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Independent Living as a Counter-

Narrative
A Work of Resistance and Repair

Alison Tarrant
Lecturer in Law, Cardiff University

ABSTRACT

This article explores the concept of independent living as a counter-narrative. |
argue that in addition to being both an aim for disabled people and a campaign
objective for the global disabled people’s movement, independent living also acts
as a narrative tool that opposes majoritarian social constructions of disability and
creates ‘repaired’ identities for disabled people. | analyse documents produced by
the disabled people’s movement in the UK to establish how independent living
performs the work of resistance and re-draws social identities to enable equality
and social justice for disabled people. | suggest that if independent living is to be
effectively enshrined in domestic law and policy, the challenge it poses to domi-
nant social narratives must be fully understood, and consider the role of the UN
Convention on the Rights of Persons with Disabilities in effecting this.

KEYWORDS

Independent living; disabled people’s movement; disability; counter-narrative;
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I. Introduction

Independent living has been described as one of the ‘big ideas’ of the disabled peo-
ple’s movement.! It emerged as a grassroots, ‘bottom-up’ idea in the 1970s and
1980s, as disabled people struggled against institutionalisation and exclusion.
Independent living articulates the ideas of equality, ambition, freedom, inclusion
and self-determination as they relate to disabled people. Its essential principle is the
right of disabled people to live on an equal basis with others — in control of their
lives, living in the place of their choice, and pursuing their own ambitions. In 1986,
the UK independent living pioneer Simon Brisenden stated:

We desire a place in society, participating as equal members with something to say and a life to lead;

...If we are to be treated as individuals who are due the same respect as other people, then we must

International Journal of DISABILITY AND SOCIAL JUSTICE 2.1 June 2022

DOI:10.13169/intljofdissocjus.2.1.0048

This content downloaded from
86.10.234.58 on Fri, 12 Aug 2022 14:41:34 UTC
All use subject to https://about.jstor.org/terms



INTERNATIONAL JOURNAL OF DISABILITY AND SOCIAL JUSTICE 49

be allowed to choose a way of living that confronts all the options and risks throughout life that are

inherent to living in, rather than outside, society.?

Independent living is more than an aim. The UK disabled people’s movement also
describes it as a philosophy,® a way of life,* and a form of challenge and resistance.’
Much of the current commentary on independent living focuses on its status as a
goal and a set of outcomes for disabled people, exploring how these may be attained,
threats to their realisation and problems of implementation.® There has been less
exploration in recent years of what independent living achieves in terms of resist-
ance, why this matters and difficulties that emerge when attempts are made to insert
independent living into the policy context. This article fills this gap. I position inde-
pendent living as a counter-narrative, developed and deployed by disabled activists
to reject externally created majoritarian constructions of a socially acceptable ‘disa-
bled identity’ that has facilitated the exclusion and objectification of disabled
people, and consider whether this countering work is effective. I focus in particular
on two aspects of independent living. Firstly, I examine its role in developing a place
for the individual within the collective approaches of the disabled people’s move-
ment. Secondly, I explore the importance of incorporating independent living into
law and policy, and the difficulties that may exist in ensuring that its oppositional
purpose remains intact in these contexts.

Independent living was born out of resistance and its history has been well-
documented by disabled activists.” The term ‘independent living” was coined in the
USA by disabled student activists protesting against their exclusion from mainstream
university life as a result of an inaccessible campus and imposed hospitalisation.® In
the UK, independent living originated in small groups of disabled people who
sought to live outside institutions and secure support in daily living under their own
control.” Among the most well-known were those living in the Le Court residential
home in Hampshire, who worked together to negotiate new support arrangements
with the local authorities funding their placements at the home, finally moving into
their own flats or houses in their chosen local communities. A crucial achievement
of this group was the negotiation of cash packages from their local authorities in lieu
of support, which enabled each person to employ personal assistants to provide daily
living support under their own control. These were the forerunners of what are now
called ‘direct payments’ in the UK, and in the UK context both direct payments and
the use of personal assistance have historically been seen as critical enablers of inde-
pendent living.!0

Independent living was swiftly adopted by the UK disabled people’s movement as
a central aim.!" Similar movements were developing elsewhere, particularly in the
USA and the Nordic states. In 1989, disabled people founded the European Network
on Independent Living (ENIL) and claimed independent living as an expression of
rights.!? Independent living has developed into a core demand of disabled people’s
activism across Europe and North America,'® and is increasingly becoming a cam-
paign aim worldwide.!* It is now enshrined in the UN Convention on the Rights of
Persons with Disabilities (CRPD), particularly Article 19. This provision sets out the
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human right of disabled people to community living, with full inclusion and partici-
pation, and choices equal to others. It requires states parties to the CRPD to ensure
that disabled people have choice in their living arrangements, individualised sup-
port to enable community living, and equal access to universal services and facilities.

In this article, I analyse documents from the UK disabled people’s movement to
explore how independent living functions as a counter-narrative to majoritarian
social constructions of disabled people. In line with the UK disabled people’s move-
ment itself, I use the term ‘disabled people’s movement’ to describe the informal
network of activists who are themselves disabled, and organisations which are con-
trolled by disabled people (‘disabled people’s organisations’). I also use the term
‘disabled people’, which reflects the social model of disability and is preferred within
the UK disabled people’s movement. I examine how independent living has been
constructed to re-draw identities in such a way that disabled people can demand
their rightful place in society on an equal basis with others. First I consider how the
development of counter-narratives has historically been fundamental to the UK dis-
abled people’s movement. I then explore how independent living was conceptualised
in the documents, how it performs the work of identity reconstruction, and com-
plexities that arise within it, particularly the tension between the individual and the
collective. Finally, I consider whether independent living can be accurately trans-
lated into law and policy.

2. Counter-Narratives and the Disabled People’s

Movement

The use of counter-narratives (or ‘counter-stories’) as an analytical tool originated
predominantly in critical race theory, as a means of studying the minority ethnic
experience.'® It has since been adopted by scholars exploring how socially marginal-
ised individuals and groups use narratives to make sense of their experiences and
lives.!® Counter-narratives are stories that challenge ‘master narratives’, or dominant
accounts that circulate within society and delineate what are acceptable, ‘natural’
and ‘normal’ social behaviours.!” Master narratives develop our shared knowledge
of what is ‘right’, but while they present as accepted fact, they are not neutral. They
contain and perpetuate values that favour certain social groups while marginalising
others, ascribing ‘rightness’ to the norms of the dominant group and failure and
deficiency to those who deviate.!® Accordingly, they craft ‘sub- or abnormal’ identi-
ties for those in marginalised social groups, which justify their exclusion from
identity-constituting roles and relationships.!?

