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Abstract

This thesis studies independent living as a counter-narrative of identity
reconstruction devised by the disabled people’s movement to resist dominant social
narratives of otherness, deficit, dependency and ‘care’. In particular it examines what
happens to that counter-narrative when disabled activists have attempted to insert it
into policy and law. It considers whether the counter-narrative can remain intact in
this context and the implications — for disabled people and the counter-narrative itself
— of the model that is constructed in the policy and legislative context. The policy
field selected for the study is adult social care in Wales, where there are emergent
governance institutions and an expectation of third sector involvement in policy
development.

Using texts from the disabled people’s movement as data, the study identifies how
independent living functions as a counter-narrative and whether there are
distinctions between the model constructed by the disabled people’s movement in
the UK as a whole, and by the movement in Wales. Core fragments of the counter-
narrative are identified and traced through into Welsh Government policy and legal
texts. An analytical framework of narrative relationships of ‘adjacency’ and ‘collision’
is developed to examine these fragments and establish their use in the policy and
legislative contexts.

The study finds that while the attempted incorporation of independent living into
Welsh adult social care policy has been partially successful, it has not yet succeeded
in overturning master narratives that enable and perpetuate the structural and
internalised oppression of disabled people. Both colliding and adjacent ideas were
intentionally and unintentionally neutralised in policy and legislation, allowing master
narratives to thrive. This was a result of multiple factors, including the collision at a
fundamental level of certain core fragments of independent living and the principles
of Welsh Government public sector policy, misunderstandings, the loss of the
element of resistance and the financial context of austerity, which is undermining not
only the ability of the Welsh Government to respond to grassroots demands, but the
Welsh Government’s own public sector values. However, the study finds that if these
problems can be tackled, there is scope for independent living to feature effectively
in Welsh policy and for distinct approaches to it to be developed.
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Chapter 1: Introduction
1. Introduction: Independent living

This thesis explores independent living as a counter-narrative of resistance and
identity reconstruction developed by the disabled people’s movement. It examines
what has happened to that counter-narrative when disabled activists have sought to
insert it into government policy and legislation in Wales. The purpose of the thesis is
to understand the impact of this incorporation on the construction of independent
living and the implications for disabled people and others who campaign to have

their ideas translated into policy commitments.

Independent living is a philosophy developed by the disabled people’s movement as
a response to experiences of institutionalisation and exclusion. Its core principle is
the right of disabled people to have the same opportunities as their non-disabled
peers — to be in control of their own lives, to pursue their own work and social
ambitions, and to live in the place and with the people of one’s choice — in short, to
have the kind of life that, generally speaking, non-disabled people take for granted.
In the words of John Evans, one of the pioneers of independent living in the UK,

independent living is:

the ability to decide and choose what a person wants, where to live and how,
what to do, and how to set about doing it.... the freedom to participate fully in
the community.... It is also the taking and establishment of self-control and
self-determination in the total management of a person’s everyday life and
affairs. It is about ensuring that all disabled people have the equality of

opportunity in the chances and choices of life like everybody else.!

1 John Evans, ‘Independent Living and Centres for Independent Living as an Alternative to Institutions’
(presentation, Brussels, 9 June 2001) <http://disability-studies.leeds.ac.uk/files/library/evans-Centres-
Independent-Living-Alternative-Institutions.pdf> accessed 19 July 2019, 1-2.
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In this thesis, the focus is on independent living in Wales. However, independent
living is a global phenomenon. From around the 1970s, disabled activists and their
allies have campaigned for independent living across the world, with the early battles
taking place particularly in the US, the UK, the Nordic states and western Europe.?
International independent living activist and support networks and conferences have
given rise to shared statements of principles.® Independent living is now incorporated
into the UN Convention on the Rights of Persons with Disabilities (UNCRPD),
adopted by the UN in 2006 and ratified by the UK in 2009. As a whole, the UNCRPD
is a statement of equal rights and equal opportunities for all disabled people.* Of
particular importance, however, is Article 19, which creates a legal right for disabled
people to live independently in the community, with choices and access equal to
others.® Signatory states are required to progressively realise the rights expressed in
the UNCRPD, and Atrticle 4(3) of the Convention requires states parties to ‘closely
consult with and actively involve’ representative organisations of disabled people in
the development of policy and legislation intended to implement it. In this context the

findings of this thesis have a significance well beyond Wales and the UK.

2. The origin and purpose of this thesis

| became aware of independent living through work undertaken for an MSc project.
This explored the idea of ‘independence’ in Westminster adult social care policy
documents, which | had identified as a site of contested meaning. Certain of these
texts referred to independent living as a matter in its own right, which had a distinct
content from the idea of ‘independence’ as it is typically understood and which had

been devised by the grassroots disabled people’s movement. The impetus for this

2 See Chapter 2, section 4.

3 For example, the Strasbourg Resolutions. European Network on Independent Living, ‘The
Strasbourg Resolutions’ (1989) (Independent Living Institute, undated)
<https://www.independentliving.org/docs2/enilstrasbourgresolutions.html> accessed 14 May 2018;
and the ‘Tenerife Declaration’, developed and signed at the first European Congress on Independent
Living in April 2003 (Independent Living Institute, undated)
<https://www.independentliving.org/docs6/tenrife20020426en.html> accessed 10 July 2019.

4 This is the first articulation of a right connected with independent living in international law. Arlene
Kanter, The Development of Disability Rights under International Law: From Charity to Human Rights
(Routledge 2015) ch 2.

5 The UNCRPD is discussed in Chapter 2, section 4 and Chapter 6, section 5.
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thesis originated in that MSc project. It became clear that in Westminster,
independent living had gained significant traction. Indeed, at one stage it had been
the core focus of disability policy that was explicitly devised in close contact with
disabled people.® Both this inclusion of disabled people in policy development, and
the centrality of independent living were a huge success for the disabled people’s
movement and held the potential permanently to shift the basis of disability policy.
However, when | read recent texts written by disabled activists, it was clear that
despite these policy successes and the existence of the UNCRPD, the practical
attainment of independent living and the impact of independent living on individual
lives was not being experienced. In many cases activists were talking of failures of
the realisation of independent living, and even of the co-optation and colonisation of

independent living and other ideas of the disabled people’s movement.’

It was clear that a number of things had occurred. There were certainly problems of
implementation and a lack of commitment to or realisation of policy promises. Some
of this was at least partly due to the austerity context. Disabled activists and others
had examined the implementation of policy, assessing the practical experiences of
disabled people against the standards of independent living.2 However, there also
appeared to be a lack of understanding of the idea of independent living in policy. It
seemed that an apparent consensus on certain elements of independent living might

be masking important differences of interpretation. How this had happened was not

6 Prime Minister’'s Strategy Unit and others, ‘Improving the Life Chances of Disabled People’ (TSO
2005); and Office for Disability Issues, ‘Independent Living: A Cross-Government Strategy about
Independent Living for Disabled People’ (HM Government, 2008).

7 Jenny Morris, Rethinking Disability Policy (Joseph Rowntree Foundation 2011); Michael Oliver,
‘Welfare and the Wisdom of the Past’ (Disability Now, February 2013)
<http://www.disabilitynow.org.uk/article/welfare-and-wisdom-past> accessed 19 August 2013.

8 For example, Jenny Morris, ‘Independent Living Strategy: A Review of Progress’ (In Control and
Disability Rights UK 2014)
<https://www.disabilityrightsuk.org/sites/default/files/pdf/independentLivingStrategy-
A%20review%200f%20progress.pdf> accessed 19 July 2019; 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/campaigns-and-policy/facts-and-
information/equality-and-human-rights/evidence-of-breaches-of-disabled-peoples-rights-under-the-un-
convention-on-the-rights-of-persons-with-disabilities/> accessed 2 January 2017; In Control,
‘Independent Living Survey 2016’ (In Control on behalf of the Independent Living Strategy Group,
2016) < http://lwww.in-
control.org.uk/media/243039/independent%20living%20survey%202016%20v2.pdf> accessed 19
July 2019; Merton Centre for Independent Living, ‘Choice Control and Independent Living: Putting the
Care Act into Practice’ (2018) <https://www.mertoncil.org.uk/assets/documents/choice-control-and-
independen> accessed 19 July 2019.
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obvious and there was limited study of how independent living had been constructed
in policy and what its intended or unintended meanings were in that context. It
therefore seemed to me to be necessary to understand how independent living has
been formed, developed and deployed in policy documents. This PhD project
provided the opportunity to study that aspect. Using naturally occurring written
documents as data, | examine how independent living is constructed in texts
emerging from the disabled people’s movement in the UK and Wales, and how it is
constructed in government policy and legislative texts in the Welsh context. The aim
is to establish how independent living materialises in these different groups of texts,
and the implications of these materialisations for independent living and disabled

people.

In personal terms, the thesis provided the opportunity to explore independent living
itself. Independent living struck me as a powerful account of the human condition,
and what it means to have one’s life restricted by social responses to bodies and
minds that are socially constructed as unusual, difficult or ‘wrong’. As a previously
non-disabled person,® albeit one who had grown up with and around disabled
people, independent living brought a new insight into the denials of equality and
opportunity that arise from responses to differences in physical, cognitive or
communication functioning. | was deeply intrigued by the fact that although | had
formerly been employed by two large disability-related charities, | had not explicitly
become aware of independent living, although | knew of the existence of activist
organisations of disabled people. The project provided an opportunity to explore the
fundamental distinction between these different groups in how disability was

constructed and understood.

9 At the outset of this project | identified as non-disabled. This is no longer the case. In 2015 |
developed severe tinnitus and in 2017 | rapidly lost all hearing in one ear. The conditions are
permanent and irreversible. As no residual hearing remains in that ear, a hearing aid is of limited use,
although a CROS aid, which transfers sound from the ‘dead’ ear to the other is of some value.
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3. The theoretical framework

To undertake this study | have deployed — and developed — the theoretical
framework of counter-narrative analysis. Counter-narrativesC are ‘stories’, typically
developed by marginalised or less powerful groups or individuals, which question or
challenge ‘master narratives’ — accounts or understandings devised and perpetuated
by dominant groups. Master narratives delineate acceptable ways of performing
social roles,'! and are so much a part of social understandings that they come to
form a culture’s generally accepted sense of what is ‘normal’ or ‘natural’. They
establish certain identities for particular social groups and demand particular forms of
behaviour from those groups and individuals within them. As individuals and group
members, we learn what is expected of us from these master narratives, and they
form our understandings of ourselves and others. The purpose of a counter-narrative
is to devise and promote new ways of being that resist these constructed identities
and legitimate the experiences of the ‘outgroup’. The development of a counter-
narrative enables the outgroup to create a new identity, forged on its own principles,
and resist master narratives that restrict and deny the experiences and capabilities of

the group. Nelson describes this as the ‘repair’ of damaged identities.?

The concept of counter-narrative was a natural fit for independent living. It chimed
with the experiences of a group that has expressed a collective experience and
history of marginalisation, exclusion, domination and oppression, and which has
articulated a problem of internalised identity damage through the absorption of social
messages that have created particular roles and personalities for disabled people. It
also resonated with the fact that disabled activists in the UK have long understood
that challenging their social exclusion and material circumstances would require a

shift in the way society constructs and understands disability. This is now reflected in

10 Some authors use the term ‘counterstory’. In this thesis, the term ‘counter-narrative’ is used, which
is the more widely used phrase. In critical race theory, the term ‘counter-story’ is more commonly
used.

11 Molly Andrews, ‘Introduction: Counter-Narratives and the Power to Oppose’ (2002) 12(1) Narrative
Inquiry 1; Michael Bamberg, ‘Considering Counter Narratives’ in Michael Bamberg and Molly Andrews
(eds), Considering Counter-Narratives: Narrating, Resisting, Making Sense (John Benjamins
Publishing 2004).

12 Hilde Lindemann Nelson, Damaged Identities, Narrative Repair (Cornell University Press 2001).

27



the UNCRPD. A core purpose of the Convention is to change the way disabled
people are perceived, and to create a new legal identity of citizenship and rights-
holders for those previously considered to be objects of charity.'® Counter-narrative
theory gave scope to examine independent living as an intentionally created
narrative of resistance to the experiences and construction of disabled people in the
UK, and provided a frame for the analysis of whether and how that narrative was

treated and constructed in policy texts.

4. A case study of independent living in adult social care policy in

Wales

This thesis both examines and explores independent living as a counter-narrative
and acts as a broader case study of the impact on a counter-narrative of absorption
into policy and legislation. The particular case study examined is that of independent

living in adult social care policy and legislation in the Welsh context.

‘Social care’ is the term typically used to refer to the support provided by local
authorities to people who need assistance with daily activities, such as getting up
and getting dressed, cooking and eating, parenting or getting around. In the UK
social care is distinct from health care, underpinned by largely separate legislation
and delivery structures from those that govern the National Health Service. The
policy area of adult social care was selected for study partly because of the heritage
of the project, but essentially because of the particular connection between social
care and independent living. For independent living to be achieved, adjustments are
required in multiple areas that are typically considered separately in policy
development. There must, for example, be accessible housing and transport, an
accessible environment, and full and equal employment and education opportunities
for disabled and non-disabled people.* However, social care is pivotal for two

reasons. Firstly, independent living arose as specific resistance to certain forms of

13 See Chapter 2, section 4.
14 The disabled people’s movement has identified 12 ‘pillars’ of independent living, which are set out
in Chapter 2, section 4.
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social ‘care’ provision, particularly institutionalisation,'® creating a historical
connection. Secondly, for disabled people who need support in daily living, how
social care is provided is fundamental for the self-determination and ability to live the
meaningful life that Evans describes.'® Many disabled activists choose to refer to
‘independent living support’ rather than ‘social care’ to express the assistance they
need in daily life.1” Morris has argued that a ‘political and ideological battle is being
waged’ around how people receive assistance, with policy makers thinking in terms
of ‘community care’ and disabled people in terms of independent living.® A final
point of interest was that legislation on adult social care had recently been revised in
both Wales and England, which had created an opportunity for a right to independent

living to be enshrined in domestic statute.®

The Welsh policy context was selected for this project for many reasons. Firstly, the
bulk of activist and academic literature examining both independent living and social
care policy pertained to the Westminster context, with a void existing in relation to
Wales.?° The dominant political principles in Wales are distinct from those in
Westminster, and this would have particular implications for how independent living
might be incorporated into policy.?* Secondly, prior to the start of this project, the
Welsh Government had produced its first pan-disability and cross-governmental

policy document, the Framework for Action on Independent Living,?? developed in

15 This is explained and explored in Chapters 2 and 6.

16 Jane Campbell, ‘Social Care as an Equality and Human Rights Issue’ (speech at Institute of Public
Policy Research, 19 February 2008) (Equality and Human Rights Commission, last updated 14 April
2016) < https://www.equalityhumanrights.com/en/care-and-support/speech-social-care-equality-and-
human-rights-issue> accessed 19 July 2019.

17 For example, Reclaiming Our Futures Alliance, ‘Independent Living for the Future - Our Vision for a
National Independent Living Support System’ (April 2019)
<https://www.inclusionlondon.org.uk/campaigns-and-policy/facts-and-information/independent-living-
social-care-and-health/national-independent-living-strategy/> accessed 18 June 2019.

18 Jenny Morris, Independent Lives? Community Care and Disabled People’ (Palgrave Macmillan
1993), ix.

19 See Chapter 3, section 6. See Chapter 2, section 4 for discussion of attempts to bring a right to
independent living into domestic legislation.

20 Social care has been devolved to Wales since 1999. The National Assembly for Wales was created
by the Government of Wales Act 1998 and the first Assembly Members elected in 1999. Initially the
Assembly had limited powers to make secondary legislation only in various fields including social
services. For a summary of the history of devolution and its relevance to social care policy and
legislation, see Chapter 3.

21 See Chapter 3, section 5.

22 Welsh Government, ‘Framework for Action on Independent Living’ (2013)
<http://gov.wales/docs/dsjlg/publications/equality/130916frameworkactionen.pdf> accessed 23
February 2018.
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close consultation with disabled people’s organisations and the third sector. As its
name indicates, the purpose of this document was to establish a Welsh policy
explicitly to enable independent living. There was therefore the opportunity to study
independent living in recent policy that was produced with disabled activists, nearly a
decade after independent living had first entered the UK policy consciousness.
Finally, and most importantly, one of the stated reasons for Welsh devolution was
the creation of a governance structure in which the public had greater participation in
the policy process. Statutory duties were created not only to enable this participation,
but also to prioritise equality. These matters are set out in full in Chapter 3.
Examining independent living in Wales therefore gave scope to consider the impact
on a counter-narrative of its translation into policy in a context in which there is a
specific and explicit requirement on both the Welsh Government and the National

Assembly for Wales to consult civil society organisations in policy development.

It should be noted that where Welsh documents were bilingual — whether those of
the disabled people’s movement or policy and legislative documents — only the
English documents (or English sections) were studied. Study of the Welsh
documents or sections could not be undertaken as | am not a Welsh speaker and the
close study of texts requires fluency in the relevant language. Interrogation of the
Welsh element of bilingual texts would have required the employment of a Welsh
speaker, which was not resourced under the terms of the research. When sourcing
the documents for study from the disabled people’s movement, none were found that
existed only in Welsh and no movement that operated exclusively in Welsh was
encountered. However, it was not possible to explore this exhaustively as this would

also have required competence in Welsh.

5. The research questions and an outline of the thesis

The core purpose of this project was to develop an understanding of independent
living as a counter-narrative and assess the impact on the construction of that
counter-narrative when it becomes enmeshed with the process of policy

development. The research question that guided this work was:
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e What happens to the activist counter-narrative of independent living when it is
incorporated into Welsh Government policy and law on disability and adult

social care?

During the project, it became clear that the study of independent living in the Welsh
context raised a particular set of questions relating to the interaction between
individualised and communitarian approaches to public sector provision. In the
English context, core elements of the counter-narrative of independent living have
dovetailed with certain public sector policy principles that emphasise individualism,
personal responsibility and the privatisation and marketisation of social care.?® This
has been broadly discussed in academic literature and by the disabled people’s
movement.?* In Wales, where principles of collectivism and universalism underpin
the public sector,?® there was a tension between these aspects and the Welsh
Government’s broad public sector policy principles. This critical tension became a
particular focus of the project and the analysis. A second, and secondary, research
guestion was developed to enable the study of this aspect. This research question

was:

e How has the Welsh Government’s inclination towards communitarian
approaches in public sector policy impacted on the construction and
incorporation of independent living in disability and adult social care policy

and law in Wales?

The thesis is divided into three parts. The first part provides the background and
context that is necessary to understand a study of independent living as a counter-
narrative in the Welsh policy context. Chapter 2 outlines the history of the disabled
people’s movement and independent living and Chapter 3 introduces the Welsh
policy environment. Chapter 4 sets out the theoretical framework, establishes
independent living as a counter-narrative and introduces the theoretical tools for the
analysis. In particular, this chapter introduces an analytical framework of ‘adjacency

and collision’ between the counter-narrative and policy principles, devised during this

28 See Chapter 3, sections 5 and 6.1.
24 See Chapter 6, particularly section 4.4.
25 See Chapter 3, section 5.
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project to enable the study of counter-narratives in the policy context. Chapter 5
explains the methods used in the study.

The second part of the thesis examines independent living as a counter-narrative,
using texts from the disabled people’s movement as data. Chapter 6 identifies both
the master narratives that independent living was developed to counter and certain
core ‘fragments’ of the counter-narrative in texts from the UK disabled people’s
movement. It establishes how independent living does the work of identity
reconstruction. Chapter 7 examines these fragments in documents authored by the
disabled people’s movement in Wales to establish whether a distinctive model of
independent living has been constructed by activists in the Welsh context. Chapter 8
draws on the findings of this part of the study to highlight potential areas of
adjacency and collision between independent living and Welsh Government policy
principles.

The final part of the thesis examines Welsh policy and legislative documents to
establish whether and how the counter-narrative of independent living has been
incorporated into policy and the impact upon it of that incorporation. Chapter 9
examines the incorporation of fragments of independent living into Welsh
Government policy on disability and adult social care prior to the development of the
Framework for Action on Independent Living, and Chapter 10 provides an analysis of
the Framework. Chapter 11 examines provisions in the Social Services and Well-
being (Wales) Act 2014 to establish how independent living and the identified
component fragments are treated in the statutory context. The final chapter
considers the implications of the findings in relation to counter-narrative theory,
independent living, and disabled people in Wales.

