures from May 2013.
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“My husband and | worked slavishly to pay off our mortgage but
the cost of caring for him mean that, since his death, even without
housing costs, | now struggle to pay my basic bills from means-
tested benefits. | am teetering on the edge by using my bank
overdraft and have occasionally resorted to borrowing money from
friends and family.”

45% were cutting back on food and 44% on heating.
Three quarters (73%) had reduced spending on clothes.

“I can’t cut back on heating as my son will get very ill. We rely on
school food and I will sometimes get by on biscuits so he can eat
normally. No longer get any clothes for me and | am running out of
decent clothing. My son has second hand clothing, other than shoes
and coat.”

The cost of having any kind of social life was often the first to go, with
three quarters (73%) of carers cutting back on spending to see friends
or family, 43% reporting reducing costs by using the phone less and
one in six (16%) had cut back on internet usage. One in eight were
cutting back on care services to help them to care.

Unable to increase earnings to boost their incomes, carers were being
forced to turn to credit.

22% were using their overdraft and 20% were using credit cards
to cope with living costs. One in ten (9%) had taken out loans.

Over half (53%) reported that money worries were affecting their
health.

Carers who have an iliness or disability themselves were most likely to
say that their financial circumstances were affecting their health (71%)
and this was also high among sandwich carers (70%) and carers
looking after a partner of working age (60%).
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Lesley and Darren have four daughters — Gabrielle, 19, Olivia, 17, Fleur, 10 and Amélie, 9 who
has CHARGE syndrome, a rare condition resulting in multiple and profound disabilities.

Amélie has no hearing or speech, is partially sighted, and suffers chronic lung disease and is
oxygen dependent and tube fed. Amélie’s disabilities mean she has very poor balance. She

is now able to walk, but until the age of seven was in a wheelchair. Her health is very fragile.
Winter months are a time of particular anxiety for the family. Amélie’s chronic lung condition
means they must heat their home 24 hours a day for at least 7 months a year. This winter
Amélie has already had three emergency hospital admissions as a result of severe respiratory
illness.

The costs of care associated with Amélie’s health are high. Keeping the house heated year
round, running oxygen cylinders and medical equipment day and night, high water usage that
results from extra bathing, clothing, bedding and washing that come with being tube-fed and
incontinence have resulted in massive debts for the family.

When Lesley fell pregnant with Amélie both she and Darren were in full-time employment
earning a joint income of over £50,000 a year. Lesley was working as a dental practice manager
and Darren was a railway engineer. When Amélie was born, family life was shaken to the core.
Alongside coming to terms with Amélie’s disabilities and working out how they would, together
manage with their newborn daughters extra needs, Lesley and Darren also had to make difficult
decisions about how they could cope financially. Shortly after Amélie was born Darren was made
redundant, compounding the challenges they faced.

Inspired by the support of the midwife who helped deliver her youngest daughter Lesley decided
she would retrain while Darren, who is 49, took on the role of full-time carer. As a result of the
financial strain they face Lesley, 46, not only works full-time as a midwife but must also take on
extra bank shifts.



“If | could change anything
it would be the financial
burden. Even if everything
in the house is going well,
there is still that financial
worry hanging over us”

The family’s daily routines are relentless, with both parents surviving on but a few hours sleep

a night, and the girls all playing a hands on role in helping look after their sister. Even everyday
family functions like the school run, supermarket shop or dropping mum at work for an early shift
are a logistic challenge, hugely stressful and exhausting.

Amélie’s health and nursing needs are high and she needs care around-the-clock. Finding

any support is an ongoing battle and Lesley and Darren struggle to find care workers who are
adequately trained to meet both meet Amélie’s nursing and communication needs. They qualify
for 14 days respite at a local hospice which, Lesley’s shifts permitting, offers some opportunity to
catch up on rest in the hospice flat.

Despite having a full-time income supported by additional hours, the family are struggling with
thousands of pounds of debt. Amélie’s frail health, in particular the need to protect her from cold
and damp, have led to quadrupled utilities bills. They owe £5,000 on outstanding electricity bills,
£3,500 on gas, £2,000 on water bills and have accumulated council tax arrears of £2,500.

To manage the debts the family have installed a gas meter and are now paying £35 a week,

£3 of which is repaying the debts. As a result of Amélie’s critical dependency on medical
equipment, they cannot have an electricity meter and their provider is looking at alternative debt
management measures. Their water provider has transferred the family’s debts to a scheme
matching repayments of £50 a month as long as they do not default.

“Amélie is absolutely fantastic, she’s an absolute joy,” Darren says. “But stress levels are
through the roof. Amélie needs care 24 hours a day, every day and because of her medical
needs and the lack of professionals who also have the sign language skills to communicate with
Amélie it is almost impossible to get respite care. We have battled to get direct payments from
the council to buy-in care support and have been given the equivalent of 16 hours at £7.20 an
hour. If we could find the right care services, | very much doubt it would be available at that rate.

“But if | could change anything it would be the financial burden. Even if everything in the house is
going well, there is still that financial worry hanging over us. | think people assume that there are
loads of benefits supporting families like us. But that’s not the case at all. Now Lesley works full
time with extra shifts and | receive a Carers Allowance of £58 a week. I'd love to work, but show
me the job | could do alongside the care Amélie needs.”
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Caring responsibilities can result in the complete
loss of carers’ careers and lasting debt and
financial hardship into retirement.

“|V|y wife was in Whether caring is full-time and long-term, for an intensive short period

need of full-time or part of a stressful mix of work and childcare it can lead to permanent
damage to carers’ careers and earning potential.

care and no-

one offered or
even suggested

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

> The peak age for caring often coincides with the peak of an

| could get help individual’s career — 1 in 5 people aged 50-64 have caring
so | had no responsibilities.

option but to > 1in 3 (30%) had seen a drop of £20,000 a year in their
leave work.” household income as a result.

Half of working age carers live in a household where no-one is in
paid work. The Census shows that three million people manage the
difficult balance of combining work and caring. Struggling to access
support at home and a lack of understanding and flexibility at work
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“| tried so hard to
carry on working.

| was told | should
leave work to

care for him but

| couldn’t afford
to. After months

| was signed off
with stress for two
weeks and still
went back, but |
eventually reached
breaking point.”

Caring and work

can lead to high levels of stress, absence, tiredness and being unable
to perform well at their jobs. Caring is also a significant contributor

to underemployment - with many carers reducing working hours or
seeking often lower skilled work that can be more flexible.

“I tried so hard to carry on working. | was told | should leave work
to care for him but | couldn’t afford to. After months | was signed
off with stress for two weeks and still went back, but | eventually
reached breaking point.”

Public polling commissioned by Carers UK for this Inquiry further
illustrates how widespread the impact of caring is on employment —
with millions of workers forced to either quit work or cut hours, and one
in ten of the adult population saying that caring responsibilities had a
negative impact on their work through tiredness and stress.

This employment penalty has an impact across working age — from
young people struggling to get into work, training or study as a result of
caring for a disabled parent; through to early retirement to care for an
ill partner or ageing parent. But there are also key pressure points and
the peak age for caring is 45-65, resulting from the highest likelihood
of needing to care for an older parent, meaning that the most intense
pressure often comes at the peak of carers’ careers when the loss of
employment can become irreversible.

There are also new challenges, resulting from changing family
structures, with the continuing rise in the age at which individuals have
children, and families living further apart, the phenomena of ‘sandwich
caring’ (combining childcare with caring for a disabled adult or older
loved one) and caring at a distance are bringing new pressures for
work and caring.

Figure 7: Statistics taken from Costs of caring and impact
of caring on work (2013) Carers UK/YouGov
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Gill’s story

Gill’s decision to care for her parents as they grew older has cost her career, savings, security in
retirement and she now fears has led to a genuine risk of her losing her home.