Counter-narratives challenge and resist these social ‘norms’. They operate in dif-
ferent ways and at different levels. Some may exist as unconscious challenge when an
individual finds that their experience does not ‘fit’” with societal expectations.?’
Others are intentional acts of personal or collective defiance against social stories
which are recognised as oppressive.?! In all cases, counter-narratives demonstrate to
the self and others that there are different possibilities to those which are socially
ascribed, and demonstrate new ways of being. By asserting their own experience, the
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individual or ‘outgroup’ engages in an act of narrative reconstruction through
which their identity is reclaimed and their agency redeveloped and empowered.?? A
particular role of a counter-narrative is to repair the internalised damage that occurs
when individuals absorb and accept the identities ascribed to them, undermining
their agency from within.?® Counter-narratives construct a ‘repaired’ identity that
commands respect for the outgroup and frees the individuals within it from narra-
tive damage, enabling them to demand and take their just place in society.?

Counter-narratives may be used by marginalised groups to (re)construct their
identity and agency on a wider scale than the personal, and demand specific social
changes.? In certain cases, change is sought at the level of law or policy.?6 Law and
policy strongly influence social narratives and the construction of social identities,
and are inherently connected to the material opportunities available to different
social groups.?” Accordingly, the successful insertion of a counter-narrative can facil-
itate powerful structural and cultural change, generating emancipatory possibilities
for the outgroup. In the context of disability, the construction of disabled people as
rights-holders rather than objects of charity paved the way for the development of
anti-discrimination legislation. Similarly, the direct action campaigns of disabled
people in the 1990s not only highlighted the deficiencies of inaccessible public
transport and the need for policy and practical change, but also challenged percep-
tions of disabled people as passive and weak — including among the activists
themselves.?®

While campaigning for policy change inevitably requires some form of contesta-
tion, such challenge will not necessarily operate as a counter-narrative. Indeed, the
UK disabled people’s movement has historically criticised certain campaigns for
actively reinforcing narratives of disabled people as weak and needy, or as social ‘oth-
ers’.? In contrast, the movement itself was explicitly founded on resistance in the
form of challenge to dominant social ideas. While campaigning organisations of
disabled people have existed in the UK for at least a century,® the origin of the
movement is generally considered to be the founding of the Union of the Physically
Disabled Against Segregation (UPIAS).3! What differentiated UPIAS from previous
organisations of disabled activists was their conscious and intentional challenge not
only to the treatment of disabled people, but to the social construction of disability
and narratives of the disabled identity. In 1975, UPIAS argued that:

[I]t is society which disables physically impaired people. Disability is something imposed on top of our
impairments, by the way we are unnecessarily isolated and excluded from full participation in society.3?

This statement paved the way for Oliver’s development of the social model of disabil-
ity. Oliver argued that disability was typically considered to exist within individuals,
in the form of physical, cognitive or psychosocial variations in functioning character-
ised as deficits necessitating medical treatment or ‘correction’ to meet the standards
of a non-disabled norm.?* Oliver termed this the ‘medical’ or ‘individual’ model of
disability. In response, and as an act of conscious opposition,* Oliver submitted that
the source of disability was a societal failure to accept and accommodate different
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experiences within the human condition. A critical feature of this latter ‘social
model’ of disability is the transference of narratives of deficit from the individual to
society. Disabled people identified that social narratives of deficit had created spe-
cific social identities for them, ascribing certain roles and behaviours which had
become socially entrenched and enabled their marginalisation. They challenged
these by constructing a new narrative ‘located within the experiences of disabled
people themselves” which intentionally connected disability with oppression.3®

From its inception, therefore, the social model has functioned as a counter-
narrative, or an ‘oppositional device’, that rejects existing ideas, enables disabled
people to see each other as members of the same struggle, and produced ‘a new
“we”’, with demands that required action by society rather than individuals.?” The
model has been subject to extensive analysis and debate within and beyond the
movement, and both its purpose and value remain contested.*® Even its most prom-
inent critics, however, acknowledge the boldness of the model and its ability to
challenge established ideas; and there is broad agreement that in the UK it created
the basis for collective action constructed on a narrative of oppression rather than
loss, enabling disabled people to advocate in the language of social justice instead of
need.”® The model also operates as a powerful means of identity repair, including
the countering of internalised damage. As one disabled activist stated:

My life has two phases: before the social model of disability, and after it. ... Suddenly what | had
always known, deep down, was confirmed. It wasn’t my body that was responsible for all my difficulties,
it was external factors, the barriers constructed by the society in which | live.#

Independent living builds upon the social model to become a second, complementary
counter-narrative. Like the social model, independent living was a form of resistance.
Unlike the social model, it grew as a practice rather than a theoretical standpoint,
although activists also explored its theoretical implications. In 1986, Brisenden argued
that certain ‘myths of disability” had become entrenched as ‘facts’, creating a ‘mythol-
ogised physical norm’ against which disabled people were measured and inevitably
held wanting. He argued that disabled people needed to create their own social narra-
tive, built on the social model, to challenge and resist these ideas:

Our experiences must be expressed in our words and integrated into the consciousness of main-
stream society, and this goes against the accumulated sediment of a social world that is steeped in
the medical model of disability.*'

Brisenden concluded with a forceful depiction of independent living framed as a
narrative working with and alongside the social model to challenge these dominant
social accounts and the external and internalised damage they caused.

