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Disabled citizens?

1 the past, many theorists from a wide range of mainstream political
ositions (for example, liberal, communitarian and Marxist) have been
ontent to follow ‘commonsense’ ideas about disabled people lacking
the capacities required to function as ‘normal’ citizens {Handley, 2003).
'T'H. Marshall’s famous account of citizenship, for example, fails to consider
issues of impairment and disability. However, his emphasis on the rights
“and responsibilities of able-bodied males, and the fact that many disabled
“people fail to enjoy basic citizenship rights in any substantive sense (Oliver
and Barnes, 1991; Barton, 1993; Barnes et al, 1999; Barnes and Mercer,
2003), suggest that it would be premature to consider many disabled
people as equal members of the community of citizens that Marshall
envisaged. Issues of impairment and disability continue to raise a number
of important questions about the potential for and limitations of citizenship.
The following three areas are discussed:

s individual/medical models of disability;
+ disabled people as active citizens, Co :
» disability and welfare policy: progress under New Labour? .

A social understanding of disability

Disabled people and their organisations have long articulited demands for
a recognition of their rights as equal citizens (Oliver, 1996). Angered by a
dominant, professionally constructed and administered ‘medical model’ of
disability (intrinsically linked to ideas of dependency), they have challenged
by developing, alongside like-minded intellectuals, a social model of disability
which focuses on the disabling attitudes, environments, practices and
policies that are prevalent in contemporary society (Oliver, 1990, 1996;
Barton, 1993; Barnes and Mercer, 1997, 2003). In Box 7.1 Barnes et al
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(1999) dlscuss how the medical model reinforces ideas of abnormahty ba
on presumptions of individual biological and/or physiclogical 1nfer101;

this in turn ° causes some degree of ‘dlsab:hty o function limitation. For ex xa ph
people who have quadnp[egla cannot se their arms and are: therefore un bl
wash or dress themselves. However, this functional * incapacity’ is used a '
basis for a wider classmcat:on of the individual as (an) ‘invalid’, Once they k
© been categorised | m this way, the ‘dlsablilty becomes their deﬂn:ng characte
- and their mcapacnty is generalrsed Thls forms the basis for a: personal trage
approach;, where the |nd1wdual s regarded as'a victimand ¢ someone w
need of-'care‘and attentlon and dependent on. others ~a perspec _ve vh
* has been at the heart of contemporary social Welfare pollc:es demgned‘to h
: dlsabled peop[e copewath theirdlsatnluty (Olaver 1983 1990 Flnkelstem 19¢

contrast to the individual/medical model, the social model locates
isability firmly in the social sphere. Central to this approach is the aseertion
‘that people with impairments are no different from everyone else in that,
s individuals, they differ in_the range of things that they can and cannot
“do. Impairment affects the ways in which an individual’s body and nomd
functions, but the quality of life enjoyed by disabled citizens is deterrmned
by a society’s reaction to impairment (Williams, 1995). According to the
‘social model, disability comes from: :

3 The recommended solutlon lres in curatlve and rehabllltatave med:cal intefver
- with' an increasing mvolvement of allied health practltroners psychologist
- and €ducationalists: To' acqulre an: lmparrment is: to become the; object
- professional attention. . . Thebasic concern is to diagnose the bod:ly or rntei
' abnormallty and advase on appropnate treatment

The failure of a structured social environment to adjust to the
needs and aspirations of citizens with disabilities rather than
from the inability of disabled individuals to adapt to the demands
of society. (Fahn, 1986, p 132)

The socral model Sy S e
In developing what became known as'a socrai approach to d|sab11|ty, drsable
~ people in Britain argued that Jt is socrety which disables people with irmpairments

and therefore any meanmgful solutron must be directed: at societal change
rather than individuat adjustment and rehabilitation: The socaal model rrp te

to the individual medlcal approach is that 'dlsab;llty is not the measles R
and Bach; 1994) St ‘L :

This failure to consider fully the needs of individuals with impairments
denies disabled people their citizenship rights. Barnes (1991, 1992;Batnes
et al, 1999) outlines how disabled people have long faced institot101tahsed
discrimination in most areas of their lives. Pointing to a combination of
enforced segregation within the education system, the labour market and
various welfare services, and a hostile physical environment, Barnes argues
that disabled people are effectively denied the civil, political and social rights
that are central to the notion of citizenship: As Oliver (1996) notes, the
state has played a central role in this marginalisation. Disabled people have
identified structures, policies and professional practices within state welfare
provisions that have exacerbated their social exclusion and promotod
dependency. Arguably the citizenship rights for disabled people remain
firmly anchored in rhetoric rather than reality (Barnes and Oliver, 1995).