Her mother, Mabel, is 97 and has vascular dementia and osteoporosis. At 92, her father, Bill,
has a number of age-related health and mobility problems. An only child, she shares a home
with her parents - a property which has been in the family since the 1930s. A number of years
ago Gill bought into the ownership, a decision which seemed only wise at the time.

Before giving up work to care, Gill had been careful to save for her future throughout her career,
which included many years as a transport manager in the shipping industry and most recently as
a senior administrator in the voluntary sector.

As her parents care and support needs increased, Gill initially juggled caring with full-time work.
Both home and work she was grappling with stressful compromise. When her mother contracted
the potentially fatal hospital infection C-difficile, Gill reached a crisis point as she struggled

to defeat the iliness at home with little professional support and having reached a point of
exhaustion; she felt the only option was to give up work to care full-time.

Gill has now been caring for her parents for over nine years. Providing around-the-clock care for
her mother is she says “soul destroying, shattering and isolating.” Her father’s health needs have
also increased and she has found herself on a number of occasions trying to manage care for
one parent at home and spells of hospital admission for the other.

Mabel has advanced dementia, but her mobility remains good. As a result, the house must, Gill
says, be ‘in lock down’. The dementia also causes unpredictable and often inexplicable mood
swings which can be very difficult to manage. Mabel becomes anxious if Gill is far from sight so,
Gill is constantly ‘on duty.” She has to sleep on chair cushions on the floor outside her mum’s
room to cope with Mabel’s agitation at night. Gill manages to survive with between one and five
hours sleep a night which leaves her permanently exhausted.

Her mother struggles to accept any care or support from strangers, but Gill and her father
agreed a little while ago that they needed some help. At a cost of £16 per hour, they buy-in
support from a care worker for an hour a day, three days a week. As her mother’s care needs
inevitably increase Gill fears the costs implications of the extra support she will need. If she
continues to care for them at home she fears bills could rise to over £1,000 a week; if both
parents went into residential care the bill could increase to over £2,000 a week.

The impact on Gill’s personal financial circumstances has been considerable. Now 58, she feels
there is no real chance she will be able to re-enter employment if her caring were to come to an
end. As the law stands today, if her parents are forced to sell their share in their house to meet
care costs, Gill fears she will lose a home she could now not afford to replace. She receives
Carer’s Allowance but no other financial support with caring.

“My future finances are a huge worry. | care a great deal about both my parents and | wanted to
keep them in our home as was their wish, but we also could not afford for them to be in a care
home.

“I really don't like to look to the future at the moment. | have worked full-time all my life. I'd spent
a bit but I'd saved and | was coasting towards my retirement. Then caring came along — I'm
losing all my savings and we may lose the home my parents and | bought.”
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Key fact

The impact of caring on work

Census data from the 2011 Census sets out the impact on

> 28% of carers employment of different levels of caring.

providing 50
hours of care

Reflecting previous work done by Leeds University'* and London
School of Economics (LSE),'® and 2001 Census data, the 2011

or more a week figures'® indicate that carers providing even relatively lower levels of
are in paid work. care are less likely to also be in paid work.
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The “ipping point’ when levels of care begin to have a significant
impact on work had previously been seen as at around 20 hours of
care per week, but recent LSE research found that may be significantly
lower, at around 10 hours of care each week."”

Whilst just over 70% of the total working age population were in paid
work,'® the 2011 Census shows that this falls to less than two thirds
(63%) amongst carers providing 1-19 hours a week in care, with 21%
of those in full-time work and 42% in part-time work.

This falls again sharply for carers caring for between 20-49 hours —

Figure 8: Economic activity and provision of unpaid care (working age).

Part-time
employment
Full-time
employment

All 1t0 19 20to 49 50 or more
working age hours hours hours

Number of hours of unpaid care provided per week

Source: Census 2011.

14 Carers, Employment and Services (CES) (2007) University of Leeds and Carers UK

15 Overcoming barriers: Unpaid care and employment in England (2012) NIHR School
for Social Care Research, PSSRU, London School of Economics

16 At time of publication full Census data on caring and employment was only
available for England and Wales - unless otherwise stated ‘Census 2011’
references refer to this data.

17 London School of Economics (2012)

18 This refers to the population aged 16-64, rather than the Census categories
for ‘Economically active’ as the latter data excludes respondents who describe
themselves as ‘Economically inactive: Looking after home or family’.
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“The destruction

of my own carer

is probably what
upsets me the most
about all of this. As
| know | have done
my best for mum.”

Key facts

» Parent carers
of disabled
children
and carers
of disabled
partners were
least likely to be
in employment.

Caring and work

with only 47% in paid work (17% full-time and 30% part-time).

Only 28% of carers providing 50 hours or more a week were in paid
work alongside caring (12% in full-time work and 16% in part-time
work).

“l went freelance in the 1990s when my mum was first diagnosed
with dementia, anticipating | could do some work at home with my
laptop. | was wrong. Mum’s needs grew rapidly but, because of
her condition, she was in denial and refused support from anyone
else so | had to do everything. | am having to start again from
scratch at 47, after previously earning over £40,000 and see my
contemporaries earning six figure salaries. The destruction of my
own career is probably what upsets me the most about all of this.
As | know | have done my best for mum.”

This Census data was reflected in carers’ responses to the State

of Caring survey. Additional categories in this survey, for caring
responsibilities between 20-34 hours and 35-49 hours a week,
captured a particularly sharp fall in employment between these two
categories (reducing by over a quarter) as carers cared for more than
the equivalent of a full working week.

Stories captured through the Inquiry, particularly evidence sessions,
also highlighted how varied and prone to change the impact of caring
on employment can be. Carers spoke of the impact on employment
of caring responsibilities through a spectrum, from working full-time
alongside weekly visits to ageing parents, through to the lifetime loss
of a career as a result of providing full-time care to a disabled child.

Some carers also described a gradual impact, typically when caring
for an older parent or a partner with a degenerative condition — often
starting with workplace stress, then reduction of working hours, until
eventually they gave up work altogether. Others felt unable to reduce
their working hours but full-time work pushed them to breaking point.

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

Employment across different caring
scenarios

Whilst caring depressed economic activity across all caring
responsibilities, there were significant differences between caring
scenarios.

Carers of older people had the highest rates of employment, with 41%
in paid work alongside caring (just over half in full-time work and the
rest in part-time work). This remained the same even for ‘sandwich
carers’ who also had dependent non-disabled children under 18 —
although this latter group were more likely to be providing lower levels
of care.

Parent carers of disabled children and carers of disabled partners,
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were least likely to be in employment.

“I gave up work thinking that | would be able to return within a year
or two years, once | got my daughter the support she needed. Little
did | know how poor local services were and | am still caring years
later.”

The figures in the chart above mirror patterns on the level of care
provided across different carer groups.

Whilst many carers care full-time for older relatives, this caring
relationship is more likely to be at a distance or involve supporting

a relative living in their own home to stay independent. As a result,
carers of older people, including sandwich carers, are more likely to be
providing lower levels of care.

Carers of older relatives, particularly their parents, often describe the
‘juggling act’ of providing reassurance and support over the phone,
‘pop-in’ visits to check everything was okay or to help at meal times
and support around medical check ups or treatment. This type of
support was more compatible with paid employment, even though it
frequently had an impact on working hours and resulted in tiredness,
stress and worry.

“Work is made harder by all the phone calls from my mother during
working hours, asking why | am not there and demanding I leave
work to go and help her or just for a chat because she is lonely.”

By contrast, carers of partners and disabled children were much
more likely to be living with the person they cared for, and providing

Figure 9: Percentage of carers in part-time and full-time work by
person cared for.
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Source: State of Caring survey
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round the clock care.' Higher levels of parent carers of adult disabled
children were able to work full-time than carers of disabled children
under 18, most likely because they were caring for adult children living
independently but who still required some support.

