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fully the effects of these changes, we began the Disability in
Austerity Study, following five typical disabled families
through the course of this Parliament and tracking the impact
of fiscal tightening on their lives.
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Executive summary

9

In October 2010, Demos sought to explore the impact of the
Coalition Government’s welfare reform agenda on disabled
people. With the support of the disability charity Scope, in the
report Destination Unknown we modelled the impact of this
agenda on the incomes of four disabled households that could be
considered ‘typical’ among the disabled population, according to
the packages of benefits they each received, and one additional
household, which was in a particularly difficult situation.1

However, we realised that the real impact of the
Government’s cuts would not be fully captured by this work.
This is because we primarily focused on changes to welfare
benefits in Destination Unknown, as it was too early to predict how
changes to local authority spending and central government cuts
would affect public service delivery. Thus we were only able to
see one side of what disabled people were experiencing and
might be facing in the coming months and years.

We remedied this in a major study we carried out in the
summer of 2011, resulting in the report Coping with the Cuts, in
which – again with the support of Scope – we analysed
responses to hundreds of freedom of information requests we
had issued to local authorities in England and Wales.2

This local snapshot complemented the national analysis we
presented in Destination Unknown. The combination of reduced
benefit income and reduced availability and affordability of
services paints a bleak picture for disabled people, which is not
static. As government’s policies evolve, are implemented and
‘bed down’, so the fortunes of disabled people change from
month to month and indeed from week to week.

To capture the shifting policy landscape, we decided to
embark on the Disability in Austerity study – a six-monthly
update following the lives of six disabled households in different



situations, in different parts of the country. In April 2011, we
published our first update, revisiting the five households from
the original work reported in Destination Unknown in October
2010 to see how they had fared over the subsequent six months.
They reported the changes they were seeing to their benefit
income and quality of life more broadly, as a result of cuts to
public services and local budgets.3

The first update report following Destination Unknown
(called Destination Unknown: Spring 2011) challenged our
predictive methodology. We found that although we could
calculate and predict the financial impact of a shift in the
uprating of benefits from the retail price index (RPI) to the
lower consumer price index (CPI) inflation rate, for example,
several other reforms were affecting the households in our study
which we had not taken account of, including pensions and
mortgage repayments, social care funding policy, closure of local
services, increases in fuel prices, and so on. We were able to paint
a far richer picture of the circumstances in which these disabled
households found themselves, and were struck by their financial
vulnerability in their daily lives, and the oppressive sense of
uncertainty that they had to live with, which clearly jeopardised
their emotional wellbeing. Although nearly everyone faces tough
times in this current economic climate, disabled people are hit
particularly hard as a result of lower income, higher costs, fewer
support services and unpredictable health conditions.

Nonetheless, we were aware that the situation we described
in Destination Unknown: Spring 2011, published in April 2011, was
the relative calm before the storm, coming as it did in the same
month that new local authority budgets and a range of welfare
reforms were only just set in motion.

This report is the second in the series of follow-up publica -
tions following the original Destination Unknown, tracking the
same households as the cuts to services and changes to welfare
benefits begin to take full effect. Our case studies report on:
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· a young disabled child (Aisha) cared for by her mother and father
· a disabled man (Albert) and his wife, who cares for him and has

moderate disabilities herself



· a single disabled man (Philip)
· a single disabled woman (Carla)
· a middle-aged, disabled man (Steve) who is a social care 

service user
· a disabled mother (Helen) caring for her disabled child

Our findings cover:

· the predictable impact of the Government’s welfare reform –
including but not exclusively the transfer to CPI uprating,
reassessment of Incapacity Benefit (IB), etc

· the less predictable impact of the Government’s budgetary cuts
and the wider economic climate on local services

· the events that demonstrate the precarious financial situation
disabled households face, including administrative errors

· how well the household is coping and the sources of alternative –
but unsustainable – support being used
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The predictable impact of welfare reform
We have calculated how much income the six households have
lost over the six-month period between this report and our
previous update report:

· Aisha and her parents lost £199.52
· Albert and his wife lost £781.55
· Steve lost £618.77
· Philip lost £74.70
· Carla lost £140.10
· Helen and her son lost £238.82

These losses arise from a combination of lower than
expected benefit increases (linked to the government policy of
uprating benefits by CPI instead of RPI from April 2011), and
other more significant reforms – Albert and his wife have lost
benefits in income as a result of their new pension income, which
means overall they are worse off by around £33 per week. This
couple has lost over 7 per cent of their total income in six



months. Steve’s large loss has arisen because he now has to
contribute nearly £25 per week towards his care, and he has lost
the equivalent of almost 10 per cent of his total income over six
months. This is a highly significant amount – the equivalent of a
working person, on an average wage of £24,000 per year, being
docked £2,256 or £188 per month.

Negative effects of other government reform agendas
Perhaps the most significant development in this update report is
the fact that Albert and his wife are soon to be evicted from their
home, having fallen £13,000 into arrears since the Government
decreased the Support for Mortgage Interest (SMI) payments by
linking them to the average mortgage rate (3.63 per cent),
significantly lower than the previous SMI rate, which was based
on the Bank of England base rate plus 1 per cent (6.08 per cent),
which left the couple with a £200 shortfall each month. Their
financial situation was not improved by the delay in Albert’s wife
receiving her pension because of the increase in pension age
from 65 to 66, only to find that, on receiving this pension, her
Income Support and Carer’s Allowance stopped – leaving the
couple £33 worse off per week. Neither of these reforms is
directly linked to disability benefits, but they demonstrate how
disabled people are extremely vulnerable to the wider economic
climate we are in.

We should also bear in mind that the people in our study
claiming IB (Albert, Carla, Steve and Helen) are all now due for
reassessment and will be transferred onto Employment and
Support Allowance (ESA), while Philip, who is currently
claiming ESA, has just six months left before he is moved onto
income-based ESA (if he passes the means test). This prospect is
daunting for those in our study, though they have all reported a
willingness – and in Philip and Helen’s case a strong desire – to
find employment:
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I’ve always felt very guilty about being on benefits. Does it cause me a guilt problem?
Absolutely. Yes, it does.

Philip



Difficulty in dealing with financial shocks
As in our April report, we were struck by how precarious the
financial situations of the households in our study were; they had
little or no protection against unexpected costs, such as the need
for repairs or payment of unexpectedly large bills. Disabled
people are more likely to be in such financially vulnerable
situations because they have lower than average levels of savings,
and less access to affordable credit, as a direct result of being less
likely to be in work or to have a sustained work history. Six
months on, the households in the study are still in a financially
precarious situation, and we have seen Steve’s modest level of
savings wiped out, other households accumulating more debt,
and one-off charitable grants being exhausted as there are now
few avenues for emergency support available. This financial
insecurity is compounded by fluctuations and deteriorations in
the health of Albert and his wife, Aisha’s mother, Helen’s son and
Philip, who all report worsening health since we spoke to them
in April, demonstrating how vulnerable disabled people can be
to changes in their circumstances and ability to work.

But alongside this, the effects of budget cuts in the wider
environment are also making themselves felt:

13

· Carla is facing the prospect of losing her freedom pass as the
local authority scraps concessions for those with mental health
needs, and says her benefits agency is closing because of ‘lack 
of funding’. Her local law office looks set to close for the 
same reason.

· The charitable trust Albert relied on to pay his water bill last year
says it cannot help with his water bill two years in a row, as it is
inundated with new claims for financial assistance. His local
NHS trust has refused to provide him with a community
psychiatric nurse through lack of funds, and has told him to go
to a charity instead.

· Aisha’s family is experiencing increased delays and difficulty in
securing physiotherapy services and equipment; Aisha has been
waiting for nearly six months for a standing frame and was
refused a motorised wheelchair by her local authority.



The impact of bureaucracy – administrative error,
confusion and having to ‘fight’
It is clear that the benefits and support systems that the house -
holds in our study have to deal with are extremely complex and
administratively burdensome. This has had a number of negative
impacts – for example, many of the disabled people in our study
have reported having to ‘fight’ or ‘battle’ the administrative or
professional systems surrounding the benefits they receive and
services they use, and have encountered administrative errors
and delays which make their lives harder.

For example, Aisha’s parents have fought to have her room
adapted properly, and Aisha’s mother told us she ‘had another
battle on our hands’ to have her lunchtime supervision need
made a duty on her special education needs (SEN) statement at
school. Helen has had an ‘ongoing battle’, as she describes it, in
her attempt to be moved to a more suitable property, recently
giving up and opting for the considerably more expensive route
of renting privately. Yet her legal case to secure more care for her
son still goes on. Albert and his wife’s SMI payments were
suspended between June and October because of an
administrative error – no doubt exacerbating the difficult
situation with their mortgage lender, and they are now expecting
to be evicted in February 2012. Carla found that her benefits
agency closed down, without her being informed – leaving her
with unpaid maintenance and insurance charges, while Philip
has still not received the correct medication for his mental health
condition as there is poor communication between hospitals.

These disruptions and delays might present an
inconvenience for some people, but they can have a
disproportionate impact on the finances and health of those with
no savings as a financial cushion, or with physical and mental
conditions that require consistent support. Aisha’s mother’s
mental health has deteriorated since we last spoke to her, as a
result of the stress of fighting for the right support for Aisha.
Carla and Philip are very concerned about the prospect of
medical reassessment as they move from IB to ESA. We are
concerned that in the months ahead – as all the households in
our study face a reassessment of some sort as a result of the
government reform agenda– the risk of administrative
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disruptions (not to mention the added stress and uncertainty)
may prove too much for some of the people in our study.

Another negative effect of a highly complex system –
combined with a rapid government reform agenda – is that many
disabled people are confused about and unaware of the changes
in the reform system that may soon affect them. Carla had never
heard of ESA, despite the fact she may be transferred to this
benefit imminently. The prospect of reassessment shocked her
and she was wholly uninformed about these changes. So too was
Philip, who had no idea he only has one year (now six months)
to claim his ESA benefit. Steve also was under the impression he
was not allowed to have any savings in order to be eligible for his
social care package.

Although the Universal Credit has been heralded by the
Government as a simplification of the benefits system to remedy
much confusion and administrative error, we are under no
illusion of the scale of disruption that will occur during the
transition process to this radically new system. Moreover, the
lack of a concerted communication campaign from the
Government thus far on this change, or indeed on any of the
other reforms currently in train, suggests that the households in
our study, and many other disabled people across the country,
remain in the dark and uncertain about their futures.

Other ways of coping
Perhaps the most striking development that is starting to become
apparent in this update report is how several of the households
in our study have sought different sources of financial assistance
when faced with a reduction of state support.

Aisha’s family has turned to a support scheme run by
Aisha’s father’s employer, and held a fundraising event in their
community to raise funds for Aisha’s new wheelchair, while
Albert and his wife managed to secure a charitable grant to pay
their water bill last year.

Other disabled people in our study – Philip, Helen and
Steve – have taken different routes. Philip has borrowed a
substantial sum from his brother, and is being ‘exceptionally
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frugal’ in order to pay off his debts. Steve, who has now used up
his savings, says he will simply not buy things until he had more
money, or get a loan. Helen on the other hand has resorted to
using her son’s trust fund to rent a suitable home.

This may be what the Government had in mind when it
described the Big Society – community and informal supports
being used to supplement the state’s offer. In theory, this could
be a positive vision designed to improve outcomes and reduce
costs. However, a picture is emerging whereby community
services are not just being used to supplement but to replace the
welfare state, and to justify a removal of this safety net: Aisha’s
mother and Albert were both told to ‘ask a charity’ when refused
state support (in Albert’s case, by a psychiatric nurse from his
local health trust).

Moreover, the limitations of the Big Society route, even
when used to supplement support, are all too clear in our case
studies – using up a trust fund and relying on credit are clearly
unsustainable routes to take. The help the households in our
study have secured from external and charitable sources are one-
off steps to meet an urgent need, not ongoing sources of support
or remedies for the underlying fact that they have insufficient
income to meet their daily living expenses. This is perhaps
demonstrated most clearly by Albert being refused a water grant
for this year because the charity to which he applied was
‘inundated’ with requests and had to reserve its limited funding
for those who had not been helped before.

This points to a wider issue – as grants to voluntary sector
organisations are cut alongside statutory budgets, so the Big
Society vision is starting to ring hollow as alternatives to state
support for households in need are drying up. Carla’s local law
office, which she said ‘saved her life’ by fighting her case for
Disability Living Allowance (DLA) and securing her benefits,
may soon close down. As these disabled households start to
exhaust alternative options to state support from overstretched
charities, they will soon have nowhere left to turn.

Executive summary



Recommendations
The findings from this update report are starting to create a more
varied picture of the lives of disabled people through a period of
welfare and local service cuts. Given the level of uncertainty
among disabled households and the difficulties experienced with
the administrative processes surrounding the benefits system, it
is clear that the Government needs to think seriously about how
it is communicating the reform agenda to ensure those most
affected by it – disabled people and in particular those disabled
people who are unemployed – are fully aware of the implications
of these changes. The introduction of the Universal Credit is the
most significant change to the welfare system since it was created
60 years ago, and it is vital that people are prepared for this
change. The fact that Carla was unaware of the introduction of
ESA to replace IB, a change brought in three years ago, and
Steve thought he had to spend his savings in order to remain
entitled to social care despite his very low income – suggests that
disabled people are not obtaining the information and advice
they need, which results in them having poor levels of awareness
of their rights and entitlements.

More fundamentally, the Government must engage in a
more open and frank discussion about what people should expect
from the welfare state. The Coalition Government and the oppo -
si tion both talk about ‘something for something’ when discussing
welfare payments, suggesting there is a growing consensus across
the political spectrum that welfare is a conditional privilege,
rather than a right for those who are vulnerable and unable to
support themselves adequately, such as disabled people. This in
itself is concerning, as it is leading to an undermining of the
original purpose of the welfare state when it was founded 60
years ago. Moreover, although this has been expressed at senior
government level, it has yet to be articulated in a way that makes
sense to those most affected by this political shift – disabled
people. The confusion and uncertainty among disabled people –
generated by the public pronouncements of senior government
and opposition spokespeople without any detail provided to those
with the most at stake – is clearly causing emotional distress.

In our 2010 report Destination Unknown we made several
recommendations designed to mitigate the worst effects of
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welfare reform for disabled people over the long term. In our
first update after that report, in April 2011, we made specific
recommendations relating to the challenges the households in
our study were facing at that time, which pointed to new issues
emerging, which required attention if the Government hoped to
avoid driving disabled households further into untenable
financial situations and critically undermining their quality of
life. Our recommendations in April included:

Executive summary

· Scrap the proposal to limit ESA Work Related Activity Group
claims to one year.

· Maintain the system of community care grants and crisis loans.
· End the inclusion of DLA as a contribution to social care

funding.
· Review the single rate of SMI and consider the claims of each

case.
· Ensure the assessment for the new Personal Independent

Payment (PIP) takes into account external drivers of disability
costs, and not just the impact of impairment or condition.

