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CHAPTER 11

Understanding the Social Care Cirisis
in England Through Older People’s Lived
Experiences

Lizzie Ward, Mo Ray, and Denise Tanner

INTRODUCTION

In the final chapter of Caring Democracy, Joan Tronto poses the question
“how do we go from a society that is primarily concerned with economic
production to one that also emphasises care?” (2013, 169). As illustrated
in the contributions to this collection, participation in political processes
and in decision-making about responsibilities for care are understood as
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crucial in answering this question (see chapters by Heier, Bourgaut and
White, this volume). Who is excluded from political participation, and
how to challenge the power of those who operate from a position of ‘privi-
leged irresponsibility” in the allocation of care, are key areas of concern for
making democracy more caring and caring more democratic. However,
there is a further question concerning participation in how knowledge
about care is produced? The ‘epistemological dimension’ of care is recog-
nised in care ethics through the concept of ‘responsiveness’ in which
attention to the care-receiver’s experience informs the care process at the
micro level. But what counts as ‘knowledge’ about care in political pro-
cesses and policy decisions at the macro level is also highly significant. Yet,
the inclusion of care-receivers at the level of *knowledge production’ is less
developed in care scholarship. Within the academic and practice worlds
another dimension of participation operates, whereby most knowledge
about care is produced without the inclusion of care-receivers and with
little regard to their lived experiences of care. This chapter draws on empir-
ical research that was co-produced with older people about lived experi-
ences of care within the English social care system. We argue that building
knowledge care with those who have lived experience is necessary for the
democratisation of care. Knowledge produced from lived experience can
make sense of theoretical concepts and consider their relevance to ‘every-
day life’. But crucially, within the current neoliberal context where only
certain types of knowledge are admissible, the actual experiences of care
under neoliberalism directly challenge the assumptions that underpin the
consumer choice rationale that supports the marketisation of care.

If we are to shift the dominant focus away from the economic domain,
Tronto suggests that we need to rethink the relationship between the state
and the market (2013, 170). The ascendency and dominance of neoliberal-
ism, as the economic-political system of organising contemporary societies,
has resulted in the prioritisation of markets above all human life. This is one
of the biggest roadblocks to actualising the ‘caring democracy’ that Tronto
envisages. One starting point for the work that needs to be done to break
the neoliberal hold over our thinking is to recognise that neoliberalism
began as a man-made (literally) set of ideas which originated in the works
of economists, such as Hayek and others, in their mid-twentieth-century
fears of centralised state control of the economy (Metcalf 2017). Early neo-
liberal thought considered the only ‘scientific’ means of assessing and eval-
uating all aspects of life is through the market and the price mechanism. Its
enduring legacy, and indeed legitimacy, as the underpinning framework of
the audit and assessment culture which now dominates many developed
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welfare societies and public services, merits serious scrutiny. What consti-
tutes knowledge within neoliberal thought is problematic, particularly in
relation to care, as the orientation to ‘objective’ frames of reference rele-
gates lived experiences of care to the realm of opinion or anecdote.

Many have offered critiques on the incompatibility of market mecha-
nisms and equitable health and care provision (Clarke et al. 2007; Fotaki
2009; Mol 2008; Williams and Brennan 2012). But looking at experi-
ences of care can help us understand why these are so incompatible. As we
aim to show in this chapter, it is precisely knowledge based on lived experi-
ences—the epistemological dimension of care—that exposes the failures of
neoliberalism in meeting care needs. This adds weights to the argument
that the current economic domination in human life stands in the way of
‘caring democracy’.

The chapter’s focus is social care! in England where responsibility for
the organisation and funding of care has shifted from the state to the indi-
vidual. It draws on a qualitative research project about the experiences of
older people who are paying for their social care.> We, as academic
researchers, set out to place older people’s experiences at the centre of the
project, within the research process as well in the empirical data we gath-
ered. We describe this approach as the co-production of knowledge to
convey our commitment to prioritising lived experiences and challenging
traditional academic knowledge hicrarchies.® It involves working
alongside older people as ‘lay’ co-researchers and taking the ethical dimen-
sions of participatory research seriously in every aspect of the work. We
describe this as ‘relational research practice’ in which we apply care ethics

! Care needs related to the activities of daily living, for example, dressing, washing, going
to the toilet and cating.

2 Ethical issues in self-funded social cave: co-producing knowledge with older people funded by
the Wellcome Trust 2017-2020. The research aimed to understand the ethical dimensions
related to risk and responsibility in self-funded care by using a ‘co-production’ approach
which centralises older people’s lived experiences. See http: //www.olderpeopleselffunding-
care.com/.