3. Methods

The purpose of this study was to examine how independent living conducted this work
of resistance in texts authored by disabled activists in the UK. As there were no trans-
ferrable methods in the literature exploring counter-narratives, I drew on critical
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discourse analysis to develop a study structure. Critical discourse analysis has much in
common with the analysis of counter-narratives. It examines how language constructs
identities and (re-) produces power and social inequalities. In critical discourse analysis
the term ‘discourse’ refers to ways in which we talk about and understand the world,*?
and particular discourses are considered to accord certain ideas the status of ‘common
sense’ or ‘fact’ that create and perpetuate power structures and hegemonic social
norms.*? Critical discourse analysis is a theoretical standpoint, and methods used
within it range from purely qualitative investigation, to combined qualitative and
quantitative approaches. I drew particular inspiration from studies using coding as a
means of identifying and exploring ideas in data to develop a study-specific method
that combined rigour with qualitative analysis.**

I'selected a number of texts emerging from the UK disabled people’s movement,
from its origins to the date of the study. To avoid ‘cherry picking’ data,® I developed
selection criteria to ensure that texts were representative of the broad output of the
movement, insofar as that was possible. A fundamental criterion was that documents
must be authored by UK-based disabled people’s organisations or disabled activists
who identified some form of connection with the disabled people’s movement. No
more than three texts by any single author were included and, as far as possible, the
selected documents were evenly spread across the full time-span of the movement to
the date of the study. I sought to capture different ideas and forms of discussion by
including texts from a broad range of document types, ranging from the personal to
the formal, and works by both activist and ‘theorist” authors, although these groups
overlapped. The final dataset comprised 37 documents dating from 1966 to 2015,
including speeches, seminar presentations, lectures, manifestos and other campaign
materials, responses to policy consultations, reports on research, chapters of books
and academic papers. A list of the dataset texts is provided in Annex 1.

As the study examined how independent living challenged socially dominant
narratives around disabled people, I sourced the dataset documents (other than
academic papers) from the public domain. All the documents could therefore theo-
retically contribute to the ongoing discussion about the place of disabled people in
society. To obtain a range of documents, I searched disabled people’s organisations
and think tank websites, academic journals, and personal blogs for potential data.
Sources for earlier documents were more limited, and all the non-academic texts
authored before 2001 were obtained from the University of Leeds Disability
Archive.%® As all the texts were publicly available, ethical approval for the study was
not required. However, I approached the texts with the respect due to authors
exploring forms of exclusion, marginalisation and oppression that were outside my
lived experience and often deeply personal.

After reading the texts in detail multiple times, and making free notes on their
content, I imported them into NVivo and identified all references to ‘independent
living’. I coded all the extracts explicitly using this phrase according to the themes
they contained, with all the codes arising inductively. Multiple themes emerged,
including ideas related to identity, agency and personal outcomes, how independent
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living could be enabled, the language of independent living, historical aspects, and
threats to independent living. The themes selected for analysis related specifically to
the identity and agency of disabled people and the personal outcomes envisaged by
the authors. The key focus was on the content and expression of the themes and the
relationship between them, rather than the number of times each theme was refer-
enced, although this was noted. I examined the substance of the various themes,
how they performed the work of narrative repair, and how they related to and dis-
lodged master narratives. As with all methods, those used had certain constraints.
The most significant was the restriction of detailed analysis to small sections of text,
although this was offset by referring back to the broader documents during the
analysis, to capture information about the themes that was present beyond these
extracts.

4. Independent Living as a Counter-Narrative
Authors of the dataset texts, particularly the earlier documents, identified various
dominant social accounts around disability, of which the most frequently mentioned
was the medical model. The connected narrative of ‘personal tragedy’ was also
explored.*’ Both articulate the idea of deficit, and other expressions of deficiency
were also noted. Hunt,*® Brisenden,*® Sutherland® and UPIAS?! identified charac-
terisations of disabled people as helpless, stupid, weak, pathetic, passive, incapable
of decision-making, moral failures, useless and inadequate. These narratives were
felt keenly by these authors, who used the language of waste, inferiority and sub-
humanity to describe either the construction of disabled people or disabled people’s
resulting experiences. Narratives of otherness were also identified. Hunt described
disabled people being constructed as ‘others’, as ‘deviant’, ‘different’ or ‘unlike the
normal’ and — in language that also reflected defect — ‘only half alive, only half
human’.5? Brisenden considered disabled people to be portrayed as a ‘different and
unfortunate species of being’.53

Master narratives of dependency were also identified, although the texts demon-
strated a complex relationship with this idea. Dependence was seen as both an
oppressive narrative, connected with ideas of incapacity, charity and paternalism,**
and a demeaning externally imposed experience for disabled people that arose
from attitudes and policy built upon these narratives.>> However, it was also viewed
as a natural and acceptable part of disabled people’s lives — in that many disabled
people need support in daily living® — and as a fundamental element of the universal
human condition. Interdependency, or the reliance of all people on others for fulfil-
ment of their physical and social needs, was explored.”” However, certain ideas seen
as connected to dependency, including charity, paternalism and ‘care’, were emphat-
ically rejected. The essential function of all these narratives was considered to be the
servicing of the needs of socially dominant groups, with non-disabled people bene-
fitting from the reassurance of their ‘normality’ and superiority, and the othering of
those who represent susceptibility to illness and mortality.%8
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Independent living repudiated the identified master narratives in multiple ways,
constructing wholly new identities and new forms of agency for disabled people. The
core themes connected to independent living in the dataset fell into three broad
‘clusters’ of ideas, in which certain conceptually related themes tended to appear
together in the same extracts of text. The first related to the idea of self-determination,
the second to social inclusion and the third to equality and rights. These groups
were not discrete or precisely delineated — themes from each might be found in the
same extracts — but remained distinctive. Each cluster formed a ‘sub-narrative’ of the
broader counter-narrative that was intertwined with both the others to construct a
‘repaired’ disabled identity. I conceptualise them here as ‘personal agency’, ‘social
agency’ and ‘citizenship’.

Each of these sub-narratives played a particular role in refuting and resisting the
master narratives of defect, deficit, otherness and inferiority that were collectively
identified in the dataset documents. It was clear that all three had arisen in response
to the institutionalisation experienced by many of the authors, which remained part
of the collective knowledge of the movement and an ongoing threat. Essentially,
personal agency challenged the denial of self-determination that the authors had
experienced through ‘batch’ living;* social agency confronted the extreme form of
social exclusion generated by the physical removal of disabled people from society,
and citizenship generated an argument of social justice. Each sub-narrative also con-
tained more subtle elements of identity repair, as outlined below.