 The Union’ of the Phys:cally lmpaared Agamst Segregatmn (UPiAS) was in the
~ vaniguard of those calling for an: alternative model of disability. In its manrfest )
- document Fundamental principles of disability (1976) UPIAS placed the
responsrbrlrty for dlsablllty squarely on socrety s failures: 'In our view it is soc:ety

which disables physically impaired people dssablllty is something imposed-on fop
- of our 1mparrments by the way we are unnecessarily isolated and excluded from
* fulk participation in society. Disabled people are therefore ar oppressed grotipiin
soc:ety (UPiAS 1976, p 34) the meanlng of dlsabllrty was turned on its head :
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The medical and social models of disability have been the subject o
much subsequent debate. Morris (1991) and other feminist critics have
for example, questioned the extent to which the social model may obscur
the different personal experiences of disabled people. A good short basi
overview of these debates and critiques is offered in Handley (2003)
Priestley (1998) also provides a useful discussion.

Active citizens

The struggles of disabled people for equality and recognition, and for th
right as people with impairments to exercise full and effective membership
of society, are ongoing (Priestley, 2003). In Chapter Four it was noted how
a particular type of active citizenship has been constructed by the New
Right that, to a certain extent, has been subsequently adopted by ‘third way:
thinkers and governments. Central to this notion of the active citizen is the
idea that individuals should, whenever possible, assume responsibility for’:
their own and their family’s welfare via paid employment. Such responsible;-
active citizens also accept that charitable works, that is, the giving of private
time and/or money to deserving, less fortunate members of the community, -
is also necessary. The collective struggle of disabled people’s organisations.
and their allies provides an alternative model for active citizenship, one:
that is arguably more positive.
A number of authors (Oliver, 1996; Oliver and Barnes, 1998; Barnes ©
and Mercer, 2003) outline and discuss the important role played by
coordinating organisations run by disabled people themselves (for example
UPIAS [Union of the Physically Impaired Against Segregation], Disabled
Peoples International, British Council of Organisations of Disabled People
[BCODP]) in the long struggle for rights. As Box 7.1 indicates, organisations.
such as UPIAS were at the forefront of the development of the social model
of disability that refocused debates around impairment on issues central -
to citizenship. Indeed, organisations run and managed by disabled people *
(often referred to by the shorthand term the Disabled People’s Movement
[DPM]) have become an integral part of the wider challenge, by various -
new social movements, to the exclusive and paternalistic citizenship of the
PWWS (see Chapter Four, this volume). :
Marginalised by mainstream politics, the DPM has combined lobbymg
and direct action to force the claims of disabled people onto the welfare: -
agenda (Barnes and Mercer, 2003}, It has denounced the ways in which
disabled people’s welfare services have often been couched in the language
of ‘special needs’ and instead has sought to articulate a challenge that
combines the language of equal citizenship with an active struggle for
rights. They have contested the traditionally dominant image of disabled -

Disabled citizens?

people as passive recipients of welfare, who lack both the competence to

-make decisions about their own needs and the ability to act as citizens in
“their own right (Oliver and Barnes, 1998). Increasingly, disabled people
- and their organisations have called for the right to define their own needs
“and for the autonomous definition and control of any welfare services
“that they may require to facilitate independent living (Oliver, 1996). The
‘status of disability activists as ‘active citizens’ is thus confirmed through
their ongoing acts of dissent and participation in a collective struggle for

the rights that full citizenship should entail. In turn, the extension of such
rights will offer many new possibilities for meaningful participation and
increase both the individual and collective autonomy of disabled people
within society. It is important to remember, however, that the struggles
of disabled people are not solely about rights. Disabled people are also
seeking to assume relevant responsibilities on a par with non-disabled
citizens. They are looking to assurne control of their own lives. Campaigns
around independent living and the right to meaningful paid work are
about empowering people with impairments and enabling them, whenever
possible, to assume increased responsibility for their own welfare. The
extent to which changes in welfare policy since the 1990s have helped to
facilitate this process are considered next.