3Tt should be acknowledged that the term ‘co-production’ in in the UK has become a
widely used concept. Arguably its adoption into the mainstream, for example in UK Higher
Education Institutes, research funding bodies and so on as part of the ‘Impact’ agenda, could
be understood as the co-option of a more radical understanding of the concept into a neo-
liberal agenda. A similar move in relation to the involvement of patients and service users in
health and care services and in research can also be seen as part of a de-politicisation process
linked to forcing individual choice, responsibility and self-care.
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to the ways we conduct research as well as conceptually in the analysis (see
Ward and Gahagan 2010 for details).

It is important to say at the outset that the research and analysis we
offer to illustrate our argument is bounded by the ‘local’ context and the
particular time and place in which it was produced. It comes from a privi-
leged part of the world, where matters concerning social rights and collec-
tive responsibilities for care are, largely assumed to be guaranteed by the
post-war welfare settlement. Nevertheless, we argue that it offers a case
study which illustrates the failures of the neoliberal economic framing in
meeting social care needs through a system of marketised care, and this
has a wider applicability to different contexts beyond the social care system
in England.

Firstly, this chapter offers an overview of the transformations in social
care in England. It discusses the implications of neoliberal policy objec-
tives that have driven the changes, primarily individual responsibility and
consumer choice, for older people who need care. It then turns to focus
on the research we conducted with older people who are paying for their
own care and draws on examples from interview data to explore in more
depth the disparity between the neoliberal assumptions and actual lived
experiences. Finally, we consider what these lived experiences can contrib-
ute to understanding the inadequacy of neoliberal thinking in addressing
care needs and in democratising care.

AUSTERITY, WELFARE AND SOCIAL CARE IN ENGLAND

In November 2018, the UN rapporteur on extreme poverty and human
rights, Philip Alston, concluded from his two-week mission to the UK that
the government’s austerity programme had inflicted ‘great misery’ on its
people. The extent of poverty in the world’s fifth largest economy with
around 14 million people (20% of the UK population) living in poverty
and 1.5 million so destitute that they cannot afford basic essentials was, he
argued, the result of “punitive, mean-spirited and often callous” austerity
policies driven by a political desire to undertake social re-engineering
rather than economic necessity (United Nations 2019, 5).

In gathering his evidence Alston had spent time talking to people who
were experiencing the impact of austerity policies: those who use food-
banks for daily needs; those who have lost their homes and have nowhere
safe for themselves and their children to sleep; people who sell sex for
money or shelter; young people who have joined gangs to survive; and
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disabled people who have lost the support packages they relied on. He
concluded that the scale of austerity measures is so extreme that it repre-
sents an abandonment of the values that underpinned the Beveridge post-
war social contract and informed the British welfare state:

The bottom line is that much of the glue that has held British society
together since the Second World War has been deliberately removed and
replaced with a harsh and uncaring ethos. A booming economy, high
employment and a budget surplus have not reversed austerity, a policy
pursued more as an ideological than an economic agenda. (United
Nations 2019, 4)

Just as shocking as the report was the government response and their
“determined state of denial” (ibid., 4), which challenged the report’s
validity by citing statistics showing increases in the numbers of people in
paid work and household income at a record high. The steadfast refusal of
the government to encounter the lived experiences of people impacted by
its own policies is more than the current trend of ‘post-truth’ politics. It
reflects policymakers and politicians’ reliance on ‘evidence’ framed by nar-
row outcome measures and quantifiable performance indicators to justify
their claims.

The transformation of the welfare state that Alston’s report highlighted
does, in fact, have a longer history than the financial crises of 2008 and the
introduction of the austerity measures that followed. It is part of the lon-
ger trajectory of the marketisation, privatisation and outsourcing of health
and social care in the UK begun by the Thatcher government at the end
of the 1970s* and reflected in global shifts of the privatisation of the public
realm (Clarke et al. 2007). In the UK as in many developed welfare soci-
eties, this has eroded public funding and provision of health and care
which has been replaced by the rhetoric of ‘choice” and the belief in the
market as the most efficient means to deliver welfare services. For exam-
ple, within Europe, England has been at the forefront of marketising the
social care sector (Ismail et al. 2017), predominantly through the ‘person-
alisation’ policy agenda. This introduced a ‘cash-for-care’ approach
whereby those who receive publicly funded care are given a personal

4Margaret Thatcher led the UK government between 1979 and 1990. Thatcherism,
which extended beyond this period and beyond the UK, was a total rejection of the post-war
welfare consensus. Thatcher was inspired by the ideas of Hayek and other neoliberals and was
committed to the privatisation of public services and free market principles.
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budget to purchase their own care through a growing social care market.
But since 2010 in the UK, the withdrawal of state responsibility for wel-
fare and care has intensified through austerity politics as a response to the
banking crisis and financial meltdown of 2007-2008.