The project makes a contribution on a number of levels and in various areas. In the
theoretical field, it clarifies certain aspects of counter-narrative theory and creates an
analytical framework to enable the study of a counter-narrative in the policy context.
The analysis of independent living as a counter-narrative of resistance and narrative
repair gives new insights into how independent living operates and what it achieves
in terms of identity reconstruction for disabled people; and the examination of

documents from the Welsh as well as the broader UK disabled people’s movement
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has revealed distinctions between the models of independent living crafted by
disabled activists in these two contexts. The final part of the thesis takes the study of
counter-narratives into new areas. It demonstrates both the impact on the
construction of independent living of its incorporation into policy and legislation in
Wales, and how this impact has occurred. The findings from the thesis have
implications for the use of counter-narrative theory, for disabled people in Wales, the
UK and beyond, and for others seeking to insert activist ideas into policy and

legislation.

6. Terminology

Terminology is of critical importance to the disabled people’s movement. In this
thesis, the terminology chosen by the UK disabled people’s movement is used: the
term ‘disabled people’ is used in preference to ‘people with disabilities’; and
‘impairment’ is used to describe a distinction in functioning. These terms reflect the
social model of disability, which holds that disability arises from social failures to
adjust to impairments. The social model is explained in Chapter 2.

‘Care’ is also a loaded word for disabled people and the disabled people’s
movement, which typically prefers the terms ‘support’ or ‘assistance’.?¢ In this thesis
‘social care’ is used to refer to the broad policy area set out above, on the basis that
this is the phrase used in the policy itself and by many disabled activists when
discussing that policy. In the broader text, the terms ‘support’ or ‘assistance’ are
used unless the discussion relates to the use of the terms ‘care’ or ‘services’ in a

particular document.

26 See Chapter 6, sections 2 and 4.4.
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Chapter 2: Contexts — The disabled people’s

movement and independent living in the UK

1. Introduction

This chapter is the first of two which provide the context that is necessary to
understand an analysis of independent living in the Welsh context. It provides
background information on the disabled people’s movement and independent living.
It begins by briefly setting out the history of the disabled people’s movement in the
UK. It then outlines the social model of disability, which is the foundation upon which
independent living was built and from which it derives much of its meaning. The
chapter then provides an overview of the development of independent living in the
UK and concludes by establishing the connection between independent living and

the social model.

2. The disabled people’s movement in the UK

The history of the UK movement has been chronicled elsewhere and does not need

to be re-examined here in detail.* This section sets out a brief summary.

In this thesis the disabled people’s movement refers to the self-identified formal and

informal network of individuals and organisations of disabled people which have

1 Texts by individuals within the movement include: Jane Campbell and Michael Oliver, Disability
Politics: Understanding Our Past, Changing Our Future (Routledge 1996); Michael Oliver and Colin
Barnes, Disabled People and Social Policy: From Exclusion to Inclusion (Longman 1998); Ken Davis
and Audrey Mullender, Ten Turbulent Years: A Review of the Work of the Derbyshire Coalition of
Disabled People (University of Nottingham, 1993) available at <https://disability-
studies.leeds.ac.uk/wp-content/uploads/sites/40/library/DavisK-TEN-TURBULENT-YEARS. pdf>
accessed 29 September 2018. For a summary and critique of the early movement, see Tom
Shakespeare, Disability Rights and Wrongs Revisited (2" edn, Routledge 2014), particularly at 13-17.
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been lobbying on a variety of issues since the late 1960s.2 If any particular action
can be identified as the birth of the movement, it is commonly considered to be the
foundation of the organisation the Union of the Physically Impaired Against
Segregation (UPIAS)? following the publication in The Guardian of a letter by the
disabled activist Paul Hunt calling for disabled people to form their own ‘consumer’
group.* A number of organisations of disabled people had existed before this, some
for decades,® certain of which had engaged in significant political lobbying and
activity.® UPIAS, however, developed a new and radical approach to disability and

policy which is credited with establishing the movement as we see it today.

The distinctive feature of UPIAS was its questioning not of specific issues impacting
on disabled people — such as, for example, a lack of income or rehabilitation — but
fundamental beliefs about disability and its social construction.” Guided by activists
such as Paul Hunt, who had for some time been drawing similarities between
disabled people and other minorities, and Vic Finkelstein, a political exile and former

political prisoner from apartheid South Africa,® UPIAS located disability in social

2 Campbell and Oliver (n1). Morris uses the term to refer specifically to the existence and networking
of organisations of disabled people. Jenny Morris, Rethinking Disability Policy (Joseph Rowntree
Foundation 2011), available at <http://www.jrf.org.uk/sites/files/jrf/disability-policy-equality-
summary.pdf> accessed 1 June 2015.

3 Grue suggests that the ‘origo’ of the disability movement in Britain is the publication of the UPIAS
‘manifesto’ (or policy statement), Jan Grue, Disability and Discourse Analysis (Ashgate 2015), 36.
Shakespeare also states that UPIAS has been retrospectively ‘celebrated as the inspiration for the
British disability movement’. Shakespeare, ‘Rights and Wrongs’ (n1), 17. Campbell and Oliver are not
so specific, attributing the rise of the movement to multiple events and groups but discuss the
importance of UPIAS and its work. Campbell and Oliver (nl), particularly chapter 4.

4 Paul Hunt, ‘Letter to The Guardian’ The Guardian (London, 20 September 1972). Paul Hunt was for
some time a resident of the Leonard Cheshire Le Court residential home in Hampshire. He was active
in challenging conditions at Le Court and in 1966 brought together and published a series of essays
by disabled people. Paul Hunt (ed), Stigma (Geoffrey Chapman 1966). For these reasons, Campbell
and Oliver state that the work of Paul Hunt, in particular, was ‘pivotal to the emergence of the
disability movement’. Campbell and Oliver, (n1), 64.

5 Oliver and Barnes, Disabled People and Social Policy (n1), particularly at 74-75. Some earlier
organisations were the National League of the Blind and the Disabled Incomes Group There were
also mental health user/survivor movements such as the Alleged Lunatics’ Friend Society. N Hervey,
‘Advocacy or Folly: The Alleged Lunatics' Friend Society, 1845-6’ (1986) 30 Medical Science 245.

6 People with visual impairments, organised by the National League of the Blind (later the National
League of the Blind and Disabled), marched against poor working conditions as early as 1920 (Oliver
and Barnes, Disabled People and Social Policy (n1) 74) and in the 1960s the Disabled Income Group
became ‘one of the largest mass organisations of disabled people in the world’. Vic Finkelstein, ‘A
Personal Journey into Disability Politics’ (presentation, 7 February 2001) <https://disability-
studies.leeds.ac.uk/wp-content/uploads/sites/40/library/finkelstein-presentn.pdf> accessed 7 March
2019, 3.

7 Finkelstein indicates that the early membership of UPIAS spent two to three years in discussion on
relevant issues. Finkelstein ‘Personal Journey’ (n6), 5.

8 Ibid.
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responses to physical impairments® rather than the impairment itself. They argued
that in this form, disability amounted to direct oppression — a ‘power relationship of
control’.1% This enabled disabled people to express their experiences in terms of
discrimination rather than need, and solutions in terms of equality rather than
‘care’.*! The views, actions and construction of UPIAS have been subject to
criticism,? but there can be no doubt that these developments rendered UPIAS
distinct from organisations of disabled people that had gone before and created a

new and theoretical basis for collective action.

The movement has always made a distinction between disabled people’s

organisations (DPOs),*® which are formed of and controlled by disabled people,*

9 Initially the movement was formed of and focused on individuals with physical impairment, although
today it also embraces people with cognitive impairments, the neurodiverse community and people
with mental health conditions (or survivors of psychiatric intervention).

10 Judy Hunt, ‘A Revolutionary Group with a Revolutionary Message’ (text of a talk reproduced in
Coalition, 2001) <https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/Hunt-J-a-
revolutionary-group-with-a-revolutionary-message.pdf> accessed 7 March 2019. See also: UPIAS,
‘Policy Statement’ (1974, amended 1976) <https://disability-studies.leeds.ac.uk/wp-
content/uploads/sites/40/library/UPIAS-UPIAS.pdf> accessed 20 October 2014; UPIAS, ‘Fundamental
Principles of Disability’ (1975) <https://disability-studies.leeds.ac.uk/wp-
content/uploads/sites/40/library/UPIAS-fundamental-principles.pdf> accessed 20 October 2014; Vic
Finkelstein, ‘Attitudes and Disabled People: Issues for Discussion’ (World Rehabilitation Fund 1980)
<https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/finkelstein-attitudes.pdf>
accessed 7 March 2019.

11 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 July 2019. Davis notes that organisations of disabled people that
existed prior to UPIAS sought improvements ‘very much in the prevailing welfarist mode’ while UPIAS
‘paved the way for a civil rights struggle when it redefined disability’.

12 Campbell and Oliver set out responses to UPIAS from those both within and outside it, which
include comments about rigidity of principle, illiberalism, secrecy, elitism and male dominance,
although many reasons for these attributes are also considered. Campbell and Oliver (n1), Chapter
4. For criticisms, see also: Shakespeare, Rights and Wrongs (nl), particularly p17.

13 In recent years, the term ‘Deaf and Disabled People’s Organisations’ (DDPOs) has increasingly
been used to cover both DPOs and organisations run by Deaf people for the Deaf community. ‘User-
led organisations’ (ULOs) is a further term for organisations run by disabled people, particularly
among survivors of psychiatric services.

14 A disabled people’s organisation (DPO) is one that is run and controlled by disabled people and
typically has a cross-disability focus. Jolly suggests that to be considered a DPO, at least 75 percent
of people at decision-making levels must be disabled. Debbie Jolly, ‘Personal Assistance and
Independent Living’ (paper prepared for ENIL, undated)
<http://pf7d7vi404s1dxh27mla5569.wpengine.netdna-cdn.com/files/library/jolly-Personal-Assistance-
and-Independent-Living1.pdf> accessed 10 November 2016. Inclusion London suggests that either
the Board of the organisation must be made up of at least 75 percent disabled people, or that at least
50 percent of the staff of the organisation are disabled people, or both. Inclusion London, ‘DDPO
Directory’ (undated) <https://www.inclusionlondon.org.uk/directory/listing/> accessed 18 February
2019. The UN Committee on the Rights of Persons with Disabilities states, ‘The Committee considers
that organizations of persons with disabilities should be rooted, committed to and fully respect the
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and the significantly wider group of organisations — including a number of large
national charities — which focus on disability, but which are not predominantly formed
of, or established and controlled by, disabled people. The movement identifies as
being composed of disabled people and DPOs only,*® with allies who accept certain
principles.'® Indeed, it arose partly in response to the historical domination of
campaigning around disability issues by charities controlled by non-disabled people
which the movement has sometimes called the ‘disability establishment’.'” From the
outset of the movement, there has been a strong mistrust of these charities,® which
have been seen as self-serving and directly oppressive of disabled people.® Indeed,
many disability charities are historically providers of, and retain financial interests in,
the forms of services that disabled activists have rejected.?? Barnes and Mercer
summarise various criticisms of non-DPO disability organisations, which include the
existence of an ethos that reinforces dependency, the use of ‘personal tragedy’
imagery in fundraising, political inertness and a ‘cosy’ relationship with the state.?!
Other criticisms from the movement include the failure of ‘establishment’ charities to
involve disabled people while purporting to speak on their behalf, their lack of

democratic accountability, and their absorption of resources that might otherwise be

principles and rights recognized in the Convention. They can only be those that are led, directed and
governed by persons with disabilities. A clear majority of their membership should be recruited among
persons with disabilities themselves.” UN Committee on the Rights of Persons with Disabilities,
‘General Comment No. 7 on the Participation of Persons with Disabilities, Including Children with
Disabilities, through their Representative Organizations, in the Implementation and Monitoring of the
Convention’ (UN Doc CRPD/C/GC/7, adopted on 9 November 2018)
<https://www.ohchr.org/EN/HRBodies/CRPD/Pages/GC.aspx> accessed 12 July 2019.

15 Campbell and Oliver (n1) 22.

16 Generally speaking, these are social model principles (see further below) and other ideas, such as
the right of disabled people to be in control of their own lives and organisations, and the expertise of
disabled people in their own circumstances. This was a feature of the movement from the outset, with
UPIAS, in particular, talking about the ‘correct’ view of disability. UPIAS, ‘Fundamental Principles’
(n10). The UNCRPD has more recently set out a statement as to what constitutes an ‘ally’ of DPOs.
See main text of this chapter, Section 4.

17 Campbell and QOliver, (n1).

18 UPIAS, ‘Fundamental Principles’ (n10); Campbell and Oliver, (n1).

19 Campbell and Oliver, (n1). Oliver has been a particularly vocal proponent of this view. See, John
Pring, ‘Oliver Comes out of Retirement to Deliver Stinging Rebuke to ‘Parasite’ Charities’ (Disability
News Service, 30 November 2017) <https://www.disabilitynewsservice.com/oliver-comes-out-of-
retirement-to-deliver-stinging-rebuke-to-parasite-charities/> accessed 4 March 2019. For a personal
experience of direct oppression of an individual by staff of a disability charity, see comments made by
Jane Campbell in interview, Campbell and Oliver (n1) ch 10.

20 Campbell and Oliver (n1). Mike Oliver, ‘Isolation, Segregation, Liberation: Remembering Where We
Came From’, (Disability Now, November 2013) <http://www.disabilitynow.org.uk/article/isolation-
segregation-liberation-remembering-where-we-came> accessed 27 May 2015 (no longer available
online, copy archived by the author).

21 Colin Barnes and Geof Mercer, Independent Futures: Creating User-Led Disability Services in a
Disabling Society (Policy Press 2006), 31.
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available to DPOs.?? Morris argues that it is now increasingly difficult to distinguish
between ‘organisations “of” and organisations “for” disabled people, as the latter
have, in recent years, sought to engage disabled people in their management
structures and increasingly associated themselves with the ideas and campaigns of
the grassroots movement.?®> However, the UNCRPD implicitly requires a distinction
between ‘representative organisations’ of disabled people and others working in the
field of disability,?* and the UN Committee recently developed a general comment
establishing that a representative organisation is considered to be a DPO, or an ally

organisation based on principles of supported decision making and the CRPD.?®

In this thesis the disabled people’s movement is considered to be a social
movement. It is not the purpose of the thesis to analyse its history and existence in
terms of social movement theory, and that discussion exists elsewhere.?® Similarly,
the question of how far the movement is representative of disabled people in the UK
is outside the scope of this thesis. Barnes and Mercer indicate that ‘it was always a
minority of disabled people that accepted a positive or politicised “disabled identity”
and became active in the Disabled People’s Movement’;?” and Shakespeare notes
both that UPIAS never grew into a popular force and that historically many
‘impairment groups’ were initially either not welcomed into the movement or chose to
remain separate.?® The movement now embraces multiple different groups and has
become more intersectional in its approach.?® However, as with any grassroots

movement, the question of whether the movement can realistically be considered to

22 Campbell and Oliver (n1).

23 Morris (n2).

24 Article 4(3) of the UNCRPD requires the involvement of disabled people in the development of
policy affecting them through their ‘representative organisations’.

25 UN Committee on the Rights of Persons with Disabilities, (n7).

26 See, among others, Campbell and Oliver (nl) particularly ch 9; Mark Priestley, Disability Politics
and Community Care (Jessica Kingsley 1999), particularly chapter 3; Tom Shakespeare, ‘Disabled
People’s Self-Organisation: A New Social Movement?’ (1993) 8(3) Disability, Handicap & Society 249;
Angharad E Beckett, ‘Understanding Social Movements: Theorizing the Disability Movement in
Conditions of Late Modernity’ (2006) 54(4) The Sociological Review 734; Susan Peters, Susan Gabel
and Simoni Symeonidou, ‘Resistance, Transformation and the Politics of Hope: Imagining a Way
Forward for the Disabled People’s Movement’ (2009) 24(5) Disability & Society 543.

27 Barnes and Mercer, Independent Futures (n21) 35. Barnes and Mercer note that this is typical of
most protest movements.

28 Shakespeare, ‘Rights and Wrongs’ (n1) particularly 99-101.

29 Barnes and Mercer, Independent Futures (n21) state at 36: ‘Subsequent discussions among
disabled people and their organisations have amended the reference to “physical impairments” so
that any impairment (including sensory and intellectual examples) falls within the potential scope of
disability’.
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speak on behalf of the majority of disabled people remains open. In more recent
years, as disabled people have become more visible in public life, and social media
has enabled greater access to discussion fora, the movement has arguably
fragmented from its original small group of organisations that had a relatively

consistent message and a strong solidarity.3°

A distinction is made in this thesis between what are termed (in the thesis) the
‘Anglo-British disabled people’s movement’ and the ‘Welsh disabled people’s
movement’. The first is composed of organisations and individuals who have
historically worked across the UK or English and Welsh context but have, since
devolution, focused predominantly on developments in England in relation to
devolved matters.3! The second refers to the groups of organisations and individuals
which work primarily in the Welsh context, responding to Welsh developments on
devolved matters, but who may also contribute to discussion on UK developments.32
This distinction is not absolute and both groups share the common heritage outlined
above. Where both groups are under consideration or no distinction is necessary, the
term ‘disabled people’s movement’ or ‘UK disabled people’s movement’ is used. It
should be noted that neither the term ‘Anglo-British disabled people’s movement’ nor

‘Welsh disabled people’s movement’ is used within the movement itself. They have

30 In particular, a movement of ‘sick and disabled’ people has developed in the UK, discussed in
Section 3 of this chapter. Similarly, the Shaw Trust 2018 ‘Power List’ of ‘Britain’s most influential
disabled people’ includes individuals who are activists from the disabled people’s movement (such as
Jane Campbell and Kamran Mallik) and individuals who have an activist role but have little connection
with the movement or its theoretical background and political activism (such as Martyn Sibley, co-
founder of the online ‘Disability Horizons’). The list demonstrates much greater fluidity between
influential disabled people who are and who are not intentionally and consciously connected with the
movement as it is traditionally understood. It should be noted that the Shaw Trust, which creates the
list, is a non-DPO disability charity. The list is available at Shaw Trust, ‘Power 100 2017’ (Shaw Trust,
undated) <http://disabilitypower100.com/> accessed 6 May 2019.

31 The Welsh context, including devolution and the form of the Welsh disabled people’s movement is
discussed in the following chapter.

32 For example, in the recent developments on legislation in social care in both England and Wales,
Disability Rights UK responded to consultation around the Bill that became the Care Act 2014 and
Disability Wales responded to consultation around the Bill that became the Social Services and Well-
being (Wales) Act 2014. Consultation responses from both groups are included in the datasets of
texts from the UK and Welsh disabled people’s movements (see Chapter 5 and Appendix 1). Both
groups provided comment and analysis to the UN Committee on the Rights of Persons with
Disabilities in its recent inspections of the UK, including by the provision of co-authored documents,
for example: Disability Rights UK and Disability Wales, ‘Implementation of the United Nations
Convention on the Rights of Persons with Disabilities in England and Wales: Shadow Report’
(January 2017)
<https://www.disabilityrightsuk.org/sites/default/files/pdf/CRPD%20shadow%20report%20-
%20England%20Wales%2026%20January%202017.pdf> accessed 12 July 2019.
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been devised and applied in this thesis as a means of distinguishing between these

two groups.33

3. The social model of disability

In this thesis, the disabled people’s movement is identified as a grassroots social
movement that is built upon resistance in the form of counter-narrative development.
Any social movement is, by definition, concerned with the idea and practice of
countering. Social movements emerge when individuals come together to pursue
specific aspects of social change. However, it is widely recognised that the defining
feature of the early UK disabled people’s movement was challenge to narratives, and
particularly narratives of identity. What distinguished UPIAS from previous
organisations of disabled people was its conscious attempt to reconceptualise these
narratives. This theorising was later developed into the social model of disability,

upon which independent living was later constructed.

The social model of disability is now widely discussed. In essence, the model
distinguishes disability from physical, cognitive, psychiatric or communication
impairments. In 1975, UPIAS argued that:

... it 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*

From this basis, the disabled academic Michael Oliver set out two models of

disability which he characterised as the ‘individual’ model — now also commonly

33 For the origin of the term ‘Anglo-British’ and discussion of the need to understand the relationships
between the different parts of the UK in political discussion, see Ailsa Henderson and others, ‘How
Brexit was Made in England’ (2017) 19(4) The British Journal of Politics and International Relations
631.