4.1. Personal Agency

The predominant themes within the sub-narrative of personal agency were those of
choice and control. These were among the most frequently and consistently refer-
enced themes and were also present and emphasised in texts that pre-dated the rise of
independent living. Both were expressed as unlimited and uncompromised ideas —
phrases such as ‘more control’ were almost entirely avoided, and choice was presented
as full choice by the individual rather than the selection of options presented by exter-
nal parties. Of these two ideas, control was prioritised, appearing more often and
sometimes strongly emphasised, particularly in early texts. For example:

[l]ndependent living pivots on the right to control our lives ... CONTROL is the central component of
independent living.¢°

These ideas were very closely connected, appearing in the same extracts and rein-
forced through repeated use of the phrase ‘choice and control’. In the dataset texts
this was first connected to independent living in 1992 and featured in the extracts
consistently from 2004, almost as a ‘slogan’ for independent living. In 2001, Evans
described choice and control as the ‘fundamental principles’ of independent liv-
ing,%! and ten years later, Morris identified them as the definitional themes:

“[C]hoice and control” ... was and is the phrase used by the disabled people’s movement to define
independent living.6?
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The relationship between choice and control was not explored in the extracts but,
broadly speaking, choice expressed the possibility of life opportunities unrestricted by
inadequate access or assistance, and control the need to be free from externally imposed
decisions. From the earliest stages both were specifically connected to support:

The particular issue which ... is most closely associated with [independent living], is that of control

over the Personal Assistants required to overcome individual physical and/or intellectual limitations.t3

Independent living gives expression to the uniqueness we have as individuals.... It is recreating our
own service day in and day out in the way that we want and in the way that we know best.%*

Both were also connected to equality and rights:

.... Society disables us by taking away our right to take decisions on our own behalf, and therefore the
equality we are demanding is rooted in the concept of control; it stems from our desire to be indi-
viduals who can choose for themselves.55

As these latter quotes demonstrate, a fundamental aspect of the personal agency sub-
narrative was its relation to the individual. This connection was explicit and intentionally
established the primacy of a narrative of selfdetermination. But despite this strong
focus on individualism, the extracts also emphasised the existence of a collective and
community identity. There were multiple references to ‘our lives’, ‘us’ and ‘we’, express-
ing solidarity and connection; and certain authors, particularly Morris® and Zarb,%”
emphasised the need to ensure that independent living included people with cognitive
or communication impairments. There was also explicit consideration of the intercon-
nection between the personal and the collective identity:

[E]ach person designs for him or herself independent living, as he or she works out his or her per-
sonal aspirations within the context of the real world, which ... demands the exercise of responsibility
and citizenship.True equal opportunity, enabling the exercise of personal attributes in furtherance of

personal responsibility and collective dependence.%®

This solidarity was emphasised by references to peer support and the development
of centres for independent living, through which disabled people assisted others to
live self-determined lives in the community. Both these collective mechanisms were
considered fundamental to enabling individual independent living from the earliest
days.% However, the individualism of personal agency was strong, and emphasised in
certain texts by the positioning of direct payments and personal assistance as funda-
mental enablers of independent living.”’ Personal assistance, funded by direct
payments, was typically positioned as the key means of translating the individual’s
ability to know their will into the ability to enact it, and both mechanisms were
strongly linked with self-determination:

A central element of ‘independent living’is personal assistance and, in particular, having direct access
to the cash which gives freedom to hire and fire assistants who carry out duties determined by and

under the control of the disabled person him or herself.”!
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The narrative of personal agency directly disputed the construction of disabled people
as lacking the capacity to reason, to hold views, and to self-determine. It demonstrated
that the lack of choice and control experienced by disabled people was externally
imposed, not a failure of will or competence on the part of individuals. The texts were
also an expression of personal agency, evidencing disabled people’s individual and col-
lective capacity to debate and theorise, refuting constructions of disabled people as
‘others’. Like the physical direct action protests by disabled people mentioned above,
the texts and the practice of independent living demonstrated as well as demanded
power. For disabled people, immersed in narratives of passivity and deficit and expected
to fulfil social roles as dependents and recipients, these statements of personal agency
created radical new ways to envisage themselves as authoritative individuals.

4.2. Social Agency

The sub-narrative of social agency contained themes connected to inclusion and
everyday activity. They included living in the community, inclusion, participation,
having one’s own home, and living a fulfilled life, including through employment
and education. Of these themes, community or non-institutional living was posi-
tioned as an absolute requirement. Independent living was consistently set out as the
‘antithesis’ of institutional living,”? with the latter equated to incarceration,” impris-
onment’™ and ghettoisation.” When discussing institutionalisation, authors strongly
conveyed the negation of personal agency and even humanity.

... it is still seen as acceptable for disabled people to be living in institutions against their wishes, to
be denied access to basic support to enable them to enjoy a family or social life, and to be guaranteed

no more than the bare minimum services necessary for day to day survival.”®

The themes of inclusion and participation in society, and an active, meaningful life
were very closely intertwined, repeatedly appearing in the same extracts. They were
also strongly connected to equality. Like choice and control, inclusion and participa-
tion were presented as full, uncompromised ideas, with phrases such as ‘full
inclusion’ frequently used.

As well as the themes of employment, education and the need for a meaningful,
fulfilled life, the extracts containing themes relating to social agency were rich in
ideas concerning the quality of life and people’s humanity, including individual per-
sonality and personal development,”” personal relationships? and sexuality.”

Many extracts that conveyed the narrative of social agency also contained a
strong sense of personal agency, indicating that the engagement of disabled people
in community life should be on their own terms to enable the life of one’s own
choice.

Independent Living means that we demand the same choices and control in our everyday lives that
our non-disabled brothers and sisters, neighbours and friends take for granted.We want to grow up
in our families, go to the neighbourhood school, use the same bus as our neighbours, work in jobs that

are in line with our education and abilities, start families of our own.8
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The essential purpose of the narrative of social agency was to construct disabled
people — individually and collectively — as capable and competent actors with the
desire and right to engage in social activities on the same basis as others and as an
integral part of the wider community. Social agency constructed disabled people as
natural social participants, and their marginalisation as an artificial human state.
Social agency thus performed critical narrative repair by resisting the ‘othered’ iden-
tity in which disabled people had been constructed as inadequate, defective and
inferior. The typical social roles and identities created for disabled people in the
texts, together with the discussion of family relationships and universally experi-
enced aspects of the human condition, created a disabled identity based on sameness
rather than difference. Social agency also retained a profound sense of the self. By
connecting social agency to personal agency, the texts indicated that the engage-
ment of individuals in society should be on their own terms, creating a community
identity with individual integrity as a central element. Overall, the narrative of social
agency enabled disabled people to think of themselves not as social ‘waste’, but as
family members, parents, workers and participants engaging with the world as val-
ued individuals within society. Working both alone, and with personal agency, it
generated a narrative of entitlement and human value.