What was essentially a crisis in the financial sector was ideologically
reframed by the UK government® into one of government debt and public
expenditure to justify austerity measures (Clarke and Newman 2012).
This was accompanied by a neo-communitarian discourse (Davies 2012)
in which ‘communities’ and ‘self-help’ were the preferred solutions to the
crisis whilst the ‘state” was constructed as part of the problem.® The com-
bination of the apparent economic necessity of public spending cuts and
the elevation of the role of communities has worked to further “deflect
and decentralize responsibility for care and welfare” (Clarke and Newman
2012, 303). In spending terms this has resulted in local authorities losing
49.1% of central government funding between 2010 and 2018 (National
Audit Office 2018).7 It is local authorities which provide much of the
infrastructure for welfare services, such as schools, libraries, parks, leisure
facilities and so on which contribute to civic life as well as social care
services.

There are many ways in which these spending cuts have been felt across
different groups of people who need care and welfare services, for exam-
ple, the closure of community transport and meals services, day centres,
libraries, which have affected people with needs of all ages. Indeed, the

5 This reformulation of ‘the problem’ was promoted by Conservative-led coalition govern-
ment from 2010 to 2015 and more forcefully from 2015 onwards by the Conservative
government.

¢See Prime Minister Cameron’s defining speech on the Big Society: “the size, scope and
role of government in Britain has reached a point where it is now inhibiting, not advancing
the progressive aims of reducing poverty, fighting inequality, and increasing general well-
being. Indeed, there is a worrying paradox that because of its effect on personal and social
responsibility, the recent growth of the state has promoted not social solidarity, but selfish-
ness and individualism” (David Cameron, Hugo Young Lecture 10 November 2009.
https: //conservative-speeches.sayit.mysociety.org/speech /601246 accessed 21,/11 /18).

7Reductions in Local authority funding became a key target for Prime Minister Cameron
under the austerity measures, justified as the mechanism to release ‘the potential within com-
munities’ (DH 2010, 9): “Resource pressures make it even more important to take an
approach that changes the relationship between citizen and state. This does mean people and
communities playing more of a role in supporting themselves and others. In exchange, they
need more freedom to shape their support and public services must remove barriers to this
freedom” (DH 2010, 9).
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real impact of these public funding cuts was clearly evident to Alston dur-
ing his UN mission. But it is the provision of social care for older people
who have complex needs, where the impacts have been particularly acute.
As early as 2014 the National Audit Office (the official body which scruti-
nises public spending) were warning that the social care system was
unsustainable:

Pressures on the care system are increasing. Providing adequate social care
poses a significant public service challenge and there are no easy answers.
People are living longer and some have long-term and complex health con-
ditions that require managing through care. Need for care is rising while
public spending is falling and there is unmet need. Departments do not
know if we are approaching the limits of the capacity of the system to con-
tinue to absorb these pressures. (National Audit Office 2014, 11)

The way in which state-supported care is organised in the UK is com-
plex. Healthcare provided universally via the National Health Service
(NHS) was from its inception, and still remains, largely free at the point of
use,® financed and accountable through central government. In contrast,
statutory social care is means-tested and administered at a local level, with
regional variations in England, Northern Ireland, Scotland and Wales.
Local authorities typically only fund the care of those with high needs and
limited finances. How ‘high needs’ and ‘limited finances’ are defined
depends largely on political decisions in the allocation of spending across
local authority services, although there are national financial thresholds
and eligibility criteria. In England, where the research we draw on was
carried out, overall spending on statutory adult social care has fallen sub-
stantially as local authorities have made ‘budget savings’ of over £6 billion
since 2010 (ADASS 2017, 4). Unsurprisingly this has resulted in fewer
people receiving state-funded care. The Care Quality Commission (CQC),
which regulates social care in England, estimated that by 2018, 1.4 mil-
lion older people did not have access to the care and support they needed
(CQC 2018).

8From April 2017 NHS staff are expected to check a patient’s citizenship before healthcare
is given. This move has received criticism, (including from the medical profession) and claims
that ‘health tourists’ are to blame for the funding crisis in the NHS have been viewed as a
distraction from the deliberate underfunding from government, linked to the increasing
privatisation of the health service and part of the wider policy of creating a ‘hostile environ-
ment’ towards immigration—see Stewart 2017.
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We can begin to see here the wide-reaching transformations within the
social care system through the longer-term neoliberal restructuring and
the more recent, and unprecedented, reductions in government spending
for publicly funded social care. Both have led to the further commodifica-
tion of care framed ideologically by consumer choice and individual
responsibility. For older people, who are the focus of the research that this
chapter draws on, this has particular impacts. Increasing numbers of older
people now need to purchase their own care, rely on family members or
simply go without it (Glendinning 2017). But what can the experiences of
older people who need care and support services tell us about these fun-
damental changes to the welfare state? The next section turns to the
research we conducted that addressed these questions.