· Carry out a proper review of local level cuts.4

In light of our latest findings, the case for each of these
recommendations is stronger than ever. The negative effects of a
one-size-fits-all approach to the level of mortgage payments
granted under SMI – which within a year of it being
implemented has led to one of the couples in our study facing
eviction – are now very clear. So too are the limitations of the
proposed PIP assessment to replace DLA. Just from the handful
of households in our study, it is obvious that the costs of living
with a disability are extremely varied and do not always coincide
with the complexity of a condition or level of care required. It is
unlikely the new assessment will be nuanced enough to take
these variations into account. In light of the ongoing financial
shocks disabled people are suffering and the limited alternative
sources of support they are securing, we believe it is important to
maintain a nationally guaranteed access to community care
grants and crisis loans rather than devolving them to locally
discretionary pots. The Government should therefore maintain



the statutory duty for local authorities to provide support and
ringfence the funding available. Without these two conditions it
is likely that some areas will not provide any crisis support.

Concluding thoughts
In this report we have seen local budget cuts taking effect: the
disabled people in our study are struggling to get equipment,
being refused community health services, and having to
contribute a proportion of their benefits to services which had
hitherto been free. Moreover – and unlike in our April report
where we could only predict losses over 2011 – we now have
concrete figures on how much worse off the households in our
study are in the six months since benefit reforms started to be
implemented. These losses range from £74.70 to a staggering
£781.55 between April and October 2011, and some of the people
we spoke to are now reporting they have to choose between fuel
and food, to cancel appointments as they are unable to afford
transport costs, and to let their houses fall into disrepair. It is
clear that with each passing month the financial resilience of the
households in our study decreases – savings are wiped out, debts
accumulate, and one-off emergency grants are used up.

In six month’s time, in April 2012, we will revisit the
households in our case study again. We expect to see some
significant – life changing – events occurring to the households
in our study. By then:
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· IB reassessments will be rolled out across the country, with
Albert, Carla, Steve and Helen all liable for reassessment and
being moved onto ESA or JSA.

· Albert and his wife will face eviction, after accumulating £13,000
in mortgage arrears.

· Philip will have his contributory ESA stopped, and will be no
doubt be facing reconsideration for eligibility for the means-
tested income-based ESA.

These are all ‘predictable’ negative outcomes – we believe
the more significant risks disabled people face are those



developments we are unable to foresee. Time and again, we have
found that the losses we predict are only the tip of the iceberg –
and while we do not know what will arise when we revisit the
households in our study in six months’ time, we have no doubt
some will have dire consequences for their health, wellbeing and
financial security. We have already seen Aisha’s mother put back
on anti-depressants because of the stress of fighting for the
support her daughter is entitled to.

These are the three developing themes we are now clearly
seeing in this study:
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· Financial vulnerability and lack of resilience to shocks – an issue
that emerged in April is now reinforced as we see disabled people
struggling to make ends meet and unable to pay relatively small
but unexpected costs.

· Bureaucracy and administrative delays are having a significant
impact. The benefit and care and support systems are complex
and the households in our study are ‘fighting’ to receive services
and financial support to which they are entitled, putting
emotional and financial pressure on them. Administrative errors
are having significant negative effects as there is no financial
safety net, and widespread confusion about entitlements.

· The alternative sources of financial assistance disabled people are
seeking in the face of inadequate state support are not
sustainable and seem to be drying up, suggesting some of them
may have exhausted the options open to them and have nowhere
left to turn.
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Destination Unknown
Last year, the Coalition Government announced several radical
reforms to disability and wider welfare benefits. Although the
rhetoric behind these reforms focused on ending benefit
dependency and entrenched worklessness, some expressed
concern about the disproportionate impact on those with the
lowest incomes,5 as well as those who are least able to work and
most vulnerable, such as disabled people.6 A more important
point was raised that, in the current economic climate, disabled
people are often at the back of a very long queue for jobs – and
that unwillingness to work was less of an issue than the availa -
bility of suitable jobs and employers willing to employ disabled
people. It became clear, therefore, that the Government had not
fully estimated the impact of the cuts on disabled people.

Demos set out to explore this issue in a series of reports.
The first, Destination Unknown, modelled the impact of the
Government’s welfare reform agenda changes on the incomes of
four disabled households, which could be considered ‘typical’
households among the disabled population according to the
packages of benefits they each received, whom we contacted
through the disability charity Scope.7

Our modelling provided predictive estimates of the losses
to benefit income these households would face over the course of
this parliament – up to 2015. Using further modelling, we
calculated an aggregate figure, based on the number of people
receiving the same package of benefits across the UK. We
concluded that the 3.6 million people claiming disability benefits
in Britain today would be £9 billion worse off by the end of the
current parliament.

However, we realised that the real impact of the
Government’s cuts would not be fully captured by this work,



because we primarily focused on changes to welfare benefits 
in Destination Unknown, as it was too early to predict how 
changes to local authority spending and central government 
cuts would affect public service delivery. We were only able to see
one half of the coin when it came to the situation among
disabled people.

We remedied this in a major study we carried out in
summer 2011, summarised in our report Coping with the Cuts, in
which – again with the support of Scope – we analysed
responses to hundreds of freedom of information requests we
issued to local authorities in England and Wales asking about
their levels of user charges, care eligibility and contribution
criteria, and so on.8

We combined these data with data from the Department for
Communities and Local Government on levels of local authority
social care spending on older people, adults and children’s
services in 2010/11 and 2011/12 to see how they had increased or
decreased. We then mapped the results across England and
Wales and showed the extent to which financial cuts had
changed front-line disability services (for example through
closures, eligibility, contribution rules) in a new ‘coping index’.
This combined features such as user charges, contribution rules,
eligibility criteria and so on with overall budgetary reductions, in
order to gain a nuanced picture of the impact of budget
reductions on disability services.

This local snapshot complemented the national analysis we
presented in Destination Unknown. The two sets of findings
combined –reduced availability and affordability of services and
reduced benefit income respectively – paint a bleak picture for
disabled people, which is not static. As government policies
evolve, are implemented and ‘bed down’, so the fortunes of
disabled people change from month to month and indeed from
week to week.

Disability in Austerity
To capture the shifting policy landscape we decided to embark
on the Disability in Austerity study – a six-monthly update to
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Destination Unknown, following the lives of six disabled house -
holds in different situations, in different parts of the country. In
April 2011, we published our first update, after revisiting the five
households from our original research plus one new household
(a social care user), to see how they had fared over the sub -
sequent six months. They reported the changes they were seeing
to their benefit income and quality of life more broadly, as a
result of cuts to public services and local budgets.

This report, Destination Unknown: Spring 2011, challenged
the predictive methodology we employed in the original
Destination Unknown (published in October 2010). We found that
while we could calculate and predict the financial impact of a
shift in the uprating of benefits from retail price index (RPI) to
the lower consumer price index (CPI) inflation rate, for example,
several other reforms were affecting the households in our study,
which we had not taken account of, including pensions and
mortgage repayments, social care funding policy, closure of local
services, increases in fuel prices, and so on. We were able to paint
a far richer picture of the circumstances in which disabled people
found themselves as a result of lower income, higher costs, fewer
support services, and unpredictable health conditions. We were
struck by the financial vulnerability of the households, the way
they lived from day to day, and the oppressive sense of
uncertainty that they had to live with, which clearly jeopardised
their emotional wellbeing.

Nonetheless, we were aware that the situation we described
in Destination Unknown: Spring 2011, was the relative calm before
the storm, coming as it did in the same month that new local
authority budgets and a range of welfare reforms were only just
set in motion. The initial negative impacts we came across could
be seen, regrettably, as our ‘baseline’ – with things only likely to
deteriorate from that point onwards.

Now, six months later, we can clearly see the households in
our study pushed to increasingly more desperate financial
situations. In the next section we chart their lives of the six
households in the six months which have passed since our
previous April 2011 update report and calculate how much
income they have lost as a result of the Government’s reforms
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and the wider financial climate. First, however, we will recap the
ongoing policy reform agendas which are affecting disabled
people’s lives.

Introduction



1 Shifting policy
landscapes
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The rate at which policy reforms have been created and ushered
in under the Coalition Government has been impressive to say
the least. The new government wasted no time in setting out a
series of radical reforms – announcing in the very same month
that it was elected that all claimants of Incapacity Benefit (IB)
would be reassessed on their readiness for work and those
determined to be fit for work would be moved onto Jobseeker’s
Allowance (JSA).9 The following month, in June 2010,
Chancellor George Osborne set out a deficit reduction plan in an
emergency budget, identifying £85 billion of cuts – £11 billion of
which would be taken from the welfare bill.10 The cuts to welfare
benefits, he promised, would deal with the ‘explosion in welfare
costs’ and ‘improve incentives to work, and reduce the incentives
to stay out of work’.11

On reading the small print, many concluded the measures
outlined in the emergency budget were regressive.12 Disabled
people were quickly identified by commentators – and even
cabinet ministers – as likely to be among those hardest hit by the
reforms.13

Fiscal and welfare reforms announced before the
spending review, October 2010
These were the fiscal and welfare reforms announced before the
spending review in October 2010:

· a cap on the maximum amount of benefit claimed by a
household

· a change in the basis used for uprating benefits from the Retail
Price Index (RPI) to the Consumer Price Index (CPI)

· reassessing IB claimants on their readiness to work



· reassessing all working-age Disability Living Allowance (DLA)
claimants

· realigning Support for Mortgage Interest (SMI) payments to the
Bank of England average mortgage rate

· capping Housing Benefit (HB) and reducing Local Housing
Allowance (LHA)
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However, more was to come. In October 2010 the spending
review outlined another £7 billion worth of welfare cuts on top of
those announced in the emergency budget.14 The Institute for
Fiscal Studies concluded that overall the measures set out in the
spending review would ‘hit those in the bottom half of the
income distribution more as a share of their income than those in
the top half’.15 Having already asserted that the tax and benefit
changes announced before the spending review could be
considered ‘regressive’, the think tank added that this finding
was ‘unsurprisingly reinforced’ when the new measures in the
spending review were factored in.16 The spending review
contained dozens of cuts and new policies, but two changes in
particular were highly significant for disabled people:

· Time-limiting contributory Employment and Support Allowance
(ESA) for those in the Work Related Activity Group (WRAG)
for 365 days, so that those unable to find employment in this
time will either be moved to the means tested income-based
Employment and Support Allowance (ESA), or lose the benefit
entirely and have to claim JSA. The Government estimated that
90 per cent of WRAG claimants would lose their contributory
ESA, and 40 per cent of this number would not be entitled to
income-based ESA. Predictions by the Department for Work and
Pensions estimate that by 2015/16 around 700,000 people will
lose their entitlement to contributions-based ESA; on average,
their income is expected to drop by £36 per week,17 saving the
Treasury £2 billion a year by 2014/15.18

· Removing the DLA mobility component from disabled people in
residential care. As of 2013 (delayed from 2012 following public
outcry), disabled people receiving state-funded residential care
will lose entitlement to the mobility component of DLA, which,



when it comes into effect, is expected to result in 80,000 people
losing a substantial amount of their income.19
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In the intervening period between the spending review and
our first update of Disability in Austerity in April 2011, a further
two highly significant announcements were made: the
replacement of means-tested benefits with the single Universal
Credit and the plan to abolish DLA entirely and replace it with a
new allowance – the Personal Independence Payment (PIP).
This was followed up by the Welfare Reform Bill, introduced
into parliament on 16 February 2011. If it becomes law, many of
the new reforms outlined above will be implemented; however,
the Bill also:

· scrapped plans (announced in the emergency budget) to cut HB
by 10 per cent for people who had been claiming JSA for a year20

· postponed the removal of DLA mobility component from
disabled people in residential care to 201321

· announced the removal of ‘special arrangements’ that allowed
young disabled people to claim contributions-based ESA22

· announced the abolition of the ‘discretionary payments’ of the
Social Fund – two of which, crisis loans and community care
grants – were designed to provide financial support to
vulnerable people in emergencies, for example women who are
escaping domestic violence23

· introduced a ‘size criteria’ for working age HB claimants living
in the social rented sector, effectively reducing a claimant’s HB
according to the number of ‘extra’ rooms in their property24

The impact of this plethora of welfare-related reforms is
discussed in detail in Destination Unknown: Spring 2011,25 and
table 1 summarises the most significant points from that analysis.

Disability in Austerity in autumn 2011 – latest policy
developments
In April 2011, we warned that while the proceeding six months
had been a time of announcements, the subsequent six months
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Table 1 Fiscal and welfare reforms announced within and after
the spending review in October 2010

Change Effect

The introduction of The Universal Credit will take the place of a variety 
the Universal Credit of means-tested benefits, including income-based

JSA and ESA, HB, Income Support and Child and
Working Tax Credits. DLA will not be affected.26

Over 33 per cent of the Universal Credit caseload is
expected to consist of households with a disabled
member.27

The abolition of DLA DLA is to be discontinued from 2013/14, and will be
replaced by the PIP. There are currently around 1.8
million working-age disabled people claiming DLA.28

Time-limiting Contributions-based ESA WRAG is to be limited to
contributions-based 1 year. By 2015/16, about 700,000 people will lose
ESA for 365 days this benefit; weekly net income is expected to drop

by £36.29

Removal of DLA As the plans stand, all those receiving state-funded
mobility for disabled residential care will lose their eligibility for DLA
people in state- mobility component. Around 80,000 disabled 
funded care homes people will be affected.30

The removal of special Disabled young people aged 16–19 (20–25 for those
arrangements for in education or training) will no longer be eligible to
‘youth’ contributions- receive contributions-based ESA. This is expected
based ESA to affect 15,000 young people by 2015/16.31

Replacing community The impact of this shift remains to be seen and will 
care grants and crisis vary across local authorities, but breakdowns of
loans with ‘locally recent caseloads suggest several hundreds of
based’ provision thousands of disabled people could be affected. 

Introducing a HB will be cut for claimants whose home is deemed 
percentage reduction to be larger than they need. Under these rules, the 
of HB based on the HB of people in social housing could be cut by 15 
number of extra per cent if they have an extra bedroom – 25 per 
bedrooms cent if they have two.32 Around 108,000 disabled

people will be affected by these measures; those
unable to afford the rent will have to move to a
cheaper property.33



would be a time of implementation when disabled people would
really start feeling the effects of those changes to welfare and
local services that had, until April 2011, only been on paper.
Although this has certainly been the case, we had not factored in
the response from disability charities, consumer groups and
select committees to the announced reforms, which has produced
a range of new analyses, inquiries and legal challenges to some of
the proposed policies. We chart some of these latest develop -
ments in the Government’s rocky road to the implementation of
welfare reform below.

Abolition of Disability Living Allowance in favour of new Personal
Independence Payment
In May 2011, the Government published the initial draft of
assess ment regulations for the PIP, the benefit destined to replace
DLA from 2013.34 Between May and August 2011, the Govern -
ment asked for comments (rather than carrying out a formal
consultation) on these draft assessment criteria, and also (contro -
versially) piloted them before comments were received between
May and September among a group of volunteers already in
receipt of DLA. The consultation feedback and the results of
pilots led to the publication of a second draft of the PIP assess -
ment regulations, which was released just two hours before the
Lords debate on the Welfare Reform Bill, giving the Lords little
time to review the new proposals.35 The new draft criteria have
not taken on board the recommendations suggested by Scope,
which were supported by a wide range of disability charities,
welfare rights organisations and disabled people’s organisations,
to include social, practical and environmental factors.