4.3. Citizenship

The narratives of personal and social agency were suffused with the themes of equal-
ity and rights. As indicated in the above extract, equality was connected with social
activities (‘use the same bus as our neighbours’) and personal agency (‘the same
choices and control’). Equality was demanded in terms of equal opportunities,?!
equal social access, 3 equal worth, 8% equal citizenship®* and equal rights. % It was also
articulated as a common and pre-existing human state— that disabled people were the
same as those without impairments, with shared human experiences, ambitions and
desires.

That is the fascination of independent living. Disabled people are no different to anybody else. We
develop as people socially, economically, politically and philosophically.8¢

The theme of rights was connected to independent living both within and well
beyond the sub-narratives of personal and social agency. Numerically, rights was the
most frequently referenced theme in the extracts other than threats to independent
living. From an early stage, independent living was emphatically expressed as a right
in itself:

It is important to remember that the idea of independent living for disabled people as a right has
evolved from within the disability-rights movement — and not from within able-bodied society.8

Independent living was also constructed as the means by which disabled people
would access their broader human rights; and as the expression of these rights.

Without Independent Living we do not have our Human Rights and without Human Rights we do not

have Independent Living.88
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Equality and rights were also discussed extensively in the wider documents, and were
pivotal demands in many texts. Notably, identifying disabled people as rights-holders
rather than objects of care and management was considered another core means to
shift dominant social narratives — and the third ‘big idea’ of the disabled people’s
movement.$

The strong connection of independent living to equality and rights framed it as
a matter of social justice. Equality and rights carry legal connotations, both as posi-
tive obligations and as indicators of discrimination. The construction of independent
living as a right enabled disabled people to reconfigure their identities as natural
rights-holders rather than welfare or charity beneficiaries, and develop a status
based not on their disabled identity, but on their common existence as citizens on
an equal social and legal footing as their non-disabled peers. The construction of
independent living as a right in itself, and inseparably connected to universal human
rights, also elevated it to a different legal level. The denial of such rights is a pro-
found form of oppression which is not only morally objectionable, but capable of
triggering legal complaint. These themes therefore achieved both the feat of narra-
tive repair, raising the social status of disabled people and countering master
narratives of deficiency, otherness, care and charity, and opened up avenues to
demand the creation of actionable legal duties.

5. Independence, Individualism and the Self

The importance of individualism and the self in the independent living counter-
narrative is indicated above. This focus was fundamental and pervasive. It appeared
not as a consciously selected idea but an inherent element of the narrative repair, and
a necessary component of the rebellion against the externally imposed control that
disabled people had experienced through institutional living and the influence of oth-
ers over their lives. It was also practically necessary. In a non-dataset text three of the
Le Court pioneers described how they originally intended to share a house but ulti-
mately chose to live apart as their expectations, ambitions and lifestyles differed.” This
focus on the self pulled against the collectivism that has historically been fundamental
to the disabled people’s movement. UPIAS was formed as a union of disabled people,
founded on principles of solidarity, and the social model of disability was intentionally
developed to refute narratives of disability that Oliver had identified as arising from an
‘ideology of individualism’.%! Both UPIAS and Oliver drew on Marxist approaches in
their analysis, and the social model is characterised by values of communitarianism. It
demonstrates the collective, societal change necessary for disabled people to take their
rightful social place. The fundamental focus on the self within independent living
therefore created a paradox, in which the individual is refuted as a cause of disability
while individuality in responses had traction.

The focus on the self, however, enabled independent living to provide a personal
counterpoint to the collective focus of the social model. Certain dataset texts
referred to the close connection between independent living and the social model,
conceptualising this connection in different ways. Zarb submitted that independent
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living ‘mirrors the essential principles of the social model’,”? Beresford that it ‘fol-
lows from’ it, ¥ and Morris that the social model underpinned it.* Finkelstein
pictured independent living as a component of the social model.% In the texts, inde-
pendent living was connected explicitly and implicitly to access, and it was clear that
it depended in part on the removal of environmental, organisational and attitudinal
barriers that the social model demands. Similarly, both independent living and the
social model demanded full and equal social inclusion, framing exclusion as a soci-
etal response to impairment. There were, however, distinctions. Morris stated that
definitions of independent living generally contain three components:

Firstly, an assertion that disabled people should have the same opportunities for choice and control
as non-disabled people; secondly a challenge to the usual interpretation of ‘independent’; and finally,
the aspiration that any assistance required should be controlled by disabled individuals themselves.?

When compared with the principles of the social model, the distinctive features of
independent living are the explicit and central emphasis on personal agency, the (con-
nected) focus on individual control over support, and the introduction of the concept
of independence in a specific format. Each of these emphasises individualism —
independence itself is a concept that deals with relationships between the self and
others. Independent living thus essentially built upon the social model to create a
more detailed understanding of what is required for individual disabled people to
live their own lives. Within the social model, individual liberation and self~-determi-
nation are achieved through the communitarian solutions of access and integration.
Independent living focuses on the individual and works outwards. Its existence —
and its development as a lived rather than a theoretical position — suggests that
something beyond the social model was needed to counter the denial of personal
identity experienced through institutionalism and ‘batch-living’, and remains neces-
sary to enable disabled people to construct themselves in the light of their own, as
well as their collective, desires and experiences. Both, however, contest the master
narratives that enable damaging social constructions of disabled people and their
societal position. They operate as complementary counter-narratives, working sepa-
rately and together to reconstruct disabled people as social individuals with a right
to live their own lives as equal citizens.

Given the increasing understanding of our multiple social identities and their
combined intersectional impact, the individualism celebrated in independent living
may be fundamental to anybody seeking to choose, define and assert their own ways
of being against dominant social narratives. The focus on individualism is likely also
to be of great importance to disabled people who remain subjected to unequal social
choices, inadequate assistance and the threat or reality of institutional living.
Conversely, the focus on the individual has the propensity to fragment the collective
activity that is fundamental for a social movement to remain effective and for counter-
narratives to be further explored, refined and developed. The creation of
counter-narratives capable of changing external behaviours is necessarily a group activ-
ity, requiring group discussion and collective validation of new social narratives.”” As
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a counter-narrative, therefore, independent living is finely balanced between enabling
the individual expression vital for disabled people to reconstruct their personal social
identity, and undermining their shared experience and the solidarity and collective
functioning of the movement.