“I gave up work when my disabled son was born as | couldn’t find
another job that fit in with school hours. Then my husband joined
the army and we moved to Germany, so | had little opportunity to
find work. While in Germany, my daughter was born with severe
disabilities, and as my husband was a serving soldier, the majority
of caring responsibilities fell to me. As my daughter got diagnosed
with more and more different conditions, the hospital appointments
and time off school ill grew to the point where she’s out of school
two days a week. Couple that with an autistic teenager, and there’s
no time or energy to hold down a job. | already HAVE two!”

Carers from Black, Asian and ethnic minority communities were
significantly more likely to be in work and less likely to be retired than
the general carer population.

This reflects both that BAME carers are more likely to be of working
age than other carers, but also evidence which indicates that carers
from BAME communities, particularly late migrants, prioritise earning
more highly even when it causes disruption to family care.?°

Figure 10: Paid employment status amongst all carers and BAME
carers.

25% [

20%

15%
All carers
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BAME carers
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Full-time Part-time Retired at Retired early
employee employee pension age from paid work

Employment status

Source: State of Caring survey

19 Over three quarters of carers of partners/disabled children were caring for over
50 hours a week, compared to 62% of carers of older people, 46% of sandwich
carers.

20 Half a Million Voices (2011) Carers UK
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Impact of caring on family incomes

The impact on families’ incomes of giving up work, reducing hours or
taking lower paid work was stark.

» 70% of carers were over £10,000 worse off.

> 1in 3 (30%) had seen a drop of £20,000 a year in their
household income as a result.

Carers who could not see the ‘light at the end of the tunnel’ of being
able to return to work before retirement age talked about ‘permanent’,
or ‘irreversible’ losses in income and frequently described this loss as
‘devastating’.

A carer attending our Leicester evidence session who had given up
work to care for her sister said:

“I have lost my career and my £28,000 salary — | now care 24/7 with
no break or holidays for two years and no respect or support.”

Some carers struggled to quantify the total, particularly those with long-
term caring responsibilities or those who had been through multiple
periods of caring and childcare. Carers attending our Llandudno
session, alongside thinking about the value of lost earnings, also had a
discussion about how the drop in income left them with a strong sense
of financial insecurity as a result of not being in control of their ability to
earn.

“I can’t put a figure on it — caring has affected me throughout my life
by changing my choices. | can’t know what my life would have been
like.”

“How do you calculate lost earnings over 20 years of caring?”

But a deep anger at the contrast between the low level or non-existent
support they received and the financial penalty they faced as a result
of caring meant that many carers attending evidence sessions had
already worked out the annual drop in income as a result of giving up

Figure 11: Statistics taken from Costs of caring and impact of caring
on work (2013) Carers UK/YouGov

1IN 3 carers 'I|"N

are over £20,000 a year
worse off as a result of caring
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“l may have to start
to look for work
again in my 60s.
Companies just
don’t hire people at
that age. | will never
get those earnings
back.”
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paid work or reducing paid hours.

At our Glasgow session, a carer caring for his son who has Down’s
Syndrome calculated that, despite managing to continue to work part-
time, he had lost out on a total of £312,000 in lost earnings and a third
of his occupational pension throughout the time he had cared.

Parents of disabled children under 18, are typically younger and

are more likely to have seen their careers affected earlier and have
given up lower salaries — but they were acutely aware that they faced
cumulatively very high long-term losses. The time out of the workforce
meant that many said they did not believe they could even return to
work at the level of pay or seniority they had when they left, let alone
the level they would have been at, at their current point in life.

Carers of older people had typically taken on caring responsibilities
later and, as a result of being more experienced in the workforce and
having higher earnings, their drop in income was likely to be much
steeper. Whilst their caring responsibilities were likely to be shorter-
term, alongside concerns that they could return to work at anything
approaching the same pay level, many said that they would be
surprised if they could return to work at all after several years out of
employment and when they were approaching retirement age.

“I may have to start to look for work again in my 60s. Companies
don’t hire people at that age. | will never get those earnings back.”

Figure 12: Reduction in annual income as a result of caring

Up to £1,000- £5,001- £10,001- £15,001- £20,001-  Over
£1,000 £5,000 £10,000 £15,000 £20,000 £30,000 £30,000

Estimated reduction in annual income

Source: State of Caring survey
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Key facts

> 1/2 of working
age carers live
in a household
where no-one is
in paid work.

> Only 35%
of carers
of disabled
partners had
paid income
coming into their
household.

Sandwich carers were more divided at either end of the scale, with
either a smaller or very high drop in income. This is likely to reflect

the fact that some parents, particularly women, were already on lower
earnings or not in work as a result of childcare responsibilities when
they started to care so did not see as steep a fall in income. But, in line
with the profile of sandwich caring, those who were in full-time work
were more likely to be in more highly qualified, higher paid work?'.

Working age carers of partners saw a similar pattern of falls in their
own income as the total carer population. However this must be seen
in the context of their drop in income being mirrored by their partner’s
loss of income, amplifying the financial impact.

Paid income in the household

Half of working age carers live in a household where no-one is in paid
work — almost triple the percentage of UK households without a paid
income.??

Unsurprisingly, carers living in households where at least one person is
in paid work were noticeably less likely to be facing financial hardship.

> 72% of carers in households with paid income from work were
able to afford their basic bills, compared to 57% of those where
no-one was in paid work.

Whilst the loss of one income can be financially devastating for any
family, when a carer’s pay is the only income in the household, or if
their partner has also given up work at the same time as a result of ill-
health or disability, then the income shock is amplified.

“The loss of my wife’s income was bad enough, but when | had to
give my job we were pushed to the brink.”

The experiences described by carers of partners at evidence sessions
broadly fit into two different scenarios:

> A dramatic impact of a sudden-onset condition resulting in
immediate exit from the workforce for both the person needing
care and their partner.

> The slower impact of, for example, a degenerative condition,
resulting in pressure on work and often reduction in working
hours and then giving up work entirely.

The former group found it incredibly hard to adapt either work patterns
or household spending, so were more likely to have to leave paid work
entirely after they started to care and were particularly prone to debt.
Carers in the latter group, similar to carers caring for an increasingly
frail older person, had more of an opportunity to plan ahead, and
reduce working hours or work flexibly and adapt household spending
in anticipation of reduced income.

21 Simultaneous care for parents and care for children among midlife British women
and men (2003) Agree E, Bissett B and Rendall M (2003) Population Trends 112
(Summer)

22 Working and Workless Households, Statistical Bulletin (2013) Department for
Work and Pensions
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Parent carers of disabled children under 18 are most likely to live in a
household where someone is in paid work, typically the partner of the
carer providing full-time care. Parent carers of adult disabled children
were noticeably less likely to live in a household where someone was
in paid work. This can be partly attributed to the increased likelihood
that at least one parent is over retirement age, and to higher rates of
divorce, separation and widowhood?® — particularly given evidence
from organisations like Contact a Family of the higher separation
rates amongst parents of disabled children.?* However this may also
reflect situations where both parents of adult disabled children have
given up work to manage caring between them. Parents of adult
disabled children spoke powerfully at evidence sessions about the
huge challenge of caring for an adult disabled child at home - as caring
for them became more physically demanding compared to when they
were a child, at the same time the carers’ age and the physical impact
of caring over many years often left the carer less physically able to
care.

“I worry about the future. If we are unable to care for our [adult]
daughter, Where will she live and who will be good enough to look
after her?”

Figure 13: Percentage of carers in a household where there is paid
income, by relationship to person cared for.
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Source: State of Caring survey

23 Parent carers of adult disabled children are 4% more likely to have been widowed
and 6% more likely to have be divorced or separated.
24 No Time For Us (2003) Contact a Family
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“My husband and | are arguing about the heating being on and
costing too much money, but my [adult] daughter needs the house
to be warm as her circulation isn’t very good.”

Half of carers for older people and 56% of sandwich carers lived in
households with income from paid work, but again it was carers of
working age disabled partners who were the worst off, with only 35%
having income from work coming into the household.

This leaves carers of disabled partners doubly disadvantaged as the
group both least likely to work themselves and least likely to have
anyone else in their household in paid work.