This draft assessment is causing consternation in many
quarters, as many organisations feel the assessment focuses too
heavily on the medical and physical limitations of claimants
despite government revisions, and would not adequately identify
the additional costs of living with a disability (for which the DLA
and PIP are designed to compensate).

In response, the Work and Pensions Committee launched
an inquiry into the reform of DLA, and published 54 written
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submissions following its call for evidence in September.36 Most
of the feedback received was highly critical, with many respon -
dents identifying the medical and inflexible assessment, the need
for reassessment, and the extended qualifying period (whereby
disabled people must demonstrate they are likely to be eligible
for PIP for six months after claiming, rather than three months
under DLA) as issues likely to penalise disabled people unfairly.
The Disability Benefits Consortium, a national coalition of over
50 charities and other organisations, was also particularly critical
of the fact that the PIP reform is designed to achieve a 20 per
cent reduction in DLA expenditure, an arbitrary reduction put in
place without consideration of the implications this would have
on disabled people.

Alongside this, the Disability Alliance, a coalition of 250
disability charities, pointed out that there are currently 652,000
working age low rate care DLA recipients, and as PIP only has
two rates of payment and abolishes ‘low rate’, it is entirely
possible that all of these people will lose their financial support.
Moreover, the Disability Alliance estimates that the total annual
expenditure on low rate care payments amounted to £663
million, which does not meet the 20 per cent expenditure
reduction target. It estimates that 750,000 disabled people
would need to lose financial support in order to achieve the 20
per cent expenditure cut.37

Scope has been particularly concerned by the proposed
PIP assessment criteria, and led the way in publishing plans for
an alternative PIP assessment, one which attempted to measure
more accurately the costs of a disability, rather than the
functional and medical impact of a condition or impairment. The
resulting document, The Future of PIP: a social mode-based
approach, had 24 signatories, including leading charities outside
the disability sector, such as the Citizens Advice Bureau and the
Child Poverty Action Group, coalitions of charities, such as the
Disability Alliance and the Learning Disability Coalition,
disabled people’s organisations and the National Association of
Welfare Rights Advisors. The authors state:
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There is widespread agreement across the disability sector that the assessment
with which the Government plans to assess eligibility for PIP is not fit for
purpose. The assessment – the principles underlying it; the activities it
focuses on, and the draft descriptors – goes against the Government’s stated
commitment to adopting a social model for DLA reform.38
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They suggest there should be an alternative assessment,
which partly draws on research carried out by Demos on the
costs of disability,39 and which takes the form of a more multi -
dimensional, co-produced approach, making use of the model of
social care assessments and support plans, where the social
drivers of disability costs are taken into account. Unfortunately,
the Government did not take on board this alternative, which
was given broad support by the disability sector, and the newly
drafted criteria remain founded on a points-based PIP assess -
ment, which many have compared to the much-criticised work
capability assessment because of its focus on physical and
functional limitations. The authors of the Scope report and this
Demos report were called to the Work and Pensions Select
Committee to give evidence, and expressed the opinion that
aligning PIP to medical ‘need’ and need for care and support
risked duplicating social care support – leading to a situation
where the greatest financial support was concentrated on those
with the highest care needs and would leave those with lower
level needs (but not necessarily lower living costs) without
support from either the benefits or the care system (as a result of
increased eligibility criteria).40

The time limitation of contributory Employment and Support
Allowance
The time limitation of eligibility for contributory ESA (WRAG)
to one year, which was announced in the October 2010 spending
review, has proven highly controversial. In September 2011, the
Liberal Democrats passed a motion at their party conference
stating: ‘Liberal Democrats in government to oppose an
arbitrary time limit on how long claimants can claim contribu -
tory ESA’.41 According to Liberal Democrat Party regulation, this



motion is now party policy and some suggested this may bolster
the Liberal Democrat Lords’ position to oppose this section of
the Welfare Reform Bill as it passes through the parliamentary
process. Nonetheless, in September 2011, the Disability Alliance
reported that some contributory ESA claimants had received
letters warning they only had six months left to claim their
benefit before it was withdrawn in April 2012, leading to
accusations that the Government was acting as if the Welfare
Reform Bill had already been passed.42

Moreover, in early November 2011, the section of the Bill
related to the time limitation of contributory ESA passed
unamended through the Lords committee stage – substantially
reducing the chances of this policy being removed before the Bill
is passed.43 We should also bear in mind that the year time limit
is also cumulative – therefore someone who spends six months in
the WRAG, before being moved to the Support Group (because
of their condition deteriorating for example), may well then
move back into the WRAG on recovery – only to find they have
just six months left to claim this benefit as their first six months
count towards their one year total.

The Government’s own equality impact assessment on this
matter estimates that 90 per cent of contributory ESA claimants
in the WRAG will be affected by the one year time limitation,
and 40 of those (around 280,000 people over the course of the
parliament) will not be eligible for income-based ESA and will
therefore have to claim the only alternative out of work benefit –
JSA – with the additional conditionality regime this entails,
including requirements:
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· to look for and be immediately available for any work regardless
of type and salary, full time, and within 90 minutes of home

· to treat looking for work as their full-time job.44

These requirements may be relaxed where the claimant has
a health condition, or undergoes regular treatment, but does not
have limited capacity for work.45 This could prove a challenge
for disabled people. The time limitation of contributory ESA
would mean some disabled people may find themselves claiming



JSA, which under the Universal Credit will form an
unemployment element. As JSA is given to those deemed ‘fit to
work’, it is likely some disabled people will be wrongly grouped
in the ‘fit to work’ category and fall foul of the conditionality
rules outlined above. Moreover, even a disabled people who is fit
to work (or rather, does not have ‘limited capacity’ to work) may
still find it a challenge to be immediately available to work
(given the additional organisation of travel arrangements that
may be required) and to be able to travel for 90 minutes from
their home.

The removal of Disability Living Allowance mobility element from
those in residential care
The proposal in the Welfare Reform Bill to remove the DLA
mobility element from those in residential care caused so many
protests from disability charities and disabled people that the
Government announced a review of this policy, and delayed its
implementation by a year to 2013. Leonard Cheshire Disability
and Mencap commissioned Lord Low of Dalston to carry out an
independent review of the impact of this policy alongside the
Government’s review. In October 2011, following 12 weeks of
evidence gathering and 800 submissions, the Commission
concluded that there was no evidence that funding for those with
mobility needs was duplicated by local authorities and the DLA
mobility component – yet this was the key argument the
Government made for scrapping mobility DLA for those in
residential care. Lord Low’s commission found the mobility
needs of residents in care were not being met by local authorities’
care funding or routinely included in residential care packages,
and stated: ‘If payment of the mobility component to people
living in residential care ends, this will be a serious step
backwards for disability rights.’46

Coping with the cuts – how local services are affected
In the wake of so many radical new changes to welfare benefits,
it can be easy to lose sight of the other side of the coin. However,
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the Government’s plans to reduce the budgetary deficit also
include unprecedented cuts to many public services and local
authority budgets. Therefore disabled people, who are
disproportionately more likely to be dependent on benefits for 
a large proportion of their income and more reliant on public
services (relating to not just health and social care, but also
housing) and third sector organisations whose grants have 
also been cut, are essentially facing a double setback of 
reduced income and reduced access to support services. In 
the October 2010 spending review, annual budget reductions 
of 7.1 per cent for local authorities were announced,47 with the
first of these new local authority budgets coming into effect in
April 2011. In our Destination Unknown: Spring 2011, it was too
early to tell how these budgets would affect the five households
in our study – although as we discovered, some were already
feeling the effects of a prolonged period of underfunding in
social care.48

Although the Government pledged an additional £2 billion
for social care provision, decisions not to ringfence this money
left little guarantee that cash-strapped councils would use such
funds specifically for social care services.49 Indeed, these fears
seemed to be confirmed by research conducted by the House of
Commons Library, commissioned by Shadow Care Minister Liz
Kendall, which concluded that the grant had not made it to
front-line services. Kendall described the situation as a ‘quiet
crisis in social care’.50

To throw some light on this issue, in September 2011
Demos and Scope published Coping with the Cuts, which collated
data from a series of freedom of information requests sent to
local authorities across England and Wales to explore how
budget cuts were impacting front line disability services. These
were some of the key findings for England:51
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· The number of councils setting their care eligibility criteria at
‘substantial and critical’ needs only has risen from 78 per cent to
81 per cent from 2010/11 to 2011/12.

· Over half of the local authorities surveyed had closed some kind
of disability support service.



· Only seven councils had decreased the charges people pay for
services such as meals on wheels this year; 22 councils had kept
charges frozen, while the remaining 123 had increased their
charges by up to 400 per cent.

· Only three local authorities no longer take income from DLA
into account when assessing how much a person has to pay
towards their care.

· Over half of all local authorities give care users a personal
budget that is worth less than the monetary value of the care they
had been receiving before directly from the council.
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Even this very large data gathering project did not capture
the full extent of the breadth and variety of changes to services
on which disabled people rely. For example, in October 2011
research uncovered large cuts to Supporting People – the
funding stream given to housing providers to support vulnerable
people, including those with learning disabilities, to live a
supported independent life rather than stay in residential care.52

Though the Government made a notional cut of 12 per cent to
Supporting People from 2011 to 2015, the funding stream is not
ringfenced and councils are no longer required to collect
outcomes data for users, leaving services open to far higher levels
of reduction.53

We must also remember that disabled people are
particularly reliant on support from voluntary and community
sector organisations – even more so in the wake of reductions 
in statutory service budgets. Yet further evidence was released
over the summer on the impact of reduced local authority 
grants and funding for these (often financially vulnerable)
organisations.

The third year of London Voluntary Service Council’s
survey ‘The Big Squeeze’ found a worrying trend of
disproportionate cuts to cost-effective preventative services –
especially advice, children and young people and health services.

Of the Voluntary Service Council organisations surveyed:

· 51 per cent had closed services in 2010/11; 54 per cent expect
more services to close in 2011/12.



· 77 per cent expect public sector funding of their organisation to
decrease in 2011/12 with those giving a figure expecting a median
31–40 per cent cut.

· 97 per cent said the economic climate had a negative impact on
their service users in 2010/11.

· 81 per cent had found the demand for their services had
increased in 2010/11; 86 per cent expect demand for their services
to increase in 2011/12.

· 57 per cent were able to meet increased demand for their services
in 2010/11; 77 per cent were not confident they could meet
increases in demand in 2011/12.54
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Finally, a survey by KIDS and Mencap of 1,192 parents in
England threw light on disabled children’s services. It
highlighted the fact that families with disabled children face a
lack of appropriate holiday childcare and exorbitant childcare
costs:

· One in ten disabled children were refused a place in childcare
provision over the summer of 2011.

· One in three parents of disabled children received no childcare
over the summer holidays.

· One in five families with a disabled child pay more than twice as
much as the national average for their childcare.

· Two in three families found it difficult or very difficult to find
appropriate childcare for their disabled child.55

The studies outlined above are just a small selection of
surveys and primary evidence published over the last six months,
which serve to illustrate how the Government’s programme to
reduce the deficit and cut public spending is affecting not just
welfare benefits, but a wide variety of social care, health, children
and adult services, as well as charities and voluntary
organisations across the country. Disabled people, particularly
those on low incomes and/or with care and support needs, are
disproportionately reliant on public services, social care and the
support from voluntary sector organisations56 and so are faced



with an extremely difficult situation: reduced income, and
reduced support services to cope with this reduction. The
findings from our interviews in the next section illustrate this
predicament very well.

The fight back – legal challenges to local service cuts
Although the studies outlined above have stirred up much
debate, we should also note that some disabled people have gone
further and taken matters into their own hands. In May and
October 2011, an estimated 8,000 and 5,000 disabled people
respectively took to the streets in events in 12 major cities across
the UK in protest of the cuts.57 Others have taken their battle to
the courts: in May 2011, four disabled residents launched a legal
challenge to Birmingham City Council’s decision to impose more
stringent care funding eligibility criteria.58 The council originally
sought to increase the eligibility threshold for social care to a
‘super critical’ level, which would mean that anyone needing
anything other than full residential care would have lost local
authority financial support. However, the case was upheld in the
High Court. Justice Walker declared that Birmingham City
Council’s budget setting and decision to change its eligibility
policy were unlawful on the grounds that they did not promote
equality under Section 49A of the Disability Discrimination Act
1995 and their attempts at consultation were flawed.

Birmingham had not complied with its Disability Equality
Duty in moving to critical needs only without proper analysis of
the impact this would have on disabled people in the area and
without proper consultation. Under the Duty, councils must give
due regard to eliminating discrimination, promoting equality of
opportunity, eliminating harassment, treating disabled people
more favourably if necessary, promoting positive attitudes on
disability and encouraging participation of disabled people.

Justice Walker stated:
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There was no analysis of how and to what extent any mitigation measures
would be effective in addressing adverse impacts. In particular, there was no
consideration of the extent to which alternative resources in the community



would be available for those with substantial needs, and no other steps to
mitigate the impact on disabled people were identified.59
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In October 2011, the legal challenge brought by the
families of two autistic men was upheld in the case of the Isle of
Wight’s decision to raise its care eligibility thresholds to critical
only. As in Birmingham, the judge deemed that the council had
not complied with its own internal guidance in drawing up the
new policy, and a consultation document did not contain
sufficient information for people ‘to give intelligent
consideration and an intelligent response’. Changes had already
been made to the care of 32 people as a result of the more
stringent criteria, but they are now being offered a
reassessment.60

This came in the same week as a judgment ruling Sefton
Council’s decision to freeze care home fees for the second year in
a row unlawful, stating that the council had failed to properly
assess ‘the actual costs of care’.61 In September, Stoke Council
stepped down from its decision to make redundant a teacher for
the deaf in response to the threat of a legal challenge by the
National Deaf Children’s Society.

Such legal cases, repealing local authority actions taken to
lower costs in the face of substantial government budgetary
reductions, clearly suggest the significance of the cuts being
made at local level are, in some cases, too harsh. Demos’s own
research suggests local authorities have a variety of methods they
might draw on to reduce costs, from back office efficiencies to
steps that affect the front line, such as more stringent eligibility
criteria for increased user charges, less generous contribution
rules, or cost-efficiency measures placed on personal budgets.62 A
combination of these, possibly alongside service closures or
restrictions, need to be employed to enable local authorities to
balance the wellbeing of their disabled, older and vulnerable
populations and the realities of dealing with the harshest
financial settlement from central government in a generation.