A risk in this context is the possibility of particular forms of independent living
emerging as a result of interaction with specific socio-political environments. In
dataset texts, the authors Finkelstein, Davis and Shakespeare each expressed unease
about the emphasis on independence within independent living and the overtones
of individualism that it conveys.?® Davis and Finkelstein voiced particular concerns
that direct payments were based on individualised consumer ideals that might
undermine the movement’s collectivist principles and threaten its fragmentation,
particularly in the context of welfare state residualisation and marketisation that has
existed in the UK ssince the 1980s. UK public sector policy has indeed been driven by
a neoliberal agenda of personal responsibilisation, privatisation and fragmentation
for decades, and direct payments construct disabled people as consumers and
administrators of public funds in a way that has potential value to this ideology. It is
also the case that this coincidental confluence was consciously deployed by the dis-
abled people’s movement. In one of the dataset documents, Morris stated that
during the campaign to place direct payments on a legal footing, the movement
‘use[d] language which fitted well with the individualist political framework which
was becoming more and more dominant’, and that this might have unintentionally
‘contributed towards a steady undermining of collective responsibility and redistri-
bution’.? While the development of legislation on direct payments was a triumph
for independent living campaigners, it is notable that enablers of independent living
that speak to the movement’s collectivism — such as peer support through disabled
people’s organisations — have not been formalised in policy and law and are increas-
ingly under threat.1? It is therefore possible that in the UK context a particular form
of independent living has come to the fore as a result of interaction with the local
political agenda.

6. Incorporation into Law and Policy: Recognising the
Challenges

I state above that one role of counter-narratives may be the reformulation of identity
at a structural level, including by their incorporation into law and policy. Such incor-
poration has the potential to engender social structures that are emancipatory for
the excluded social group by dislodging master narratives and re-drawing social
identities at a fundamental level. As independent living develops as a campaign aim
of disabled people’s movements globally, it is increasingly likely that attempts will be
made to insert independent living into national policy and legislation. In the UK,
such attempts have had some success. In the mid-2000s the (then) UK government
worked closely with disabled people on policy initiatives constructed expressly
around independent living.!%! Both this level of joint working and the detailed focus
on independent living have since waned at the level of central government, although
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independent living continues to be a purported guiding principle of UK disability
policy,'%% and is strongly visible in policymaking in the devolved UK nations.'® While
attempts to introduce a statutory right to independent living have been unsuccessful
in the UK, guidance under both the Care Act 2014 and the Social Services and Well-
being (Wales) Act 2014 states that the wellbeing duties introduced by these statutes
are intended to include key elements of independent living.104

Despite these successes, independent living has not yet become a consistent real-
ity for disabled people in the UK. Indeed, discussion on independent living within
the disabled people’s movement has recently focused on retrogression rather than
success.!® Research by disabled activists and others demonstrates that the imple-
mentation of the 2014 statutes has failed to ensure that independent living is a
reality for those who need assistance in everyday life partly, but not entirely, due to
the impact of austerity on local authority budgets.!? Other policy initiatives, particu-
larly in relation to housing, welfare and employment, have had such a significant
impact on disabled people that the UN Committee on the Rights of Persons with
Disabilities has declared the outcome a ‘human catastrophe’,'%” and disabled activ-
ists have described independent living as being ‘systematically dismantled’.1%® There
is therefore an obvious disjunct between the stated incorporation of independent
living into national policy and the lived experience of disabled people.
Implementation is clearly part of the problem, but questions also arise as to both the
accuracy of the construction of independent living in the policy and legal context
and the purpose of its inclusion. Beckett and Campbell have argued that the social
model has been co-opted by the UK government to service a neoliberal agenda,!®
and certain dataset texts expressed fears about a similar fate for independent liv-
ing.11% Indeed, Morris explored how independent living, and other ideas emanating
from the disabled people’s movement have been systematically ‘colonised and cor-
rupted’ to drive policies that actively disadvantage disabled people.!!!

Further exploration of the possible co-optation of independent living is certainly
required. In addition, I suggest that a further problem may relate to the attempted
or perceived inclusion of independent living in governmental disability strategy,
alongside the accidental omission of its fundamental content. In Wales, the Welsh
Government’s disability strategy (at the time of writing) is the stated vehicle for
implementing independent living.!'? It comprises multiple separate policy initia-
tives, each of which may contribute to the realisation of independent living outcomes,
but these are attached to the concept of independent living rather than flowing
from independent living as an animating principle. Consequently, independent liv-
ing is reduced to something of a policy by-product, and challenge to socially
dominant narratives of disability is limited, despite strong discussion of the social
model.'’® The document suggests that independent living can only be effectively
incorporated into policy and law if there is shared recognition among all stakehold-
ers of the narrative repair that independent living performs, and a shared intention
to ensure that the policy or legislative product intentionally reproduces this repair. I
submit that the presence of the themes of the counter-narrative in policy and law
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without the reproduction of this central element risks fragmenting the counter-
narrative and lessening its impact. Indeed, the incorporation of partial or imperfect
elements of independent living allows policy to give the appearance of supporting
independent living without challenging master narratives that continue to restrict
the identities and agency of disabled people. In this eventuality these master narra-
tives are likely to be reinforced and the radical potential of independent living
neutralised. If independent living is to work as an effective counter-narrative in pol-
icy, and fulfil its role in reconceptualising disabled people’s identities and agency, it
must be seen not just as the realisation of certain material outcomes but consciously
and consistently viewed as an intentional challenge to the dominant social norms
that continue to negate social justice for disabled people.