34 UPIAS, ‘Fundamental Principles’ (n10), pages unnumbered (emphasis added). Note that even in its
earlier policy statement, UPIAS had stated, ‘What we are interested in, are ways of changing our
conditions of life, and thus overcoming the disabilities which are imposed on top of our physical
impairments by the way this society is organised to exclude us’. UPIAS, ‘Policy Statement’ (n10)
section 15.
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known as the ‘medical model’ — and the ‘social’ model. Oliver argued that the
medical model conceptualised disability as a series of medical problems, located in
individual bodies, which were viewed as a ‘personal tragedy’ for the individual, and to
which the societal answer was treatment and correction.® In this model the ‘problem’
of disability is characterised as a personal distinction or deficit, and success in
overcoming it is measured in terms of how well the individual measures up to a non-
disabled ‘norm’.%¢ In contrast, the social model holds that while certain people have
individual differences (known as ‘impairments’), disability results from the failure of
society to accept or accommodate those impairments.3” In crude terms, therefore,
according to the social model a person is disabled not, for example, by impaired
vision, but by the failure of society to respond to that impairment by providing
information in Braille, large print, audio or other accessible formats. A central theme
of the social model is access, or ‘barrier removal’ — the dismantling of physical,
organisational and attitudinal barriers that prevent disabled people from carrying out
activities. When barriers are removed, disabled people are able to participate in

society on an equal basis with others.

Both the early disabled people’s movement and the early academic discipline of
disability studies intentionally applied a Marxist approach and analysis,*8 and the
social model is characterised by values of collectivism and communitarianism. Oliver
argued that the narratives that formed the medical model of disability arose from a
society that lauded individualism;3° and the essential feature of the social model is
the replacement of a narrative of individual deficit with one of social, or community
deficit. As Dodd notes, it requires ‘policy responses that address collective needs at

a structural level, as well as policies addressing individual needs’.*° More

35 Michael Oliver, Social Work with Disabled People (Macmillan Press 1983); Michael Oliver, The
Politics of Disablement (Macmillan 1990) in particular, 43-59.

36 Colin Goble, ‘Dependence, Independence and Normality’ in John Swain and others (eds), Disabling
Barriers — Enabling Environments (2" edn, Sage 2004). Oliver notes that this adjustment was
typically assumed to have two aspects — physical and psychological as professionals working in the
field assume ‘that something happens to the mind as well as to the body’, and refutes this suggestion.
Oliver ‘Social Work’ (n35) 16.

37 Oliver, ‘Social Work’ (n35).

38 Shakespeare, Rights and Wrongs (n1) 13-14. In his seminal work on the social model and in
disability studies, Oliver drew heavily on Marxist analysis. Oliver, Politics of Disablement (n35).

39 Oliver called this a ‘core ideology of individualism’. Oliver, Politics of Disablement (n35) 46.

40 Steven Dodd, ‘Personalisation, Individualism and the Politics of Disablement’ (2013) 28(2) Disability
& Society 206, 263. See also Hammarberg, ‘From viewing disability as a personal problem that needs
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fundamentally, Beckett and Campbell note that it was the social model that enabled
disabled people to see each other as members of the same struggle, and produced

‘a new “we”. The disabled people’s movement had, and continues to have, a strong
focus on and belief in collective action. UPIAS was formed explicitly as a union of
disabled people with a remit to support other disabled people in collective action,
particularly within residential institutions, for ‘better conditions, for full control over
their personal affairs, and for a democratic say in the management of their Home,
Centre or Unit’.*! Mutual help and peer support were core principles, and it was

expected that members would ‘take some active part in Union affairs’.#?

The social model continues to lie at the heart of the UK disabled people’s movement
and the movement has been highly effective at inserting it into national and local
policy. The Welsh Government formally adopted the social model in 2002,%® and the
model has also formed the basis of Westminster policy.** The social model also
influenced the development of the UNCRPD, which is discussed in section 4

below.*> However, the movement has not yet succeeded in permanently erasing the

to be cured (the medical model), we have come to see the source of the problem: the society's
attitude towards persons with disabilities. This means that we have to act collectively as a society in
order to remove the barriers that hinder persons with disabilities from living among us and contributing
to our society, and to fight against their isolation in institutions or in the back-rooms of family homes’.
Thomas Hammarberg, ‘Disability Rights: From Charity to Equality’ (2011) 6 European Human Rights
Law Review, 638, 639.

41 UPIAS, ‘Policy Statement’ (n10) section 8. Oliver later stated that to UPIAS ‘the collective was all’.
Campbell and Oliver, (n1) 182. The intense focus on the collective nature of the organisation and its
internal collective discipline was problematic for some, including Oliver. Campbell and Oliver, (n1) 66-
68 and 182.

42 UPIAS, ‘Policy Statement’ (n10) section 20.

43 Welsh Government, ‘Social Model of Disability’ (Welsh Government, last updated 29 July 2013)
<http://gov.wales/topics/people-and-communities/equality-
diversity/rightsequality/disability/socialmodel/?lang=en> accessed 8 March 2018. The Welsh
Government has stated that it was one of the first governments in the world to adopt the social model.
Welsh Government, Framework for Action on Independent Living (2013)
<http://gov.wales/docs/dsjlg/publications/equality/130916frameworkactionen.pdf> accessed 23
February 2018, 8. What precisely is meant by ‘adopting’ the social model is not clear, although it
suggests that the principles of the social model should underpin policy that has a particular impact on
disabled people (for example, policy on public transport).

44 The pivotal ‘Life Chances’ policy document, which was developed with strong input from disabled
activists and DPOs was based on the social model, although it does not use this phrase to describe it.
Prime Minister’s Strategy Unit and others, ‘Improving the Life Chances of Disabled People’ (TSO
2005), 8. Prior to this, the legal requirement for reasonable adjustments for disabled people
contained in the Disability Discrimination Act 1995 reflects the social model, although the Act itself
holds to the medical model of disability in its definition of disability.

45 Arlene Kanter, The Development of Disability Rights under International Law: From Charity to
Human Rights (Routledge 2015), particularly the Introduction.
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medical model. The Disability Discrimination Act 1995 and the Equality Act 2010
promote the social model of disability in establishing legal requirements for
adjustments that enable access for disabled people, but hold to the medical model in
the definition of disability. Similarly, Morris notes that eligibility for services and
benefits ‘is still determined by assessment of how much our bodies are affected by
impairment and/or illness, rather than the disabling barriers [disabled people]
experience’.*® In its review of social care legislation, the Law Commission attempted
to overcome this hurdle, proposing that eligibility should be stated to depend on
need, rather than one’s status as a ‘disabled person’ and that the (then) forthcoming
statute should not contain a definition of disability.#” In practice, this ambition was
only partially successful in England,*® and less successful in Wales.*® More recently,
there have been suggestions that the social model has been co-opted ‘by a

machinery of government’ for its own purposes.>®

The social model has not gone uncriticised. Shakespeare argues that thinking
around the social model has become entrenched, creating a form of ‘disability

correctness’ that has stifled debate and caused the UK movement to stagnate.>!

46 Jenny Morris, ‘Welfare Reform and the Social Model of Disability’ (blogpost, 12 September 2013)
<https://jennymorrisnet.blogspot.com/2013/09/welfare-reform-and-social-model-of.html|> accessed 26
September 2018.

47 Law Commission, Adult Social Care (Law Com No 326, 2011) paras 12.31-12.33.

48 The Care Act 2014 creates a requirement for an assessment on the appearance of need not on the
existence of any particular impairment or characteristic, such as age (section 9). However, the Care
and Support (Eligibility) Regulations require that need ‘arise from or [be] related to a physical or
mental impairment or illness’. The term ‘disability’ is also used in the Act in relation to the power
of local authorities to create registers of local disabled adults (section 77). In that section, the phrase
‘has a disability’ is used, and ‘disability’ is given the meaning given in the Equality Act 2010.

49 The Social Services and Well-being (Wales) Act 2014 also creates a requirement for an
assessment on the appearance of need rather than the existence of any particular impairment or
characteristic, such as age (section 19). The Care and Support (Eligibility) (Wales) Regulations 2015
require the need to arise from ‘the adult’s physical or mental ill-health, age, disability, dependence on
alcohol or drugs, or other similar circumstances’ (emphasis added). In addition, section 15(2)(d) of the
2014 Act requires local authorities to provide services that it considers will have the effect of
‘minimising the effect on disabled people of their disabilities’. Sections 18(5) and (6) also create a
local authority power to establish registers of disabled people. Throughout the Act, the term ‘disabled’
is held to have the meaning given in the Equality Act 2010 (section 3(5)). In the Regulations ‘disability’
is not defined.

50 Angharad E Beckett and Tom Campbell, ‘The Social Model of Disability as an Oppositional Device’
(2015) 30(2) Disability & Society 270.

51 Shakespeare, Rights and Wrongs (nl), 17-21. Shakespeare notes in this book that his work and
criticisms have been controversial within the disabled people’s movement and the academic field of
disability studies.
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Among academic commentators, the social model is contested,>? and while the
social model has been influential in debates both within and outside the UK,>2
Shakespeare notes that movements of disabled people in other countries have
achieved notable policy successes based upon different theoretical underpinnings.>*
Discussion of the value and place of the social model has recently re-emerged
among disabled activists in the UK. Various activists who identify as disabled
through long term ill-health argue that it is essential to understand the importance of
the impact of physical or psychological illness on the person, and have emphasised
this in campaigns around welfare reform, prompting concern by some that there is a
reversion to narratives of victimhood.*® This highly active group of campaigners
arguably forms a new movement of ‘sick and disabled’ people, that engages with,
but is to an extent separate from, the earlier ‘disabled people’s movement’. Despite
these issues, the social model remains accepted — even by its critics — as the
distinguishing feature that separated UPIAS and later organisations of disabled
people from those which had gone before and enabled the development of a wider

movement. %6

4. The development of independent living in the UK

The term ‘independent living’ was coined in the United States in the late 1960s by a
group of disabled students at the Berkeley campus of the University of California.
While on campus, the students were required to live in the medical facility, effectively
under the authority of medical and rehabilitation staff. Frustrated by their lack of
freedom in this segregated unit, the imposition of rules by the medical staff, and a
campus that was largely inaccessible to them, the group began to consider ways in

52 See for example, Susan Gabel and Susan Peters, ‘Presage of a Paradigm Shift? Beyond the Social
Model of Disability toward Resistance Theories of Disability’ (2004) 19 (6) Disability & Society 585.

53 Gabel and Peters state ‘the social model of disability has put down substantial roots worldwide’ and
that the influence of the social model extends into multiple areas including ‘international declarations
and conventions [and] in national legislation’. Ibid, 585.

54 Shakespeare, Rights and Wrongs (n1) 13-14.

55 Jenny Morris, ‘Welfare Reform’ (n46).

56 Shakespeare argues that ‘[t]he British social model was critical to the disability movement for two
reasons’ — it ‘identified a political strategy’ (barrier removal) and it enabled disabled people ‘to think of
themselves in a totally new way’. Shakespeare also notes that the social model enabled academics to
consider disability in new ways. Shakespeare, Rights and Wrongs (n1) 12-13.
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which they could tackle their consequent marginalisation from university life. Working
together, they established a range of services including a personal attendant service

and advocacy, which enabled them to become better involved in student activities.>’

Through this process, the students developed what Zukas has since described as a
‘philosophy of disability’ incorporating three central elements. These were: that
disabled people best know what their needs are and how to meet them; that these
needs can be most effectively met by comprehensive programmes providing a
variety of services; and that disabled people should be fully integrated into their
community.®® They called this ‘independent living’. Members of the group went on to
found the first Center for Independent Living (CIL) in Berkeley and other CILs rapidly
followed.>® In the early 1980s various disabled activists from the UK visited Berkeley
and other US CILs, including John Evans, Philip Mason, Rosalie Wilkins and Vic
Finkelstein.®0

Disabled people in the UK had much in common with the activists in the US. In the
UK in the second half of the twentieth century institutionalisation and segregation
were the typical experiences for disabled people who could not afford to buy their
own support and who either did not want, or did not have the option, to live with and
be supported by family members.! Institutional living was characterised by inflexible
regimes, the control of residents by staff and harassment ranging from petty
restrictions to abuse. Mason cited rules imposed by staff which included

requirements that residents change into their pyjamas before 6pm, switch televisions

57 Hale Zukas, ‘The History of the Berkeley Center for Independent Living (CIL)’ (Report for the State
of the Art Conference, Berkeley Center for Independent Living, 1975) (Independent Living Institute,
undated) <https://www.independentliving.org/docs3/zukas.html > accessed 12 July 2019.

58 |bid.

59 Gerben Dedong, ‘Defining and Implementing the Independent Living Concept’ in Nancy M Crewe
and Irving Zola (eds) Independent Living for Physically Disabled People (Jossey-Bass 1983); Peters,
Gabel and Symeonidou (n26). Barnes and Mercer note that ‘[bly the late 1990s, there were more than
300 ClLs in the US'. Barnes and Mercer, Independent Futures (n21) 32.

60 John Evans, ‘The Independent Living Movement in the UK’ (Independent Living Institute, 2003)
<https://www.independentliving.org/docs6/evans2003.html#1> accessed 6 January 2018; HCIL,
‘Project 81: One Step On’ (unpublished and undated)
<http://pf7d7vi404s1dxh27mla5569.wpengine.netdna-cdn.com/files/library/HCIL-one-step-on.pdf>
accessed 7 December 2017.

61 Among others, see: HCIL, ‘Project 81 (n60). For a history of institutions in the UK, see: Anne
Borsay, Disability and Social Policy in Britain Since 1750 (Palgrave 2005). For a succinct summary,
see: Colin Barnes and Geof Mercer, Exploring Disability (2" edn, Polity Press 2010), 128-132.
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off by 10.30pm, and obtain staff permission to go out after dark.? It was rebellion
against such institutionalisation and its restrictions that led to the development of
UPIAS.53

The independent living movement in the UK arose as disabled people rejected these
conditions and sought to devise new forms of support which enabled them to be in
control of their own lives and live in ordinary local communities.®* These early small
initiatives effectively complemented the theoretical focus of UPIAS. Priestley argues
that they both provided new lived experiences, and demonstrated the possibilities for
new forms of self-organised support.® In the late 1970s, the Spinal Injuries
Association — a user-controlled service provider organisation formed in 1974 —
developed a service that enabled members to be supported by personal assistants in
their own homes.®® In Derbyshire in the mid-1970s a small group of disabled
individuals, including Ken and Maggie Davis, worked with various agencies to
develop a small complex of flats. The three ground floor flats were wheelchair
accessible and occupied by disabled people, while those on the first floor were let to
other individuals who would act as ‘supporting families’ to the disabled tenants when
requested, in return for small payments.®” This ‘Grove Road scheme’ is recognised
as one of the first influential successes by disabled people in the UK in developing
and controlling their own support.®® A notable feature was its inclusion of both

disabled and non-disabled people as tenants.%°

62 Philip Mason, ‘The Place of Le Court Residents in the History of the Disability Movement in
England’ (unpublished, 1990) <https://disability-studies.leeds.ac.uk/wp-
content/uploads/sites/40/library/Mason-le-court-philip-mason.pdf> accessed 25 May 2018.

63 A portion of the letter by Paul Hunt to The Guardian states: ‘the severely physically handicapped,
many of whom also find themselves in isolated and unsuitable institutions, where their views are
ignored and they are subject to authoritarian and often cruel regimes. | am proposing the formation of
a consumer group to put forward nationally the views of actual and potential residents of these
successors to the workhouse.” Paul Hunt, ‘Letter’ (n4).

64 John Evans has produced a comprehensive informal history of the independent living movement in
the UK and internationally. John Evans, ‘The Independent Living Movement’ (n60).

65 Priestley (n26).

66 Barnes and Mercer, Independent Futures (n21); Campbell and Oliver (n1) ch 10.

87 For a personal account of the development of the scheme, see: Ken Davis, ‘Tenant’s Eye View’ in
‘Disability Challenge Issue 1’ (UPIAS, May 1981) <http://disability-
studies.leeds.ac.uk/files/library/UPIAS-Disability-Challengel.pdf> accessed 30 April 2015. The project
took four years to complete, beginning in 1972. Barnes and Mercer, Independent Futures (n21) 143.
68 QOliver and Barnes, Disabled People and Social Policy (n1) 82-83. See also, Evans, ‘The
Independent Living Movement’ (n60).

69 Barnes and Mercer, Independent Futures (n21).
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At around the same time, a number of individuals living in the Le Court Leonard
Cheshire Foundation residential home in Hampshire, including John Evans, were
also seeking ways to live on their own terms and in their own homes. Le Court was
an institution with a history of resistance by residents to staff control and imposed
routines.”® In 1979 a group came together under the name ‘Project 81’71 to explore
options and move away from Le Court.”? Inspired by the Berkeley initiative, the group
began a process of negotiation with the local authorities funding their residential
placements. The aim was to persuade the authorities that it was feasible (and no
more expensive) for them to live in ordinary housing — adapted for their individual
needs — in local communities, with support provided by personal assistants
employed by themselves. Despite numerous setbacks, all the individuals in Project
81 finally moved into their own homes and obtained financial packages from their
local authorities — in the form of cash payments — which they used to employ
personal assistants. These initiatives, and particularly the work of Project 81 formed
the basis of what is now known as ‘independent living’ in the UK.”2 The cash
payments pioneered by Project 81 were the forerunners of what are now called
‘direct payments’ — the provision by a local authority of sums of money to disabled
people, in lieu of social care services, enabling them to purchase their own support.

70 Paul Hunt, the founder of UPIAS, spent some time as a resident of Le Court. During this time, he
worked to secure the commissioning of research into the experience of individuals living in such
institutions. The residents of Le Court took part in the project, and condemned the final publication,
which described disabled people in institutions as ‘socially dead’. The research is published as E J
Miller and G V Gwynne, A Life Apart (Tavistock 1972). Paul Hunt’s response can be found at Paul
Hunt, 'Settling Accounts with the Parasite People: A Critique of “A Life Apart™ in ‘Disability Challenge
Issue 1’ (UPIAS May 1981) <http://disability-studies.leeds.ac.uk/files/library/UPIAS-Disability-
Challengel.pdf> accessed 30 April 2015. Philip Mason has written a history of Le Court which
includes details of ‘actions’ by the residents, including Paul Hunt. Philip Mason, ‘The Place of Le
Court Residents in the History of the Disability Movement in England’ (unpublished, 1990)
<http://pf7d7vi404s1dxh27mla5569.wpengine.netdna-cdn.com/files/library/Mason-le-court-philip-
mason.pdf> accessed 7 December 2017.

1 The name ‘Project 81 was chosen as 1981 was the United Nations International Year of Disabled
People. The group felt that this would provide recognition and impetus for their campaign. See Evans,
‘The Independent Living Movement’ (n60). The disabled singer lan Dury named Project 81 ‘the
escape committee’. See, John Evans, ‘We Can’t Give Up on Independent Living’ The Guardian
(London, 16 July 2014) <https://www.theguardian.com/society/2014/jul/16/independent-living-fund-
closure-disabled-people-residential-care> accessed 14 May 2018. The full name of the project was,
‘Project 81: Consumer Directed Housing and Care’. See Barnes and Mercer, Exploring Disability
(n61) 143.

72 For an account of three of the individuals involved in Project 81, including visits to the USA, see:
HCIL, ‘Project 81 (n60).

73 The outcome of Project 81 — of individuals living in their own homes and employing PAs through the
use of cash payments provided by local authorities has been cited as the first recognisable form of
independent living in the UK. Spectrum, ‘Celebration to Pay Tribute to John Evans, OBE’ (Spectrum,
17 January 2014) <http://spectrumcil.co.uk/events/11/celebration-to-pay-tribute-to-john-evans-obe/>
accessed 6 January 2018.
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The name ‘independent living’, and the principle of buying and controlling one’s own
support in the form of personal assistance, were borrowed from the Berkeley
initiative and demonstrate a more individual and consumerist approach that differed
notably from the Marxist heritage of UPIAS. Regardless of its influences, both
Evans’4 and Davis’® noted the need for the UK pioneers to adapt the model to work
within the context of the UK welfare state.