However, we ought to bear in mind that, even in the vast
majority of local authorities where legal and indeed seemingly
reasonable cuts are being made, individual households may fall



foul of the cumulative effect of local disability related service
cuts like those outlined above, combined with wider non-
disability cutbacks (to everything from pensions to transport
subsidies), and cuts to welfare benefits. It is this cumulative and
complex household-level effect which this longitudinal study of
six disabled households seeks to better understand.
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2 Revisiting disabled
households – the lived
experience of welfare
reform and local cuts
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This report is the second in a series of follow-up publications
succeeding the original Destination Unknown, which aim to
describe the lived experiences of disabled people as the cuts to
services and the changes to welfare benefits begin to take full
effect.

Our previous update, published in May 2011, was able to
consider the range of welfare reforms that were due to begin in
April 2011, including:

· Incapacity Benefit (IB) reassessments being rolled out
nationwide

· benefits being uprated in line with the Consumer Price Index
(CPI) for the first time instead of the Retail Price Index (RPI)

· caps on housing benefit being applied
· the start of a one-year time limit for current Employment and

Support Allowance (ESA) claimants

As it was the beginning of the new financial year, April 2011
was the month when new local authority budgets were enforced
reflecting the harsher new financial settlement presented by
Government in the spending review. This brought in substantial
cuts to service budgets and grants to voluntary organisations.

In this report we return to the six households to see how
their income, health, housing and other circumstances have
changed since we interviewed them in April 2011. We are looking
at an additional household since the original 2010 report: in light
of the dramatic changes occurring in social care provision, we
thought it important to include Steve in our updates, to establish
what effects the changes were having on disabled people in
receipt of social care services. Also, we have revisited again for



this report a family ‘in extremis’ – Helen and her son. Their
circumstances are not typical, but we wanted to see how a
vulnerable disabled family whose quality of life has been
undermined by ill-thought-through policy reforms is faring. In
Disability in Austerity: Spring 2011 we referred to our study
participants by letters – P, C, E and so on. Following feedback,
we have given people full names instead (though not their real
names) to make discussions about their situations easier to follow.

Our case studies are:

Revisiting disabled households

· a young disabled child (Aisha), who is cared for by her mother
and father

· a disabled man (Albert) and his wife who cares for him and also
has moderate disabilities

· a single disabled man (Philip)
· a single disabled woman (Carla)
· a middle-aged, disabled man (Steve), who is a social care 

service user
· a disabled mother (Helen) caring for her disabled child

Many of the welfare reforms announced in the emergency
budget, spending review and subsequent months have had clear
and predictable effects on the disabled households we are
following. In particular, the change in uprating benefits
according to the CPI means that, each April, the benefits
increase is based on the previous September’s (lower) CPI
inflation rate instead of the RPI rate. As a result of this change,
in our first update in May 2011, the benefits of the disabled
people in our study increased by 3.1 per cent instead of 4.6 per
cent – a loss of 1.5 percentage points from each benefit. The loss
was easily calculated in our first report and while these
reductions will seem small when considered weekly, over time
their cumulative effect can be substantial. We found that the
households would be £200–300 worse off each by the end of the
financial year (April 2012).

However, things may be even worse for the households in
our study next year. In September 2011, the CPI rate was at an all
time high of 5.2 per cent, while the RPI rose to 5.6 per cent. This



means that, from April 2012, benefits should be increased by a
significant 5.2 per cent, and the loss to benefits claimants
following the government switch from CPI to RPI uprating
would be just 0.4 percentage points.63

By speaking to disabled people about their experiences in
the six months since our April 2011 update report, we have been
able to gain an insight into the variety of ways in which
budgetary cuts have impacted on their lives. Many of these have
been difficult to calculate or predict – including the closure of
services and changes to non-disability benefits.

In our previous report, we were also struck by the fact 
that all of the households experienced a ‘shock’ of some kind –
including accidents or worsening health requiring treatment, 
or financial shocks – home repairs, utilities bills and other
unexpected costs which disabled households have no savings 
to cover.

In this report, we have noticed another emerging theme –
the financial and emotional problems brought about by
administrative oversight or the complexities of the social care
and benefits systems. The households in our study are reporting
having to ‘battle’ to secure support; delays and missed payments
may prove an inconvenience for households with some financial
cushion, but for disabled households with no financial safety net
and no means of remedying this, even small administrative
discrepancies disrupting regular payments can have significant
and long-term negative effects on their financial, emotional and
physical wellbeing. We are also witnessing how the complexity of
the systems that deliver financial and other support has led to
disabled people being ill-informed of the changes taking place,
what they will mean for them, and how they can ensure they
receive everything to which they are entitled. In one case, this
confusion led to one of the people in our study – Steve – using
up his small amount of savings as he mistakenly thought he
would not be eligible for social care support if he had any
savings whatsoever.

A third important theme which is emerging is that the
households in our study are finding it difficult to secure
alternative means of support in order to be able to cope with the
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effect of the cuts. When asked, most reported speaking to
advisers about alternative sources of financial support, to be told
they were claiming everything to which they were entitled from
the state. Most were seeking out alternatives sources of support
from charitable schemes, their community or families –
suggesting non-state support may be the only viable option for
disabled people in times of financial crisis. However, it is clear
that all of these options are one-off emergency measures, rather
than sustainable solutions. In the light of reduced funding for
voluntary organisations in the face of increased demands for
help, it is unsurprising that disabled people are finding it
difficult now to secure any alternative means of support. At least
one of the couples in our study – Albert and his wife – is not
coping well, has exhausted help from charitable sources, and has
accumulated large amounts of debt since the Government
reduced Support for Mortgage Interest (SMI) and other 
benefits payments.

In the following case studies, we therefore consider:

Revisiting disabled households

· the predictable impact of the Government’s welfare reform –
including but not exclusively the transfer to CPI uprating,
reassessment of IB and so on

· the less predictable impact of the Government’s budgetary cuts
and the wider economic climate on local services

· the events that demonstrate the precarious situation disabled
people face, including administrative errors

· how well the household is coping and the sources of alternative
support being used



Aisha: a disabled child, cared for by her parents
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Everything is going up and our income is going down... We are getting to
the point where there is nothing else to cut back on.

· Aisha was born with cerebral palsy and has quadriplegia and
epilepsy.

· Her primary carer is her mother; her father works.
· Her father is now taking regular unpaid leave to help care for

Aisha and the couple’s five other children.
· They have a £120,000 mortgage and £20,000 in debts.
· Aisha’s family receives:

· Disability Living Allowance (DLA; high mobility; high care)
· Child Benefit
· Carer’s Allowance

The predicted losses of welfare reforms
The primary impact we predicted for this family in Destination
Unknown: Spring 2011 was the lower than expected increases to a
range of benefits in April 2011, as a result of increasing benefits
by September 2010’s CPI (3.1 per cent) instead of RPI (4.6 per
cent) or Rossi (4.8 per cent) inflation rates. As Aisha’s parents
also receive Child Benefit for their other children – which the
Government has now frozen at 2010 rates for the next three years
– their overall reduction in benefit income is more substantial
than other households in our study. As the cost of living
(reflected in record levels of RPI and CPI inflation this year, as
mentioned above) is currently so high, this is likely to have a
significant impact on the family’s disposable income. Between
our first update in April 2011 and the time of writing, Aisha’s
family is £199.52 worse off as a result of these measures. Table 2
gives details of how the benefit reforms since April 2011 are
affecting Aisha’s family.



What didn’t we account for?
For every one of the households in our study, we are able to
model the potential losses to benefit income driven as a result of
announced welfare reforms. However, the impact of other cuts
(to public services) is something of an unknown quantity – even
after the local government settlement was announced in the
spending review and local authorities set their budgets in April
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Table 2 How the reforms to benefits from April 2011 affect Aisha’s
family

Family benefits Reforms to benefits Worse off between April 
from April 2011 2011 and October 2011?

Disability Living Benefit increased by 74p per week, £22.22
Allowance – high CPI instead of RPI – worse off from April to 
mobility from £49.85 to £51.40 October 2011

per week (CPI), instead 
of £52.14 (RPI)

Disability Living Benefit increased by 1.08p per week, £32.40 
Allowance – high care CPI instead of RPI – worse off from April to 

from £71.40 to £73.60 October 2011
per week (CPI), instead 
of £74.68 (RPI)

Child Benefit Benefit frozen – so no £4.01 per week, £120.30 
increase from £87.30 worse off from April to 
per week in 2010. October 2011
Would have increased 
to £91.31 with RPI

Carer’s Allowance Benefit increased by 82p per week, £24.60 
CPI instead of RPI – worse off from April to 
from £53.90 to £55.57 October 2011
per week (CPI), instead 
of £56.37 (RPI) 

Aisha’s family has lost £199.52 in the last six months.



2011, the impact of the proposed measures on front-line services
and how they will affect individual households is impossible to
predict.

The bedroom
In Aisha’s case, fortunes have been mixed. First, there has been
good news about her bedroom. In April, Aisha’s mother
described a situation whereby her daughter’s bedroom had been
designed incorrectly by an occupational therapist: the door was
obstructed by the bed, there was not enough room to get around
the bed to give Aisha chest therapy (which she needs four times a
day), and not enough room for her hoist. Their local authority’s
Children with Disabilities team admitted liability for these
mistakes but told Aisha’s family they did not have the budget to
fix the room properly. Aisha’s mother was considering splitting
up the family to move to more suitable accommodation.

Since then, the local authority signed off a plan that would
increase the width of Aisha’s room to allow a carer to move
around the bed – a positive step – however, this would not
adjust the length of the room, which was still too short to house
Aisha’s wardrobe and would impede her ability to get up and
ready for school in the morning. Fortunately, her father’s
company has a scheme that helps employees’ families who are in
financial difficulty and the scheme manager offered to match the
funds allocated by social services in order to increase the length
of the room. Initially, the local authority was reluctant to work in
cooperation with the scheme, but the family has finally received
formal planning permission to change the room.

Starting school
Aisha started reception class at a local school a few months ago,
and this has not been without its problems. Lunchtimes are
difficult as she needs one-to-one supervision; she is at risk of
choking, and food needs to be prepared for her. Yet Aisha’s
special educa tional needs statement outlines this need in ‘part 2’,
which describes her educational needs as well as some of her
require ments to get through the school day. The local authority
is unwilling to incorporate this need into ‘part 3’ of the SEN
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statement, as this would make it legally obliged to provide this
service.

In light of these developments, Aisha’s mother told us: ‘we
have another battle on our hands’ – referring to the ‘fight’ she
described to us back in April 2011 to receive an hour of support
for Aisha from the local authority to help her get to school in the
morning. In the meantime, the school – which her mother
describes as ‘wonderful’ – is providing a supervisor to look after
Aisha at lunch time.

Equipment
Aisha’s family tell us they are noticing cuts affecting
physiotherapy services, and the securing of equipment for their
daughter. Another ‘battle’ for the family has been to access the
equipment Aisha is entitled to and separately needs. In May,
Aisha went for a fitting for a standing frame, supplied by the
NHS. Yet when we interviewed the family recently, nearly six
months later, Aisha still hadn’t received the frame. The family is
waiting for it to be signed off for approval by their local
healthcare authority. Aisha’s mother thinks they will probably
receive it next year, and tells us: ‘I just don’t have the energy [to
fight for it]’. She thinks in this unsteady financial climate,
parents of disabled children have to find the money for their own
equipment, and that charities that could have helped before are
now overburdened with demand.

It is for this reason that Aisha’s family gave up another
‘fight’ – to get a motorised wheelchair for Aisha. She is now old
enough for a motorised wheelchair but her family told us in
April that the local authority refused to pay for it. They would
only provide an indoor wheelchair, but Aisha – now age four –
needed an outdoor one so she could get out to school and to
play in nearby parks. Outdoor powerchairs are extremely
expensive – they can cost around £8,000. Rather than continue
to argue with the local authority, Aisha’s parents’ engaged in a
massive fundraising effort in their local community from June
and managed to raise enough, by October, to afford Aisha’s 
chair themselves.
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The local community’s show of support for Aisha has been
fantastic and is much appreciated by her family. But, it clearly
hasn’t been easy to go out among the public and ask for support.
Aisha’s mother is clearly exasperated by the lengths she has had
to go to and told us: ‘We shouldn’t have been forced to go out in
public like that. We had to beg… that was very hard on my
husband.’

No safety net – coping with financial shocks
In April we reported how Aisha’s father had resorted to taking
unpaid leave in order to help care for Aisha. This has now
become a permanent arrangement, with her father taking unpaid
leave for four weeks per year. Reducing his working hours in this
way has had a significant impact on the family’s finances: they
haven’t been able to have a holiday, and the children have had to
stop participating in some of the afterschool clubs they used to
go to (Aisha’s sister has had to give up playing the flute because
they cannot afford the lessons any more).

Aisha’s mother reports they have to make trade-offs
between essentials like food and heating. When we last spoke to
the family in April 2011, we discovered that Aisha’s parents were
spending £150 per month on diesel to take Aisha to frequent
appointments at three different hospitals, demonstrating that the
financial downturn is not just about budget cuts, but also about
increased food and fuel prices. Aisha’s family relies heavily on
their car to take Aisha to a variety of outpatient appointments to
manage her condition – and their experience is by no means
atypical of a disabled person for whom public transport is
inaccessible. The details of their journeys and associated costs,
which we originally presented in our April report, illustrates how
higher fuel prices have a disproportionate impact on those most
reliant on their cars – not through choice, but through necessity.

The costs of transport
Aisha’s family now spend around £150 per month on diesel
taking Aisha to appointments at three different hospitals:
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· The first is 12 miles away; Aisha has three appointments a
month there. Aisha’s father drives or they have to pay £20 for
the return trip for a taxi. There are no direct buses and buses 
do not allow Aisha’s wheelchair on board if they are already
carrying buggies.

· The second hospital is 40 miles away, which Aisha must attend
once a week. It costs about £90 for the return trip by taxi if
Aisha’s father is not free to drive them (about half the time).

· The third is 70 miles away, which Aisha attends twice a year. 
The family drives, but the trip and appointment take all day so
they also have to pay around £15 for childcare so that the other
children are looked after.

The family explained in April 2011 how the cost of
attending these appointments (in fuel, taxi fares and childcare)
had an enormous impact on the family’s income. Aisha’s mother
now reports: ‘We have got to a point where we have to cancel the
appointments as we cannot afford to get the cabs.’ They have
already had to cancel two appointments in the last six months.

How is Aisha’s family coping?
When we last spoke to her, Aisha’s mother said the struggle over
her daughter’s bedroom had left her ‘less in control’ over her
anxiety and depression; she worried she might have to go back
onto medication. Six months later, she now has to have weekly
counselling, which is provided by the NHS, and needs anti -
depressants three times a day. Although these have been bought
on a prepaid certificate, costing £100 a year, it is yet another
drain on the family’s finances. Speaking about how she has
managed over the last six months she said, ‘I shouldn’t have 
been pushed so hard. It really pushed me beyond what I can
cope with.’