The CRPD is a key tool in countering this difficulty. In the UK disabled activists
have used the Convention to resist retrogression in their human rights, including
the right to independent living.!'* Notably, the CRPD itself functions as a counter-
narrative. One of'its core purposes is to challenge existing narratives of disability and
shift thinking around disabled identities. Quinn and Doyle state that the CRPD
‘effectuates a paradigm shift in the context of disability’, framing disabled people as
rights-holders and equal citizens rather than objects of care or charity.!!® Article 19
is a critical provision in the Convention contributing to this shift. It views disabled
people as autonomous beings living fully integrated lives with opportunities equal to
others,'% and the ‘choice, freedom, and inclusion’ it demands are ‘considered pre-
requisites for exercising all other [Convention] rights’.!17

Unsurprisingly, Article 19 has become a focal point of UK activists seeking to
realise independent living and to embed it in policy.!!® This focus is also seen beyond
the disabled people’s movement. For example, Article 19 is explicitly referenced in
the Welsh Government’s strategy on independent living discussed above; and in
2012 the UK Parliament’s Joint Committee on Human Rights reported on the imple-
mentation of the rights of disabled people to independent living, ‘as enshrined in
Article 19°.11% However, the focus on Article 19 alone risks overlooking other CRPD
provisions that are fundamental to the equality and social opportunities envisaged
within independent living. The right to full autonomy and an equal life expressed in
Article 19 is bolstered and complemented in other provisions of the Convention.
Article 12 recognises that disabled people have legal capacity that is equal to others
regardless of their cognitive ability. Article 1 references the social model of disability,
Article 8 requires challenges to existing perceptions of disabled people, and Article
3 establishes ‘individual autonomy including the freedom to make one’s own
choices, and independence of persons’ among the core general principles of the
Convention. Other provisions address matters such as accessibility (Article 9),
employment (Article 27), family life (Article 23), and participation in political, pub-
lic and cultural life, and in recreation, leisure and sport (Articles 29 and 30).

In other words, it is the Convention as a whole, rather than Article 19 alone, that
speaks to independent living. Accordingly, a conscious focus on the full content of the
CRPD would facilitate the incorporation of more accurate renditions of independent
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living in policy or law, if only because this more comprehensive approach may more
effectively dispel damaging master narratives. In the legal or policy context, counter-
narratives may dislodge master narratives in one (or both) of two ways — either through
intentional incorporation of the central purpose of resistance and the deliberate and
consistent re-drawing of social identities, or by the incorporation of sufficient ele-
ments of the counter-narrative so effectively that existing dominant accounts are
lessened and ultimately overwhelmed. A holistic focus on the Convention on the
Rights of Persons with Disabilities, and a shared understanding among policymakers
of'its status as a document of resistance, is of value in either context, and has the poten-
tial to bolster independent living against both intentional and accidental co-optation.
As global activism around independent living continues, disabled activists are
increasingly likely to seek its incorporation into law and policy. Evidence from the
UK suggests that the accurate translation of independent living into law and policy is
fundamental for its emancipatory potential to be released, but that this is challeng-
ing for many reasons. More work is needed by both disabled activists and academics
to better understand the interaction between independent living and social policy.
We need to know whether law and policy that are said to enable and support inde-
pendent living are actually performing these functions, and, if not, whether these
difficulties relate to implementation or to how independent living is conceptualised
in the relevant law and policy contexts. Equally important is knowledge as to how
independent living can retain its focus on the individual while also embracing the
collectivism that is fundamental to disabled people’s movements globally, and how
forms of independent living can be forged which are appropriate to different cul-
tures and environments without being unduly influenced by potentially damaging
external agendas. If independent living is to fulfil its role in enabling equality and
social justice for disabled people, we need to understand how it is constructed in law
and policy, and examine whether this construction accurately re-draws the identity
and agency of disabled people in such a way as to enable their full emancipation.

7. Conclusion

Independent living is increasing in importance as a demand of disabled people’s
movements across the globe. In this article I have introduced the theoretical device
of a counter-narrative to explore independent living as it has been created by disa-
bled activists in the UK. I suggest that independent living complements the social
model of disability to ensure that the ‘we’ of the disabled people’s movement is able
to retain a focus on the ‘I’ of the individual; and highlight the work of resistance and
identity reconstruction that independent living performs. I argue that a fundamen-
tal aspect of independent living is its creation of ‘repaired’ social identities for
disabled people which resist dominant narratives of otherness, deficiency and
dependency and liberate disabled people’s agency. I submit that the incorporation
of independent living into law and policy is a powerful means by which its emancipa-
tory potential may be realised, but that where such incorporation is attempted it is
vital that the resulting product retains the element of identity repair. If the content
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and purpose of independent living are to be fully realised, its existence as a chal-
lenge and a form of narrative reconstruction must be expressly understood, and this
element consciously placed at the heart of policy and legislation.

Annex |: The texts in the dataset

Documents are listed in date order. A list of abbreviations is provided below.

Paul Hunt, ‘A Critical Condition’ in Paul Hunt (ed), Stigma: The Experience of Disability
(Geoffrey Chapman 1966).

UPIAS, ‘Policy Statement’ (1974 amended 1976)
https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/UPIAS-

UPIAS.pdf
(accessed 12 January 2022).

UPIAS, ‘The Union of the Physically Impaired Against Segregation and The Disability Alliance
discuss Fundamental Principles of Disability’ (1976)
https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/UPIAS-

fundamental-principles.pdf
(accessed 12 January 2022).

AT Sutherland, Disabled We Stand (Souvenir Press 1981) (Chapter 7: “The Role of “Disabled
Person™).

Ken Davis, ‘A Tenant’s Eye View: The UPIAS Connection’ (in UPIAS, ‘Disability Challenge’
Issue 1, May 1981) 32-36.
https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/UPIAS-

Disability-Challenge1.pdf
(accessed 12 January 2022).

Vic Finkelstein (writing as James Thorpe), ‘A Question of Choice’ (in UPIAS, ‘Disability
Challenge’ Issue 1, May 1981) 27-32.
https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/UPIAS-

Disability-Challengel.pdf
(accessed 12 January 2022).

Ken Davis, ‘Notes on the Development of the Derbyshire Centre for Integrated Living (DCIL)’
(DCDP, December 1984)
https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/DavisK-

earlydcil.pdf
(accessed 12 January 2022).

Simon Brisenden, ‘Independent Living and the Medical Model of Disability’ (1986) 1(2)
Disability, Handicap & Society 173.

Mike Oliver, ‘Social Policy and Disability — Some Theoretical Issues’ (1986) 1(1) Disability,
Handicap & Society 5.

BCODP, ‘Comment on the Report of the Audit Commission “Making a Reality of Community
Care™ (August 1987)
https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/BCODP-

report-of-audit-comm.pdf
(accessed 12 January 2022).

Colin Barnes, ‘Cabbage Syndrome : The Social Construction of Dependence (Falmer Press 1990)
(Chapter 6: ‘Participation and Control’).