Also drawing from the US experience, individuals engaged in the struggle to live life
on their own terms established CILs and other organisations to support themselves
and others. Those involved in both Project 81 and Grove Road went on to found (in
198476) two of the first CILs in the UK,’” although the language deployed by the
Centres was different. Hampshire Centre for Independent Living (founded by
individuals including John Evans) worked on developing the use of direct payments
by disabled people to obtain personal assistance.’® The Derbyshire Centre for
Integrated Living (DCIL) (founded by Ken Davis and others) concentrated on five
core matters identified in Berkeley: personal assistance, accessible housing in the
community, accessible transport, general community access and peer support, plus
two further needs: accessible information and technical aids and equipment.”®
Rejecting the idea and language of ‘independence’ in favour of ‘integration’, DCIL’s

priority was to ensure the involvement of non-disabled people in management

74 John Evans, ‘The Independent Living Movement’ (n60). It is of note that Evans, as one of the
individuals involved in Project 81 has borrowed freely from the original Berkeley ‘philosophy’ of
independent living. See, for example: John Evans, ‘How Disabled People are Excluded from
Independent Living’ (Conference on European Disabled People, March 2002)
<http://pf7d7vi404s1dxh27mla5569.wpengine.netdna-cdn.com/files/library/evans-excluded-
Independent-Living-Madrid.pdf> accessed 8 December 2017.

5 Davis and Mullender (n1).

76 The precise date of the foundation of these organisations appears differently in different sources.
Evans states they were founded in 1984 while Barnes and Mercer state 1985. For Evans, see: John
Evans, ‘The Independent Living Movement’ (n60). For Barnes and Mercer, see Barnes and Mercer,
Exploring Disability (n61) 143.

77 In 1984, ClILs were also founded in Southampton and Greenwich. See: Spectrum, ‘Spectrum: Our
History: 30 Years of Independent Living: 1984-2014’ (Spectrum, updated 2015)
<http://spectrumcil.co.uk/wp-content/uploads/2015/06/SPECTRUM-Our-History-30-Years-of-
Independent-Living-2nd-Edition-May2015-PDF-Version.pdf> accessed 18 February 2019.

78 Maggie Davis, ‘Personal Assistance — Notes on the Historic’ (paper at BCODP seminar, ‘Making
Our Own Choices’, August 1992) <https://disability-studies.leeds.ac.uk/wp-
content/uploads/sites/40/library/Barnes-making-our-own-choices.pdf> accessed 13 July 2019, 18.
9 |bid, 18.
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structures of agencies such as health authorities and social services.® This
distinction is discussed in detail in Chapter 8, section 3.1.

Action by disabled people in the UK to move out of institutions and to develop their
own ways of living was not confined to the groups of people in Hampshire and
Derbyshire. Maggie Davis noted that in the UK in the late 1970s and early 1980s
there were various individuals and small groups of disabled people experimenting
with different ways of living in non-segregated settings, using various forms of
support,® and similar initiatives were taking place in other European countries and
beyond.®2 Among inspirations for independent living Davis cites the Fokus group in
Sweden, Collectivhaus in Denmark and the Het Dorp community in the
Netherlands.®3 Similarly, Jolly states that six CILs were established in Finland in
1973 and that in the early 1980s CILs were founded in Canada and an organisation
of disabled people was created in Nicaragua to provide ‘independent living services
and advocacy’. Jolly also refers to advocacy and self-help groups in Switzerland,
Zimbabwe and Japan across this timescale. The independent living movement in the
UK was therefore taking place against a backdrop of similar initiatives in other

countries and continents.

In the UK, the movement was boosted by the establishment in 1988 of the
Independent Living Fund (ILF) — a government-initiated and funded, and nationally
administered, trust which made grants to people with severe impairments that

enabled them to purchase personal assistance.?* Internationally, activists generated

80 Ken Davis, ‘Notes on the Development of the Derbyshire Centre for Integrated Living (DCIL)
(Derbyshire Coalition of Disabled People, December 1984)
<http://disability-studies.leeds.ac.uk/files/library/DavisK-earlydcil.pdf> accessed 1 June 2015, para
5.1. The document indicates that this co-working extended to non-disabled people being represented
on DCIL management structures.

81 Maggie Davis (n78); John Evans, ‘The Independent Living Movement’ (n60).

82 The first International conference on independent living in Europe was held in Munich in 1982.
Barnes and Mercer, Independent Futures (n21). John Evans describes the discussion between
activists in the UK, Sweden and Berkeley. See: Evans, ‘The Independent Living Movement’ (n60).

83 Maggie Davis (n78).

84 The ILF was developed as a response to difficulties encountered when the government withdrew
the Domestic Care Allowance — a benefit paid to disabled people that many had used to purchase
personal assistance. Following protest and complaint by disabled people, the ILF was created initially
on a short term basis to enable grants to continue to be paid to people with severe impairments. It
was funded and administered by the then Department for Health and Social Security. Evans, ‘The
Independent Living Movement’ (n60).
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further impetus in 1989 with a conference in Strasbourg. At this conference,
delegates produced the ‘Strasbourg Resolutions’ — a series of demands for rights to
personal assistance and the end of institutionalisation® — and founded the European
Network on Independent Living (ENIL).2¢ Independent living was swiftly placed at the
heart of the disabled people’s movement in the UK, with a UK ‘independent living
movement’ growing up within and alongside it. Following Strasbourg, the British
Council of Organisations of Disabled People (BCODP)?’ established an independent
living committee and launched a campaign for the legal recognition of direct
payments. & Legislation to this effect was finally passed in 1996 in the form of the
Community Care (Direct Payments) Act 1996, and in the same year BCODP
founded the National Centre for Independent Living (NCIL).8% A further development
was the extension of the reach of independent living to those with conditions
affecting cognitive and communication functioning. Independent living was pioneered
by individuals with physical impairments who on occasion contrasted themselves
with people in these groups.®® Yet from the outset of the disabled people’s
movement, and the early days of independent living, parallels were drawn with other

groups, including people with learning disabilities and mental health service users.%:

85 European Network for Independent Living, ‘The Strasbourg Resolutions’ (1989) (Independent Living
Institute, undated) <https://www.independentliving.org/docs2/enilstrasbourgresolutions.html>
accessed 14 May 2018.

86 Evans, ‘The Independent Living Movement’ (n60).

87 The BCODP was a national network of DPOs founded in 1981 which represented the UK on the
international network Disabled People’s International (DPI). For an account of the history of the
BCODP see, Campbell and Oliver (nl).

88 |nitially it was unlawful under for local authorities to provide funds directly to individuals to pay for
any form of social care support. (National Assistance Act 1948 s29(6)(a) and National Health Service
Act 1977 Sch 8 para 2(2) — now both repealed). In the case of the pioneers of independent living and
direct payments, this difficulty was overcome by local authorities agreeing to pay monies to an
intermediary, who would pass it on to the individual concerned. In relation to the individuals from
Project 81, for example, the monies were paid to Le Court residential home, which then paid the
equivalent sum to the individuals. This legal position discouraged many local authorities from making
payments and inhibited the spread of similar schemes. See, Evans, ‘The Independent Living
Movement’ (n60).

89 Evans, ‘The Independent Living Movement’ (n60). NCIL was funded by the Department of Health
and had a remit to promote independent living and direct payments. In recent work Oliver and Barnes
have argued that NCIL was one of a number of ‘semi-independent organizations or quangos’ which
are detrimental to the disabled people’s movement as they require compromised principles and use
funding which might otherwise go to independent DPOs. Oliver and Barnes, The New Politics of
Disablement (Palgrave Macmillan 2012), 170.

%0 Brisenden, for example, expressed frustration about people with physical impairments being seen
as ‘morons’ or ‘equated with a raving, dribbling, idiot’. Simon Brisenden, ‘Independent Living and the
Medical Model of Disability’ (1986) Disability, Handicap & Society 1(2) 173, 175 and 174 respectively.
%1 In 1974 UPIAS argued that the Union was specifically for individuals with physical impairment but
stated that, ‘[sJome, such as people who are called “mentally handicapped”, or those “mentally ill”,
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As independent living took hold in the movement, its content developed. It is noted
above that the Berkeley CIL focused on five matters, described as ‘needs’ for
disabled people to achieve independent living, which were expanded to seven by
DCIL. As other CILs were founded further matters were added, including an
adequate income, access to employment, access to education, and advocacy and
training.%? More recently access to adequate health services have also been
recognised as a further need.®® These matters together are now commonly known in
the UK as the 12 ‘basic needs’ or ‘pillars’ of independent living. In full, these pillars

are:

e accessible housing;

e personal assistance;

e accessible transport;

e general community and environmental access;

e peer support / counselling;

clearly have a great deal in common with us’. UPIAS, ‘Policy Statement’ (n10) para 22. In 1986 Oliver
included these groups among disabled people. Mike Oliver, ‘Social Policy and Disability — Some
Theoretical Issues’ (1986) 1(1) Disability, Handicap & Society 5, 9. In relation to independent living,
see also BCODP, ‘Comment on the Report of the Audit Commission “Making a Reality of Community
Care” (BCODP, August 1987)
<http://pf7d7vi404s1dxh27mla5569.wpengine.netdna-cdn.com/files/library/BCODP-report-of-audit-
comm.pdf> accessed 19 November 2016, para 1.3; and HCIL, ‘HCIL Papers 1990: Independent
Living’ (1990) <http://pf7d7vi404s1dxh27mla5569.wpengine.netdna-cdn.com/files/library/HCIL-
hcil.pdf> accessed 16 November 2016. In the texts examined in this study, the first unequivocal and
emphatic statement that people with cognitive impairments should be brought into the idea of
independent living was made in 1999. Jenny Morris, ‘The Meaning of Independent Living in the 3™
Millennium’ (presentation at University of Glasgow Centre for Disability Research, May 1999)
<http://pf7d7vi404s1dxh27mla5569.wpengine.netdna-cdn.com/files/library/morris-The-meaning-of-
independent-living-in-the-new-millenium.pdf> accessed 18 November 2016, 13-14. In 2001, Oliver
considered how it could extend also to older people. Mike Oliver, ‘Where Will Older People Be?
Independent Living versus Residential Care’ (paper for conference: The Care and Management of
Older People with Complex Needs, London June 2001)
<http://pf7d7vi404s1dxh27mla5569.wpengine.netdna-cdn.com/files/library/Oliver-where-will-older-
people-be.pdf> accessed 21 September 2017. For discussion of issues relating to independent living
and individuals with restricted mental capacity, see Chapter 6.

92 Evans, ‘The Role of Centres of Independent/Integrated Living and Networks of Disabled People’
(paper presented at the BCODP seminar, ‘Making Our Own Choices’, 1992)
<http://pf7d7vi404s1dxh27mla5569.wpengine.netdna-cdn.com/files/library/Barnes-making-our-own-
choices.pdf> accessed 13 July 2019.

98 Jenny Morris, ‘Barriers to Independent Living: A Scoping Paper Prepared for the Disability Rights
Commission’ (2003) <https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/morris-
independent-living-scoping-paper-final-edit.pdf.pdf> accessed 27 September 2018, 6-7.

52



e accessible information;

e technical aids and equipment;
e employment;

e education and training;

e adequate income,

e advocacy and self-advocacy;

e accessible health care.®*

These developments on independent living occurred alongside other developments
in the UK disabled people’s movement. Actions of civil disobedience by disabled
people led to the formation of the disability movement’s Direct Action Network (DAN)
in 1991.% Direct action was used to draw attention to matters ranging from a lack of
accessible transport to degrading media depictions of disabled people, and
simultaneously challenged images of disabled people as passive and vulnerable.%
Various disabled activists have noted the powerful impact of such actions on their
own consciousness.%” Similarly, a small but powerful disability arts movement
developed, in which disabled people explored, developed and took ownership of
their impairments and identities through mediums including poetry, visual art, film
and song that were experienced and seen as acts of resistance and as a means of

celebrating and affirming a claimed ‘disabled identity’.%®

9 |bid. These are the 12 pillars as listed by certain activists including Morris, citing Southampton CIL
(now Spectrum). Other activists recognise slightly different permutations. Eleven needs are frequently
cited, with the missing need being ‘accessible health care’. This is the most recent need to be
recognised and added to the pillars.

9 Campbell and Oliver (n1). A particularly notable event occurred in 1998 when a march by disabled
people on the offices of the then Department of Health and Social Security led to an unplanned
demonstration in which disabled people sat down in the road, blocking the traffic (152-153).

% Damon Rose, ‘When Disabled People Took to the Streets to Change the Law’ (BBC, 7 November
2015) <https://www.bbc.co.uk/news/disability-34732084> accessed 26 September 2018.

97 Campbell and Oliver (nl1), 153-155. Shakespeare, ‘Disabled People’s Self-Organisation’ (n26),
citing Jenny Morris, Pride Against Prejudice (Women'’s Press 1991). In the US context, Zola notes a
similar impact and the impact of such action on ‘the stereotype of the disabled person as powerless’.
Irving Zola, ‘Developing New Self-Images and Interdependence’ in Nancy M Crewe and Irving Zola
(eds) Independent Living for Physically Disabled People (Jossey-Bass 1983), 56.

% See, among many examples: Campbell and Oliver (n1); Sheila Riddell and Nick Watson (eds),
Disability, Culture and Identity (Routledge 2003); and Lennard J Davis (ed), The Disability Studies
Reader (3 edn, Routledge 2010) Part VI. The London Disability Arts Forum was formed in 1987 —
see Campbell and Oliver (n1) 111. In Wales, the organisation Disability Arts Cymru is a particular
focus. See Disability Arts Cymru at <https://www.disabilityartscymru.co.uk/> accessed 8 March 2019.
Swain and French argued that disability arts was a central element of what they described as an
‘affirmation model’ of disability, which encompassed impairment as well as disability in positive

53



In campaigning terms, a stronger focus on rights and discrimination developed. This
echoed ideas established in the disabled people’s movement in the US, which itself
borrowed from the African American civil rights movement and deployed mass
political action alongside lobbying for anti-discrimination legislation (ADL).%° Disabled
people’s organisations in the UK certainly echoed these ideas, particularly in its use
of the language of segregation and rights which was highly resonant in the US civil
rights movement.1 Initially, however, the idea of ‘rights not charity’ remained more
associated with the US movement.t%! In the UK during the earlier years of the
movement the main focus was placed on policy and legislative change in relation to
the UK’s more highly developed welfare state.1%? Early UK activists were clear that

the UK movement was ‘rooted in its own historical and material conditions’.103

BCODP committed to ADL in 1989.1%4 In the UK, the campaign for ADL was given
particular impetus by the work on the impact of discrimination by Barnes!%® and the
passing in the US of the Americans with Disabilities Act 19901 — a statute that

acted as an inspiration for ADL in various countries.'%’ The first piece of disability-

individual and collective identities. John Swain and Sally French, ‘Towards an Affirmation Model of
Disability’ (2000) 15(4) Disability & Society 569. See also Shakespeare, Rights and Wrongs (n1) 107.
99 Barnes and Mercer, Exploring Disability (n61).

100 This was particularly the case with UPIAS, as the name indicates, whose members placed
segregation and exclusion at the heart of their campaigning message. Whether this was an intentional
reference to or borrowing from the US civil rights movement is not clear. There was a debate as to
whether the organisation should be called the Union ‘against segregation’ or ‘for integration’.
Campbell and Oliver (n1) 66. UPIAS also deployed the language of rights, both in relation to their
common humanity and in particular situations, such as their position as residents in segregated
institutions. UPIAS, ‘Policy Statement’ (n10).

101 Barnes and Mercer, Independent Futures (n21) 34. Barnes and Oliver note, however, that the first
‘Rights not Charity’ march in Britain took place in July 1988. Oliver and Barnes, Disabled People and
Social Policy (n1) 75.

102 Barnes and Mercer, Exploring Disability (n61). Elsewhere Barnes and Mercer suggest that this
focus on local policy and national legislation was influence in part by a ‘reaction to the involvement of
national charities in conventional political lobbying’. Barnes and Mercer, Independent Futures (n21)
34.

103 Campbell and Oliver, (n1) 49. This distinction may have been emphasised because of the Marxist
heritage of the early movement in the UK.

104 1bid, 138.

105 |n particular, the work of Barnes that was sponsored by BCODP: Colin Barnes, Disabled People in
Britain and Discrimination: A Case for Anti-Discrimination Legislation (Hurst & Co 1991).

106 Barnes cites the ADA 1990 as one reason for a shift in government thinking on ADL in the UK.
Colin Barnes, ‘Independent Futures: Policies, Practices and the lllusion of Inclusion’ (presentation to
the European Network for Independent Living, November 2006)
<http://pf7d7vi404s1dxh27mla5569.wpengine.netdna-cdn.com/files/library/Barnes-valencia-
presentation-Colin.pdf> accessed 18 November 2016.

107 Kanter (n45) 37.
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focused ADL in the UK was the Disability Discrimination Act 1995, although there
were serious reservations about this statute among activists.'% The Disability Rights
Commission (DRC) was established by statute in 20001%° as a state funded
organisation with a remit to support the implementation of the 1995 Act and conduct
wider work relating to disability discrimination. A number of influential disabled
activists became connected to the DRC.*° In 2010 the Equality Act 2010 brought a
range of anti-discrimination legislation into one overarching statute, and the DRC
was absorbed into the newly-founded Equality and Human Rights Commission
(EHRC).

By the dawn of the new millennium, independent living had become one of the
central policy demands of the DRC.*'! In 2002, the DRC created a definition of

independent living that has been widely cited in England.*? It states:

The term independent living refers to all disabled people having the same
choice, control and freedom as any other citizen - at home, at work, and as
members of the community. This does not necessarily mean disabled people
'doing everything for themselves', but it does mean that any practical
assistance people need should be based on their own choices and

aspirations.'t3

108 Activists were concerned in particular about the use of the medical model to define disability and
the limited scope of the Act, even following subsequent amendments that extended its range. See,
Barnes, ‘Independent Futures’ (n106). Ken Davis argued that these limitations led to the ‘wholesale
rejection by the disabled people's movement and its supporters’. Davis, ‘Power’ (n11) 3.

109 The Disability Rights Commission Act 1999 (now repealed).

110 These included Jane Campbell (now Baroness Campbell of Surbiton) and Gerry Zarb, each of
whom authored pieces that were among the texts studied in this project. Campbell served as a
Commissioner for both the DRC and the EHRC. Zarb held a number of high level posts in the DRC
and EHRC, including Head of Health and Independent Living and Head of Health and Social Care
Strategy.

111 Disability Rights Commission, ‘Learning Lessons: The Independent Living Bill — Building Strategic
Alliances’ (undated) <https://disability-studies.leeds.ac.uk/wp-content/uploads/sites/40/library/DRC-
Learning-lessons-the-independent-living-bill.pdf> accessed 25 May 2018.

112 This definition has been cited as the definition of independent living in various government
documents devised in close cooperation with disabled people, including the then pivotal ‘Improving
the Life Chances of Disabled People’ (PMSU n44) and the cross-government ‘Independent Living
Strategy’. Office for Disability Issues, ‘Independent Living: A Cross-Government Strategy about
Independent Living for Disabled People’ (HM Government, 2008).

113 Disability Rights Commission, ‘Policy Statement on Social Care and Independent Living’ (October
2002). Provided to the author by e-mail from the Equality and Human Rights Commission (28 May
2015).
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The disabled people’s movement also campaigned for a right to independent living to
be enshrined in domestic legislation.*# This campaign was taken up by the DRC and
at parliamentary level.1*®> The DRC worked with a number of organisations and the
disabled peer Lord Ashley of Stoke to develop a private member’s bill to this
effect.11 Such bills were introduced to parliament on four occasions between 2005
and 2009,'*” none of which were enacted. In Wales, Disability Wales has also called
for a legal right to independent living.1'8 These calls have recently been echoed and
reiterated by the EHRC.1°

Internationally, a critical step forward in the development of independent living came
with the development and ratification of the UN Convention on the Rights of Persons
with Disabilities (UNCRPD), adopted on 13 December 2006 following five years of
negotiations.'?° Article 19 of the UNCRPD creates the right of disabled people to live
independently and be included in the community — the first time that the right to

114 John Evans, ‘The Importance of CILs in Our Movement’ (presentation 2" November 2006)
<http://disability-studies.leeds.ac.uk/files/library/evans-Valencia-ClL-Presentation-john.pdf> accessed
11 May 2015.