RESEARCHING SociAL CARE witH OLDER PEOPLE

After six years of sustained cuts in local authority budgets for social care
the Kings Fund reported that “No one has a full picture of what has hap-
pened to older people who are no longer entitled to publicly funded care:
the human and financial costs to them and those who care for them are
mounting” (Humphries et al. 2016, 3). Partly, this is because social care
research has focused mainly on publicly funded care; so although the
numbers of older people who fall outside of this has increased very little
attention is given to their experiences (Tanner et al. 2018). But this lack
of attention to lived experiences also reflects the dominance of ‘the eco-
nomics’ of social care policy and practice in much social care research
despite the drive towards including service-user knowledge through the
mainstreaming of ‘service-user involvement’.’

We had worked previously with older people as co-researchers on proj-
ects in designing and conducting research that enables older people to
share their lived experiences on their own terms. Our decision to focus on
lived experiences of self-funded care in this project was based on the reali-
sation that older people in this situation were completely under the radar
in relation to policy and social care practice. Our intention was to get
under the political rhetoric that has accompanied the restructuring of wel-
fare services and produce knowledge based in the lived experiences of
older people facing the situation of purchasing their own care. Our first

?Demonstrating the involvement of patients and service users in research design and
development is a requirement of NHS and government research council funding in the UK.
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challenge as researchers who want to democratise knowledge production,
(and one which is true in relation to ‘participation’ more generally), is to
recognise power differentials that are intrinsic to the research process and
find ways to not only acknowledge but actively address these. In working
through this challenge, we have developed relational research practice
which explicitly recognises the value of knowledge from lived experiences
of ageing and the issues that older people face. It also means being atten-
tive to the different needs and circumstances of everyone we involve in our
work as research participants and co-researchers and building supportive
and trusting relationships in our research practice.

We started to explore the issues in a small pilot study where we inter-
viewed older people who were self-funding their care. Having to pay for
care can come as something of a shock for the generation of people who
have contributed to national social insurance throughout their working
lives and who find their contributions do not cover their care needs as they
reach a point when social care becomes a necessity in their own lives. But
the difficulties are not just a matter of paying and financing care; there is a
wider lack of understanding about how to actually go about organising
care, assessing what care services are needed, where to find these, who to
trust and how much it will cost. In effect people are unprepared for
becoming a ‘consumer’ of care within a market system, and very often this
happens at a time of crisis through ill health or following a stay in hospital.

The themes that emerged from the pilot interviews focused around
three areas: difficulties in accessing care; finding the 7ght help; and man-
aging the care. We could see that our participants were faced with making
complex and possibly far-reaching decisions at a point of vulnerability,
such as ill health or following discharge from hospital. Their narratives
highlighted the difficulty of absorbing information at a time of crisis.
There was uncertainty about knowing the right level of services they
required, as their care needs were dynamic and changing, and in the
absence of any statutory support to help them, they were left trying to
work this out on their own.

From this initial work we developed a larger study focused on ethical
challenges arising in the transformed care landscape, specifically in relation
to risks and responsibilities within care relationships. We expanded the
scope of the project to help us understand the relational aspects of older
people’s experiences by also looking at the perspectives of care providers,
practitioners and local authority officials as well as the family and friends
supporting older people who are self-funding. The larger study used lon-
gitudinal qualitative interviews with older people over a period of eighteen
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months to explore their care journeys and changes that happened during
this time. The study was carried out in three different areas of England
and in each research site academic researchers worked with older citizens
as co-researchers. The co-researchers were trained in all aspects of research
and worked with us on the research design, data collection, analysis and
interpretation and dissemination. The research teams also worked with
local social care organisations and care providers in ‘knowledge exchange’
groups which met throughout the project to share emergent themes from
the research and create a deliberative space for discussing these from a
range of perspectives.

Working in this way allows a different kind of understanding to emerge
which encompasses the messy, complex realities of everyday life that can-
not be captured within ‘objective’ measurement techniques. In doing this,
it can show the specificities of (in this case) care needs in old age and how
these may not have been considered in policy and practice and so can
expose a gap in current understanding. The participants in our study
revealed many aspects of their lives, such as loss and bereavement, identity,
changing relationships as well as health that all form part of the back-
ground in which care is negotiated. In the next section we look at some of
these experiences by focusing on two participants and themes that emerged
in their accounts which illustrate how lived experience can problematise
policy assumptions about care in old age.