Aisha’s family has done well in securing community
support through fundraisers, her father’s employer and even
Aisha’s school. We ask if Aisha’s mother has sought further help
from the state. She tells us that they sought advice from a
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benefits adviser who told them they were already receiving
everything to which they were entitled. Only if her husband cut
his working hours further would they be eligible for other
benefits, but he does not want to do this, as he has worked all his
life and does not want to depend on state benefits. Already he
has had to take unpaid leave from work to help care for the
children. When her youngest child starts school next September,
Aisha’s mother says she may have to take up a position working a
night shift to bring in more income.

Albert: disabled man, cared for by his wife, who has
moderate disabilities herself
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They got very heavy. Bully boy tactics. They were really, really ferocious. It
got to a point where it was madness.

· Albert was self-employed businessman who suffered a stroke in
2006. This left him with a weakness in his left hand, his left leg
often locks, and he has two heart defects, which required him to
have surgery; he is due for more surgery soon. He also now suffers
from regular memory loss.

· Albert’s wife is his carer, who was made redundant three years ago.
She has arthritis.

· They have a £137,000 mortgage, mortgage arrears of £13,000 and
£54,000 in other debts.

· They receive:

· Disability Living Allowance (DLA) for Albert (high mobility,
middle care)

· DLA for Albert’s wife (low care)
· Incapacity Benefit (IB)
· Support for Mortgage Interest (SMI)

· They lost Income Support and Carer’s Allowance in return for
Pension Credit.



The predicted losses of welfare reforms
As with our other case study participants, Albert and his wife
received lower than expected increases to their benefits in April
as a result of the switch from rating them according to the CPI
rather than RPI. Albert’s IB ‘age addition’ of £15 (given to him as
he became disabled before he turned 45) was also cut to £13.80
this year, creating a larger than expected drop in income. Over
the last six months, Albert and his wife have £300 less in income
because of this one reform.

In addition, as Albert receives IB, he will also be due for 
a reassessment and moved onto Employment and Support
Allowance (ESA) or, if found fit to work, Jobseeker’s Allowance
(JSA). The national roll out of IB reassessments using the work
capability assessment began in April 2011, though Albert has 
not yet received his reassessment notice. Table 3 gives details of
how the benefit reforms since April 2011 are affecting Albert and
his wife.

Although the loss of £781.55 in six months is very large
indeed, the reduction in SMI has led to the most significant
hardship for Albert and his wife. Since October 2010, SMI has
been paid at the level of the Bank of England’s average mortgage
rate (3.63 per cent), which is significantly lower than the
previous SMI rate of 6.08 per cent, set in December 2008.

Albert’s mortgage is around £137,000, and until October
2010, the couple was receiving £426 per month in SMI – though
they told us when we spoke to them in September 2010 that this
did not cover the total mortgage cost. When the Government’s
reform came into effect, Albert and his wife only received £226
per month in SMI. By April 2011; they were £7,000 in arrears and
were receiving letters threatening them with charges. When we
spoke to them again six months later in October 2011, they told
us their SMI had been increased to £302.07 per month, no doubt
because of the increased amount they now owed – but they are
now £13,000 in arrears, having accumulated an additional £6,000
in debt since we last spoke to them. Their lender had threatened
to repossess their home. They had received daily letters and
phone calls. The lender asked Albert to get a job (he has been
unable to work since his stroke), to ask his neighbours for
money, or to sell his (Motability) car. The lender even suggested
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Table 3 How the reforms to benefits from April 2011 affect 
Albert and his wife

Family benefits Reforms to benefits Worse off between April
2011 and October 2011?

Disability Living Benefit increased by 74p per week, £22.22 
Allowance – high CPI instead of RPI – worse off over six months
mobility from £49.85 to £51.40 

per week (CPI), instead 
of £52.14 (RPI)

Disability Living Benefit increased by 69p per week, £20.70 
Allowance – middle CPI instead of RPI – worse off over six months
care from £47.80 to £49.30 

per week (CPI), instead 
of £49.99 (RPI)

Disability Living Benefit increased by 27p per week, £8.10 
Allowance – low care CPI instead of RPI – worse off over six months
for Albert’s wife from £18.95 to £19.55 

per week (CPI), instead 
of £19.82 (RPI)

Incapacity Benefit Benefit increased by £2.73 per week, £81.90 
CPI instead of Rossi – worse off over six 
from £91.40 to £94.25 months; due for 
per week (CPI), instead reassessment from April 
of £95.70 (Rossi) 2011
Age addition of £15 
reduced to £13.80 so 
total benefit £108.05 
instead of £110.78 
(combining both losses)

Income Support Benefit increased by £1.85 per week, until 6
CPI instead of Rossi – July (3 months 1 week) 
from £107.30 to £110.60 and then total loss of 
per week (CPI), instead £110.60 from 6 July to 
of £112.45 (Rossi) end October 

Carer’s Allowance Benefit increased by 82p per week until 6 July 
for Albert’s wife CPI instead of RPI – (3 months 1 week) and 

from £53.90 to £55.55 then total loss of £55.55 
per week (CPI), instead from 6 July to end 
of £56.37 (RPI) October 



he used his pension to pay off the debts, even though Albert is
legally unable to do anything with his pension until he reaches
the age of 55. Albert told us: ‘They got very heavy. Bully boy
tactics. They were really, really ferocious. It got to a point where
it was madness.’

The latest news is that, a few days after we spoke to Albert,
he and his wife were told they are to be evicted from their home
of 10 years in February 2012. An estate agent has visited and
Albert hopes he will be able to sell, pay off the mortgage and
‘move to a nice area’. It is concerning that within a year of the
first cuts being made (in this case SMI being drastically
reduced), one couple in our study is losing their home.

What didn’t we account for?
In April 2011, we found that Albert’s wife fell foul of the
Government’s gradual increase of the pension age from 65 to 66.
She was supposed to have received her state pension of £97 per
week from 6 November 2010, but the date was changed to 6 July
2011. This eight-month delay has resulted in her losing out on
£3,186 in pension income (based on four months loss of the basic
state pension rate of £97 in financial year 2010 and £102.15 in
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Table 3 How the reforms to benefits from April 2011 affect 
Albert and his wife – continued

Family benefits Reforms to benefits Worse off between April
2011 and October 2011?

Albert’s wife’s pension Receives £102.15 per Total pension income so 
week plus £31 carer’s far is £2,263.55; total loss 
premium since 6 July of Income Support and

Carer’s Allowance is
£2,859.26 since April

Albert and his wife have lost £300.55 in income between April and October
2011 in lower benefits, plus £2,744.55 in Income Support and Carer’s
Allowance, totalling £3,045.10 loss, but gained £2,263.55 in pension income.
Overall Albert and his wife have lost £781.55 over a six month period in total.



financial year 2011). On speaking to Albert in October 2011, we
found out that Albert’s wife did indeed receive her pension in
July – one would think this was a welcome increase in income for
the couple. However, in reality, they have made a loss –
something which we were unable to predict.

As Albert and his wife’s household income is above the
minimum income guarantee, Albert’s wife was not eligible for
any Pension Credit to top up her basic state pension of £102.15
per week, but as a carer she is entitled to an extra £31 per week
carer’s premium. She started receiving this additional £133.15 per
week from July 2011.

However, as Albert’s wife is getting some element of
Pension Credit, Albert is no longer eligible for Income Support,
and Albert’s wife is no longer eligible for Carer’s Allowance as
she receives the carer’s element of Pension Credit. So the couple
were told in July that £166.15 per week would be removed from
their benefit income as a result of Albert’s wife receiving her
pension. In short, the move from benefit income to pension
income has led to the couple’s household income falling by a
further £33 per week. Taking the lower uprating of Income
Support and Carer’s Allowance from April until July, followed by
losing these benefits completely from July until October, we see
that Albert and his wife have lost £3,045.10 in income in six
months. As Albert’s wife has only received £2,263.55 in pension
payments in the same period, this means this couple is £781.55
worse off between April and October as a result of changes to
these particular benefits.

But this is not the end of Albert’s story. When his wife’s
Pension Credit began being paid into the couple’s account in
July 2011, the SMI addition – payable on top of this allowance –
was delayed over the summer and not paid until October. The
delay caused them to slip deeper into arrears and exacerbated 
the situation with their mortgage lender; although the missing
SMI was backdated and the lender received a lump sum, this has
not prevented the eviction scheduled for early next year. It is
clear from this incident how vulnerable disabled people, who
have no financial safety net, can be to seemingly small
administrative errors.
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No safety net – coping with financial shocks
In recent months, Albert’s wife’s condition has deteriorated and
she is having heat treatment on her spine. Albert’s own health is
worse, and he now has spondylitis – the inflammation of his
vertebra. He is seeing a neurologist but is still waiting for reports
since January 2011, when he had to have treatment in London
after it was thought that he had had another stroke. Albert
recently asked for help from a community psychiatric nurse but
his local primary care trust told him that they no longer had such
nurses available because of the cuts to their budget, and
suggested he approach a charity instead. This is an important
point – the state is advising Albert to seek support from the
charitable sector because they cannot afford to help him (despite
the NHS being a state service free at the point of use). The
assumption is being made that there is a local charity with
adequate funding to step in and provide a nurse – as we have
already mentioned, the reduction in grants provided to charities
by local government is leading to widespread closures and
reductions in the amount of support available. As explained
below, this year a charity has already refused to help Albert pay
his water bill.

Because of their conditions, Albert and his wife require a
well-heated house. Over the particularly cold winter in 2010 
and early 2011, and as a result of increases in electricity and gas
prices, Albert and his wife told us in April that they faced the
significant financial shock of three large utilities bills: a £465 
gas bill, a £300 electricity bill and a £643 water bill. Albert
estimates their monthly bills have increased by £30 (electric) 
and £15 (gas). Albert had no savings to use to pay these bills, so
had the money taken directly from the couple’s benefit income.
Albert’s IB was automatically reduced as part of the third party
payment scheme, at a rate of £140 per month. As a result, Albert
tells us he has just managed to pay off his gas and electricity bills
this month, but is now dreading this winter and the prospect of
another large bill.

There has been some good news on this front – the couple
has been moved onto a social tariff by their gas provider; so in
January 2012, they will have £120 cut from their bill. Also, as
Albert’s wife now has her pension, the couple will be entitled to
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winter fuel allowance, which will provide them with a £200 lump
sum to help them cover their bills over the winter period.

However, more than six months on from when we last
spoke to him about the disrepair in his house, Albert tells us his
windows still have not been repaired. The broken windows in
their house let in the cold and the rain, and he and his wife have
had to stop the gaps with towels. This is likely to be increasing
their utility bills as they have to turn the heating up to counteract
the cold coming in. Albert told us: ‘This is the worst part of the
year. I feel the cold. Unbelievably. It’s like your head goes cold.’

A greater concern is that one of the biggest financial shocks
for the couple in our last report had been the £643 water bill –
something which will not be reduced by the couple’s new ‘social
tariff’. Albert had received help from a charitable trust set up by
the water provider to cover that cost, but when Albert tried to
apply for the same scheme this year he was told that he would
not be eligible for help as he and his wife had benefited from the
scheme the year before, and this year the provider had been
‘inundated with claims’ and would target those households
which had not previously received help. This shows how
charitable sources of support as alternatives to the state – part of
the Government’s vision of the Big Society – are not sustainable
when third sector funding is also being reduced.

Carla: a single disabled woman
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It’s an awful situation to be beholden to people, but I don’t have a choice.

· Carla is a single woman who lives in London. Aged almost 60,
she worked throughout the 1980s and 1990s (although she was
made redundant twice).

· In 2000, she suffered a mental breakdown, and was initially
sectioned and diagnosed with recurring depressive disorder.

· She applied for Disability Living Allowance (DLA), and was
turned down, appealing the decision and losing twice before
attempting suicide.



· Her case was taken on by a local law centre, which pursued the
decision to tribunal at which point she was awarded DLA. She
now receives:

· DLA (higher rate care and lower rate mobility)
· Incapacity Benefit (IB)
· Income Support and Severe Disability Premium
· the housing element of income support
· Council Tax Benefit

· As she lives alone, receives higher rate DLA care but has no 
one to help care for her, Carla is entitled to the Severe
Disability Premium (currently set at £55.30 a week). She lives
in her own flat and receives the housing element of Income
Support to cover her mortgage payments – at about £57 
per week.

The predicted losses of welfare reforms
All Carla’s benefits have been increased by a lower than expected
amount in April 2011, with the result that she has lost £140 over
the past six months, and there are additional changes which are
likely to affect her shortly. As Carla is currently receiving IB, she
could at any point be reassessed as part of the Government’s
plans to move IB claimants onto Employment and Support
Allowance (ESA). Although Carla is well aware of the
forthcoming replacement of DLA with Personal Independence
Payment (PIP), she was unaware of the introduction of ESA to
replace IB three years ago, and was upset when we told her,
exclaiming ‘oh God’. The idea that she may have to undergo
another medical assessment shocked her – following her
assessment for IB in 2003, her doctor told her she would not
have to undergo such an assessment again. ‘If you’re going to
reassess everyone, then people are going to jump off a cliff,’ she
told us.

Carla told us that she is hoping she will be old enough to
avoid some of the Government’s reforms to working age benefits,
though in fact she will not have reached 65 by the time PIP is
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rolled out nationally nor at pensionable age before she is moved
onto ESA (or found fit to work). Reflecting on the months ahead
and the public spending cuts, she said: ‘I think its upside-
down… they hit the most disadvantaged hardest.’ Table 4 gives
details of how the benefit reforms since April 2011 are affecting
Carla.
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Table 4 How the reforms to benefits from April 2011 affect Carla

Family benefits Reforms to benefits Worse off between April
2011 and October 2011?

Disability Living Benefit increased by 27p per week, £8.10 
Allowance – low CPI instead of RPI – worse off over six months
mobility from £18.95 in 2010 

to £19.55 per week 
(CPI), instead of 
£19.82 (RPI)

Disability Living Benefit increased by £1.08p per week, £32.40 
Allowance – high CPI instead of RPI – worse off over six months
care from £71.40 to 

£73.60 per week 
(CPI), instead of 
£74.68 (RPI)

Incapacity Benefit Benefit increased by £1.55 per week, £46.50 
CPI instead of Rossi – worse off over six 
from £91.40 to £94.25 months; due for 
per week (CPI), instead reassessment from April 
of £95.70 (Rossi) 2011

Income Support Benefit increased by 96p per week, £28.80 
(plus £57 towards CPI instead of Rossi – worse off over six months
housing costs) from £65.45 to £67.50 

per week (CPI), instead 
of £68.46 (Rossi)

Severe Disablement Benefit increased by 81p per week, £24.30 
Premium CPI instead of RPI – worse off over six months

£53.65 to £55.30 instead 
of £56.11 (RPI)

Carla has lost £140.10 in the last six months.



What didn’t we account for?
After her breakdown, social workers and local support agencies
recommended Carla should get out into the community more. As
a mental health service user, she is eligible for a discretionary
freedom pass to use London transport for free. Using this to pay
for public transport has been of great help in improving her
wellbeing and combating her agoraphobia. ‘It’s wonderful for
people who are agoraphobic.’ However, her local council is now
consulting on the possible abolition of discretionary freedom
passes for people with mental health conditions, reserving them
for those with physical impairments only. As Carla is not yet
eligible for an older person’s freedom pass (as the age limit has
been increased from April 2010), she faces the prospect of not
being able to travel so freely (whether to attend medical
appointments, or to improve her mental wellbeing).