These findings reflect detailed survey work from the Centre for the
Modern Family which found that carers of working age disabled adults
were the least financially resilient, with household incomes on average
£3,000 a year lower than carers of older people.

Clearly, if having a partner in paid work has an important effect on
carers’ ability to avoid financial hardship then it is hardly surprising
that single carers face a harsher financial impact — it was the ‘plight’
of this group which Mary Webster highlighted fifty years ago as she
campaigned for financial support for carers.

Single carers? are more likely to have given up work to care (61%,
compared with 52% of all respondents) and are more likely to be
caring full-time (39% compared with 34% of all respondents). They
were just as likely to say that they are in full-time employment as other
carers, but less likely to be in part-time employment or self-employed -
tending to have a much lower household income.

Figure 14: Financial hardship according to paid income in

household.

One or more members
of household in paid work

No-one in household
in paid work

Cutting back Debt Using savings to
on essentials pay everyday bills

Source: State of Caring survey

25 Those who said they were single, divorced, separated or widowed.
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“My son was so “I did not have a choice as a single parent. My son was so ill initially
ill initially | had no I had no choice but to care as | was attending hospitals every week
choice but to care at the start.”

as | was attending Although income from paid work in the household made it less likely
hospitals every that carers faced debt, loss of savings and cutting back on essentials,
week at the start.” levels of these measures of hardship still remained worryingly high.

Many carers, particularly parent carers of disabled children, report

that paid income coming into the household did not protect them

from financial hardship — not least because paid income in carer
households often comes from part-time work. In addition, because
benefits are often perceived as support for people who are not in work,
some carers report that as long as they remained in work they did

not explore claiming disability benefits for the person they care for —

so they face the extra costs of disability without support. In addition,
carers who remain in part-time work alongside caring may not examine
what financial support is available to them alongside it.

Carers across different evidence sessions also talked about struggling
to maintain a few hours of part-time work themselves - not because

it made them much better off but because it kept ‘a toe hold’ in the
workforce and gave them a sense of identity outside of caring.

“I have been told on a number of occasions that if | gave up work

| could have the alterations [that we need for my husband to be
independent] done for free — but | refuse to give up my career that |
have worked so hard for.”

Whilst parent carers were more likely to have someone in the
household in paid work they also frequently spoke about losing hope
they would ever return to the workforce themselves. So whilst their
partner might be in work, they were conscious that long-term or even
life-long caring responsibilities might leave their family cumulatively
much worse off than if their caring responsibilities lasted for several
years with the prospect of a return to work when caring ends.

‘Sandwich caring’

Alongside carers of older people, sandwich carers appear to be

> 73% of relatively better off — with both the State of Caring survey and the
‘sandwich Centre for the Modern Family finding these groups most likely to be
carers’ were in work, and in full-time work and more likely to have someone in
using annual the house in paid work. Indeed the latter research found household
leave to travel. incomes amongst sandwich carers to be almost a quarter higher than

carers of working age disabled adults.

Key facts

However this is also a reflection of sandwich carers as a group being
more likely to hold higher level qualifications (as the sandwich caring is
more likely to result from having children later, and older parents tend
to be better qualified)?® and attracting higher levels of pay as a result.

26 ‘Simultaneous care for parents and care for children among midlife British women
and men’ (2003) Agree E, Bissett B and Rendall M; Population Trends 112
(Summer)

55 Caring & Family Finances Inquiry



Caring and work

56

“I refuse to give
up my career that
| have worked so
hard for.”

Key facts

> 19% of distance
carers are
caring full time.

Yet even this more economically resilient carer group is almost a
third less likely to be in work themselves and 17% less likely than
the average UK household to live in a household in which someone
is in paid work. The pressures of sandwich caring on work are also
demonstrated in our survey results.

Sandwich carers were the most likely group to be in paid work. Over a
fifth (22%) were working part-time, with slightly fewer working full-time
(20%) - suggesting that it is a real struggle to maintain a full-time job
alongside the demanding family responsibilities of caring and looking
after children. This is also borne out by the numbers of working age
sandwich carers in employment?” who told us that they had:

> used annual leave to care (73%)
> used sick leave to care (39%)
> done overtime to make up hours spent caring (52%).

These proportions are significantly higher than for other working age
carers in employment. They were also more likely than other working
age employed carers to report that, although they continued working
the same hours, their job has been negatively affected by caring

(for example, due to tiredness, lateness or stress), with 55% saying
this. These results indicate that, although they are more likely to be
providing lower levels of care to an older or disabled person and to
be in work, the combination of childcare and caring for an adult had a
serious impact on their working life.

‘Distance caring’

With the rise of the so-called ‘beanpole’?® families — more generations

alive at once but fewer family members in each generation - combined
with greater geographical family dispersal, more and more people are

finding themselves needing to provide care and support to loved ones
at the end of a motorway.

In Jarrow, one of the social care professionals attending the evidence
session as an observer, explained how she was ‘distance caring’ for
her mother in Scotland alongside working full-time. Whilst her mother
did not need full-time care, she spoke about the stress, cost and
disruption to her work of remotely managing her mother’s finances,
making frequent phone calls to provide reassurance and travelling to
Scotland for medical appointments.

Several themes were repeated by different distance carers — the
cost and time taken for travel, a constant need to be on the phone

to provide reassurance or organise medical appointments, and the
constant stress ‘in the back of your mind’ of worrying about someone
and knowing they are not nearby to pop in and check on.

‘I live at a distance from my parents. | visit weekly to enable my
dad to visit my mum who lives in a nursing home. On occasion |

27 The statistics used here are for carers in part-time or full-time employment,
excluding those who are self-employed.
28 Social Trends, England and Wales 33 (2003) Office for National Statistics
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“l sometimes have
to travel over two
hours each way
every day to care.”

“We had no option
but to give up both
our home and our

income overnight.”

Caring and work

also do other things [...] - helping with paperwork, shopping, etc. as
necessary. My brother lives closer and we manage things between
us.?”

“I sometimes have to travel over 2 hours each way every day to
care.”

A 2011 Employers for Carers survey of ‘distance carers’ who were in
work highlighted the pressures that come with caring at a distance:
stress, reduced working hours, needing to change work patterns or
take less senior roles.*® The State of Caring survey for this Inquiry
showed the impact on over two hundred distance carers both in and
out of work.

Whilst carers caring at a distance® were less likely to be providing
higher levels of care and they were more likely to be employment that
carers living closer, there was still a significant impact on their ability to
work.

> 30% of working age carers who live over 30 minutes travel away
from the person they care for were in full-time employment,
compared to 17% of all respondents.

> 52% of working age distance carers said they were working
either full-time or part-time, or were self-employed. Only 37% of
all working age carers responding to our survey said this.

> 19% of distance carers were looking after dependents full-time,
compared to 34% of all carers.

Gender, caring and work

There are significant gender disparities when it comes to patterns of
work and caring.

Six in ten round-the-clock carers are women, and women are far
more likely to be carers at the peak age of caring, 45-64, when caring
may have the most significant impact on their careers and earning
power. They are also more likely to face long-term, full-time caring
responsibilities for disabled children.

“When looking after my child, | was too tired to work — | was up all
night.”

“I had no choice. | could not leave my daughter at home doing
nothing while | worked. | had to help her learn too.”

However these female-dominated figures mask a complex picture of
gender, work and caring. There is important evidence that working
age men who do care, although they are a far smaller group, can
face greater financial and workforce disadvantage. Whilst a greater

29 From Caring at a Distance: bridging the gap (2011) Employers for Carers

30 Ibid.

31 For the purposes of this analysis ‘distance carers’ are defined as those caring for
someone who lives over 30 minutes travel away.
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Percentage of carers surveyed
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proportion of working age men combine full-time work and caring,*
greater incidence of ‘partner caring’ and less part-time working mean
that men are more likely to give up work entirely or retire early to care
and are very significantly more likely to be in a household where no-
one is in paid work.