Two ExaMPLES OF LIVED EXPERIENCES OF ‘CHOICE’

The promotion of ‘choice’ is the basis of current English social care policy,
with the assumption that choice will empower people who need services:

people should have the power of choice about what services they receive. ...
Choice is about empowering people. ... incentivising providers to deliver
the services that people want and choose for themselves and their families.
(HM Government 2014, 1)

Whilst our participants may indeed have valued choice in principle, in
line with Barnes (2012), their experiences told a rather different story
about the extent and nature of consumer power in the context of needing
care in later life. The constraints to exercising their ‘choice’, not articu-
lated in the policy discourse, entail a combination of personal circum-
stances and market mechanisms coming into play with the nature of care
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needs in old age. Here we look in some detail at the accounts of two par-
ticipants, Brenda and Iris,'® both of whom were trying to navigate the
position of the ‘consumer’ as they attempted to get their needs for care
met. Their stories are illustrative of themes that emerged in many of the
experiences of the participants in the study and offer different perspectives
on the notion of ‘choice’.

Brenda, who was in her early eighties, had lived with physical disability
affecting her mobility since her teenage years. As she got older her mobil-
ity had worsened and she had also developed a heart condition. She had
been widowed for some time and lived on her own. During her working
life Brenda had a successful career in financial services. She did not have
children but had extended family (siblings, nieces and nephews) who lived
close by. We first interviewed Brenda some eighteen months after a serious
fall which had resulted in a hospital stay. Following her discharge from
hospital, Brenda’s care was organised, arranged and paid for by the NHS
as part of a six-week rehabilitation process. Without prior warning, she
was then left to sort out her ongoing care needs for herself. She described
this as being “given a leaflet and expected to get on with it”. She was
immobile and needed assistance to go to the toilet, wash and dress, make
meals and get into bed. She had some prior knowledge of care services,
having lived with disability for a long time and had volunteered with a
local care charity. She was also well organised and confident in using the
Internet to find local care services and research their ratings from inspec-
tions carried out by the Care Quality Commission who regulate social care
in the UK. In many respects she was comfortable with the process and had
clear ideas about what she needed and what was important for her. In
other words, she was trying to be an active responsible citizen and she
spoke about the importance of remaining ‘independent’:

I try to be very independent and try and do things, well after my husband
died. ... I was on my own ... and during that time I had one of my knee
replacements and I was looking after my mother and working full time and,
you know, you learn to be independent as much as possible because you
have to be.

19These are not real names as we use pseudonyms to protect the anonymity of research
participants. This forms part of the ethical approval from the National Social Care Research
Ethics Committee which governs the research.
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The care package that Brenda had negotiated with a private care com-
pany involved a daily care visit of thirty minutes in the morning. The carers
set Brenda up for the day ensuring that she had flasks of coffee and food
as by this point Brenda was generally able to manage her personal care,
although she had bad days where she struggled with dressing. Overall,
Brenda was happy with her carers, but she had an ongoing issue over the
timing of the care visits. This was the one area in which Brenda indicated
strongly that she wanted to feel a sense of control and she had chosen an
agency based on this ‘choice’. But despite their original assurance that
they could provide a call between 7.45 and 8 in the morning in practice
this was unreliable and inconsistent, as Brenda explained:

[the care package] ... was ideal for a while but now it’s gone completely
down the pan ... you know, it goes on, you get a few weeks when it’s alright
and then all of a sudden it’s not.

Brenda had voiced her dissatisfaction about this and had tried to nego-
tiate the times she wanted with the agency that provided the care. However,
she expressed feeling at a disadvantage in her dealings with the agency:

she (agency manager) knows that I’ve got no choice. ... Doesn’t matter
what I’ve asked for or that I’ve been having them for 18 months, you know,
they just do what they like, so what do you do?

Brenda had explored the care options available to her and having had
care for over eighteen months she had developed relationships with some
of her carers. She also had a good understanding of the local care sector.
She was very aware that the carers worked for low pay and that the agency
that she used was not what she described as a good employer. For exam-
ple, she knew that the carers were paid only half the amount that she was
charged:

At the moment I’'m paying £8.57 for half an hour and the carer gets £4.50.
Which is just under half and that’s really not very fair is it?