115 Gerry Zarb, ‘Why We Need a Legal Right to Independent Living’ (presentation, European
Congress on Independent Living, Tenerife, 241 - 26th April 2003) <https://disability-
studies.leeds.ac.uk/wp-content/uploads/sites/40/library/Zarb-Zarb-Independent-Living.pdf> accessed
12 July 2019. While this move was supported by the disabled people’s movement, there was also
concern that legislative attempts on independent living should remain under the control of the
movement, rather than the DRC. In 2006 Evans stated that: “the important thing is that WE ARE in
control of this process and not the Disability Rights Commission”. Evans, ‘The Importance of CILs’
(n114).

116 Disability Rights Commission, ‘Learning Lessons’ (n111).

117 Joint Committee on Human Rights, Implementation of the Right of Disabled People to Independent
Living (2010-12, HL 257, HC 1074) para 55 including footnote.

118 Disability Wales, ‘Disabled People’s Manifesto: Creating an Enabling Wales’ (Disability Wales,
2016) <http://www.disabilitywales.org/wordpress/wp-content/uploads/DW-Manifesto-BILINGUAL-
FINAL.pdf> accessed 9 November 2016 (no longer available online but copy archived by the author).
119 John Pring, ‘Watchdog’s Barrister Calls for Legal Right to Independent Living’ (Disability News
Service, 28 June 2018) <https://www.disabilitynewsservice.com/watchdogs-barrister-calls-for-legal-
right-to-independent-living/> accessed 18 June 2019.

120 Arlene Kanter (n45) 21. Kanter notes (at 39) that a UN convention on disability was first proposed
by Italy in 1987, and that international support for such a move became widespread in March 2000 at
the first world NGO Summit on Disability in Beijing, which led to the Beijing Declaration on the Rights
of People with Disabilities in the New Century (UN General Assembly Economic and Social Council,
May 2000). The Beijing Declaration called for a UN convention ‘that would legally bind nations to
promote the full inclusion of people with disabilities, the elimination of discriminatory attitudes and
practices, and an improved quality of life for people with disabilities’. The Beijing Declaration can be
found at <http://www.un.org/documents/ecosoc/docs/2000/e2000-47.pdf> accessed 30 May 2018.
For an examination of the rights available to disabled people in international provisions prior to the
UNCRPD and the need for the development of the UNCRPD, see, Anna Lawson, ‘The United Nations
Convention on the Rights of Persons with Disabilities: New Era or False Dawn?’ (200&) 34 Syracuse
JIntlL & Com 563.
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community living has been recognised in international law.?* The full text of Article
19 reads:

Living independently and being included in the community

States Parties to the present Convention recognize the equal right of all
persons with disabilities to live in the community, with choices equal to others,
and shall take effective and appropriate measures to facilitate full enjoyment
by persons with disabilities of this right and their full inclusion and participation
in the community, including by ensuring that:

a) Persons with disabilities have the opportunity to choose their place of
residence and where and with whom they live on an equal basis with
others and are not obliged to live in a particular living arrangement;

b) Persons with disabilities have access to a range of in-home, residential
and other community support services, including personal assistance
necessary to support living and inclusion in the community, and to prevent

isolation or segregation from the community;

¢) Community services and facilities for the general population are available
on an equal basis to persons with disabilities and are responsive to their

needs.

The UNCRPD was devised not simply to establish a series of rights, but to alter
narratives and legal identities around disability. As a whole, it replaces a construction
of disabled people as objects of charity and welfare with one that establishes them
as active subjects and as equal citizens, legal persons and rights holders.'?? Article
19 is one of the key provisions contributing to this shift,12 particularly in conjunction
with Article 12, which recognises disabled people as legally capacitated citizens on

121 Arlene Kanter (n45) ch 2.

122 Arlene Kanter (n45) particularly Introduction; T Hammarberg, ‘Disability Rights’ (n40).

123 Kanter states that without the right to live in a home in the community ‘you cannot vote, travel,
enrol in school, apply for a job, or receive government benefits, raise a family, access health care, or
open a bank account’. Kanter (n45) 12.

57



an equal basis with others, and Article 3, which demands ‘[rlespect for ... individual
autonomy including the freedom to make one’s own choices, and independence of

persons’. Article 8 contains a number of requirements relating to awareness raising,
which include challenging stereotypes of disabled people and creating positive

perceptions.124

Following the adoption and UK ratification of the UNCRPD, in 2006 and 2009
respectively, disabled activists have focused increasingly on Article 19 in their
campaigns for independent living.*?> The implementation of Article 19 was the focus
of a report by the parliamentary Joint Committee on Human Rights in 2012, which
also argued that a right to independent living should be incorporated into domestic
social care law.'?% It should be noted that in the UNCRPD the phrase ‘living
independently’ rather than ‘independent living’ was intentionally used to avoid
alignment with any specific national movement.*?” However, the CRPD Committee
recently produced a general comment on Article 19 in which the phrase ‘independent

living’ is frequently deployed.?®

124 See further, Chapter 6, section 5.

125 Joint Committee on Human Rights (n117) 62.

126 |bid. The report concluded that there was a ‘risk of retrogression’ in relation to independent living,
with various policy developments and the context of spending cuts combining to produce a cumulative
detrimental impact. Among the numerous potentially damaging changes cited were reductions in local
authority funding, changes to Disability Living Allowance, caps on housing benefit, the closure of the
ILF; and tightening eligibility criteria for social care. In addition, the Joint Committee noted concerns
both that the impact of reforms on disabled people had been inadequately assessed and that there
had been a failure to place the UNCRPD at the centre of policy development (pages 4-8).

127 Janos Fiala-Butora, Arie Rimmerman, and Ayelet Gur, ‘Article 19: Living Independently and Being
Included in the Community’ in llias Bantekas, Michael Stein and Demetres Anastasiou (eds) The UN
Convention on the Rights of Persons with Disabilities: A Commentary (OUP 2018). Collingbourne
states, ‘During drafting of Article 19, the interpretation of “independent living” was contentious, with
some stressing that it should not be seen as endorsing the disabled people's independent living
movement.... consensus was eventually reached for using the term “living independently” with the
understanding that it was intended to reinforce the concept of “community living”. Tabitha
Collingbourne, ‘The Care Act 2014: A Missed Opportunity?’ (2014) 20(3) European Journal of Current
Legal Issues <http://webijcli.org/article/view/365/464> accessed 16 October 2015. The immediate
author commented on the use of the phrase ‘living independently’ in a response to the consultation by
the UN Committee on the Rights of Persons with Disabilities on the Committee’s Draft General
Comment No. 5, arguing that it created scope for confusion for reasons that are explored later in this
thesis (Chapter 8). Emily Kakoullis, Lucy Series and Alison Tarrant, ‘Comments on the Committee on
the Rights of Persons with Disabilities Draft General Comment No. 5: Article 19 CRPD: Living
Independently and being Included in the Community’ (2017)
<https://www.ohchr.org/EN/HRBodies/CRPD/Pages/WSArticle19.aspx> accessed 19 March 2019.

128 Committee on the Rights of Persons with Disabilities, ‘General Comment No. 5 on Article 19:
Living Independently and Being Included in the Community’ (UN Doc CRPD/C/18/1, adopted on 29
August 2017) <https://www.ohchr.org/EN/HRBodies/CRPD/Pages/GC.aspx> accessed 12 July 2019.
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Article 19 of the UNCRPD reflects the fact that independent living and the
independent living movement are global phenomena. The international nature of the
development of independent living is noted earlier in this section. Although this thesis
focuses solely on independent living in the UK, and specifically Wales, activism
around independent living is situated within a broader, worldwide context. There are
strong independent living campaigns and movements in the global north, particularly
Europe,*?® the Nordic states,*® and North America,'3! and evidence of independent
living as a focal point of campaigning also in Asia,**? Africa,'3® South America and
the Middle East.*** There are cultural distinctions in how independent living is
conceptualised in different regions and countries,*3* but the general principles of
non-institutionalism, self-determination, inclusion and equality remain constant.36
Globally, a particular focus is on living arrangements, deinstitutionalisation, and
community living, which are the central elements of Article 19 and are rights which
remain poorly implemented in multiple countries, including those in the global

north.137

129 See, for example, a recent publication by the European Network for Independent Living, which
cited ‘independent living heroes’ from European countries including the UK, Ireland, Spain, Belgium,
Norway, Sweden, Serbia, Slovenia, Germany, Italy, Bulgaria, Hungary and Greece. ENIL,
‘Independent Living Heroes: Past Present and Future’ (ENIL, 2017) <https://enil.eu/wp-
content/uploads/2017/10/Independent-Living-Heroes-%E2%80%93-Past-Present-and-Future.pdf>
accessed 13 July 2019.

130 Ciara Brennan, ‘Article 19 and the Nordic experience of Independent Living and Personal Assistance’
in P Blanck and E Flynn (eds) Routledge Handbook of Disability Law and Human Rights (Routledge
2017).

131 See, for example, Kathy Martinez, ‘Independent Living in the U.S. & Canada’ (Independent Living
Institute, 2004) <https://www.independentliving.org/docs6/martinez2003.html> accessed 20 June
2019. Independent Living Canada, a national association of CILs is at: https://www.ilcanada.ca/
accessed 20 June 2019.

132 For example, Reiko Hayashi & Masako Okuhira, ‘The Independent Living Movement in Asia:
Solidarity from Japan (2008) 23(5) Disability & Society, 417; Chen Yang, Being Independent from
Whom? Analysing two Interpretations in the Paradigm of “Independent Living” (2014) 29(5) Disability
& Society 671.

133 Joshua T Malinga, ‘The African View of Independent Living’ (Independent Living Institute, 2003)
<https://www.independentliving.org/docs6/malinga2003.htm> accessed 20 June 2019.

134 Inclusion International, ‘Inclusive Communities = Stronger Communities: Global Report on Article
19: The Right to Live and be Included in the Community’ (2012) <https://inclusion-
international.org/wp-content/uploads/2010/05/Global-Report-Living-Colour-dr2-2.pdf> accessed 20
June 2019.

135 Joshua T Malinga (n133).

136 |Inclusion International, ‘Inclusive Communities = Stronger Communities: Global Report on Article
19: The Right to Live and be Included in the Community’ (2012) <https://inclusion-
international.org/wp-content/uploads/2010/05/Global-Report-Living-Colour-dr2-2.pdf> accessed 20
June 2019.

137 Kanter (n45) particularly ch 2; Janos Fiala-Butora, Arie Rimmerman, and Ayelet Gur, (n127).
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In the UK, in policy terms, disabled activists have had some noted successes.
Independent living has been expressly incorporated into both English and Welsh
policy.138 In Wales, this was largely as a result of a campaign called ‘Independent
Living NOW?!’ led by Disability Wales, which had various aims, including raising
awareness of independent living, and the development of both a manifesto on
independent living in Wales and a Welsh national independent living strategy.3°
Independent living is referenced in the guidance on the wellbeing duties under both
the Care Act 2014 and the Social Services and Well-being (Wales) Act 2014 (see
Chapter 11). Alongside these achievements, work in the disabled people’s
movement has also continued to focus on the development of CILs and other DPOs.
At the time of writing there was no definitive list of DPOs in England or Wales, or the
UK more widely, although it was clear that few existed in Wales (see Chapter 3,

section 4).

Over the last few years, the focus on the disabled people’s movement in relation to
independent living has often been on failure, in terms of both the engagement of
government policy with independent living and the implementation of practical
measures to support it. Morris'4? has expressed concern that the 2008 Independent
Living Strategy (relevant to England)!#! has been abandoned and replaced by a new

government strategy, Fulfilling Potential**? - a strategy which rarely deploys the term

138 In England, independent living was introduced as a core theme to policy on disability in ‘Improving
the Life Chances of Disabled People (PMSU, n44) and followed by the ‘Independent Living Strategy’,
published in 2008 (n112). In Wales, it was introduced through the 2013 Welsh Government
document, A Framework for Action on Independent Living (n43).

139 Disability Wales / Anabledd Cymru, ‘Manifesto for Independent Living’ (2011)
<http://www.disabilitywales.org/wordpress/wp-content/uploads/Manifesto_for_IL_E.pdf> accessed 11
November 2016. For an indication of how this campaign, in tandem with the Joint Committee 2010
investigation (n117), influenced the Welsh Government’s decision to create a strategy on independent
living, see Chapter 3, section 6.2.

140 Jenny Morris, ‘Independent Living and Disabled People’ in Liam Foster and others (eds) In
Defence of Welfare 2 (Social Policy Association 2015) <http://www.social-policy.org.uk/wordpress/wp-
content/uploads/2015/04/IDOW-Complete-text-4-online_secured-compressed.pdf> accessed 25 May
2018.

141 ODI (n112).

142 The ‘gateway’ page for Fulfilling Potential is at, Gov.UK, ‘Fulfilling Potential’ (last updated 4
September 2014) <https://www.gov.uk/government/publications/fulfilling-potential-making-it-happen-
for-disabled-people> accessed 12 July 2019. The main documents are: Department for Work and
Pensions, ‘Fulfilling Potential: Making It Happen’ (DWP July 2013); and Department for Work and
Pensions, ‘Action Plan: Fulfilling Potential — Making it Happen’ (DWP July 2013). ‘Fulfilling Potential
applies to England in relation to devolved matters and the UK as a whole in relation to non-devolved
matters, including benefits, equality and legislation on mental capacity and mental health.
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‘independent living’,1*® and which was itself reported as discontinued in March
2018.144 In 2014, research by Morris found that opportunities for independent living
were diminishing,'*® and in 2015 Inclusion London argued that ‘independent living as
a right and as a way of life, is being systematically dismantled’.*4¢ A conference of
disabled campaigners in November 2017 reported a number of problems in enabling
independent living, particularly in relation to cuts to social care support, describing
the recent situation as ‘a catastrophe’'4’ - language which echoed that of the Chair of
the UN Committee on the Rights of Persons with Disabilities following its periodic
report on the UK.1#8 In January 2019 the Reclaiming our Futures Alliance (ROFA)
also argued that independent living was at risk.149

143 ‘Fulfilling Potential — Making It Happen’ (n142) contains six substantive references to independent
living (including an explicit commitment to independent living and to the UNCRPD). ‘Fulfilling Potential
— Making It Happen: Action Plan’ (n142) has one substantive reference.

144 John Pring, ‘Scrapped! Ministers “Secretly Ditch Government’s Disability Strategy™ (Disability
News Service, 22 March 2018) <https://www.disabilitynewsservice.com/scrapped-ministers-secretly-
ditch-governments-disability-strategy/> accessed 25 May 2018. This apparent discontinuation has not
been confirmed by the UK government, and the strategy remains available on the UK.Gov website.
There is no indication there that it has been withdrawn, although the last stated update at the time of
writing was on 4 September 2014.

145 Jenny Morris, ‘Independent Living Strategy: A Review of Progress’ (In Control and Disability Rights
UK July 2014) <http://www.disabilityrightsuk.org/sites/default/files/pdf/independentLivingStrategy-
A%20review%200f%20progress.pdf> accessed 7 October 2015. Findings included that there was no
evidence of significant progress in disabled people’s experience of choice and control in their lives
since publication of the Independent Living Strategy, and that there were diminishing opportunities for
people to participate in family and community life, reductions in advocacy services, static employment
figures, a drop in household incomes for large numbers of disabled people; and an increasing risk of
institutionalisation for people with high support needs.

148 Inclusion London, ‘Evidence of Breaches of Disabled People’s Rights’ (2015)
<https://www.inclusionlondon.org.uk/campaigns-and-policy/facts-and-information/equality-and-human-
rights/evidence-of-breaches-of-disabled-peoples-rights-under-the-un-convention-on-the-rights-of-
persons-with-disabilities/> accessed 2 January 2017, 8.

147 John Pring, ‘Conference Plans Fightback against Independent Living “Catastrophe™ (Disability
News Service, 30 November 2017) < https://www.disabilitynewsservice.com/conference-plans-
fightback-against-independent-living-catastrophe/> accessed 28 May 2018.
<https://www.independent.co.uk/news/uk/politics/government-spending-cuts-human-catastrophe-un-
committee-rights-persons-with-disabilities-disabled-a7911556.html> accessed 26 September 2018.
148 Benjamin Kentish, ‘Government Cuts Have Caused “Human Catastrophe” for Disabled, UN
Committee Says’ The Independent (London, 25 August 2017)
<https://www.independent.co.uk/news/uk/politics/government-spending-cuts-human-catastrophe-un-
committee-rights-persons-with-disabilities-disabled-a7911556.html> accessed 26 September 2018.
The report of the Committee is, Committee of the Rights of Persons with Disabilities, ‘Concluding
Observations on the Initial Report of the United Kingdom of Great Britain and Northern Ireland’ (3
October 2017)
<https://tbinternet.ohchr.org/_layouts/treatybodyexternal/Download.aspx?symbolno=CRPD/C/GBR/C
O/1&Lang=En> accessed 18 February 2019.

149 ROFA, ‘Independent Living for the Future’ (Disabled People Against Cuts, 8 January 2019)
<https://dpac.uk.net/2019/01/independent-living-for-the-future/> accessed 18 February 2019. Activists
have also recently argued that DPOs and other user-led organisations ‘face extinction’. This group
includes ClILs. John Pring, ‘User-Led Sector “Faces Threat of Extinction™ (Disability News Service, 14
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These concerns have been independently substantiated. In October 2015, following
a number of complaints by disabled people, the UN Committee on the Rights of
Persons with Disabilities conducted an inquiry into alleged breaches of various
articles of the UNCRPD, including Article 19, and found evidence of ‘grave or
systematic violations’ of these rights.1>® Among the causes of these violations was
the closure of the ILF — a move that was strongly contested by disabled activists and
DPOs!5! and continues to be the focus of a vigorous campaign in Wales.*>? A recent
report by the EHRC provided evidence of continuing inequality between disabled and
non-disabled people, in many areas and stated that the combination of increasing
demand and reduced funding for social care ‘may be leading to a regression in

disabled people’s article 19 rights to live independently in the community.’153

February 2019) <https://www.disabilitynewsservice.com/user-led-sector-faces-threat-of-extinction/>
accessed 20 February 2019.

150 Committee on the Rights of Persons with Disabilities, ‘Inquiry Concerning the United Kingdom of
Great Britain and Northern Ireland carried out by the Committee under Article 6 of the Optional
Protocol to the Convention: Report of the Committee’ (6 October 2016)
<https:/www.google.co.uk/url?sa=t&rct=j&gq=&esrc=s&source=web&cd=5&ved=0ahUKEw;jO0t-
gYvgHbAhWKJIBAKHZOY CMwQFghZMAQ&url=http%3A%2F%2Fwww.ohchr.org%2FDocuments%2F
HRBodies%2FCRPD%2FCRPD.C.15.R.2.Rev.1-
ENG.doc&usg=A0vVaw2S_N5fMojIKPnUeGWBhDhr> accessed 25 May 2018.

151 The ILF was closed despite legal challenge from disabled people on 30 June 2015, with funds
dispersed in England to local authorities and in Wales and Scotland to the national governments. The
relevant legal cases are, R (on the application of Bracking) v Secretary of State for Work and
Pensions [2013] EWHC 897 (Admin) and Stuart Bracking and others v Secretary of State for Work
and Pensions [2013] EWCA Civ 1345.

152 In Wales, the Welsh Government provided a grant to local authorities to provide to former ILF
recipients the same level of funding that they had previously received from the ILF until 31 March
2017 (the Welsh Independent Living Grant, ‘WILG’). The original aim was for local authorities to
reassess individuals and transfer them to support funded solely by local authorities under the Social
Services and Well-being (Wales) Act 2014 between 1 April 2017 and 31 March 2019. See, Disability
Rights UK, ‘Independent Living Fund Replacement Schemes: Factsheet F69’ (DRUK, 5 August 2015)
<http://www.disabilityrightsuk.org/independent-living-fund> accessed 20 October 2015; and Welsh
Government, ‘The Welsh Independent Living Grant’ (Welsh Government, 3 November 2017)
https://gov.wales/topics/health/socialcare/wilg/?lang=en> accessed 25 May 2018. A campaign to save
the WILG is ongoing at the time of writing, fought particularly by one individual and allies. See: Nathan
Lee Davies, ‘#SAVEWILGCAMPAIGN’ (undated) https://nathanleedavies.wordpress.com/save-wilg-
campaign/ accessed 25 May 2018. At the time of writing this campaign had secured a significant
concession in the form of a promise from the Welsh Government that anyone concerned about a
reduction in their support on reassessment could request a further assessment from an independent
social worker. See the statement by the Minister, Julie Morgan AM, Deputy Minister for Health and
Social Services, ‘Written Statement: Welsh Independent Living Grant’ (Welsh Government, 12
February 2019) <https://beta.gov.wales/written-statement-welsh-independent-living-grant> accessed
18 February 2019.