HCIL, ‘HCIL Papers 1990: Independent Living” (1990)
https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/HCIL-hcil.

pdf
(accessed 12 January 2022).
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The following papers presented at the BCODP seminar, ‘Making Our Own Choices’
(1992)

. Stewart Bracking, ‘Independent/Integrated Living — A Brief Overview’.

e Maggie Davis, ‘Personal Assistance — Notes on the Historical Context’.

. Anne Rae, ‘Independent Living, Personal Assistance and Disabled Women’.

e Nasa Begum, ‘Independent Living, Personal Assistance and Disabled Black People’.

e Dennis Killin, Independent Living, Personal Assistance, Disabled Lesbians and Disabled Gay Men’.

e John Evans, ‘The Role of Centres of Independent/integrated Living and Networks of Disabled
People’.

https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/Barnes-
making-our-own-choices.pdf
(accessed 12 January 2022).

Ken Davis, ‘The Disabled People’s Movement: Putting the Power in Empowerment’ (paper for
seminar at Sheffield University 1996, updated 1998)
https://disability-studies.leeds.ac.uk /wp-content/uploads/sites/40/library /DavisK-davis-

empowerment.pdf (accessed 12 January 2022).

Vic Finkelstein, ‘Re-Thinking “Care” in a Society Providing Equal Opportunities for All’ (dis-
cussion paper commissioned by the World Health Organisation, March 1998)
https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/finkelstein-

finkelstein2.pdf
(accessed 12 January 2022).

Philip Mason, ‘Back to Basics’ (opening presentation at HCIL conference: Facing Our Future:
Experts’ Seminar on Independent Living and Direct Payments, July 1998)
https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/ HCIL-facing-

our-future.pdf
(accessed 12 January 2022).

Jenny Morris, ‘The Meaning of Independent Living in the 3rd Millennium’ (text of a talk deliv-
ered at University of Glasgow Centre for Disability Research, May 1999)
https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/morris-The-

meaning-of-independent-living-in-the-new-millenium.pdf
(accessed 12 January 2022).

Tom Shakespeare, Help: Imagining Welfare (Venture Press 2000) (Chapter 4: ‘Helpful’).

John Evans, ‘Understanding Our Past and Controlling Our Future’ (presentation at NCIL
Forum, 12 July 2001)
https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/evans-Under-

standing-our-Past-and-Controlling-our-Future.pdf
(accessed 12 January 2022).

Mike Oliver, ‘Where Will Older People Be? Independent Living versus Residential Care’
(Conference: The Care and Management of Older People with Complex Needs, London,
June 2001)
https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/Oliver-where-

will-older-people-be.pdf
(accessed 12 January 2022).

Jenny Morris, ‘Independent Living and Community Care: A Disempowering Framework’
(2004) 9(5) Disability & Society 427.

Gerry Zarb, ‘Independent Living and the Road to Inclusion” in C Barnes and G Mercer (eds),
Disability Policy and Practice: Applying the Social Model (The Disability Press 2004).

Colin Barnes, ‘Independent Futures: Policies, Practices and the Illusion of Inclusion’ (presen-
tation to ENIL, November 2006)
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https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/Barnes-
valencia-presentation-Colin.pdf
(accessed 12 January 2022).

Vic Finkelstein, ‘The “Social Model of Disability” and the Disability Movement™ (2007)

https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/finkelstein-
The-Social-Model-of-Disability-and-the-Disabilit;-Movement.pdf
(accessed 12 January 2022).

Peter Beresford, What Future for Care? (Joseph Rowntree Foundation 2008).

Jane Campbell, ‘Fighting for a Slice, or for a Bigger Cake?’ (The 6th Annual Disability Lecture,
St John’s College, University of Cambridge, April 2008)
https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/Campbell-

Fighting-for-a-slice-of-the-cake-FINAL-FINAL-29-04-08.pdf
(accessed 12 January 2022).

Debbie Jolly, ‘Personal Assistance and Independent Living’ (ENIL paper, undated but filed
as 2010)

No longer available online. Copy archived by the author.

Jenny Morris, Rethinking Disability Policy (Joseph Rowntree Foundation 2011).

Disability Rights UK, ‘Consultation Response on “Fulfilling Potential: Disability Strategy” (9
March 2012)
https://www.disabilityrightsuk.org/sites/default/files/pdf/fulfillingresponse.pdf
(accessed 12 January 2022).

Disability Rights UK, ‘Joint Committee on the Draft Care and Support Bill: Written Submission’
(11 January 2013)
https://www.disabilityrightsuk.org/sites/default/files/pdf/jointcommitteeresponse.pdf
(accessed 12 January 2022).

Inclusion London, ‘Disabled People’s Manifesto: Reclaiming Our Futures’ (2013).

No longer available online. Copy archived by the author.

Inclusion London, ‘Evidence of Breaches of Disabled People’s Rights under the UN Convention
on the Rights of Persons with Disabilities’ (2015)
https://www.inclusionlondon.org.uk/wp-content/uploads/2015/10/Evidence-of-

breaches-of-Disabled-peoples-rights-information-paper-final.doc
(accessed 12 January 2022).

Abbreviations

BCODP:  British Council of Organisations of Disabled People

DCDP: Derbyshire Coalition of Disabled People

DCIL: Derbyshire Centre for Integrated Living

ENIL: European Network on Independent Living

HCIL: Hampshire Centre for Independent Living

NCIL: National Centre for Independent Living

UPIAS: The Union of the Physically Impaired Against Segregation
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<https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/Barnes-

making-our-own-choices.pdf> accessed 23 April 2021, 51, original emphasis.

John Evans, ‘Understanding Our Past and Controlling Our Future’ (2001)
<https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/evans-
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<https://www.inclusionlondon.org.uk/wp-content/uploads/2019/11/ROFA-Manifesto-
2019-final.pdf> accessed 20 April 2021; Disability Wales, ‘Bring Us Our Rights: Disabled
People’s Manifesto’ (2020) <https://www.google.com/url?sa=t&rct=j&q=&esrc=s&sourc
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Committee on the Rights of Persons with Disabilities, ‘General Comment No. 5 (2017) on
Living Independently and Being Included in the Community’ (2017) <https://docstore.
ohchr.org/SelfServices/FilesHandler.ashx?enc=6QkG1d % 2fPPRiCAqhKb7yhsnbHatvuF
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