This impacted Brenda in two ways. Firstly, she was reluctant to com-
plain about the carers themselves, even if they were not doing exactly what
she required of them. She felt a genuine sympathy and concern for them
knowing that as workers they were not treated well. And secondly, she was
aware of the issues in relation to recruiting care workers and that the
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systemic problems in the care sector meant that the unreliable, inconsis-
tent service that she received and lack of choice over the timing of care
visits would be a feature in all local care agencies. She was somewhat
resigned to paying for a care service that did not meet her needs:

So I don’t know quite honestly. ... of course you do realise that if you try
somebody else, everybody’s got the same problem. There’s not enough car-
ers so, so trying somebody else ... it’s probably the devil you know is better
than the devil you don’t.

As the interview progressed it became clear that Brenda was somehow
managing or even tolerating the situation and was quite fearful that her
needs would increase. She worried that another fall may mean further
hospitalisation, and this impacted on how she was living. She slept in a
chair in her living room to avoid going upstairs and getting in and out of
her bed. She depended on the sandwiches and flasks of coffee that the
morning carers left to avoid standing on her feet and walking to the
kitchen. She explained that she needed two lots of surgery on her heart
and knee and that she had delayed this as it would most likely mean need-
ing assistance with washing and going to the toilet. In part she was wor-
ried about the increased costs of the care she would need but also she had
little confidence in the reliability of the agency and feared being left pow-
erless in these circumstances.

Like Brenda, Iris was widowed and lived on her own. She was ninety-
two and had severe osteoporosis. She was at risk of breaking bones if she
fell and had decreased mobility due to previous fractures. Iris had started
having carers three years previously following a heart attack and a series of
falls. The carers helped her with daily living tasks and took her out for
shopping and social trips as she was unable to go out on her own. She
managed her own personal care and bathing with the carers present in case
she fell. She had ongoing heart problems for which she needed to take
regular medication and the carers helped her with this.

Iris described how she was trying to manage and meet her care needs as
something she felt she should do without depending on her family. She
spoke about the sense of ongoing responsibility she felt for her family and
this revealed the complex family dynamics which shaped her decisions.
There had been a significant bereavement in the family five years earlier
when Iris’s daughter died. Her sons and grandchildren lived locally and
although she saw them quite often, she did not rely on them to pro-
vide care.
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I have never asked for anything and there are not a lot of offers from the
family. But it suits me. ... we have never really switched from she is looking
after us, now we look after her. We haven’t ever got there. It’s, I don’t want
to make my two sons sort of feel that they’re responsible for my problems
and they’ve got to solve them all, you know.

Iris knew she was struggling to cope with her current situation and fol-
lowing another fall she had begun to worry about being able to remain in
her apartment. Like Brenda, she had been researching the options to meet
her increasing needs for care. She described herself as ‘a planner’ always
wanting to be prepared and know what was happening next. She had
many leaflets and brochures about residential care and care services and
had been looking for sources of financial advice. Much of this suggested
that she was someone who was organised and who liked to be indepen-
dent and in control. Yet she also spoke about feeling lonely for the first
time in her life, and despite her insistence of not wanting her family to take
care of her, there was ambivalence about this. She described how devas-
tated she felt when one of her sons had recently taken up a job offer
abroad and moved his family:

It’s all been fairly drastic and dramatic and I’m not quite sure how to deal
with it. It was a sort of indirect support, but for me, individually, it was an
absolute shock, you know. ... But I have to get used to that.

She spoke about how she would love one of her granddaughters to
move in with her but did not want her granddaughter to have the respon-
sibility of looking after her. And whilst she was struggling to remain living
in her apartment, she was clearly very reluctant to give it up as she regarded
it as still the family home and somewhere for the family to gather and a
place to stay if they needed to:

Yes, you see, because they always, always came together here, first in their
old home, of course, and then always here, without question, I mean, that
was understood that this is where they would be for Christmas ... made a
big difference to us, when my daughter died.

The themes that emerge in Brenda and Iris’s interviews are echoed in
many of the accounts of older people who took part in the research who,
although living in different individual contexts, were facing similar issues.
Their stories illustrate kinds of journeys that we negotiate as we age,
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involving not only changes in our own capacities but also in our sense of
self, of who we are and how we have perceived ourselves during our adult
lives. Our feelings about declining independence and needing care from
others have to be encountered, and for the people in our study, whilst also
trying to work out how to resolve care needs via a market-based system of
care. We can see that what apparently guides human behaviour according
to neoliberal economic doctrine—maximising self-interest and making
‘choices™—Dbears little relevance in this context. Iris and Brenda, and the
other participants in our study, were dealing with far greater complexity.
Not only was their capacity to choose bounded by a local social care mar-
ket but also by the physical and emotional changes that can accompany
ageing and by the relational nature of care itself. The enormous emo-
tional, psychological and practical dimensions of these suggest that the
economistic logic completely misses so much of what happens in reality.
Decisions about care are not rational information-driven ones in the con-
text of old age and ill health where uncertainty about the future and a
sense of vulnerability may heavily feature. The assumption that the market
provides the mechanism for fair exchange between equal players does not
hold true in this context.