“We had to sell our farm and move to a smaller adapted place

as my wife was suddenly rushed to theatre and then suffered a
stroke... We had no option but to give up both our home and income
overnight.”

Questions asked in Carers UK’s State of Caring survey enable a more
detailed analysis of gender, caring and economic activity than current
Census data.

Carers responses indicate that whilst men were more likely to be
in full-time work, this was more than balanced by women being
significantly more likely to be in part-time work alongside caring.

> 16% of working age female carers were in full-time work and
23% in part-time work (39% total).33

> 21% of working age men with caring responsibilities were in full-
time work and 9% in part-time work (30% total).

Figure 15: Percentage of working age carers in part-time or full-time
employment, by gender.
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Source: State of Caring survey

32 lllustrated by Census 2001 and 2011, Family Resources Survey (2011) ONS and
Department for Work and Pensions and State of Caring (2013) Carers UK

33 Unless otherwise stated, ‘full-time’ includes both full-time employees and full-time
self-employed; and ‘part-time’ includes both part-time employees and part-time
self-employed.

58 Caring & Family Finances Inquiry



Caring and work

Figure 16: Percentage of working age male carers in part-time or full-time
employment, by number of hours caring per week.
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Source: State of Caring survey

Figure 17: Percentage of working age female carers in part-time or full-time
employment, by number of hours caring per week.
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Source: State of Caring survey
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“Employers just
don’t offer the kind
of work | need,
that isn’t just term-
time low paid work
in schools or as

a cleaner which |
have to take.”

There were notable differences according to the number of hours of
care provided too:

> Male carers were much more likely to be able to combine
full-time paid work with lower levels of care — with 74% of
men providing 1-19 hours of care also being in full-time work,
compared to 45% of women.

> Similarly, whilst 43% of men providing 20-34 hours of care were
in full-time work, this fell to 38% for women.

> However it is the greater likelihood of part-time work at almost all
levels of care which meant that overall women were more likely
to be in work.

> For carers providing over 35 hours of care, 32% of women were
in work but only 23% of men. Whilst male carers were 4% more
likely to be in full-time work, women were 14% more likely to be
in part-time work.

This greater likelihood that women are in part-time work is reflected
across the economy and is understandable in the context of a wider
expectation and culture around part-time working for women and the
probability that working age women may have already adjusted or
reduced working hours to provide childcare.

Female carers often speak about these norms not as a positive
reflection on workplace flexibility but as unreasonable expectations that
women will take on caring responsibilities at a cost to their careers.

“The anxiety and stress caused by caring is having a negative
effect on my ability to work. If only the rest of the family would pull
together there would be so much less pressure. Any problems, they
are always passed onto me to sort out.’*”

Type of paid work

Evidence from the Carers, Employment and Services research by
University of Leeds and Carers UK analysis of the last Census also
highlighted the importance of the nature of paid work alongside
caring.® Carers of both genders, but particularly women are likely to
be in ‘elementary occupations’ — process plant and machine operative
jobs, or sales, customer services or personal services.

“I was forced into a lower skilled job that was more flexible — but
tiring, manual work on top of caring made my own health worse and
eventually | was forced to stop working.”

This was a strong theme at our evidence sessions and through carer
surveys, with predominantly women noting that the part-time work they
could find was more likely to be low-skilled shift work which is local and
could be flexible around caring responsibilities.

“The work | can do now is limited because of my caring

34 Caring at a distance: Bridging the Gap (2011) Employers for Carers
35 More than a job: working carers: evidence from the 2001 Census (2006) Carers
UK
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responsibilities, | cannot be away from home for long anymore.”

“I asked HR if they could transfer me to the local area and change
shifts as that was the only way | could work but they said no as |
couldn’t be available from 7am to 6pm.”

“Employers just don'’t offer the kind of work | need, that isn’t just
term-time low paid work in schools or as a cleaner which | have to
take.”

Employment at the peak age for caring

Key facts > 1in 4 women (24%), aged 50-64 have caring responsibilities —
> 1 in 5 people over 1.2 million women.

aged 50-64 are > 1in 6 men (17%) of this age have caring responsibilities —
carers. around 850,000 men.

Comparing the difference in workforce inclusion amongst ‘middle aged’
male and female carers highlights a starker disparity between genders
in the 55-64 age band*® — largely as a result of greater part-time
working and self-employment amongst women.

Reflecting the increased likelihood of caring responsibilities at this age

Figure 18: Likelihood of carers aged 55-64 years old being in paid
employment compared to all working age carers.
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Source: State of Caring survey

36 State of Caring survey age bands differ from Census bands — as a result this
analysis uses 55-64 to analyse the peak age for caring as the alternative would
be 40-64.

61 Caring & Family Finances Inquiry



Caring and work

for both genders, men and women were less likely to be in any kind of
paid work in this age bracket compared to the rest of the working age
carer population (women in this age bracket are 7% less likely to be in
work, and men 15% less).

The fall in full-time work amongst men over 55 is steep (-15%) whilst
women’s full-time working remains at a constant 16% both below and
above the age of 55 (although the makeup of this shifts slightly towards
full-time self-employment and away from being a full-time employee).

Women'’s relative position is further boosted as a result of more
resilient levels part-time working, which do fall, but not as steeply as
men’s full-time employment.

This means there are comparable proportions of men and women
aged 50-64 full-time work. Indeed the rapid fall in men’s full-time
employment means that this is the only age group where the
percentage of women in full-time work outstrips men (16% compared
to 14%). But again it is part-time working amongst women which is
most significant, with women being more than twice as likely than men
be in paid part-time work.

> 16% of women aged 55-64 were in full-time work and 18% in
part-time work — a total of 34% in work. This compares to 41%
of the rest of the working age female carer population who are in
work.

> 14% of men aged 55-64 were in full-time work and 9% in part-
time work — a total of 21% in work, compared to 36% of the rest
of the working age male population.

However this does not indicate that women’s workforce inclusion is
strong in this age band, for either part or full-time work. The 16% of
women in full-time work aged under 55 is a low base compared to
male carers (25%) so the fact that it does not fall further over the age
of 50 is not to be celebrated. The proportion of women in part-time
work falls by 7% over the age of 55 to 20% but this remains twice as
high as the proportion for men, which remains constant at 9%.

In short, there is a steep fall in the proportion of men in full-time paid
work over the age of 50 which outstrips the fall in the number of
women in any kind of work. Men are also likely to face a greater fall

in income as they appear to be more likely to have to give up full-time
work entirely whilst women likely to either go from full to part-time work
or be leaving part-time work.

This should not be taken as evidence to contradict the assumption
that caring has more of an impact on women’s careers than men’s.
The number of women in this age bracket affected is far greater and
women are more likely to face the compound impact of a lifetime of
lower pay and part-time working, childcare responsibilities, sandwich
caring, distance caring® and a far greater likelihood of caring

37 Female distance carers are less likely than male distance carers to be in full-
time employment (25% compared to 35%) and more likely to be in part-time
employment (18% compared to 10% of male distance carers). In fact, 86% of
people caring for a person who lives over 30 minutes travel away are women,
compared with 76% of all of the carers who responded to our survey.
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throughout their working lives.

However there is some evidence that that the smaller numbers of men
providing high-levels of care whilst they are of working age, may face a
greater income shock as a result of caring.

This is also borne out by the fact that men responding to the State of
Caring survey were over 20% more likely than female carers to live in
a household where no-one is in paid work.

> 67% of working age male carers said that they in a household
where no-one is in paid work compared to 45% of female carers.

This follows the pattern seen across the Family Resources Survey,
which showed that middle aged and older males are overwhelmingly
likely to be caring for a partner — raising the likelihood that both carers
and their partners will not be in work.

“I had to stop work overnight to care for my wife. We had no income
and | had problems getting any benefits through quickly enough.
Had to declare myself bankrupt.”

Furthermore, the gender pay gap means that if a male carer (not in
work himself) has a female partner in paid work, he is likely to have
a lower household income than a female carer with a male partner in
paid work.