153 EHRC, ‘Progress on Disability Rights in the United Kingdom: UK Independent Mechanism Update
Report to the UN Committee on the Rights of Persons with Disabilities’ (EHRC, 2018)
<https://www.equalityhumanrights.com/sites/default/files/progress-on-disability-rights-in-the-uk-crpd-
shadow-report-2018.pdf> accessed 18 February 2019.
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Similarly, a recent EHRC report on equality in Wales found serious inequalities
between disabled and non-disabled people in areas including income, health and life
expectancy, education, employment, housing and social participation.'> This report
argued that ‘[t]here should be a sharp focus on improving life in Wales for disabled
people’ and that the Welsh Government should incorporate the UNCRPD into Welsh

legislation.%®

Various responses have been suggested by disabled activists to these
circumstances. Beresford and Harris have suggested that the solution is to establish
a legal right to independent living and a nationally funded ‘national independent living
service’.1%® At the time of writing a campaign for such a service had recently been
launched by Disabled People Against Cuts and ROFA.*®” The service would be ‘co-
created between government and disabled people, funded through general taxation,
managed by central government, led by disabled people, and delivered locally in co-
production with disabled people’.18 At the November 2017 conference mentioned
above it was also indicated that the EHRC was seeking legal advice as to how

independent living could be enshrined or better protected in domestic legislation.>°

More recently, however, Morris has suggested that it may be time for the disabled

people’s movement to ‘admit defeat and abandon the term “independent living” to

154 EHRC, ‘Is Wales Fairer? The State of Equality and Human Rights 2018’ (EHRC, 2018)
<https://www.equalityhumanrights.com/sites/default/files/is-britain-fairer-2018-is-wales-fairer.pdf>
accessed 18 February 2019.

155 pid, 9.

156 Peter Beresford and Mark Harrison, ‘Social Care is Broken Beyond Repair — So What Should
Replace 1t?’ (Labour Briefing, 24 November 2017)
<http://labourbriefing.squarespace.com/home/2017/11/24/ayugootults3hj752d342uviwn9778>
accessed 28 May 2018.

157 These groups have launched a campaign for ‘a National Independent Living Support Service
capable of upholding disabled people’s rights to independent living and building on what was so
effective about the Independent Living Fund’. Disabled People Against Cuts, ‘Motion — National
Independent Living Support Service’ (18 February 2019) <https://dpac.uk.net/2019/02/motion-
national-independent-living-support-service/> accessed 19 February 2019.

158 ROFA (n149).

159 John Pring, ‘Equality Watchdog Seeks Legal Advice on Possible Right to Independent Living’
(Disability News Service, 30 November 2017) <https://www.disabilitynewsservice.com/equality-
watchdog-seeks-legal-advice-on-possible-right-to-independent-living/> accessed 28 May 2018.
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describe our aspirations as disabled people’. 150 Morris’s suggestion is not that the
principles of independent living should be rejected, but that they should be re-framed
in terms of human rights. This suggestion has been rejected by others in the
movement. ROFA argues that independent living is ‘a source of pride that sits at the
core of our shared identity’ and that to ‘stop talking about independent living ...

would rob Disabled people of one of the few things we have left to hold on to.’6?

In both practical and policy terms therefore, independent living is currently at risk.
Independent living remains on the Welsh Government agenda, however, with the
Welsh Government document, A Framework for Action on Independent Living

currently being revised and updated.162

5. The connection between independent living and the social

model

Independent living is closely linked to the social model of disability, and is commonly
considered to be built upon, or to flow from, the principles of the social model. Both
concepts challenge the position of disabled people in society by demanding full and
equal inclusion and participation; and both argue that the reasons for exclusion lie
not in the individual’s impairment but in social responses to it. Jenny Morris

describes the connection in the following terms:

Underpinning the concept [of independent living] is the social model of

disability — a focus not on the individual and impairment as the problem but on

160 Jenny Morris, ‘Independent Living and the Future of Social Care’ (blogpost, 21 February 2018)
<https://jennymorrisnet.blogspot.co.uk/2018/02/independent-living-and-future-of-social.htm|>
accessed 28 May 2018. Despite this suggestion, Morris has fully backed the ROFA campaign for a
‘national independent living service’ discussed above. Jenny Morris, ‘Broken Promises: Looking Back
on “Improving the Life Chances of Disabled People™ (blogpost, 8 March 2019)
<https://jennymorrisnet.blogspot.com/2019/03/broken-promises-looking-back-on.html> accessed 18
March 2019. John Pring, ‘Broken Promises Have Shattered Hopes of Right to Independent Living,
says Morris’ (Disability News Service, 14 March 2019)
<https://www.disabilitynewsservice.com/broken-promises-have-shattered-hopes-of-right-to-
independent-living-says-morris/> accessed 18 March 2019.

161 ROFA (n149).

162 See Chapters 10 and 12.
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the need to address social, economic and environmental barriers. This
approach means recognising that it is these barriers, rather than functional
impairments, which get in the way of individual autonomy and self-

determination....163

In Wales, Miranda Evans has suggested that:

...if the Social Model of Disability is the theory then Independent Living is the

practice.164

Effectively, independent living, as the expression of equality of choice, control and
opportunity for disabled people, cannot be achieved without the removal of
attitudinal, organisational and practical barriers that the social model stipulates.

Access and barrier removal are therefore pivotal components of both.

Morris states that definitions of independent living typically contain three elements:

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.165

Elsewhere, Morris has also stated that the independent living movement is based on

four assumptions:

e that all human life is of value;

e that anyone, whatever their impairment, is capable of exercising choices;

163 Jenny Morris, Rethinking (n2) 11.

164 Miranda Evans, ‘A Tool for Equality: Delivering the Social Model of Disability in Wales’ in Disability
Wales, ‘More than Words / Mwy na Geiriau: The Journal of Disability Wales’ (2007)
<http://www.disabilitywales.org/wp-content/uploads/2018/03/More_Than_Words_1_2007-1.pdf>
accessed 14 May 2018, 21.

165 Jenny Morris, ‘Independent Living and Community Care: A Disempowering Framework’ (2004)
9(5) Disability & Society 427, 427.
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e that people who are disabled by society’s reaction to physical, intellectual and
sensory impairment and to emotional distress have the right to assert control
over their lives; and

e that disabled people have the right to fully participate in society.6®

Others have stated that the approach of early groups of disabled people to
independent living:

...stressed self-determination, choice (where and how to live) and control over
support services (who assists, how and when), and the removal of disabling

barriers in mainstream society.6”

When these are compared with the core content of the social model, both shared
and distinct content can be seen. The recognition of social barriers and the
requirement of barrier removal is common to both, as is the right to social
participation. However, independent living goes beyond the social model in three
aspects: the explicit focus on and prioritisation of individual self-determination and
choice, the demands that any support needed by a person is under their own control;
and the introduction of the idea of independence. In this way, independent living
builds upon and fleshes out the social model of disability to create a fuller, more

detailed picture of what is required for disabled people to live their own equal lives.

Disabled activists have viewed the relationship between the social model and
independent living in different ways. Zarb suggests that independent living ‘mirrors
the essential principles of the social model’,1%8 while Beresford states that it ‘follows

from’ it.15% Finkelstein, who had reservations about various aspects of independent

166 Jenny Morris, Independent Lives? Community Care and Disabled People (Macmillan 1993), 21.
Morris has credited these four assumptions to BCODP.

167 Barnes and Mercer, Independent Futures (n21) 33, citing A Brechin, P Liddiard and J Swain (eds)
Handicap in a Social World (Hodder and Stoughton in association with the Open University 1981) and
F Hasler, J Campbell and G Zarb Direct Routes to Independence: A Guide to Local Authority
Implementation and Management of Direct Payments (Policy Studies Institute 1999).

168 Gerry Zarb, ‘Independent Living and the Road to Inclusion’ in C Barnes and G Mercer (eds)
Disability Policy and Practice: Applying the Social Model (Disability Press 2004), 192.

169 peter Beresford, What Future for Care? (Joseph Rowntree Foundation, 2008), 10
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living, considered independent living to be a component of the social model.1"°

Essentially, the two narratives overlap, interlock and complement each other, sharing

common aims and elements, particularly relating to self-determination, equality,

inclusion and patrticipation.

6. Conclusion

This chapter has set out the background and development of independent living. It
demonstrates that in the UK the disabled people’s movement arose from a desire
among disabled activists to challenge their circumstances and negative public
attitudes, and developed through the contestation of the nature of disability itself.
Disability activism operated on both a theoretical level — particularly through the
development of the social model of disability — and the practical level, which led,
among other things, to the development of independent living. These two elements
were tightly woven together and tackled different aspects of the social deprivation
and exclusion faced by disabled people.

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

<http://pf7d7vi404s1dxh27mla5569.wpengine.netdna-cdn.com/files/library/finkelstein-The-Social-
Model-of-Disability-and-the-Disability-Movement.pdf> accessed 2 January 2017, particularly 6-7.
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Chapter 3: Contexts — Devolved Wales

1. Introduction

This chapter provides information on Wales as a devolved nation. It sets out the
lobbying context and the form of the disabled people’s movement in Wales. In
particular, it indicates that there is a distinct identity within the Welsh governance
institutions, characterised by a strong focus on communitarian and collective
approaches to the public sector. The chapter closes with an outline of the
development of policy and legislation on social care and independent living in Wales

during and since the devolution process.

2. The devolution process in Wales

Devolution in Wales has been an incremental process, with competence over certain
matters ceded from Westminster in a number of stages.! The National Assembly for
Wales (‘the Assembly’) was established by the Government of Wales Act 1998, and
the first Assembly Members (AMs) elected in 1999.2 Initially, the Assembly was a
single, effectively executive, body operating on a cabinet and committee basis?®

comprising 60 AMs with powers that were broadly in line with those previously held

1 For a concise overview of the history of devolution in Wales, see information provided by the
National Assembly for Wales on its website: ‘The History of Welsh Devolution’ (NAW, undated)
<http://www.assembly.wales/en/abthome/role-of-assembly-how-it-works/Pages/history-welsh-
devolution.aspx> accessed 27 February 2018.

2 This followed a referendum in 1997, which had a small turnout (50.1 per cent) and produced a small
majority (50.3 per cent) in favour of devolution. 6,721 votes separated the result. When the turnout is
taken into account, only a quarter of the electorate in Wales voted in favour of the establishment of
the National Assembly for Wales. Richard Wyn Jones and Roger Scully, Wales Says Yes: Devolution
and the 2011 Welsh Referendum (University of Wales 2012), 64-66.

3 The Assembly was originally envisaged as a single corporate body operating through a number of
committees. This was altered during the passage of the Government of Wales Bill and the model that
was initiated was one in which an Executive Committee had responsibility for discharging the
devolved functions, with role of the subject committees being that of contributing to the development
of policy and secondary legislation and scrutinising the work of the relevant Secretary. Keith Patchett,
‘The New Constitutional Architecture’ in John Osmond and J Barry Jones (eds) Birth of Welsh
Democracy: The First Term of the National Assembly for Wales (Institute of Welsh Affairs and the
Welsh Governance Centre 2003), 3.
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by the Welsh Office.* AMs were responsible for an annual budget of some £8 billion®
and had competence to make secondary legislation when authorised to do so by the

UK Parliament.

In 2001 the Assembly separated its executive functions as far as was possible under
the terms of the 1998 Act and deployed the term ‘Welsh Assembly Government’
(WAG) (later the Welsh Government)® to distinguish the work of the cabinet from that
of the wider Assembly.” This separation was formalised in the Government of Wales
Act 2006, which also gave the Assembly limited powers to create primary legislation
within 20 defined policy fields.2 Among these fields were a number relevant to
independent living, including health and ‘social welfare’,® employment, education,
transport, and housing.1° In 2011, following a referendum, the Assembly gained full

power to enact statute in all of the 20 devolved areas.!

4 The Welsh Office is a department of the UK Government that was established in 1964. It originally
had responsibility for local government, housing and planning, and gradually gained further
responsibilities relating to areas including education and health. Prior to devolution its role was to
advise the UK government on matters relevant to Wales (including the impact of intended and actual
UK government policy in Wales); and to oversee the implementation of UK government policy in
Wales in those areas over which it had responsibility. Its duties included the drafting of secondary
legislation in relation to Wales where required under Acts passed by the UK government. See Richard
Rawlings, Delineating Wales: Constitutional, Legal and Administrative Aspects of National Devolution
(University of Wales Press 2003). The current purpose of the Welsh Office is to represent the
interests of Wales in relation to constitutional questions and non-devolved matters and to act as a
contact between the Welsh Government and Westminster. See, Russell Deacon, ‘Wales in
Westminster and Europe’ in Russell Deacon, Alison Denton and Robert Southall (eds), The
Government and Politics of Wales (Edinburgh University Press 2018), 58-62.

5 Elin Royles, Revitalizing Democracy? Devolution and Civil Society in Wales (University of Wales
Press 2007) 41, citing Rawlings (n4) 7.

6 Or ‘Llywodraeth Cymru’. This name change was effectuated by section 4 of the Wales Act 2014.

7 Patchett (n3, 4-5) states that the initial separation of governmental functions took place in November
2001, with the Assembly ‘unanimously support[ing] the clearest possible separation between the
Assembly Government and the Assembly that was possible under the legislation’ as it then stood. He
notes that this separation significantly stretched ‘the elastic of the original statutory model’.

8 Under this system, within the 20 fields, the Assembly was able to legislate (in the form of an
Assembly Measure) on specific matters very closely defined by a specific Legislative Competence
Order or LCO, which had to be approved by the National Assembly for Wales, the Secretary of State
for Wales and both Houses of Parliament. The full process for the approval of a Legislative
Competence Order can be found at: National Assembly for Wales, ‘Third Assembly (2007-2011):
Legislative Competence Orders’ (NAW, undated) <http://www.assembly.wales/en/bus-home/bus-
third-assembly/bus-legislation-third-assembly/bus-legislation-guidance-third-assembly/Pages/bus-
legislation-guidance-lco.aspx> accessed 1 March 2018.

9 Social welfare incorporated social services and the ‘care of ...vulnerable persons’. Government of
Wales Act 2006 Schedule 7, para 15.

10 Government of Wales Act 2006, Schedule 7. Other fields of particular relevance to disabled people
were education and training, transport, housing and local government.

11 The Assembly gained the power to legislate in the form of statute (rather than an Assembly
Measure) without first seeking the consent of the UK Parliament following a referendum on this matter
in 2011. The power to devolve full legislative capacity in the 20 fields to Wales following a favourable
referendum result was contained within the Government of Wales Act 2006 (Sections 103-105). There
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The devolution settlement was fundamentally changed by the Wales Act 2017 which
shifted the settlement from a ‘conferred powers’ model (in which legislative powers in
certain areas are ceded to the Assembly by Westminster) to one of ‘reserved
powers’ — in which the Assembly gained control of all areas except those that are
expressly retained by the UK Parliament. On implementation, the Assembly also
gained control over Assembly elections (including the power to lower the voting age)
and its own affairs (including the power to vary the number of AMs);1? along with
greater fiscal powers including partial control of income tax.'3 As a result of these
gradual stages, policy devolution in Wales has been — and continues to be — ‘a

moving game’.}4

Despite the gradual assumption of control over various policy areas, the Assembly
and the Welsh Government have always operated in a constrained policy and
practical environment. They have been required to create policy, take on significant
budget responsibilities and deliver outcomes on matters as diverse as health and
agriculture whilst building their own identity and navigating high levels of structural
change and developments in competence. This has taken place against a political
backdrop of narrow or non-existent governmental majorities, a level of governmental
instability and — certainly initially — limited popular support.'® In relation to

independent living, policy and legislative control over core matters, such as social

was therefore no need for further legislation to enable this process. Wyn Jones and Scully (n2, 54)
describe this peculiar arrangement as ‘a rare, if not unique, example of the principle of built-in
obsolescence being extended from the design of household appliances to that of national
constitutions’.

12 For a brief summary see, Office of the Secretary of State for Wales, ‘A New Chapter for Welsh
Devolution’ (Gov.UK, 31 January 2017) <https://www.gov.uk/government/news/a-new-chapter-for-
welsh-devolution> accessed 26 February 2018.

13 The Wales Act 2014 made provision for a portion of income tax to be devolved, following a
favourable referendum result on this issue (sections 8-9). The Wales Act 2017 removed the
requirement for a referendum (section 17). From April 2019, the Welsh Government will be able to
vary the amount of the devolved element. See: Welsh Government ‘Income Tax’ (Welsh Government,
11 September 2017) <http://gov.wales/funding/fiscal-reform/welsh-taxes/income-tax/?lang=en>
accessed 26 February 2016. Under the Wales Act 2014 a number of other taxes had also been
devolved including stamp duty, business rates and landfill tax. New versions of these taxes will be
implemented in Wales from April 2018. See, Welsh Government, ‘Welsh Treasury and Fiscal Reform’
(Welsh Government, 2 February 2017) <http://gov.wales/funding/fiscal-reform/?lang=en> accessed
26 February 2018. The bulk of the Act came into force on 1 April 2018.

14 Pete Alcock, ‘Devolution or Divergence? UK Third Sector Policy Since 2000’ in Guy Lodge and
Katie Schmuecker (eds) Devolution in Practice 2010 (Institute for Public Policy Research 2010), 269.
15 |nstitute of Welsh Affairs, Time to Deliver: The Third Term and Beyond: Policy Options for Wales
(Institute of Welsh Affairs 2006) 4-8.
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care, education, employment and transport, is tempered by the retention at
Westminster of power over other, equally important, areas, including discrimination
and benefits, human rights, equality and mental capacity. In addition, while the
Government and Assembly have control of a significant budget,® this is allocated by
Westminster with changes calculated by the Barnett formula. This reflects public
expenditure and the UK Government’s spending priorities in relation to England,
although the Welsh Government has the competence to allocate this funding as it
chooses.'’ In Wales, therefore, policy is made largely within a framework that is set

by Westminster and, to an extent, reflects Westminster priorities.

Currently, therefore, the Assembly and the Welsh Government have extensive, albeit
not unrestricted, power to develop policy and legislation that assists or enables the
practical implementation of independent living. Should it desire to do so, the
Assembly has the power to pass domestic legislation that enshrines a right to
independent living — insofar as it relates to devolved matters — for disabled people in

Wales. These powers are, however, relatively recent and still evolving.

3. The policy and lobbying context and the voluntary sector in
Wales

Article 4(3) of the UNCRPD requires that disabled people are consulted in the
development of policy and legislation that affects them — a legal recognition of the
longstanding slogan used internationally by disabled people’s movements of ‘nothing
about us without us’.1® Devolution and the creation of new governance structures
created new possibilities for such consultation and the involvement of DPOs in
Wales. One of the stated reasons for Welsh devolution was to create a new form of

16 The Welsh Government has the responsibility for budget and spending proposals, subject to the
scrutiny and approval of the National Assembly for Wales. See, Welsh Government, ‘Funding’ (Welsh
Government, 15 September 2011) <http://gov.wales/funding/?lang=en> accessed 31 August 2017.
17 Welsh Government, ‘Funding’ (Welsh Government, 15 September 2011)
<http://gov.wales/funding/?lang=en> accessed 31 August 2017; House of Commons Library, ‘The
Barnett Formula’ (www.parliament.uk, 23 January 2018)
<http://researchbriefings.parliament.uk/ResearchBriefing/Summary/CBP-7386#fullreport> accessed
27 February 2018.

18 This phrase is used by disabled people’s movements internationally although its origins are
unknown. Charlton states that he first heard it used in relation to disability in South Africa in 1993 by
South African activists who had heard it used in Eastern Europe. James Charlton, Nothing About Us
Without Us: Disability Oppression and Empowerment (University of California Press 2000) 3.
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politics which would offer citizens greater access, inclusion and participation in
political processes.® The devolved structures were intended to ‘reach to the parts of
Welsh society that were not reached by politics’?® and envisaged as a means of
revitalising democracy through engagement with civil society.?® Royles states that
from the earliest days of devolution, most AMs indeed fostered participation and

supported strong relationships between civil society and the new Assembly.??