For the people in our study, having enough money to pay for care did
not in itself guarantee any kind of consumer power. Moreover, their expe-
riences show that their choices were not only, or exclusively, related to the
amount and costs of care as they were dealing with difficult personal and
interpersonal challenges which had also to be negotiated. They have expe-
rienced first-hand what happens when care is commodified, and how this
is different from other purchasing decisions. Social care users in England
are now expected to adopt the role of ‘care consumer’ and for self-funders
this generally means that the transactions will happen between just them
and the care provider with no neutral intermediary who might indepen-
dently assess their needs. And these decisions are likely to be made at times
when the person is already experiencing challenging issues, such as ill
health, hospital discharge or other very stressful circumstances, so far from
an ideal context in which to be making what are very impactful and pos-
sibly far-reaching decisions. Austerity has intensified this situation as local
authority cuts mean not just that more people are directly paying for care
but that there is less support from reduced community services and dimin-
ished oversight from statutory sources, leaving people to negotiate the
vagaries of the social care market at a time of potentially substantial and
increasing vulnerability.
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TowarRDSs CARING DEMOCRACY:
THE EPISTEMOLOGICAL DIMENSION

The themes that emerged in the experiences of our participants help to
expose the fault lines of the current social care system in England. This not
only illustrates the flaws in the underlying current assumptions of indi-
vidual autonomy informing social care policy but also demonstrates how
the same assumptions totally fail to understand the nature of care in old
age as it is experienced. The key questions are what and how can these
experiences contribute to thinking about caring democracy? Tronto’s call
to shift the focus from economic production to one that is concerned with
care will necessarily require challenging the ‘knowledge’ that is produced
by neoliberal systems of audit and measurement as the only legitimate
form of knowledge about care. This is crucial as the wider political debate
about care has been defined by this same neoliberal economic discourse
limiting the boundaries to concerns about growing numbers of older peo-
ple creating a ‘burden’ on resources that ‘we’ cannot afford.

In the current climate it would be easy to construct the welfare state as
the golden age of welfare services. The post-war settlement saw the foun-
dation of the NHS and a tax and welfare system based on redistribution.
The provision of public services was based on ideals of universal coverage,
a commitment to equality and social rights and addressing the inequalities
produced by economic growth and market capitalism. But it is crucial to
remember that it was always, despite the aspirations of universal coverage,
an exclusive system, full of provisos and exceptions, and it was a gendered
settlement that promoted traditional gendered norms. From the 1970s,
feminist and disability activist movements have exposed and campaigned
against these failings and exclusions. Moreover, what became so unavoid-
ably obvious in the ‘Windrush scandal’ of 2018!! was the extent to which
it was a colonial project (see Gentleman 2019). It was built, and indeed
depended on, the labour of migrants from colonised countries who were
themselves never truly included in its ideals and entitlements as full citi-
zens. But what appears to have been lost in the UK is a ‘public’

T As part of the UK immigration policy to create a ‘hostile environment’, thousands of
people who had migrated from the Caribbean in the post-war period (known as the Windrush
generation after one of the original ships that brought them to the UK) were wrongly classi-
fied as ‘illegal immigrants’. Many were illegally deported, imprisoned, denied healthcare and
lost their jobs and homes. The UK government finally admitted the mistake after many
months of media reports by the Guardian in 2018.
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understanding of collective responsibility for care, although for many of
the older generation, like the people who took part in our research, this
has been an integral part of their understanding of citizenship. The wider
cultural politics of individualism that has taken hold over time, the long
game played by neoliberals, has happened insidiously without a full public
debate on the democratic implications of these changes. So, the potential
of the welfare state to be moving towards ‘caring with’ (Tronto 2013) is
lost along with recognition of the value of ‘the public’ and collective
responsibilities at a societal level.