Retiring early

Key facts The complexity of the impact of caring on carers’ career was

> 43% of carers reflected across the evidence session sessions in ways which were
aged 65-74 not immediately evident from carers’ survey responses. The issue
have retired of retirement was particularly apparent in the older demographic in

Slough and Taunton. A number of participants said that they had not

‘given up work to care.” However, further discussion prompted them to

> 49% of carers give examples of how their careers had, in fact, come to an end as a
were using their result of caring. These included people who had taken time out of work
savings to pay to care but had then decided to retire because caring made a return to

everyday living work impossible.

costs. This was reflected in responses from carers over the age of 65 who
completed the State of Caring survey. Whilst 34% of 65-74 year olds
said they had ‘given up work to care’, 43% said they had retired early
to care.” Amongst 75-84 year olds the gap was similar, with 21%
stating they had given up work and 33% saying they had retired early
in order to care.

early to care.

This is a reversal of the pattern in the preceding age bracket —of
carers aged 55-64, 52% said they had given up work to care and 20%
described themselves as having retired early.

This difference could be for a number of reasons. There is a degree of
stigma attached to having ‘given up’ paid work, whilst early retirement
can be seen as a more positive choice. Those still under retirement
age may also hope to return to work once caring ends and before
they reach pension age — an aspiration expressed by many carers

of this age attending evidence sessions, although one which many
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64

“l worked hard

and | saved but |
was forced to give
up my career to
care and now have
to watch all my
savings drain away
to pay my bills.”

felt was increasingly unlikely. Those over retirement age may have
‘given up’ work with the hope of returning, but the length of their caring
responsibilities meant that they ultimately found they would be unable
to return to work, so made the decision to retire as they continued to
care.

“I had to stop working in 1995 fully. | was expecting to return after
a year, possibly two years — part-time at the very least. Little did |
know what was in front of me.”

Men are significantly more likely to retire early to care. 26% of men
aged 50-64 had retired early, compared to 17% of women — with a
higher proportion of women in this age bracket (16%) working part
time, compared to just 7% of men.

“I had the option of early retirement or putting my wife into
residential care which | did not wish to do, having experienced care
homes looking after elderly relatives.”

Women are also significantly more likely to continue working over
retirement age.

> 12% of women aged 65-74 were combining work and caring (3%
in full-time work) compared to just 6% of men (none in full-time
work).

However there were also participants who had been made redundant
and then found themselves caring and unable to return to work, and
those who said they had not ‘given up work to care’, as that suggested
a choice — the stress of juggling it all, or of being unable to access
services, meant working lives fell apart.

“I did not give up work but was made redundant. Whilst looking
for work, my mother became forgetful and got to the stage where
I could not leave her alone, so | am therefore unable to go back to
work.”

“I worked hard and | saved but | was forced to give up my career to
care and now have to watch all my savings drain away to pay my
bills.”

This feeling was reflected across other evidence sessions, particularly
in Glasgow and Taunton, where carers spoke about feeling like early
retirement was their only option whilst knowing that it left them with a
very uncertain financial future in later life. Some spoke about taking
lump-sum payments to deal with a caring-related ‘cash crisis’ in the
short term, or drawing down private pensions early to provide income
because they knew they would not qualify for means-tested benefits.

Carer survey data did offer some evidence of the financial impact of
early retirement. Over 320 carers who responded had retired early:

> Half (49%) of carers were using their savings to pay everyday
living costs (compared to 43% of other carers aged 55 or over).%®

> Those of working age (55-64) were 20% less likely than other
carers in their age group to live in a household where someone

38 95% of those who said they had retired early were aged 55 or over.
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“That is it for me
now. | was never
going to be able

to go back to work
and | have no way
of climbing out of
this financial hole.”

Key facts

» Carers who
were in receipt
of disability
benefits
themselves
were half as
likely to be in
paid work.

Caring and work

was in paid work.*

There was no clear evidence of severe financial hardship amongst
this group, but most were relatively recently retired - as over half were
still under 65 and whilst they were using their savings up on everyday
costs the majority had used less than half of their savings. But those
using savings and with no other paid income in the household could
expect rapidly worsening financial circumstances as they continue to
care and when caring comes to an end.

“That is it for me now. | was never going to be able to go back to
work and | have no way of climbing out of this financial hole.”

The impact of carer ill-health and disability
on work

In addition to people with existing disabilities taking on caring
responsibilities carers frequently report developing mental and physical
health conditions during and as a result of caring.

> Census data shows that carers providing over 20 hours a week
were 50% more likely to be in bad health than non-carers and
those caring for over 50 hours were more than twice as likely to
be in bad health.*

This pattern was mirrored by the number of carers citing ill-health as
their reason for not being able to engage in paid work alongside caring,
which rose according to the number of hours of care provided.

> 8% of those caring for over 50 hours a week and 9% of those
caring for 35-49 hours a week said they were unable to work due
to sickness or poor health.

“Due to the time taken off for either caring or sickness related to
stress | was sacked.”

Carers at evidence sessions spoke about a range of health conditions,
a national picture of which was given by recent publication of the GP
Patient Survey*' which showed that carers are almost 10% more likely
to have a long-standing health condition than non-carers, rising to 20%
more likely amongst carers caring for over 50 hours a week.*?

Reflecting experiences related in Inquiry evidence sessions, the
Patient Survey data showed carers to be more likely to have arthritis
and joint problems, high blood pressure, back problems, diabetes,
anxiety and depression.

“I am in the process of reducing my working hours which will have a
huge impact on my income. But if | put my work commitments first

39 21% of early-retirees lived in a household where someone was in paid work,
compared to 41% of all carers aged 55-64.

40 5.3% of non-carers stated they were in ‘bad health’ compared to 13.2% of carers
caring for over 50 hours a week and 8.3% of carers caring between 20-49 hours.

41 GP Patient Survey aggregated 2012-13 wave 2 and 2013-14 wave 1 results
(2013) NHS England

42 51% of non-carers had a long-term condition compared to 60% of all carers and
70% of carers caring for 50 or more hours a week.
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have killed
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Graham’s story

Graham, 63, cares for his wife, Linda, who is 57 and has muscular dystrophy, a condition which
causes the muscles to weaken.

Graham and Linda’s bungalow has, over the years, been heavily adapted to allow as much
independence as possible within their own home. But muscular dystrophy is progressive and
Linda has now almost entirely lost mobility in both her arms and legs and as her condition
advances, she depends increasingly on Graham.

And while they have been able to afford to make changes to their own home and garden to try
and maintain quality of life, getting out and about only becomes more challenging.

Eight years ago, Graham gave up work to care for his wife. He then had his own, successful
business. In the end, the strain of trying to sustain work and care became too much.

“l had to stop, or the stress would have killed me,” Graham says.

Graham'’s success in business means that the couple have been able to afford to adapt what is
a lovely home. They are not, however, mortgage free and face considerable bills for care and
support.

“If we die young we should be alright,” Graham quips, but he and Linda are both acutely aware
that, long term their financial security is at risk.

To maintain some income Graham now works from home as an independent consultant. His
work must fit around caring and is also dependent on some care support.

In the past year their bill for care and support services was £22,600. Because Linda’s condition
means she must be kept warm, they also heat their home around-the-clock — resulting in
towering utility bills.

“l was a successful businessman with a high income, good car, holidays and lifestyle. | had to
sell that business and now work around my wife’s care. | work seven days a week to pay for an
assistant to help with my wife’s care and care, gardening, cleaning and to perform the tasks |
don’t have time for, “Graham says. “Caring takes so much time. | care, work and sleep. | suffer
stress, depression, high blood pressure and back problems. | have virtually no family or social
life.

“Though we receive some social care funding for care and support services. But care workers
are not allowed to lift her - so there are many everyday things, like getting Linda in and out of
bed or onto the sofa, they cannot do and | have to be there for. The budget my wife receives
for care also has restrictions on how it is spent which prevent us using it to its greatest effect. In
short it has to be spent on services which are of limited value.”