Certain structures were established to support this vision of inclusive democracy and
to enable and support the participation of civil society in democratic processes. The
new Assembly was under a legal duty to develop a scheme to support and consult
voluntary organisations.?® This led to the development of the Voluntary Sector
Partnership Council (VSPC) involving AMs, representatives from the Wales Council
for Voluntary Action (WCVA) and representatives from voluntary organisations, each
representing an identified ‘voluntary sector category’, one of which was disability.?*
Royles argues that the initiative was effective in giving civil society organisations
access to the work of the Assembly.?® The VSPC continues today under the name

Third Sector Partnership Council.?®6 The strong focus on the voluntary sector

19 Royles (n5, 2-3) states that the white paper on devolution, A Voice for Wales, argued that a
devolved Wales would be a more inclusive and participatory democracy. The white paper is: Welsh
Office, A Voice for Wales: The Government’s Proposals for a Welsh Assembly (Cm 3718, 1997).

20 Ralph Fevre, ‘Series Editor's Forward’ in Royles (n5) ix.

21 Paul Chaney, Tom Hall and Andrew Pithouse, ‘New Governance — New Democracy?’ in Paul
Chaney, Tom Hall and Andrew Pithouse (eds), New Governance — New Democracy? (University of
Wales Press 2001) 3-5.

22 Royles (n5) 42.

28 This duty was originally created by Section 114 of the Government of Wales Act 1998. It now exists
under Section 74 of the Government of Wales Act 2006. Under Section 74, the Welsh Government is
required to set out a scheme that states how the Government will promote the interests of voluntary
organisations in Wales and how the Welsh Government will support and consult with such
organisations. Alcock (n14, 278) cites this as the broadest such scheme across the UK devolution
settlements. Royles (n5, 43) states that it was the first such scheme in Europe.

24 \WCVA is a coallition of third sector organisations working in fields including disability, age,
education, health, children, education and sport. It includes a wide range of organisations as diverse
as support groups and museums. See, WCVA at <https://www.wcva.org.uk/> accessed 9 March
2018. The VSPC initially comprised 11 AMs, three WCVA representatives and 21 representatives
from the voluntary sector. National Assembly for Wales, ‘Voluntary Sector Scheme: First Annual
Report to 31 March 2001’ (NAW, 4 June 2001)
<http://www.assembly.wales/Laid%20Documents/National%20Assembly%20for%20Wales%20Volunt
ary%20Sector%20Scheme%20First%20Annual%20Report%20-%20LD949-09072001-24267/bus-
GUIDE-3B4C3472000B9B8B000065F600000000-
English.pdf#search=voluntary%20sector%20scheme> accessed 1 March 2018.

5 Royles (n5) 46.

26 See, WCVA, ‘Third Sector Partnership Council’ (WCVA, undated) <https://www.wcva.org.uk/what-
we-do/influencing/third-sector-partnership-council> accessed 27 February 2018; and Welsh
Government, ‘Third Sector Partnership Council’ (Welsh Government, last updated 7 August 2017)
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continues in Wales, recently reiterated in the Welsh Government’s 2016-2021
national strategy, Prosperity for All.%’

In addition, the Government of Wales Act 1998 imposed an onerous equality duty on
the Assembly. Section 120 of the 1998 Act required the Assembly to ‘have due
regard to the principle that there should be equality of opportunity for all people’.?®
This duty applies to all functions of the Assembly and Welsh Government, and its
focus on equality across all people has an encompassing quality that is unique in UK
devolution legislation.?® Chaney argues that this principle was intended partially as a
statement of distinction between the attitudes and approaches of Westminster and a

new form of accessible governance in Wales.3°

As a result, equality has been a priority for the Assembly from its inception. The
equality duty became another area in which the Assembly explicitly worked with
voluntary organisations to achieve ‘inclusive governance’, particularly those working
with minority groups.3! Disability Wales was one of a number of umbrella or network
organisations which received Assembly funding to support its equality work.3? As a

result, civil society groups, including disability organisations (and Disability Wales in

<http://gov.wales/topics/people-and-communities/communities/voluntarysector/partnership/?lang=en>
accessed 27 February 2018. At the time of writing, disability organisations were represented by the
Wales Disability Reference Group (WDRG). WDRG is a network of five ‘umbrella organisations for the
main disability groups in Wales’. These are Disability Wales, Learning Disability Wales, Mind Cymru,
Wales Council for Deaf People and Wales Council of the Blind. See Wales Council for Voluntary
Action, ‘Disability’ (WCVA, undated) <https://www.wcva.org.uk/what-we-do/influencing/third-sector-
partnership-council/disability> accessed 27 February 2018. At the time of writing, the WDRG
representative on the Council was Director of Wales Council of the Blind.

27 Welsh Government, ‘Prosperity for All: The National Strategy’ (Welsh Government, 2017)
<http://gov.wales/newsroom/firstminister/2017/170919-new-national-strategy-for-a-more-prosperous-
wales/?lang=en> accessed 8 March 2018.

28 This duty is now enshrined in section 77 of the Government of Wales Act 2006.

29 David Lambert, ‘The Government of Wales Act: An Act for Laws to be Ministered in Wales in Like
Form as it is in this Realm?’ (1999) 30 Cambrian Law Review 60, cited in Paul Chaney, ‘Education,
Equality and Human Rights: Exploring the Impact of Devolution in the UK’, (2011) 31(3) Critical Social
Policy 431.

30 Paul Chaney, ‘New and Unexplored Possibilities — The Welsh Legislature’s Statutory Duty to
Promote Equality of Opportunity’ (2002) 21(1) Equal Opportunities International 19-42.

31 Royles (n5), 46, citing P Chaney and R Fevre, ‘Inclusive Governance and “Minority” Groups: The
Role of the Third Sector in Wales’ (2001) 12(2) Voluntas: International Journal of Voluntary and
Nonprofit Organizations 131.

32 Royles (n5) 46, citing P Chaney and R Fevre, ‘An Absolute Duty: Equal Opportunities and the
National Assembly for Wales, A Study of the Equality Policies of the Welsh Assembly Government
and their Implementation’ (2002, published online but no longer available).
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particular) achieved an unprecedented level of access to the work of the Assembly.33
In their study of the contact between disability groups and the Assembly in its early
years, Betts et al quote a research participant as saying: ‘Disability Wales is pushing
as hard as it can ... to get into that position that they never have reached before with
centralized government’.34 At the time of writing other bodies also existed that
provided lobbying opportunities in relation to equality, including the Welsh
Government Disability Equality Forum, which has a specific remit to advise on
progress in relation to the Welsh Government’s Framework for Action on
Independent Living.3®> Under section 149 of the Equality Act 2010, the Welsh
Government is also subject to the public sector equality duty, which requires public
authorities to eliminate discrimination, advance equality of opportunity and foster
good relationships between people who have a ‘protected characteristic’ and those
who do not.¢ The Assembly and the Welsh Government are also obliged to work
within the European Convention on Human Rights.3’

Other opportunities for lobbying were also created on devolution. The Assembly’s
subject committees — cross-party groups which exist to scrutinise policy, proposed
legislation and other ministerial work in particular fields — were from the earliest days

33 Royles (n5) 46.

34 Sandra Betts, John Borland and Paul Chaney, ‘Inclusive Government for Excluded Groups: Women
and Disabled People’ in Paul Chaney, Tom Hall and Andrew Pithouse (eds), New Governance — New
Democracy (University of Wales Press 2001) 66.

35 This brings together Welsh Government ministers and officials and representatives from
organisations relating to disability. Following the development of the Framework for Action on
Independent Living the Forum has a role in advising on implementation. It meets twice a year. See,
Welsh Government, ‘Disability Equality Forum’ (Welsh Government, last updated 7 February 2018)
<http://gov.wales/topics/people-and-communities/equality-diversity/rightsequality/disability/disability-
equality-advisory-group/?lang=en> accessed 27 February 2018.

36 The public sector equality duty contains both the general duty, outlined here and specific duties
which relate to matters of implementation such as the need for equality impact assessments and
annual reporting. The specific duties are different in the devolved nations, and those in Wales are
particularly onerous. The ‘protected characteristics’ under the 2010 Act are: age, sex, gender
reassignment, disability, race, pregnancy, sexual orientation and religion or belief. Section 1 of the
Equality Act 2010 also includes certain duties on public authorities to consider the reduction of
socioeconomic inequality when making strategic decisions, although this is not yet in force in Wales.
Hoffman states that at the time of writing the Welsh Government was ‘actively considering whether
the duty should commence’. Simon Hoffman, ‘Human Rights, Equality and Well-being’ (Bevan
Foundation, February 2019), <https://www.bevanfoundation.org/publications/human-rights-and-well-
being/> accessed 20 February 2019, 2.

37 Section 108A(2)(e) of the Government of Wales Act 2006 states that any legal provision passed by
the National Assembly that is incompatible with the ECHR is outside the Assembly’s legal
competence and is not law. Section 81 states that the Welsh Government has no power to pass
subordinate legislation or otherwise act in a manner that is incompatible with the European
Convention on Human Rights.
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intended to have a proactive role in policy-making and provide opportunities for civil
society groups to exert an influence via contact with the relevant AMs.*® Other, more
informal ‘cross-party groups’ have also been established, in which AMs with an
interest in particular matters discuss issues with relevant individuals and
organisations. At the time of writing these included groups on disability, autism,
learning disability and various matters of particular relevance to disabled people and

independent living such as housing and transport.3°

Challenges in relation to policy development that have faced the Assembly and
Welsh Government since their inception have also offered lobbying opportunities. On
the creation of the Assembly, the available civil service was that which had
previously been attached to the Welsh Office — a department with limited policy
capacity and expertise.*® The role of the Welsh Office had been to apply Whitehall
policy within Wales, not to create it from scratch,* and was therefore essentially
administrative.*? In addition, civil servants (and Ministers) in the former Welsh Office
had typically been disinclined to consider distinctive policy in Wales.*® Both AMs and
civil servants** therefore required knowledge and information to fulfil their roles.
These difficulties, along with limited staff support to the Assembly committees, 4°
created opportunities for organisations with particular expertise to provide

information and exert influence.

38 Royles (n5).

39 A list of cross party groups, and links to the relevant pages can be found at National Assembly for
Wales, ‘Cross-Party Groups’ (NAW, undated)
<http://senedd.assembly.wales/mgListOutsideBodiesByCategory.aspx> accessed 15 July 2018).

40 Scott L Greer, ‘Health: How Far Can Wales Diverge From England?’ in John Osmond (ed), Second
Term Challenge: Can the Welsh Assembly Government Hold Its Course? (Institute of Welsh Affairs
and The Constitution Unit 2003).

41 Royles (n5).

42 |nstitute of Welsh Affairs, Time to Deliver: The Third Term and Beyond: Policy Options for Wales
(Institute of Welsh Affairs 2006).

43 John Osmond, ‘Introduction’ in John Osmond (ed), The National Assembly Agenda (Institute of
Welsh Affairs 1998).

44 Royles (n5).

45 These included subject committees and regional committees. Subject committees were originally
envisaged as powerful units that would drive the work of the National Assembly. Royles (n5) 42, citing
John Osmond, The National Assembly Agenda (Institute of Welsh Affairs 1998) and Ron Davies,
quoted in M Laffin and A Thomas, ‘Designing the National Assembly for Wales’ (2000) 53
Parliamentary Affairs 557. The regional committees ‘were viewed as having the potential to facilitate
the interaction of civil society organizations from different areas of Wales with the National Assembly’.
Royles (n5) 43.
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4. The disabled people’s movement in Wales

Most prominent figures and DPOs (including CILs) within the UK disabled people’s
movement have historically worked and been based in England.*® These have
included the majority of the key theorists and academics of the movement. During
and following devolution, the majority of these commented on the English (or, where
relevant, UK) context, with little, if any, noticeable interruption.4” Devolution therefore

required disabled people in Wales to develop lobbying capacity and expertise.

The rise of a specifically Welsh disabled people’s movement is less clearly
connected with grassroots activism than the Anglo-British movement. In 1972, at
around the same time that UPIAS was emerging, the Wales Council for the Disabled
(emphasis added) was formed, partially as the result of government intervention and
initially as a committee of the Council for Social Services in Wales. Disability Wales
states that the inspiration for the Council was a recognition by the Welsh Office that
a national voluntary body was needed to speak on behalf of disabled people.* In
1976, the Council became an autonomous organisation, which changed its name to
Disability Wales in 1994. It was in 2003 that members of Disability Wales voted to
become an organisation run by disabled people and formally to adopt the social
model of disability.*® What has since become the largest DPO and pan-disability
organisation in Wales was therefore initially established on non-DPO lines, in some

measure as a result of governmental initiative.

Betts et al provide an assessment of the development of a disability lobby in the
early days of Welsh devolution. They note that by September 1999, while some
twenty organisations had appointed individuals to engage with the new Assembly,

‘only four of these represented disability interests’,>° and imply that, with the

46 Commentators such as Barnes, Oliver, Beresford, Evans and many others fall into this group. In
addition, with the exception of Disability Wales, Dewis Centre for Independent living and the former
Cardiff and Vale Coalition of Disabled People, the better-established DPOs are in England.

47 See Chapter 2, section 2.

48 Disability Wales, ‘History’ (Disability Wales, undated) <http://www.disabilitywales.org/about-
us/history/> accessed 28 February 2018. The Council was originally formed as a committee of the
Council for Social Service in Wales.

49 |bid. It is worth noting that this was after the Welsh Government formally adopted the social model
of disability. See Chapter 2, section 3.

50 Betts, Borland and Chaney (n34), 68.
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exception of Disability Wales, this capacity was created within the large national non-
DPO organisations, rather than organisations made up of disabled people. They
argue that while the development of an effective disability lobby was necessary, it
was by no means inevitable. Among the requirements discussed for the
development of such a lobby were the need for disability organisations to focus on
matters identified by disabled people themselves, the need to mobilise disabled
people, the need to establish effective campaigning strategies and, most importantly,
the need to transfer leadership to disabled people.>! This discussion suggests that
the disability lobby in Wales at that time consisted mostly of ‘establishment’
organisations and that the core principle of action and representation by, rather than

of, disabled people, had not yet become entrenched in Wales.

In the early years of devolution, it is therefore fair to say that the identity of the
disabled people’s movement in Wales as one of grassroots activism was less
developed than in the Anglo-British context — a finding that is echoed in other
research.5? This may have been partially a result of a less vibrant civil society in
Wales in general.>® However, at their time of writing (2001) Betts et al noted that two
DPOs — Disability Wales and Cardiff and Vale Coalition of Disabled People — had
become ‘fully engrossed’ with the new forms of consultation in Wales.>* Disability
Wales in particular seems to have sought to establish a distinctive lobbying identity
from the outset. While smaller disability-focused organisations gained a lobbying
presence through the WCVA, Disability Wales initially lobbied separately from this

coalition.%®

51 |bid 73-75.

52 Priestley and others found that disability activism in relation to direct payments was significantly
lower in Wales (and Northern Ireland) than in England and Scotland. Mark Priestly and others, ‘Direct
Payments and Disabled People in the UK: Supply, Demand and Devolution’ (2007) 37 British Journal
of Social Work 1189.

53 Royles (n5) suggests that, at the time of devolution, civil society in Wales was weak when
compared with other parts of the UK. In 2010 Alcock suggested that a relatively large proportion of
Welsh third sector organisations remained made up of small local groups relying on volunteer workers
rather than larger national organisations (which tend to have greater lobbying capacity). Alcock (n14)
citing G Day, ‘The Independence of the Voluntary Sector in Wales’ in M Smerdon (ed), The First
Principle of Voluntary Action: Essays on the Independence of the Voluntary Sector in Canada,
England, Germany, Northern Ireland, Scotland, United States of America and Wales (The Baring
Foundation 2009). This may indicate a relatively fragile civil society across the board in Wales.

54 Betts, Borland and Chaney (n34) 75.

55 Betts, Borland and Chaney (n34). Disability Wales now lobbies with the WCVA.
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The disabled people’s movement in Wales remains relatively small in terms of
numbers of organisations and their lobbying capacity. Many local and national
disability-focused organisations exist, including various Welsh partners of large UK-
based non-DPO charities,*® although few of these identify as being run by disabled
people.>’ At the time of writing, two centres for independent living (CILs) existed, with
two further in early development.>® There were also a number of People First
organisations — self-advocacy groups run by and for people with learning
disabilities,>® and some small but active campaigning groups,®° and individuals.®!
Larger organisations included All Wales People First, Dewis Centre for Independent
Living,%2 the mental health organisation Hafal,®® and Diverse Cymru® — an equality-
focused organisation formed from the 2011 merger of the Cardiff and Vale Coalition
of Disabled People and Awetu, which focused on mental health in black and minority

ethnic communities. Both Dewis CIL and Diverse Cymru provide a support service

56 For example, Mencap Cymru, National Autistic Society Cymru, RNIB Cymru, Action on Hearing
Loss Cymru and various others.

57 In 2016 the WCVA listed 1440 third sector organisations classified as disability-related (out of
32,555 organisations in total). Welsh Council for Voluntary Action, ‘All Wales Database of Voluntary
Organisations in Wales, January 2016’ (WCVA, undated) available at <https://www.wcva.org.uk/what-
we-do/research> accessed 28 February 2018.

58 John Pring, ‘Project Set to Double Number of Independent Living Centres in Wales’ (Disability
News Service, 13 October 2016) <http://www.disabilitynewsservice.com/project-set-to-double-
number-of-independent-living-centres-in-wales/> accessed 14 October 2016. At the time of writing
ClLs in Wales included the Dewis Centre for Independent Living <http://www.dewiscil.org.uk/>
accessed 30 December 2016, the CIL de Gwynedd <http://www.cildegwynedd.co.uk/> accessed 30
December 2016; and the FDF Centre for Independent Living (launched on 1 March 2017 and formerly
the Flintshire Disability Forum) <http://www.thefdf.org.uk/> accessed 8 March 2018. Diverse Cymru
was a broader organisation, but had its roots in DPO activity. In addition, there was also a less formal
organisation named Swansea Association for Independent Living <http://sail-swansea.org.uk/>
accessed 18 May 2017.

59 The umbrella group, All Wales People First, is at <http://allwalespeoplelst.co.uk/> accessed 8
March 2018.

60 These included a number of the People First organisations and organisations such as Bridgend
Coalition of Disabled People, which at the time of writing had an active Facebook page but no website
of its own. See Bridgend Coalition of Disabled People (Facebook, undated) <https://en-
gb.facebook.com/Bridgend-Coalition-of-Disabled-People-124600127554451/> accessed 15 July
2019.

61 At the time of writing the campaign against the abolition of the Welsh Independent Living Grant,
which was having significant success, was being undertaken by a small group of individuals, in
particular Nathan Lee Davies. See Nathan Lee Davies ‘#savewilgcampaign’ (blogpost, undated)
<https://nathanleedavies.wordpress.com/save-wilg-campaign/> accessed 6 May 2019. See Chapter
2, section 4 including note 152.

62 Dewis CIL was established on DPO principles in 1996 and became a CIL in 2001. See Dewis
Centre for Independent Living, ‘About’ (Dewis CIL, undated) <http://www.disabilitywales.org/about-
us/history/> accessed 28 February 2018. ‘Dewis’ means ‘choice’ in Welsh.

63 Hafal describes itself as: ‘an organisation managed by the people we support: individuals whose
lives have been affected by serious mental illness’. Hafal, ‘Home’ (Hafal, undated)
<http://www.hafal.org/> accessed 15 July 2019.