No safety net – coping with financial shocks
Over the past year, cuts to local services have had a significant but
unexpected impact on Carla’s life. She receives help with service
charges for the property; she pays 10 per cent of insurance and
repair bills while the rest is covered by her Income Support. She
submits her paperwork and receipts and the benefits agency covers
the costs, reimbursing her via payments into her own account,
which she then uses to pay back the management company.

However, Carla recently discovered that her benefits
agency – to which she was submitting her paperwork – had
closed without informing her. Because of this, building insurance
and repair costs for this year and the last had not been paid. She
had to resubmit her paperwork, which she did six times, to other
agencies further afield before she could have her 2010 costs (of
around £282) paid. As Carla is reimbursed in instalments – paid
over the course of a year – this has led to long delays in her
paying back the management company. She has costs of about
£250 this year and has had to wait for the reimbursements to
come into her account before she can set up a standing order to
pay them back. Again, we can see how administrative oversight
can wholly disrupt the lives of those who have no financial
cushion to absorb a delayed or missed payment.
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Carla believes that the closure of the benefits agency that
managed her housing costs payments and created the financial
mess she is now in was caused by the Government’s spending
cuts. More importantly, she reports that her local law agency,
which took up her DLA case and then helped her claim for the
other benefits she was entitled to following her breakdown, is
now struggling for money and has to put on regular fundraising
events. She is very distressed by this and told us: ‘I credit the
agency with saving my life.’ It is clear that the wider economic
environment is slowly but surely removing the support structures
– not just financial but also advice and information – that
disabled people rely on to ensure they receive what they are
entitled to.

Philip: a single disabled man
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I’ve always felt very guilty about being on benefits, but I don’t know how I’d
hold a job down.

· Philip is in his late 40s and lives alone. He has lifelong
epilepsy, which deteriorated in 2008 and left him unable to
work and separated from his wife.

· He has a mortgage of £73,000, a £5,800 credit card debt,
£1,500–2,500 overdraft and owes his brother £6,500.

He receives:

· Disability Living Allowance (DLA; low mobility; middle rate
care)

· Employment and Support Allowance (ESA), Work Related
Activity Group (WRAG)

· Council Tax Benefit

The predicted losses of welfare reforms
Like other disabled people, Philip received a smaller increase in
his DLA than he would have done if it had continued to be



uprated by the CPI rather than the RPI, but the most significant
development for Philip will be the new time limit for claiming
the contributory WRAG rate of ESA. As he had been claiming
this for longer than a year when the policy was applied in April
2011, he only had 12 months left to claim ESA from that point.
He now has less than six months before he will be automatically
transferred to either income-based ESA, or Jobseeker’s
Allowance (JSA). When we spoke to Philip about this in October
2011, he was not aware of this change – he told us he had seen his
benefits adviser in June, who told him that he could expect to
remain in the WRAG unless he heard otherwise. Table 5 gives
details of how the benefit reforms since April 2011 are affecting
Philip.
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Table 5 How the reforms to benefits from April 2011 affect Philip

Family benefits Reforms to benefits Worse off between April 
from April 2011 2011 and October 2011?

Disability Living Benefit increased by 27p per week, £8.10 
Allowance – low CPI instead of RPI – worse off over six months
mobility from £18.95 in 2010 

to £19.55 per week 
(CPI), instead of 
£19.82 (RPI)

Disability Living Benefit increased by 69p per week, £20.70 
Allowance – middle CPI instead of RPI – worse off over six months
care from £47.80 to £49.30 

per week (CPI), instead 
of £49.99 (RPI)

Employment and Benefit increased by £1.53 per week, £45.90 
Support Allowance, CPI instead of Rossi – worse off over six months
work related activity from £91.40 to £94.25 and only eligible for this 
group rate per week (CPI), instead benefit for six more 

of £95.78 (Rossi) months

Philip has lost £74.70 in the past six months.



No safety net – coping with financial shocks
Philip tells us that he is ‘exceptionally frugal’ and spends a lot of
time finding deals and discounts. Perhaps as a result, he has been
able to pay off some of his debt in the past six months – a
positive development. However, in recent months his health has
deteriorated. His sleep pattern has worsened and so has his
mental health. The anti-convulsive medication he takes for his
epilepsy affects his sleep and a month before we spoke to him in
October 2011 he had undergone a two day sleep study in
hospital. During the week we had interviewed him, he had slept
from Tuesday morning straight through to Thursday afternoon.

The results of the study are imminent, and he is anxious
about what they might find. It is possible, he says, that he will be
diagnosed with a combination of catalepsy and narcoplexy –
sleep disorders. At the same time, his unusual sleeping pattern
could just be because of the anti-convulsive medication he takes,
in which case, he believes he may well be found fit to work when
reassessed. He told us: ‘I don’t know how I’d hold a job down…
If you looked at me you would think I was normal.’

In addition, shortly after we spoke to him in April, Philip
was diagnosed with bipolar disorder. He is still waiting for his
medication because cross-communication between the three
different hospitals he attends has caused unexpected delays: his
medication needs to be checked as there is a worry that it may
clash with the medication he takes for his epilepsy.

Anticipating the imminent results of the sleep study is
causing Philip ‘a great deal of anxiety’ about the next few
months and the changes to his condition make him worry about
how he could sustain employment. But at the same time he is
uncomfortable with not being able to work and having to rely on
benefits: ‘I’ve always felt very guilty about being on benefits.
Does it cause me a guilt problem? Absolutely. Yes, it does.’
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Steve: a social care user

· Steve is in his late 40s. He has secondary progressive multiple 
sclerosis, which has worsened over the last five years. He used
to work, but retired because of his poor health and was given
an early pension, worth £12,000 per year, in 2005.

· He lives with his wife, who works full time as a nurse.
· They have a mortgage but no other substantial debts.

Steve receives:
· Disability Living Allowance (DLA; high mobility, high care)
· Incapacity Benefit (IB)
· Direct payments for social care, which he uses to purchase

21 hours of home care per week

The predicted losses of welfare reforms
Steve’s benefits will be increased by a smaller amount than
predicted this year – but the bigger impact of the cuts on Steve
may be the reassessment of IB claimants, which began in April
2011. Jobcentre Plus told Steve about the impending reassessment
last year, though in April Steve told us he was not concerned as he
believed he will be moved into the Support Group, which is
reserved for those who are not expected to find a job. Fortunately,
and to Steve’s massive relief, his reassessment has gone through
this month and he has been placed in the Support Group in
recognition of the complexity of his condition. Before he received
this news, we asked him about the prospect of finding a job. He
said: ‘If they want to find me a job [I’ll do it]. I don’t think any
employer is going to want someone who can’t do anything.’

Steve has not yet received his new Support Group
payments, but these will be slightly higher than his current rate
of IB – he will be better off by £5.60 a week. In the meantime,
Steve has received £101 less in income over the past six months as
a result of the Government’s less generous uprating system, in
addition to the contributions he has to make to his care (which
amount to more than £500).
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They have to cut the deficit somehow but I don’t see why they have to take it
out on disabled people.



Table 6 gives details of how the benefit reforms since April
2011 are affecting Steve and his wife.

Table 6 How the reforms to benefits from April 2011 affect Steve
and his wife

Family benefits Reforms to benefits Worse off between April 
from April 2011 2011 and October 2011?

Disability Living Benefit increased by 74p per week, £22.22 
Allowance – high CPI instead of RPI – worse off over six months
mobility from £49.85 to £51.40 

per week (CPI), instead 
of £52.14 (RPI)

Disability Living Benefit increased by £1.08 per week, £32.40 
Allowance – high care CPI instead of RPI – worse off over six months

from £71.40 to £73.60 
per week (CPI), instead 
of £74.68 (RPI)

Incapacity Benefit Benefit increased by £1.55 per week, £46.50 
CPI instead of Rossi – worse off over six months
from £91.40 to £94.23 
per week (CPI), instead 
of £95.78 (Rossi)

Steve has lost £101.12 because of lower benefits and £517.65 in DLA payments
towards his care since April 2011 – a total of £618.77 lost in six months.

What didn’t we account for?
When we last spoke to Steve in April 2011, his local authority had
just been in touch to inform him that he may have to contribute
to the social care services he had been receiving. He would have
to declare any savings he had, and how much income he received
from his DLA. In Coping with the Cuts, we found around half of all
local authorities were taking DLA into account as part of their
care contribution rules, with varying levels of rigour. Some, like
Steve’s local authority, take a set amount automatically from a
person’s DLA income – others are more lenient and have a case
by case approach, with each person contributing a different level
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based on their income and disability related expenditure. Six
months later, Steve now has to contribute £24.65 from his DLA
care component in order to keep receiving his direct payments.64

Steve’s benefit income is set to be reduced substantially as a
result of local authority budget cuts – he has already lost £517.65
of income since he began contributing his DLA in June 2011.

This has had a significant effect on Steve’s life. He told us:
‘That money [DLA care component] was in addition to the direct
payments.’ Like many disabled people who receive DLA, he uses
it to help cover the extra costs he incurs from living with his
impairment – costs like physiotherapy and maintaining specialist
equipment. His powered wheelchair, which cost him around
£8,000 and is provided privately, needs to be maintained – often
at significant cost. The tyres need replacing, but they cost £71
each. Such items are often perceived to be provided by only a
few suppliers and come at great expense: ‘£71 for a tyre for a
power chair? I don’t know how they [the supplier] can justify it!’
As well as wheelchair-related costs, he also used to use his DLA
to fund adaptations in his home and pay for a stairlift and
specially adapted toilet. Now that his DLA care component has
been reduced, he tells us he tends not to buy anything: ‘I have to
wait to get more money.’

No safety net – coping with financial shocks
Steve incurs significant extra costs as a result of living with his
condition. He recently received an electricity bill for over £100,
despite it being summer, which came as shock to him. Being
disabled means he has higher utility bills than many non-
disabled people: his electric wheelchair battery needs to be
charged every 48 hours; his hoist, which he uses daily, needs
plugging in frequently; even his television has to be left on
standby, as once he is helped into bed by his carers he is unable
to get up to turn it off.

Steve has recently spent the small amount of savings he had
on home adaptations, including a ramp so that he can get out into
the garden. Although he admits the work needed doing, he was
prompted to make these changes because he (mistakenly)
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thought he would not be eligible for social care support if he had
any savings whatsoever. Steve’s actions are a direct result of the
lack of clarity and widespread confusion over the support systems
that disabled people rely on. Lack of clarity, poor communication
by the Government and lack of access to information and advice
on benefits reforms and social care systems have a negative effect
on disabled people, causing uncertainty and distress about the
future, not least their financial implications.

Now that he has used up most of his savings, Steve has
little in the way of any financial safety net: ‘If anything does
happen [in an emergency], I’ll have to get a bank loan.’

When we asked Steve if he has tried getting other forms of
support, he said he had been told that he is already receiving all
the benefits he is eligible for. Thinking about the months ahead
he is worried about further cuts to benefits: ‘I suppose it’s [the
cuts are] inevitable... they have to cut the deficit somehow but I
don’t see why they have to take it out on disabled people.’

‘In extremis’ – Helen: a disabled mother caring for her
disabled child

67

It has to be that you’re at breaking point to actually get any help.

In our earlier research, reported in Destination Unknown and
Destination Unknown: Spring 2011 we interviewed Helen not as a
‘typical’ disabled person but as an illustration of how difficult
life can be for some disabled people when relying on benefits
and public services.65 In 2010, Helen, who lives in Wales with her
son, was concerned that her disability, and social services’ limited
support for her own and her son’s disability, would lead to her
son being taken into residential care. In April 2011, she was
having difficulties with securing respite for her son, and trying to
move from her poorly adapted house. When we revisited her in
October, her housing problems had led her to take a drastic
decision, which will have significant implications on her financial
wellbeing.



· Helen is a disabled woman who suffers from neuralgia, 
epilepsy, migraines and rheumatoid arthritis.

· She has a nine-year-old son, who has epilepsy, low tone
muscular problems, speech and language difficulties, atypical
autism, ADHD, anataxia, complex learning difficulties and
challenging behaviour.

· Helen bears the burden of most of her son’s care as her
husband left the family a few years ago, unable to cope with his
son’s disability. Helen worked in the past but is now classified
as long-term unemployed because she has to look after her son.
They live in a council house and receive:

· Disability Living Allowance (DLA; low mobility, middle
care)

· Incapacity Benefit (IB)
· Child Benefit
· Housing Benefit
· Carer’s Premium

The predicted losses of welfare reforms
Like others in our case studies, all of Helen’s benefits have been
increased by a lower amount than before the Government’s
reforms. Helen also suffers a substantial loss because her Child
Benefit has been frozen from April 2011 and her IB age addition
has been cut from £15 to £13.80 per week. As of April 2011, she
has been liable for reassessment and transfer to Employment and
Support Allowance (ESA). Like Steve, it is possible she will be
placed in the Support Group and receive a small increase in
income, but she may well be moved into the Work Related
Activity Group (WRAG) or indeed found ineligible for ESA. In
April 2012, when we next report, we may have a better idea of
Helen’s reassessment status. Table 7 gives details of how the
benefit reforms since April 2011 are affecting Helen and her son.

What didn’t we account for?
When we spoke to Helen in the spring, she was in the midst of a
‘continuous battle’ for housing adaptations. She and her son live
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Table 7 How the reforms to benefits from April 2011 affect Helen
and her son

Family benefits Reforms to benefits Worse off between April 
from April 2011 2011 and October 2011?

Disability Living Benefit increased by 27p per week, £8.10 
Allowance (Helen) – CPI instead of RPI – worse off over six months
low mobility from £18.95 in 2010 to 

£19.55 per week (CPI), 
instead of £19.82 (RPI)

Disability Living Benefit increased by 69p per week, £20.70 
Allowance (Helen) – CPI instead of RPI – worse off over six months
middle care from £47.80 to £49.30 

per week (CPI), instead 
of £49.99 (RPI)

Disability Living Benefit increased by 74p per week, £22.22 
Allowance (Helen’s CPI instead of RPI – worse off over six months
son) – high mobility from £49.85 to £51.40 

per week (CPI), instead 
of £52.14 (RPI)

Disability Living Benefit increased by £1.08 per week, £32.40 
Allowance (Helen’s CPI instead of RPI – worse off over six months
son) – high care from £71.40 to £73.60 

per week (CPI), instead 
of £74.68 (RPI)

Incapacity Benefit Benefit increased by £2.73 per week, £81.90 
(plus £15 age addition) CPI instead of Rossi – worse off over six 

from £91.40 to £94.25 months; due for 
per week (CPI), instead reassessment from April 
of £95.7 (Rossi); age 2011
addition of £15 reduced 
to £13.80 so total 
benefit £108.05 instead 
of £110.78 (combining 
both losses)

Housing Benefit Benefit increased by £1.09 per week, £32.70 
CPI instead of Rossi – worse off over six months
from £65.45 to £67.50 
per week (CPI), instead 
of £68.59 (Rossi)



in a council house, which she says has been identified by the
local authority as being unsuitable for her and her son’s needs.
She had long been on the waiting list for an adapted bungalow.
Six months since we last spoke to her, she is still waiting, but her
son’s needs have become more complex following recent
operations, so the house has become even more unsuitable.