Caring and work

| just don’t have enough time with my elderly and frail mother. My
physical health and my wellbeing are suffering so much.”

Government figures indicate that over 40,000 carers in receipt of
Carer’s Allowance also receive Disability Living Allowance.*® Just
under 250 carers responding to the State of Caring survey themselves
received Disability Living Allowance. This group were significantly
more likely to report having given up work to care — 61% compared to
52% of all working age carers. As a result they were also much less
likely to be in paid work.

> Carers in receipt of Disability Living Allowance were almost half
as likely to be in paid work as non-disabled working-age carers
(18% compared to 33%).

> Three quarters (74%) of carers in receipt of Disability Living
Allowance lived in a household where no one was in paid work,
compared to 55% of all working age carers.

This points to a combination of financial disadvantage for disabled
carers and those in poor health: they are significantly less likely to

be in work or in a household with income from paid work, much more
likely to miss out on financial support with caring and more likely to be
facing greater debt and financial hardship as a result.

Figure 19: Percentage of carers reporting being unable to engage
in paid employment as a result of ill-health or disability, by weekly
hours of care provided.
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43 Carer's Allowance and Disability Living Allowance recipients by local authority
(2012) Department for Work and Pensions
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“I have had two
mental breakdowns
in 16 months. |
have now had to
reduce my working
hours on the
recommendation of
occupational health
and my GP.”

Key facts

> 51% of carers
cited problems
with accessing
suitable care
services as a
reason they
gave up work or
reduced working
hours.

> A fifth of carers
said care
services were
too unreliable
to allow them to
work alongside
caring.

Caring and work

Approaches to supporting caring and work

Experiences from evidence sessions gave lie to the myth that families
were actively choosing to leave work and to claim benefits. ‘I had no
choice’ and ‘| reached breaking point’ were phrases that came up time
and time again.

“I have had two mental breakdowns in 16 months. | have now had
to reduce my working hours on the recommendation of occupational
health and my GP.”

“The day did eventually come when, even with support from work,
I could not go on any longer juggling work and care. | had my own
family, work, a disabled brother and my sick mum to deal with and
we received no social care support. My own health was suffering
massively and finally | collapsed at home. | was in intensive care
for six days. | had to give up my job and my career with a good
employer of 14 years.”

> 64% of carers who gave up work or reduced working hours
blamed stress, and 62% said it was because they did not have
time to do everything.

Alongside stress, carers were also clear about the role that inadequate
support from care services and from employers could have in forcing
them to give up work.

Access to replacement care services

“I gave up work because my wife needs full-time care and all | was
offered was a service which was someone coming in once in the
morning and once in the evening. It would have made both our lives
impossible.”

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

Over a fifth of carers said that services were inflexible. Carers speak
about services which simply do not fit with the working day, for
example day centres which start at 10am and close at 2pm. Carers
told us that, accounting for travel time, this would leave them windows
of just two hours in which they could conceivably work.

Others spoke about services driven by providers’ needs and not the
needs of the carers or their families. For example, care workers who
would arrive in the late morning to help a disabled person get out of
bed. Carers faced having to go to work and leave the person they
cared for in bed until care workers arrived even if they wanted to get
up. Carers and disabled people were told that the only option was for
care services to provide bedtime support as early as 7 or 8pm.

44 The total of carers who stated that they had given up work or reduced working
hours because they person they cared for didn’t qualify for social care (15%), or
because care services weren'’t flexible (22%), affordable (24%), suitable (25%) or
reliable (19%) enough.
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Key fact

» 25 hours of
childcare costs
£106.50 a
week. The same
amount of care
for an older or
disabled person
would cost
£425.

“It is as simple as
this: the cost of
care means that
going to work
would cost me
more money than |
earn.”

Carers themselves drew comparisons between this ‘out of date’
approach to care services and with childcare services, which are
designed around working days.

Carers at evidence sessions were very aware of the impact of
tightening eligibility criteria for social care services.

“Social care is never going to help me work. The point at which my
husband has got to a stage where he qualifies for social care will be
long after I've had to give up work.”

Social care services were viewed by many as crisis care which would
only step in if burn-out left the carer unable to care or when the
disabled or older person needed the highest levels of 24/7 care.

“l have had to stop working as social services couldn’t provide
care for the hours | worked even though | reduced my hours. This
has resulted in us now having no money to live on and | am facing
financial ruin. | already have debts piling up and | can’t pay as just
surviving is a struggle.”

With an average cost of replacement care of £17 an hour*® this means
that the cost of care services for older or disabled people dwarf
childcare costs. According to the Family and Childcare Trust’'s 2013
Childcare Costs Survey the average cost of per hour for a childminder
for a child under two is £3.93 an hour.*

“l had intended to work shorter part-time hours when Mum moved in
but the cost of providing the care to enable me to work would be too
much. | can afford small pockets of time off caring but nowhere near
long enough to work on a regular basis.”

In the previous chapter carers comments about the ‘cost of getting

out of the door’ focussed on taking just a few hours a week off for

a break. Given this level of costs, it is hardly surprising that carers
across different evidence sessions scoffed at the prospect of buying in
replacement care to enable them to work.

“It is as simple as this: the cost of care means that going to work
would cost me more money than | earn.”

“Part-time self-employed is the best | can manage alongside caring
for my 93 year old mother with dementia. But I'm often paying more
to a care worker than | earn for the same number of hours.”

Almost a third (29%) of carers also said the charges they paid for care
services were increasing.

However even for carers who could afford services or who qualified
for social care support there were serious concerns about quality and
suitability.

» A fifth of carers said care services were too unreliable to allow
them to work alongside caring.

They spoke about transport services which would arrive within a two

45 Personal Social Services: Expenditure and Unit Costs England 2011-13 release
(2012) NHS Information Centre for Health and Social Care
46 Childcare Costs Survey (2013) Family and Parenting Trust
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“We have care
workers coming

in. But it isn’t
‘replacement’ care
— they can’t do

it without me as
they don’t have the
skills.”
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hour window in the morning to collect the person they cared for, or
which were frequently late — preventing them from leaving home for
work.

“My ability to work is driven by what | call my curfew. | have to be
back home to be there for my wife starting from 3pm and then be at
home until care starts again in the morning at 9:30am.”

Others described a ‘lottery’ in paid care staff — a caring, trained

care worker might be followed the next day by someone without the
experience or skills needed. This can leave carers with little confidence
that services will provide the levels or quality of care necessary.

“We have care workers coming in. But it isn’t ‘replacement’ care —
they can’t do it without me as they don’t have the skills. They are
basically there as my assistants so they provide me with no time off
from caring. They just make the most physically difficult parts more
possible for me to do.”

Home care services being consistently late or even not turning up was
a huge source of stress, with carers having to leave work to deal with
this or coming home to find the person they cared for distressed or
confused by the expected services not arriving on time or at all.

“Replacement care is a problem even if you can afford top rates.
There are too few reliable agencies and reciprocal care with friends
— for example those with disabled children — doesn’t work for
husbands or often for adult children.”

A quarter of carers said that they simply could not access any suitable
services.

“The services for children with learning disabilities simply do not
exist.”

“We pay through the nose for services which don’t offer me any
additional freedom. | still have to be there with the care workers
because they don’t know what they are doing.”

Carers from BAME communities were surprisingly both less likely to be
accessing practical support with caring and more likely to be in work.

The reduced levels of support amongst BAME carers may result from
the evidence seen earlier around a lack of advice and information on
rights and entitlements, but also from a lack of culturally appropriate
services. Echoing the findings of a Joseph Rowntree Foundation
study on the availability of culturally sensitive services*” a higher
proportion of BAME survey respondents stated that a lack of suitable
services were a contributing factor to them giving up work or reducing
hours to care (33% of BAME carers compared to 25% of all carers).
BAME carers attending evidence sessions commented in particular
on struggling to find services where care workers spoke the mother
tongue of, for example, an older parent. They were understandably
unwilling to use replacement care provided by people who could not
effectively communicate with the person they cared for.