64 Diverse Cymru, ‘Diverse Cymru’ (undated) <https://www.diversecymru.org.uk/> accessed 27 July
2019.
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for people who use direct payments and employ personal assistants and have
responded to Welsh Government consultations. The largest and most prominent
DPO remained Disability Wales / Anabledd Cymru. This national umbrella
organisation draws together a number of partner organisations in Wales. While not
all of these are DPOs, Disability Wales itself is now run by disabled people®® and
describes its core role as ‘provid[ing] a strong voice and leadership to influence

policy on the issues that matter to our members’.56

In terms of lobbying there is a level of historical and ongoing reliance on the work of

Disability Wales. This reliance raises issues both of plurality of the disabled ‘voice’ in
Wales and of independence, as Disability Wales is largely reliant on funding from the
Welsh Government.®’ In the context of this thesis, it is of particular note that its

former position of independent living policy officer was funded by the Welsh

65 Disability Wales has formerly stated that members of its Board of Trustees must be disabled
people. Disability Wales, ‘About Us’ (n64). This statement no longer appears on its website, but all its
current Trustees identify as disabled people. Disability Wales, ‘Board Members’ (undated)
<http://www.disabilitywales.org/about/board-members/> accessed 15 July 2019. Disability Wales
formerly described itself as: ‘a membership organisation of disability groups and allies from across
Wales’, with ‘allies’ described as organisations that work in the field of disability or connected areas
but which are not themselves DPOs - Disability Wales, ‘About Us’ (undated)
<http://www.disabilitywales.org/about-us/> accessed 8 March 2018. (Webpage no longer available.)
The current membership of Disability Wales (excluding individuals) can be found at Disability Wales,
‘Members List’ (undated) < http://www.disabilitywales.org/about/members/> accessed 18 July 2019. A
similar membership is held by Disability Rights UK, which is the equivalent group in the UK/England
context. Disability Rights UK, ‘Member Organisations’ (undated)
<https://www.disabilityrightsuk.org/membership/member-organisations> accessed 15 July 2019.

66 Disability Wales, ‘About’ (Disability Wales, undated) <http://www.disabilitywales.org/about/>
accessed 15 July 2019. The formerly stated aim was, ‘reflect[ing] the views of disabled people’s
organisations to government with the aim of informing and influencing policy’. Disability Wales, ‘Aims
and Objectives’ (Disability Wales, undated) <http://www.disabilitywales.org/about-us/aims-and-
objectives/> accessed 28 February 2018 (page no longer available).

67 At the time of writing, Disability Wales stated on its website, ‘Our core funding is from the Welsh
Government Equality and Inclusion Grant which allows our work to continue until 2020. This grant is
on a three-year basis. Disability Wales runs a number of projects which have a range of funders,
including Big Lottery and the Fawcett Society, Spirit of 2012’. Disability Wales, ‘About’ (n66). See
also, annual reviews for earlier years, such as: Disability Wales / Anabledd Cymru ‘Review
2015/2016’ (Disability Wales, undated) <http://www.disabilitywales.org/wp-
content/uploads/2019/05/DW-Annual-Review-2016.pdf> accessed 15 July 2019. It is worth noting
here that the UN Committee on the Rights of Persons with Disabilities states, among its list of
necessary attributes for a DPO, that DPOs are not affiliated, in the majority of cases, to any political
party and are independent from public authorities and any other non-governmental organizations of
which they might be part/members of. UN Committee on the Rights of Persons with Disabilities,
‘General Comment No. 7 on the Participation of Persons with Disabilities, Including Children with
Disabilities, through their Representative Organizations, in the Implementation and Monitoring of the
Convention’ (UN Doc CRPD/C/GC/7, adopted on 9 November 2018)
<https://www.ohchr.org/EN/HRBodies/CRPD/Pages/GC.aspx> accessed 12 July 2019, para 11(c).

80



Government.®® This feature is by no means unique to DPOs in Wales — in a UK-wide
survey of user-led organisations, Barnes and Mercer found that most of the surveyed
organisations were linked in some way to local authority or other public sector
agencies.®® Such connections inevitably require organisations to walk a difficult line

between partnership and challenge.”

The lack of separation between civil society and government is known to be a
particular and general problem in Wales. In 2017, the National Assembly for Wales
Research Service questioned whether a widespread reliance on public funds was
causing the third sector in Wales to act as ‘another branch of government’.”* The

Service cited the Bevan Foundation, which had stated that:

[Certain] Welsh charities are substantially funded by the Welsh Government

too, and the cash inevitably comes with strings.... their agenda is without

68 Disability Wales / Anabledd Cymru, ‘Written Evidence Submitted to the Joint Committee on Human
Rights (IL 39) (27 April 2011). Published in, Joint Committee on Human Rights, ‘Implementation of
the Right of Disabled People to Independent Living: Written Evidence’ (2011)
<https://www.parliament.uk/documents/joint-committees/human-
rights/Independent_Living_Written_Evidence_4.pdf> accessed 15 July 2019, 164-169.

69 Colin Barnes and Geof Mercer, Independent Futures: Creating User-Led Disability Services in a
Disabling Society (Policy Press 2006), 80-82. Note that Barnes and Mercer were not looking
specifically at funding in this discussion — the examples cited were of establishment or management
integration. Funding from state agencies is a common situation, however, and extends to high profile
UK-based DPOs. For example, the National Centre for Independent Living was largely funded by the
Department of Health. See, Prime Minister’s Strategy Unit and others, ‘Improving the Life Chances of
Disabled People’ (TSO 2005), 85. The Disability Rights UK annual report for 2016-2017 indicated
that in the year ending 31 March 2017 DRUK received funding from various UK government
departments for various projects including supporting policy development. Disability Rights UK,
‘Report and Financial Statements for the Year Ended 31 March 2017’ (Disability Rights UK, undated)
<https://lwww.disabilityrightsuk.org/sites/default/files/pdf/DRUKannualreportandfinalstartement2017.pd
f> accessed 15 July 2019. Other DPOs, in Wales and England, are also largely reliant on state
funding. Dewis CIL receives its core funding from the local authorities to which it provides services.
See, Dewis CIL, ‘About’ (n62). The most recent annual review for All Wales People First available at
the time of writing on the organisation’s website (financial year 2015-2016) indicates that in that year it
received core funding from the Welsh Government. All Wales People First, ‘Annual Report April 2015
-March 2016’ (All Wales People First, undated)<http://allwalespeoplelst.co.uk/wp-
content/uploads/2017/09/Annual-report-2015-2016.pdf> accessed 28 February 2018.

70 In 1995 Barnes wrote: ‘To get too close to the Government is to risk incorporation and end up
carrying out their proposals rather than ours. To move too far away is to risk marginalisation and
eventual demise’. Colin Barnes, ‘Disability Rights: Rhetoric and Reality in the UK’ (1995) 10(1)
Disability & Society 111, 115. It is noted in Chapter 2 (fn 89) that Barnes and Oliver refer to such
organisations as ‘semi-independent organizations or quangos’ and consider these detrimental to the
disabled people’s movement.

71 Hannah Johnson, ‘The Welsh Third Sector: An Independent Force or “Just Another Branch of
Government”?’ (National Assembly for Wales Research Service, 23 June 2017)
<https://seneddresearch.blog/2017/06/23/the-welsh-third-sector-an-independent-force-or-just-another-
branch-of-government/> accessed 25 September 2018.
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guestion set by government. These bodies are arguably the 21st century
guango state.”?

The Bevan Foundation argued that this position enables funders to ‘frame the
problems they are willing to solve’ and ‘determine the outcomes that are
acceptable’.”® This discussion did not relate to disability organisations, but
suggestions that this problem affects the campaigning agenda and power of
Disability Wales have been raised.”* The point here is not that Disability Wales and
other DPOs are not capable of accurately representing the views of disabled people
or influencing Welsh Government priorities and outcomes, but that the documentary
output of all these actors must be assessed in the light of this relationship and the

ability of the Welsh Government to control the agenda.

If it is true (as Beresford suggests) that ‘movements are only ever as strong as their
local grassroots organisations’,”® it would appear that the disabled people’s
movement in Wales remains relatively weak and less developed in comparison to its
Anglo-British counterpart. However, it has had influence. It is noted in Chapter 2 that
the social model of disability was adopted by the Welsh Government in 2002 and
that the 2010-11 ‘Independent Living NOW! campaign led by Disability Wales was at

least partially responsible for the decision of the Welsh Government to develop its

72 \ictoria Winckler, ‘Who Sets the Third Sector Agenda?’ (Bevan Foundation, 30 January 2017)
<https://www.bevanfoundation.org/commentary/wales-third-sector-agenda/> accessed 25 September
2018.

73 |bid. Similarly, the lobbyist Daran Hill, also cited by the Research Service, stated that: “there is a
relationship of co-dependency between many parts of the third sector and the Welsh Government. It
sometimes feels that whole swathes of the sector have been almost nationalised and therefore, in
effect, muzzled.” Daran Hill, ‘Lobbyists Need to be Transparent Too’ (Click on Wales, 10 March 2016)
< http://www.iwa.wales/click/2016/03/lobbyists-need-to-be-transparent-too/> accessed 15 September
2018.

74 Nathan Lee Davis, who at the time of writing was campaigning to save the Welsh Independent
Living Grant, has argued that Disability Wales has not supported his campaign as ‘they do not wish to
upset their funders’. Nathan Lee Davies, ‘Silenced by Disability Wales’ (blogpost, undated)
<https://nathanleedavies.wordpress.com/2017/10/10/silenced-by-disability-wales/> accessed 25
September 2018. Disability Wales has stated that it supports the aims of the campaign, but was
unable to support a campaign petition as it ‘was too party political’. John Pring, ‘Disabled Activist “Is
Fighting for his Life” as he Hands Petition to Welsh Government’ (Disability News Service, 21
September 2017) <https://www.disabilitynewsservice.com/disabled-activist-is-fighting-for-his-life-as-
he-hands-petition-to-welsh-government/> accessed 25 September 2017.

75 Peter Beresford, ‘Identity Crisis’ The Guardian (London, 29 November 2006)
<https://www.theguardian.com/society/2006/nov/29/socialcare.guardiansocietysupplement>
accessed 8 March 2018.
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Framework for Action on Independent Living’® (see section 6.2 below). All Wales
People First has representatives on the Learning Disability Advisory Group to the
Assembly,’” and contributed the preface to the Welsh Government’s 2007 Statement
on Policy and Practice for Adults with a Learning Disability.”® At the time of writing,
Disability Wales had recently worked with Disability Rights UK to present evidence to
the investigation by the UN Committee on the Rights of Persons with Disabilities on
the UK Government’s record on delivering disabled people’s human rights’® — an

investigation that came to scathing conclusions.®

5. Politics and ideology in the Welsh Government

Wales is a country with a socio-economic, political and cultural identity of its own, the
roots of which long pre-date any form of institutional devolution. It has a strong
tradition of union membership, collectivism and mutuality,®! and these traditions have
extended into the political arena. Davies suggests that it is ‘perhaps no coincidence
that Nye Bevan and Jim Giriffiths, the two politicians with the greatest responsibility
for the modern welfare state, represented Welsh constituencies’.82 One of Bevan’s

inspirations for the modern National Health Service was the model of mutual

76 Welsh Government, ‘Framework for Action on Independent Living’ (Welsh Government, 2013)
<http://gov.wales/docs/dsjlg/publications/equality/130916frameworkactionen.pdf> accessed 23
February 2018.

77 National Assembly for Wales Learning Disability Advisory Group, ‘Fulfilling the Promises: Proposals
for a Framework for Services for People with Learning Disabilities’ (NAW, June 2001)
<http://lwww.assembly.wales/Laid%20Documents/The%20Learning%20Disablity%20Advisory%20Gro
up.%20Report%20to%20the%20National%20Assembly%20for%20Wales%20Fulfilling%20the%20Pr
omises.%20Propo-17102001-24340/bus-GUIDE-3BD5365D0001C81F0000500700000000-
English.pdf> accessed 6 March 2018.

78 Welsh Assembly Government, ‘Statement on Policy & Practice for Adults with a Learning Disability’
(WAG, March 2007) <http://gov.wales/docs/dhss/publications/100126policyen.pdf> accessed 23
February 2018. This document was one of those examined in this study.

79 Disability Rights UK and Disability Wales, ‘Implementation of the United Nations Convention on the
Rights of Persons with Disabilities in England and Wales: Shadow Report’ (January 2017)
<https://www.disabilityrightsuk.org/sites/default/files/pdf/CRPD%20shadow%20report%20-
%20England%20Wales%2026%20January%202017.pdf> accessed 12 July 2019.

80 John Pring, ‘UK Faces UN Examination: Government Cuts Caused ‘Human Catastrophe’ (Disability
News Service, 24 August 2017) <https://www.disabilitynewsservice.com/uk-faces-un-examination-
government-cuts-caused-human-catastrophe/> accessed 29 August 2017.

81 Steve Davies, ‘The New Politics of Public Services in Wales’ in John Osmond (ed) Second Term
Challenge: Can the Welsh Assembly Government Hold Its Course? (Institute of Welsh Affairs and The
Constitution Unit 2003).

82 |bid 18. Davies also notes that the school meals project started in Wales.
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societies that existed particularly in the mining communities of South Wales.® Given
this history, it is perhaps no surprise that the Labour Party has historically dominated
the Welsh political landscape.®* Since devolution, Welsh Labour has been the main
political force of the Assembly, forming all of its governments to date, albeit
sometimes in the minority or in coalition. This one-party dominance is so pronounced
that Wyn Jones and Scully argue that it has impacted directly on the construction of
the Welsh constitution, with devolution initiatives and processes often aimed at
bridging internal Labour Party divides rather than establishing effective governmental

structures.8®

From the early days of the Assembly and the birth of the Welsh (Assembly)
Government, Welsh Labour has been keen to develop policy — particularly in relation
to public services — that bears its own ideological stamp and reflects this Welsh
social and political tradition.2® While there was initially limited divergence from
Westminster in certain policy areas — including social care — the Welsh Government
swiftly began to indicate a desire for a distinct approach to public sector provision.’
Broadly speaking, the aim was to pull back from the market and mixed economy
models that had dominated Westminster politics since the 1970s and to generate a

more universalist and collectivist approach.

Initially, this narrative was developed against a background of Labour
administrations in Westminster — devolution was a Labour government initiative and
for the first 13 years of a devolved Wales, Labour was in control of both the

Westminster and Welsh political institutions. Rhodri Morgan — First Minister of Wales

83 Steven Thompson, ‘Welsh History Month: Tredegar, Birthplace of the NHS’ (Wales Online, 27
March 2013) <https://www.walesonline.co.uk/news/wales-news/welsh-history-month-tredegar-
birthplace-2047332> accessed 15 February 2019; Steve Thompson, ‘NHS Was Not Solely Modelled
on a Welsh Workmen’s Medical Society’ (The Conversation, 3 July 2018)
<https://theconversation.com/nhs-was-not-solely-modelled-on-a-welsh-workmens-medical-society-
98024> accessed 15 February 2019.

84 Stead provides a brief history of the development of a political ‘hegemony’ in Wales, including the
shift from Liberal to Labour in the first half of the twentieth century. Peter Stead, ‘Progressivism and
Consensus’ in John Osbourne (ed), Unpacking the Progressive Consensus (Institute of Welsh Affairs
2008) <https://www.iwa.wales/wp-content/uploads/2016/04/progconsensustext.pdf> accessed 15 July
2019.

85 Wyn Jones and Scully (n2, 56) also argue that for this reason the devolution process in Wales has
been ‘deeply flawed’ and that compromises for the sake of Labour Party unity ‘have been placed at a
higher premium than adherence to basic constitutional principles’.

86 Davies (n81).

87 |bid.
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between 2000 and 2009 — described the development of a distinct Welsh Labour
identity as putting ‘clear red water’ between the Labour administrations in Cardiff and
Westminster.88 Davies argues that while the Welsh Government was keen to
smooth over any suggestion of a rift between the two Labour administrations —
presenting the Welsh distinction as ‘Welsh solutions to Welsh problems’ — 89 there

was a fundamental difference between their underpinning ideologies. In his words:

While Tony Blair stresses the role of the market, praises the efficiency of the
private sector and emphasises consumer choice and the market, the
language of Labour politicians in Wales is more likely to refer to citizenship,
equality of outcome, universality, collaboration rather than competition, and

public rather than private provision.*°

Under the Welsh Labour / Plaid Cymru coalition of the Third Assembly (2007-2011),
the governing parties set out a ‘progressive consensus’, the core principles of which
were later described as a philosophy of ‘progressive universalism’. The central idea
of progressive universalism was that all people should have the same entitlements to
public services, that these should be — as far as possible — free at the point of use,
and that ‘additional help’ should be available for those who need it most’.°!
Progressive universalism was based on six principles, outlined most notably by Mark

Drakeford.%? These principles were that:

88 The identity of the person who coined this term is not conclusively evidenced, although the
Financial Times credits it to Mark Drakeford. Jim Pickard, ‘Mark Drakeford Tipped for Labour’s Next
Leader in Wales’ Financial Times (London, 28 May 2018) <https://www.ft.com/content/1cla5b9a-
6002-11e8-9334-2218e7146b04> accessed 6 May 2019. The phrase was famously used by Morgan
in a speech at the University of Swansea in December 2002. BBC News, ‘New Labour “Attack” Under
Fire’ (BBC, 11 December 2002) <http://news.bbc.co.uk/1/hi/wales/2565859.stm> accessed 6 May
2019.

89 Davies (n81) 19.

9 |bid 10.

°1 There is a summary of the principles of progressive universalism in the National Assembly for
Wales Research Service document, ‘Key Issues for the Fourth Assembly’ (NAW Research Service
2011), available at <http://www.assembly.wales/NAfW%20Documents/11-026.pdf%20-
%2020102011/11-026-English.pdf> accessed 15 July 2019.

92 Drakeford has had a strong influence on the development of Welsh Government policy, particularly
in the fields of health and social care, since the early days of devolution. Between 2000 and 2010 he
advised the then First Minister, Rhodri Morgan, on health and social policy. Following his election as
an AM in May 2011, he was appointed Minister for Health and Social Services in March 2013, Cabinet
Secretary for Finance and Local Government in May 2016, and Cabinet Secretary for Finance in
November 2017. See, Welsh Government, ‘Rt Hon Mark Drakeford AM’ (undated)
<https://gov.wales/rt-hon-mark-drakeford-am> accessed 24 July 2019. Drakeford had also repudiated
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e government is the best vehicle for achieving social improvement;

e services should be universal rather than means-tested,;

e co-operation is better than competition in the design, delivery and
improvement of public services;

e policy should be guided by the collective voice of civil society institutions
rather than by individual choice;

e the delivery and receipt of public services should be a collaborative rather
than a quasi-commercial transaction;

e the purpose of public service provision is equality of outcome rather than

equality of opportunity.%3

The language of progressive universalism is no longer prevalent at Cardiff,%* but the
principles formed the underpinning ideology of the Welsh Government at the time of
the development of the majority of the Welsh Government policy documents
examined in this thesis, including the white paper prior to the 2014 legislation on
social care.®® The principles of progressive universalism also formed the general
policy background to the development of the 2013 Framework for Action on

Independent Living.%

the privatisation and marketisation of the welfare state in his previous career as an academic. See, for
example, lan Butler and Mark Drakeford, ‘Which Blair Project? Communitarianism, Social
Authoritarianism and Social Work’ (2001) 1(1) Journal of Social Work 7.

98 Mark Drakeford, ‘Progressive Universalism’, originally published in Institute of Welsh Affairs,
‘Agenda’ (Winter 2006-2007) and reproduced in, John Osbourne (ed), Unpacking the Progressive
Consensus (Institute of Welsh Affairs 2008) <https://www.iwa.wales/wp-
content/uploads/2016/04/progconsensustext.pdf> accessed 15 July 2019. See also, Mark Drakeford,
‘Wales and a Third Term of New Labour: Devolution and the Development of Difference’ (2005) 25(4)
Critical Social Policy 497.

9 While the National Assembly for Wales Research Service document ‘Key Issues for the Fourth
Assembly’ (2012) (n91) discusses progressive universalism at some length, the term is missing from
the parallel document produced at the start of the Fifth Assembly. National Assembly for Wales
Research Service, ‘Key Issues for the Fifth Assembly’ (NAW Research Service 2016)
<http://www.assembly.wales/research%20documents/key%20issues%20-
%?20english/key%20issues%20-%20english-linked.pdf> accessed 20 September 2017.

9% Welsh Assembly Government, ‘Sustainable Social Services for Wales: A Framework for Action’
(2011) <http://gov.wales/docs/dhss/publications/110216frameworken.pdf> accessed 9 March 2018.
% Mark Drakeford, ‘Wales in the Age of Austerity’ (2012) 32(3) Critical Social Policy 454, 461-462.
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In this thesis, this set of political principles is termed the ‘Welsh Government
communitarian narrative’.®’ It is a remarkable departu