On the ground the upheavals created by these transformations are evi-
dent in a system characterised by volatility and fragmentation, with com-
plex and differing funding arrangements for health and social care. The
result is a constantly ‘shifting sands’ system which is challenging for all
who need to navigate it: those who work in it as well those who depend
on it for care (National Audit Office 2018). The complexities of these
changes have become obfuscated by the dominant neoliberal mantra of
‘choice’ and the common-sense logic of austerity ideology. This has done
little to promote understanding or informed debate amongst a wider pub-
lic about care, and questions about the division of responsibilities for care
that we might aspire to in a democratic society. Indeed, such is the lack of
public understanding about the current funding and organisation of social
care that a widely held (mistaken) belief persists that the welfare state still
provides ‘cradle to grave’ coverage, collectively funded through social
insurance and tax contributions (National Audit Office 2018).12

Some have argued that it was the success of the social democratic wel-
fare state that led to its downfall (Hall et al. 2015). Massey (2015) argues
that even the limited redistribution and gains in social rights proved intol-
erable to capitalist interests and the result was the emergence of neoliber-
alism as a backlash against those gains. To succeed, the neoliberal backlash
had to displace the shared ‘public’ understanding underpinning the wel-
fare state—the commitment to social equality and the role of the state in
guaranteeing it—and replace it with a new ‘common sense’ based on com-
petitive individualism and market relations. Recognising the role that the
terminology of neoliberalism plays in shaping our understanding is crucial,

12 Ipsos MORI poll conducted in March 2018 found that large sections of the population
wrongly think that social care services are free and provided by the NHS—63% of population
thought that NHS provided social care for older people and 49% thought that social care is
free at the point of need (NAO 2018).
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as Massey argues the “whole vocabulary we use to talk about the economy,
while presented as a description of the natural and the eternal, is in fact a
political construction that needs contesting” (Massey 2015, 6-7).

A similar point is made by Metcalf (2017) who argues that we need to
return to the origins of neoliberalism, to the actual group of men who
called themselves ‘neoliberals’, whose aim and purpose was a ‘revolution
in economic thought” and trace the intellectual journey of their ideas. We
need to be reminded that the ‘free market” is a human invention and to see:

the extent to which a language formerly confined to chalkboard simplifica-
tions describing commodity markets (competition, perfect information,
rational behaviour) has been applied to all of society, until it has invaded the
grit of our personal lives, and how the attitude of the salesman has become
enmeshed in all modes of self-expression. (Metcalf 2017 online)

To break through this and ‘think differently’, what Tronto (2017) has
referred to as the need to replace homo economicus with homo politicus,
what counts as relevant knowledge under neoliberalism needs critical
examination. If ‘caring democracy’ requires the dismantling of the neolib-
eral hold, then a paradigm shift in what constitutes knowledge about care
will be needed. An essential part of this is the epistemological dimension
of care. Looking at lived experiences of those engaged in the daily giving
and receiving of care is to engage with the evidence of what neoliberalism
produces on the ground.

Neoliberal logic works through systems and services, including public
services of health, education and care services, by audit and measurement
of performance indicators. Only things that can be easily counted, (e.g.
number of minutes per care visit or number of students registered on a
course) are recognised as ‘objective facts’. Metcalf (2017) has argued that
the founding principles of neoliberalism in Hayek’s ideas, that objective
truth could only be discovered through the market, have been elevated to
a kind of ‘social omniscience’. This has penetrated not only the manage-
ment of the commercial world but public health and care sectors where an
audit culture prevails, and measurement based on statistics and perfor-
mance indicators are the only tools used to produce ‘intelligence’ about
the system. The potential understanding that could be drawn from (in the
case of our study) the experience of people with care needs, who are on
the receiving end of those systems, is outside of the neoliberal frame.
Moreover, efforts to include service user knowledge in policy research and
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practice tend to be done through a consumerist model which limits this
potential.

By contextualising the experiences of our participants as they negotiate
the social care market the parameters of the ‘crisis’ become clear. It is not
purely an economic crisis of excessive public expenditure and debt, as the
government claims in order to manage the fiscal crisis in the banking sec-
tor. Nor is it not just a crisis in care for the lives of the millions of ordinary
people who have been impacted by the austerity policies. It is a crisis of
care and a crisis of democracy in the lack of public debate, agreement and
decision-making on major and far-reaching decisions about the basic infra-
structure of society.

Neoliberalism, as the doctrine that dominates all spheres of daily life
today, impoverishes our capacity to think deeply about the meaning of our
actions and experiences. By offering neat and tidy ‘answers’ (measurable,
quantifiable, objective) it makes the complexity of human existence less
visible. If we are to really think about care and in the case of our study,
what care means as in old age and as we approach the end of our life, we
must engage with this complexity and lived experience. The kinds of
answers that neoliberalism provides are simply not fit for purpose as they
are empty and meaningless in this context. To shift public understanding
beyond the economic, to enable the political mobilisation of solidarity
required for ‘caring with’ will indeed need breaking the stranglehold on
our imagination of what is possible. Listening to the lived experiences of
those engaged in the daily struggles of giving and receiving care in a whole
range of contexts has the potential power to challenge the neoliberal nar-
rative and how we think about care.
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