47 Equality and diversity and older people with high support needs (2010)
International Longevity Centre
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Key facts

» 21% of carers
have given up
work because
of workplace
issues around
caring.

> 38% of working
carers use
annual leave to
care.

As seen earlier, BAME carers’ higher levels of employment, despite
lower levels of support, can be attributed to a lower age profile but
also an apparent prioritisation of paid work alongside caring. Carers
from BAME communities may also be more likely to be living in multi-
generational households, with greater availability of other family
members living in the same house to provide care or domestic support.

Flexibility, understanding and support at
work

> 21% of carers said they had given up work because of workplace
issues around getting flexible hours or a lack of understanding
from their employer.

Although far fewer carers raised workplace problems as a factor,
compared to issues with services, a significant proportion felt that a
lack of support or flexibility or disputes at work had forced them out of
paid work.

Echoing issues around accessing benefits entitlements, many carers
hadn’t asked for support at work and had never been told about what
support might be available.

As part of the Inquiry, Carers UK hosted workplace based evidence
sessions, including one at the offices of major public sector employer,
including both administrative staff and frontline staff. At this session,
there was a clear split between participants who had discussed their
caring responsibilities with their employer and were accessing support
including more suitable shift patterns, and those who had combined
work and caring for years without mentioning it and were completely
unaware of their employer’s progressive carers’ policies.

These carers commented on the stress not just of the practicalities
of juggling work and caring, but also of trying to ensure it didn’t affect
their work.

Working carers attending several of the evidence sessions said they
were worried that telling their employers they were carers would
damage their careers.

A carer at our Edinburgh evidence session said:

“When the jobs situation is like it is, you just don’t want to put your
head above the parapet and make yourself a problem person

at work. Like me, | know others don’t tell anyone about caring
responsibilities - they just try to make sure it doesn’t affect work. But
it is hard.”

Almost one in five (17%) carers said that they had fallen out of work or
cut their hours because they were unable to get flexible hours.

“It took me 15 years to find term-time work which fits in with caring
for my daughter.”

Alongside these challenges for carers in work, flexibility of hours was
repeatedly raised by carers as an issue for returning to or getting into
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“You just don’t
want to put your
head above the
parapet and make
yourself a problem
person at work.”
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paid work alongside caring. A significant number were aware that the
right to request flexibility took time to kick in and that, unless flexible
working was available from the start — work would be impossible.

“After being made redundant | have not be able to find a similar part-
time job as | need flexible hours. | cannot apply for flexible working
until | have been employed for months and | cannot work that long
before applying for flexible working. | am therefore taking temporary
employment, as and when it comes, meaning no financial security.”

In an extremely difficult jobs market, carers who were seeking work
alongside caring often felt they were looked on as ‘difficult cases’
SO were very reticent to mention to potential employers their caring
responsibilities.

There were extremely positive accounts of support at work. Carers
often said they went ‘the extra mile’ for employers who had supported
them. They described developing relationships with employers

and managers over time which led to flexibility, sometimes beyond
organisational policy. This built loyalty, not least because carers

were concerned about how difficult these arrangements would be to
establish in a new job.

“I had a brilliant job and employer which worked well with Mum but
then | was made redundant and now | could never get that flexibility
from a new job. | have started my own business but at the moment |
only have 5 hours of work a week.”

However these positive accounts were balanced by some extremely
negative experiences. There was also some frustration that
organisation policies on flexibility or support for carers could only work
if line managers followed them or were aware of them.

“Although my organisation provides support for carers, my head of
department was not supportive, and most of my colleagues don’t
seem to have a clue, and this is in a hospital.”

> 11% said they had given up work because of difficulties or
disputes with their employers.

A man with a long-term condition requiring frequent hospital visits and
operations told us:

“On one occasion last year my wife had agreed a work plan with
her manager to come in early, ensuring there was no loss in output
for the department and then be able to leave work and pick me up
from hospital. She was told to confirm this by phone when | had
been taken to theatre for my operation just in case of any problem.
When she did so her department deputy stated on the phone that
she knew nothing about it, my wife was shirking and not pulling her
weight and letting the company and her colleagues down.”

“My employer doesn't like it if caring duties clash with work. | have
now used up all my sick days and unpaid leave allowance — what
happens when the next thing happens which means | need to be at
home?”

One of the most frequent issues raised around difficulties with
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employers was carers’ access to leave. Many working carers reported
struggling to take time off work to respond to the needs of the person
they cared for, particularly to attend frequent medical appointments but
also when they had a health crisis and needed greater support at short
notice.

Using up annual leave was common, and almost a quarter of carers
reported taking sick leave to manage caring responsibilities.

Carers spoke about feeling like they were ‘operating on the edge’ of
using too much leave and risked disciplinary action.

“I'm on two strikes because of the amount of sick leave | take. But
if 've used up most of my holiday and need to keep some back for
hospital appointments later what choice do | have?”

This was illustrated by the experiences of parent carer in
Leicestershire, who cared for his disabled daughter. He who was
forced to take seven weeks off work when his wife, who cared full-
time for his daughter, fell seriously ill. He was very grateful to his
employer for keeping him on, but noted that whilst his manager was
understanding and supportive this absence would have been noted as
part of his employers HR electronic rating system — meaning it would
have an impact on his future likelihood of being selected for promotion.

Of working carers responding to the State of Caring survey:

38% Use annual leave to care

27% Do overtime to make up hours spent caring
22% Take sick leave to care

12% Take leave for carers

7% Take dependents leave to care

4% Take parental leave to care

20% None of the above

This reflects evidence from Employers for Carers on employers’
own concerns about extent to which caring responsibilities drive up
sickness absence and absenteeism.

> 12% of carers reported having access to some kind of ‘care
leave’ specifically for carers.*®

Alongside flexibility of working hours, home working, self-rostering and
shift swapping carers also reported the difference that carer-specific
policies made. Over two thirds of Employers for Carers members,

for example, reported having a ‘care leave’ policy of time off for

caring responsibilities. Whilst the forum now represents over 1 million
employees across over 70 employers, data from our carer survey
indicates they remain in the minority of employers — only one in eight
carers said access this kind of leave.

48 Supporting Working Carers (2013) Employers for Carers and HM Government
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How to better support work alongside caring

Key facts With failures in care and support services a key factor in pushing
o carers out of the workforce, respondents were asked what would make
>61% of carers the biggest difference to enabling them to stay in work.

said additional
support from
care workers

Carers were asked what would be their top three choices and these
answers were compiled to examine which options were most popular
across all three choices.

would have

made the > 61% of carers said additional support from care workers would
buggest have made the biggest difference in enabling them to stay in
difference in work.

enabling them Unsurprisingly, the top choice of most carers was replacement care
to stay in work. provided in the home by care workers. As seen earlier in carers’

comments on the accessibility, reliability and flexibility of care services,
many could only have the confidence to consider working alongside
caring if they had good quality services they could rely on.

“When | was able to find and purchase care services myself through
direct payments it made a huge difference. The care workers from
the agency were rubbish, whereas personal assistants, who knew
what they were doing and who | paid for from the direct payment,
were miles better.”

> The second most popular choice was for services to help with
domestic chores like shopping or cleaning.

Over a quarter of carers reported being unable to access support like
homecare from care workers or day centres because the person they
cared for did not want to use those services. This may have partly
resulted from poor experiences of care services and, in the event

of being able to access affordable, personalised and good quality
services this number may reduce. However in circumstances where
replacement care services cannot be used then domestic services can
take the pressure off carers in different ways.

Domestic services should also not simply be seen as alternatives to
care and support services. Carers often report that, on top of providing
hands-on care, it is the domestic tasks which take so much of their
time — including repeated loads of laundry, cleaning and sanitising,
stripping beds, finding and buying specialist foods and collecting
medicines. Support to c