Helen told us that she recently discovered that suitable
properties had become available in the nearby area. These were
managed by a private housing provider, which works with the
local authority to provide adapted homes. On enquiring about
whether she and her son would be able to move into one of the
newly available bungalows, Helen was told that they would not
be considered eligible as her son was not in a wheelchair. But
although he is able to walk, he is a danger to himself and at risk
of falling downstairs, or pushing someone down them. Helen has
decided to take matters into her own hands and move into a
different property, and rent privately.

This change will have a big impact on the family’s income.
Had they been able to move into the adapted bungalow, the rent
would have been covered by their Housing Benefit. But renting

Revisiting disabled households

Table 7 How the reforms to benefits from April 2011 affect Helen
and her son – continued

Family benefits Reforms to benefits Worse off between April 
from April 2011 2011 and October 2011?

Carer’s Premium Benefit increased by 43p per week, £12.90 
CPI instead of RPI – worse off over six months
from £30.05 in 2010 to 
£31 per week (CPI), 
instead of £31.43 (RPI)

Child Benefit Benefit frozen – so no 93p per week, £27.90 
increase from £20.30 worse off over six months
per week in 2010; 
would have increased 
to £21.23 with RPI

Helen and her son have lost £238.82 over the past six months.



the property into which they are about to move will cost £400 a
week more than the amount her Housing Benefit will cover, as
the amount she receives is set at the two bedroom rate (as Helen
is a resident carer for her son, she is not entitled to an additional
amount to pay for a third bedroom, which the Government has
introduced for non-resident carers). Nonetheless, as Helen’s son
needs two-to-one care, Helen has decided to rent a bungalow
with an additional (third) bedroom for a carer. The additional
rent is a significant sum of money for her, and Helen says she
will have to use her son’s trust fund, which was established with
the money from her ex-husband following their divorce.

On top of the extra rent, Helen will also have to use her
son’s trust fund to pay for adaptations to the new property. She
told us that local occupational therapy services would be able to
carry out the adaptations, but would need four to five months’
notice to do so. As her son has multiple, complex needs, the
property needs urgent attention; she cannot afford to stay in the
council house and pay rent for two properties as they wait for the
adaptations to be made to their new home.

Moreover, if she moves to the private property, she will be
moved down to the bottom of the waiting list for an adapted
bungalow, despite having waited for one for seven years already.
She told us: ‘I feel I’m being threatened to stay in this house…
This is a very awkward situation I have been placed in.’

The family’s housing problems are compounded by
continuing problems arising with her son’s care needs. When we
first interviewed Helen in 2010, she told us that although social
services had told her he needed two-to-one care, she had had no
legal statement in writing to say that the social services would
meet this need. Staff insisted on naming her as one of the carers,
saying that if she cannot cope he will have to be taken into care.
When we last spoke to her earlier this year, she was resorting to
using her own direct payments to purchase care for her son to
give her some respite. She had received an apology from social
services, but was pressing ahead with a court case to secure more
care for her son. Six months later, and still there is no care plan
in place, though court proceedings are well under way. She told
us, ‘I feel I have no other option… to ensure my son’s [care]
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needs are met.’ The family has ‘an extremely difficult relationship
with social services’, which, she says, does not care about her
son’s needs or future, only about the budget.

As documented in our last report, Helen used to receive
four hours of respite care from a children’s charity but these had
been withdrawn after her son had had a tantrum and the carers
were unable to manage him. Helen has pursued this with the
charity but says that this still hasn’t been resolved.

The months ahead will almost certainly be turbulent times
for Helen and her son. The outcome of the court case with social
services is due soon; the move to a new property will have a
dramatic impact on the family’s income and wellbeing. Helen
describes the foreseeable future as ‘an absolute nightmare… It has
to be that you’re at breaking point… to actually get any help.’

What have we seen? An overview
In our first update report in April this year, we felt we could
categorise the information the disabled people in our case study
shared with us in four ways:
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· the moderate (but cumulative) losses in benefit income as a
result of changes to uprating

· more substantial financial impacts as a result of other predicted
welfare reforms

· the negative effects of cuts we had not predicted or taken into
account

· a more tenuous financial position and less ability to deal with
unexpected costs

In this report, six months on, two new important themes
are beginning to emerge. In addition to the financial vulnera -
bility of the households in our study, we have seen the unexpected
negative effect of bureaucracy, leading to administrative errors
and delays, and the complexity of the health and care and benefits
systems causing financial hardship and emotional distress.

We are also starting to see how some disabled households
are resorting to charity and family support in the absence of state



help – and how these sources are proving unsustainable and
quickly being exhausted, leaving them with nowhere left to turn.

How increasing benefits by CPI have affected some disabled
households over the past six months
Table 8 shows the amount the households in this study have lost
as a result of the lower than expected increases in their benefit
income from April 2011 to October 2011.
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Table 8 The financial loss to households in our case studies
following the change to their benefit income from April
to October 2011

Household Financial loss Proportion of
benefit income

Aisha and her parents £199.52 2.5%
Albert and his wife £300.45 (of £781.55 total) 2.8% (7.19%)
Steve £101.12 (of £618.77 total) 1.54% (9.4%)
Philip £74.70 1.52%
Carla £140.10 1.5%
Helen and her son £238.82 2.68%

To this we must add other reductions in income brought
about by ad hoc reforms. For example, because Albert and his
wife’s benefits were reduced as a result of her new pension
income, the couple has lost more than 7 per cent of their income
in six months. And this does not even include the reduction of
nearly £200 per month in Support for Mortgage Interest (SMI)
payments made to them.

As Steve now has to contribute to his care he has lost
almost 10 per cent of his income. These are highly significant
amounts – the equivalent would be someone on an average wage
of £24,000 per year being docked £1,128 from their paycheck
every six months – £2,256 in a year or £188 per month.

It is also interesting to note that the Government’s decision
to uprate benefits according to CPI instead of RPI should have



led to an overall reduction in benefits of 1.5 percentage points. It
is clear that the impact on disabled households is larger, and far
more varied, as a result of different rules applying to some
benefits (for example, benefit freezes).

Figure 1 shows the total financial loss in benefit income to
the households in our study over a six-month period.

Additional reforms with a larger impact and unpredictable effects
of cuts
Albert and his wife rely on SMI to help them pay the mortgage –
but as it is now being linked to the average mortgage rate (3.63
per cent), significantly lower than the previous SMI rate of 6.08
per cent, they are receiving nearly £200 less support per month.
Clearly Albert and his wife have a mortgage which is not at
today’s ‘average’ interest rate of 3.63 per cent – they are now
facing eviction because of this SMI shortfall.
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Albert, Carla, Steve and Helen are claiming Incapacity
Benefit, and are all now due for reassessment and will be
transferred onto Employment and Support Allowance (ESA) –
Steve has already been reassessed and placed in the Support
Group. Philip is currently claiming ESA, but has just six months
left before he is moved onto income-based ESA (if he passes the
means test).

All the disabled people in our study claim Disability Living
Allowance (DLA). Assuming the Disability Alliance’s estimations
are correct and those claiming a low-rate of DLA may be
ineligible for the new two-level Personal Independence Payment
(PIP) benefit as part of the Government’s plan to reduce DLA
costs by 20 per cent, some of them may be at risk of losing this
benefit when PIP is rolled out in 2013 – they include Carla,
Philip and Helen, who all claim the low rate of the mobility
element of DLA.66

Perhaps the most significant changes to two of our case
study households have been caused by cuts we were unable to
predict. The first is Albert and his wife’s imminent eviction from
their home of ten years, a direct result of the Government’s
reduction in SMI payments, and their significant £33 weekly loss
in benefits as a result of Albert’s wife’s pension income; the
second is Steve’s substantial £24.65 per week loss in income after
his local authority’s care contribution rules became less generous
and required Steve to contribute almost half of his DLA towards
his care costs.

Difficulty in dealing with financial shocks
As in our April report, we were struck by how precarious the
financial situations of the households in our study were – they
had little or no protection against unexpected costs, such as the
need for repairs or payment of unexpectedly large bills. This
theme continues in this latest report, as we see Steve’s savings
wiped out and other households accumulating more debt. Albert
and his wife are dreading winter and the utility bills that will
come about because they need to keep warm, made worse by
their broken window frames, which they do not have the money
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to repair. Steve does not know how he will pay for the
replacement tyres on his electric wheelchair. This financial
insecurity is compounded by fluctuations and deteriorations in
health conditions: Albert and his wife, Aisha’s mother, Philip and
Helen’s son all report worsening health since we spoke to them
in April, demonstrating how vulnerable disabled people can be
to changes in their circumstances and ability to work.

But the effects of budget cuts in the wider environment are
also making themselves felt – Carla is facing the prospect of
losing her freedom pass, and believes her benefits agency closed
through lack of funding. Her local law office looks set to close
for the same reason. A charitable trust has told Albert it cannot
help with his water bill two years in a row because it is inundated
with new claims for financial assistance, while his local NHS
trust has refused to provide him with a community psychiatric
nurse through lack of funds, and told him to go to a charity
instead. Aisha’s family is facing increased delays and difficulty in
securing physiotherapy services and equipment. All these wider
events are serving to make life more difficult and stressful for
disabled people.

The impact of bureaucracy, administrative error and lack of
understanding of benefits and care systems
As we follow the households in our study it is becoming
increasingly clear that the complexity of the benefits and care
and support systems they must navigate is causing emotional
distress and financial hardship. Both Aisha’s mother and Helen
describe the ‘fights’ and ‘battles’ they have in securing support
they need for themselves and their children, and this is proving
to be frustrating and draining.

Aisha’s parents are fighting on several fronts: they have
fought to have her room adapted properly, and are still fighting
to have her lunchtime supervision need made a duty on her SEN
statement, and to receive her standing frame, which is six months
late. This follows from their ‘fight’ last year to receive an extra
hour of care in the mornings to help Aisha get to school. Helen,
too, has had an ‘ongoing battle’ to be moved to a more suitable
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property, only to have recently given up and opted for the
considerably more expensive route of renting privately. Yet her
legal case – another battle – to secure more care for her son still
goes on.

Other households have been penalised through no fault of
their own. Albert and his wife’s SMI was suspended between
June and October following an administrative error – no doubt
exacerbating the situation and will result in them being evicted
in February 2012. This is reminiscent of Helen’s difficulties
earlier this year when, through administrative error, her direct
payments were stopped and she became overdrawn without
spotting the error. Carla found that her benefits agency closed
down, without her being informed – leaving her with unpaid
maintenance and insurance charges. Philip has still not received
the correct medication for his mental health condition because of
the poor communication between hospitals.

These events might be inconvenient for any household, but
such disruptions and delays can have a disproportionate impact
on the finances and health of those with no savings as a financial
cushion, or with physical and mental conditions which require
consistent support. Aisha’s mother’s mental health has
deteriorated since we last spoke to her, because of the stress of
fighting for the right support for Aisha. Carla and Philip are
both very anxious about the prospect of medical reassessment.
We are concerned that in the months ahead – as all of the
disabled people in our study face a reassessment of some sort –
the risk of administrative disruption (not to mention the added
stress and uncertainty) may prove too much for some of them,
who each have to deal with unpredictable health conditions
already. Moreover, in the next two years, the largest change to
the benefits system since its inception will be ushered in – the
Universal Credit. This is likely to cause significant disruption
during the transition phase, but we are more concerned by the
lack of communication the Government has engaged in to help
those most affected by these changes understand what is going
to happen and prepare accordingly.

No doubt as a direct result of the complexity of the systems
they have to navigate, many of the disabled people in our study
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are unaware of the ongoing benefits changes and how they will
be affected. Carla had never heard of ESA and was shocked at
the prospect of reassessment – despite this replacing Incapacity
Benefit back in 2008. She will soon be transferred onto this
benefit from Incapacity Benefit but she did not know about it at
all. Philip, too, did not know about the time limitation of the ESA
Work Related Activity Group (WRAG) he is claiming, while
Steve believed he had to spend his savings in order to remain
eligible for the social care package he is receiving. The Govern -
ment clearly needs to do more to reach disabled people and
provide information and advice so that such misunderstandings
do not occur, and to ease the sense of uncertainty and confusion
about the future, as this was a consistent theme in the
conversations we had with disabled people in our study.

Other ways of coping
The final development we are now witnessing is that several of
the households in our study have sought different sources of
financial assistance when faced with a reduction in state support.
In itself this could be a positive development – indeed, it is at the
heart of the Government’s vision of the Big Society that people
should be able to support themselves within their communities
with the help of the voluntary and community sectors. However,
such a development poses its own risks, if it were to be used to
justify the removal of the fundamental safety net provided by the
welfare state. The findings in this report suggest that
supplementing welfare support with non-state alternatives is
neither adequate nor sustainable in the current financial climate,
and that the Big Society in practice falls short of the
Government’s vision of it.

Aisha’s family has turned to a support scheme run by
Aisha’s father’s employer, and held a fundraising event in their
community to raise funds for Aisha’s new wheelchair, while
Albert and his wife managed to secure a charitable grant to pay
their water bill.

But it is clear these are one-off emergency measures, which
are not sustainable and do not constitute an ongoing source of
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support. Albert and his wife attempted to reapply for the
charitable grant this year and were refused, as the charity is
‘inundated’ with requests for help. As funding for voluntary and
charitable organisations is cut alongside budgets for state
services, so the theory of the Big Society rings hollow –
community support can never be an adequate replacement of the
welfare state, and even as a supplement it is only viable if
community support organisations are adequately funded.
Albert’s health trust told him to ask a charity to provide a
community nurse as the local NHS could not afford to provide
him with one. But what if there are no local charities able to help
Albert, because of cuts to their grants leading to their closure or
cutting back on who they support? Carla’s local law agency faces
closure – the same agency which she credits with ‘saving her life’
by securing her the benefits she was entitled to. What happens if,
when Carla is reassessed and moved onto ESA in the coming
months, she needs further vital legal advice? Where will she
turn? Scope’s own recent research suggests the Government’s
cuts to legal aid will lead to around 78,000 disabled people each
year being unable to afford to appeal benefits eligibility
decisions.67 As around 40 per cent of appeals against ESA
decisions are upheld and ESA is awarded, this would suggest
that a large number of disabled people will be denied funding
that is rightfully theirs as a result of this change.

Others in our study – Helen, Philip and Steve – have taken
different routes. Philip has borrowed a substantial sum from his
brother, and is being ‘exceptionally frugal’ in order to pay off his
debts. Steve, who has now used up his savings, says he will
simply not buy things until he has more money, or gets a loan.
Helen has decided to use her son’s trust fund in order to rent a
suitable house for them. None of these options seems sustainable
in the longer term without significant negative effects on Helen,
Philip and Steve’s physical and mental wellbeing.

We are concerned that, as the disabled people in our study
exhaust their non-state options for financial support, and as
these options are becoming scarcer or over-stretched, they will
soon be left with nowhere to turn. Albert’s benefits do not cover
his water bill. The charity cannot afford to help him meet this
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payment. Where will Albert turn next? Aisha’s family has already
resorted to fundraising from their community to buy a
wheelchair – they cannot expect their friends and neighbours to
continue to maintain the family when another large unexpected
cost arises. And Helen’s son’s trust fund is a finite amount of
money – what happens when this is used up and Helen can no
longer afford to rent privately? We expect to see some of the
households facing extremely difficult situations by April 2012.

Table 9 summarises the financial effects and unexpected
impacts of the changes in benefit income on the households in
our study.
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Table 9 The effects on the households in our study of the change to
their benefit income from April to October 2011

Case study Lost income Unexpected Financial How are they 
between impacts from shocks and coping?
April 2011 and service cuts administrative
October 2011 and reforms complexity
update reports we had not 

taken into 
account

Aisha and £199.52 Delay in Disagreement Help from 
her parents receiving over Aisha’s employer and 

standing SEN community 
frame; council statement; fundraising,
refusal to pay unpaid leave cutting back on 
for wheelchair annual travel (missing

occurrence medical 
appointments)

Albert and £300.45 due Pension led to House repairs Charitable grant 
his wife to lower drop in benefit still to cover water 

benefits; income of outstanding; bill – one-off 
£781.55 in £33 per week; SMI payments measure
total no community delayed for 

nurse available three months; 
now £13,000 
in arrears; 
eviction in 
Feb 2012



Table 9 The effects on the households in our study of the change to
their benefit income from April to October 2011 – continued

Philip – single £74.70; only Bipolar Borrowing from 
man six months to disorder and family and cutting

claim ESA sleep study costs to a 
WRAG benefit results shortly minimum 

after delay in 
receiving 
correct 
medication

Carla – single £140.10; Possible loss Closure of 
woman Incapacity  of freedom benefits

Benefit due pass (free agency left
for travel) bills unpaid
reassessment

Steve – a £101.12 due to Contribution Replacement Used up savings; 
social care lower benefits; of DLA to of wheelchair will resort to a 
user £618.77 total; care costs tyres, £71 loan if necessary.

transferring to from June – each; £4,500
ESA £517.65 worse on 

off so far adaptations

Helen and £238.82 Inability to Legal Using her son’s 
her son – in Incapacity access challenge to trust fund to
extremis Benefit due suitable secure more rent privately

for council care for her
reassessment housing – son

seven-year 
waiting list
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3 Conclusions,
recommendations and a
look ahead
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First and foremost, we have a clear impression from speaking to
the people in our study that uncertainty and confusion about the
benefits and care and support systems are rife, particularly in the
midst of the introduction of so many new reforms and changes.
When carrying out this study we found that Carla had never
heard of Employment Support Allowance (ESA), though it has
been in place for three years; Philip had no idea his benefit was
now time limited; and Steve assumed he had to have no savings
in order to be eligible for care funding. This lack of awareness of
the ongoing reform process, combined with the ‘battles’ disabled
people report in securing the benefits and support they are
entitled to, all suggest that the Government needs to think
seriously about how it is communicating the reform agenda to
ensure those most affected by it – disabled people and in
particular those disabled people who are unemployed – are fully
aware of the implications of these changes.

The Universal Credit is the most significant change to the
welfare system since it was created 60 years ago, and is being
brought in partly in response to the Government recognising
how complex the benefits system has become. But this does not
mean the transition to this new system will be simple – far from
it. It is vital that people are prepared for this change with proper
levels of information and hands-on support so they receive
everything to which they are entitled.

More fundamentally, the Government must engage in a
more open and frank discussion on what people should expect
from the welfare state. The Coalition Government and the
opposition both talk about ‘something for something’ when
discussing welfare payments, suggesting there is a growing



consensus across the political spectrum that welfare is a
conditional privilege, rather than a right for those – such as
disabled people – who are vulnerable and unable to support
themselves adequately. This is concerning, as such a view
undermines the original purpose of the welfare state when it was
founded 60 years ago. Moreover, while this has been expressed
at senior government level, it has yet to be articulated in a way
that makes sense to those most affected by this political shift –
disabled people. The confusion and uncertainty among the
disabled households in our study – generated by the public
pronouncements of senior government and opposition
spokespeople without any detail provided to those with the most
at stake – is clearly causing emotional distress.

Mitigating the worst effects of the cuts on disabled
households
The findings from this second update report are starting to create
a more varied picture of the lives of disabled people through a
period of welfare and local service cuts. In the original Destination
Unknown, we made several recommendations designed to
mitigate the worst effects of welfare reform for disabled people
over the long term. In our first update report, we made specific
recommendations relating to the challenges disabled people were
facing in April 2011, which pointed to new issues emerging which
required attention if the Government hoped to avoid driving
disabled households further into untenable financial situations
and critically undermine their quality of life. These were some of
our recommendations in April:
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· Scrap the proposal to limit ESA Work Related Activity Group
(WRAG) claims to one year.

· Maintain the local authority duty to provide community care
grants and crisis loans, and ringfence this funding.

· End the inclusion of Disability Living Allowance (DLA) as a
contribution to social care funding.

· Review the single rate of Support for Mortgage Interest (SMI)
payments and consider the claims of each case.



· Ensure assessment for the new Personal Independent Payment
(PIP) reflects costs, not just a determinant of ‘need’.

· Carry out a proper review of local level cuts.68
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A bleak outlook
In light of our latest findings, we believe the case for each of
these recommendations is stronger than ever. For example, the
one size fits all approach to SMI payments was seen as overly
generous by the Government when set at 6.08 per cent (it meant
that when this rate was higher than the rate charged by a
homeowner’s lender, people receiving these payments were able
to cover their mortgage interest payments and put a small
amount towards their arrears or capital repayments.) But now,
setting SMI universally at such a low alternative (3.63 per cent)
is a highly damaging approach – this rate is recorded as
historically extremely low,69 a direct result of the credit crunch
and the Bank of England base rate being set at an unprecedented
0.5 per cent in an attempt to boost the economy. Only once in
the ten years before the recession did the base rate fall below 4
per cent, in 2003.70 This would suggest that, for the majority of
people with mortgages receiving SMI, 3.63 per cent is far below
their actual lending rate. We are gravely concerned that many
other disabled people across the country are in a similar
predicament to Albert and his wife who, within a year of the SMI
rate being cut, have been served with an eviction notice.

All the disabled people in our study receive DLA, and the
range of living costs they report which are related to their
disability (from transport and childcare to utilities and
equipment) illustrates very well how living with a disability can
be very expensive. It is clear from this handful of households
that the costs of living with a disability are extremely varied and
do not always coincide with the complexity of a condition or
level of care required. We doubt the PIP assessment, as currently
configured, is nuanced enough to recognise this. We are
concerned that people like Steve may find the new PIP
assessment will not recognise that although he is mobile thanks
to his powered wheelchair, maintaining it costs £71 every time he



needs a new tyre, not to mention recharging the battery every 
48 hours.

Unfortunately, we have seen little if any progress on these
six fronts: our research suggests increasing numbers of local
authorities are including DLA income into their care contri bu -
tion calculations in order to cope with the significant budgetary
reductions imposed on them by central government. We remain
hopeful that next year’s social care white paper may introduce a
more coherent and fairer social care funding system, whereby
working age adults will not have to contribute to their care at
all.71 Nonetheless it is likely that the reduction of DLA for social
care users will become standard practice in the intervening years
of budgetary restriction before a new system is implemented.

In light of the ongoing financial shocks the households in
our study are suffering and the limited alternative sources of
support that are available, it is vital to maintain nationally
guaranteed access to community care grants and crisis loans
rather than devolving them to locally discretionary (and non-
ringfenced) pots and removing the local duty to provide this
support, but nonetheless, the Government is pressing on with
this plan. Similarly, the Government has not reconsidered its
reform of SMI, and no doubt many thousands of people who
happened to have secured their mortgage during a time of high
interest rates will find themselves accumulating significant
arrears.

But perhaps most importantly, the section of the Welfare
Reform Bill related to the time limitation of contributory ESA
WRAG to a year has passed the Grand Committee stage without
amendment, after Lord McKenzie’s proposed amendment to
make the time limit at least two years was rejected by the Lords
in early November.72 It is now highly likely this section of the
Welfare Reform Bill will be implemented, in spite of widespread
concerns voiced by MPs and Lords alongside disability charities
and commentators on the arbitrary and unnecessarily punitive
natures of this measure.73 People like Philip may soon find
themselves unable to claim a contributory sickness benefit in
spite of having worked and contributed throughout their
working lives.
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This will take into account longer-term inflationary trends
and avoid the arbitrary nature of setting the uprating rate
according to some other measure. We do not believe setting
benefits according to average wage increases is a helpful
approach. We must remember those on benefits are on lower –
often far lower – incomes than those in work, and so are more
sensitive to increases in costs of living, which CPI reflects more
accurately than average wage increases. Moreover, working
adults have the opportunity to increase their income relatively
easily by changing jobs or indeed working longer hours, whereas
the income of a person on benefits is fixed, if they are unable to
work. This lack of opportunity to increase one’s income in the
face of rising living costs is why benefits must meet the costs of
living, rather than wages. Several of the people in our study are
keen to work – Philip is extremely frustrated by his benefits
dependency; Aisha’s father refuses to give up work even though
he might be able to access more support if he was unemployed;
and even Steve, who has now been assessed by the Government
as unable to work and placed in the ESA Support Group, is open
to the prospect of work if an employer would accept him and
find something he could do.

A longer-term view
In the face of extremely worrying developments among the
disabled people we spoke to it is tempting to be drawn into the
most pressing reform issues, which are having a devastating
impact on their financial, physical and emotional wellbeing –
DLA reform, the time limitation of ESA, blanket reductions of
SMI payments, and so forth.

However, we should take a step back and consider the
underlying problems which have prompted the Government to
embark on such a radical reform and deficit reduction agenda.
The Government is seeking to reduce benefits dependency and
‘incentivise work’ by reducing benefits. However, a lack of
willingness to work is not the problem for those we covered in
our case studies. Rather, their problems stem from difficult to
manage and unpredictable conditions, which means suitable jobs
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are harder to come by, and lacking the skills and confidence to
rejoin the labour market. We remain highly doubtful that
reductions in benefit payments, without a commensurate
increase in welfare to work support, will lead to an increase in
disabled people finding work – particularly in this unhealthy
labour market.

We therefore repeat our call, first made in Destination
Unknown in 2010, for an expansion of access to Work Choice, the
tailored and modular work support programme for disabled
people with a strong track record for securing sustained
employment.74 Current access to Work Choice is extremely
limited, reserved for those with ‘most difficulties’ – estimated to
be around 13,000 people per year,75 while the rest rely on the
mainstream Work Programme. We are not convinced the Work
Programme will provide adequate specialist support for all
disabled people, reliant as it is on large prime providers to
commission specialist partners in each area to help specific client
groups. Previous evaluations of this method found prime
providers lacked the skills and confidence to deal with disabled
groups (particularly those with mental health problems), and
also identified a lack of local specialist groups to assist them with
this task.76 Recent reports suggest that prime providers are
indeed not meeting the needs of vulnerable job seekers, and
instead are placing increased burden and transferring risk to
their voluntary sector sub-contracted partners, with reports that
many are being expected to assist job seekers in return for no
payment.77 Increasing access to the specialist and highly effective
support Work Choice can provide is even more critical now that
ESA WRAG payments are time limited – those able to work,
given only one year to secure employment, should be given all
the specialist support they can get.

A look ahead to spring 2012
In the six months between Destination Unknown, published in
October 2010, and our first update report, Destination Unknown:
Spring 2011,78 several new policies have been announced. Those
most likely to have a direct impact on disabled people are:
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· the replacement of means-tested benefits with the single
Universal Credit

· the abolition of DLA and the introduction of the PIP
· time-limiting contributions-based ESA for one year
· the removal of the DLA mobility component from care 

home residents
· the removal of special ‘youth provisions’ for contributions-

based ESA
· the abolition of crisis loans and community care grants

However, in April 2011 disabled people had yet to feel the
effects of many of these reforms – benefits were uprated by the
lower inflation rate (CPI) for the first time in April, and the
Incapacity Benefit reassessments, time limitation of WRAG ESA
and housing benefit caps had only just begun. Moreover, local
authority budgets were only set in April 2011. With all this taken
into account, we viewed our April 2011 report as ‘the calm before
the storm’ – with only small initial losses and hardship reported.
Even then, some of the households in our case studies had
already experienced dramatic changes to their lives.

In this report, we have seen local budget cuts taking effect
– disabled people are struggling to get equipment, being refused
community health services, and having to contribute a
proportion of their benefits to services which had hitherto been
free. Moreover – and unlike in our April report where we could
only predict losses over 2011 – we now have concrete figures on
how much worse off the households in our study are in the six
months since benefit reforms started to be implemented. These
losses range from £74.70 to a highly significant £781.55, and some
disabled people are now reporting they have to choose between
fuel and food, cancelling appointments as they are unable to
afford transport costs, and leaving their houses to fall into
disrepair. It is clear that with each passing month, the financial
resilience of disabled people decreases – savings are wiped out,
debts accumulate, one-off emergency grants are used up.

In six months’ time, April 2012, we will revisit the house -
holds in our case studies. We expect to see some significant – life
changing – events occurring to the households in our study:



However, while these are all ‘predictable’ negative
outcomes, the more significant risks the households in our study
face are those we are unable to foresee.

Time and again, we have found that the losses we predict
are only the tip of the iceberg. For example, we feared Albert and
his wife might lose their home as they fell further into arrears,
but we could not predict their loss of income resulting from
Albert’s wife receiving her pension. We had no way of knowing
that Steve would live in a local authority that decided, in order to
cope with budgetary reductions to social care services, to ask him
and other DLA claimants to contribute £24.65 per week to their
care costs. And we did not expect that after seven years of being
on a waiting list for a suitable property, Helen would take the
drastic step of renting privately, with significant implications for
her and her son’s financial security.

If these unexpected and life changing events occurred in
the last six-month period, we dread to think what new
developments may await us in April 2012.

Conclusions, recommendations and a look ahead

· Incapacity Benefit reassessments are being rolled out across the
country, with Albert, Carla, Steve and Helen all liable for
reassessment and being moved onto ESA or Jobseeker’s
Allowance (JSA). We would expect Steve to have been reassessed
by next April – he has already received his form.

· Albert and his wife will have moved out of their home of ten
years, after accumulating £13,000 in mortgage arrears.

· Philip will have his contributory ESA stopped, and will be no
doubt be facing reassessment for eligibility for the means-tested
income-based ESA.
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