Disability and welfare policy in the UK: progress under
New Labour?

The introduction of a number of UK policy reforms of significance for
disabled people has been a feature since the 1990s. This section focuses on
policy changes in three important areas, namely: social security benefits,
‘community care’ and anti-discrirnination legislation. In part changes in
policy and/or the organisation and delivery of weltare in these sectors can
be seen as evidence of the success of the disabled people’s organisations in
getting their concerns onto the political agenda (Handley, 2003). Certainly,
many of the assumptions made in relation to the respective rights and
responsibilities of the state in meeting the needs of disabled people are
being increasingly questioned. This is particularly evident when reforms
of the social security benefit system are considered.

Work, welfare and disability

Disability is typically characterised by high levels of unemployment, poverty
and social exclusion (Howard et al, 2001, ch 3). R esearch suggests that more
than half of the disabled people who do not work would like to engage
in paid employment, with many also believing that they are discriminated
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work is ‘obviously’ linked to an individual impairment (see Dwyer,
2000a). These views may reflect wider ideas about disabled people being a
eserving’ case for largely unconditional collective support. It is important
Ste that such views have been identified as disabling by disabled people’s
ganisations. Barnes (1992), for example, discusses how disabled people
1ave challenged such discriminatory views and demanded the eradication
“disabling attitudes and environments, so that they can realise the right
to paid employment. Indeed, New Labour could possibly claim that their
al security benefit reforms are motivated by a desire to encourage
disabled people into work and support the wider right to work agenda of
the DPM. Alcernatively, perhaps they are indicative of a broader attempt
' diminish the welfare role of the state, reduce costs and redefine social
tizenship, so that entitlement to:benefit becomes, whenever possible,
ndmonal on accepting the obligation of paid work (Dwyer, 1998, 2000a;
witt, 1999; Hyde, 2000).
ertainly disabled people’s access to benefits has been subject to a
wmber of significant changes as part of a more general restructuring of
social security provision in Britain (see Chapter Five). The previously noted
proach of the SSAC appears to be focused on encouraging as many
ple as possible, who are currently in receipt of disability benefits, back
to paid work, without simultaneously penalising ‘genuine’ claimants who
catmot work because of impairment. As Hyde (2000) notes, in the past
“systern of disability benefits has been criticised for being expensive
d failing to lift those disabled people dependent on benefits out of
erty. Also, prior to recent reforms (see Box 7.2), it could be argued
t arrangements for the payment of special benefits to those who were
ng-term unemployed because of impairment created an administrative
at:egory of disability which effectively exempted those labelled in this way
from having to take up the responsibility of paid work. The more rigorous
approach to the administration of long-term out-of-work benefits by New
bour has attempted to tackle what it saw as the perverse incentives of
the disability benefit system that it inherited. :
Both “carrots’ and ‘sticks’ are part of New Labour’s reforms. The carrots
ake the form of a range of incentives to encourage disabled people into
ork. These include benefit enhancements (see Box 7.2) to ease the
‘transition from welfare to work and tax credits specifically for disabled
. people who enter the PLM.The accompanying reductions in eligibility for
benefits (people who fail the capability assessment are deemed capable of
ork and excluded from entitlement to benefit), and the requirement that
laimants attend a job-focused interview as a condition of eligibility, help to
nsure compliance. The abolition of Incapacity Benefit and its replacernent
“with Employment and Support Allowance (ESA) under the 2007 Welfare

against in the PLM (Heenan, 2002). As Hewitt (1999) notes, the Na
Labour government is keen to emphasise the right of disabled people .
play a full role in society (DSS, 1998a). This crucially includes the ti
to work, which, as previously noted, the government now regards as.
central duty of citizenship. Since its return to power in 1997, a ¢é
part of New Labour’ approach has been to challenge certain assumpti
about paid work, welfare and disabled people that have long been taken f;
granted. In 1997 the Social Security Advisory Committee (SSAC) review
policy options in relation to disabled people and the government’s des
promote work as the best form of welfare. It came up with four issues’
further consideration (SSAC, 1997, pp 2-3, quoted in Hewitt, 1999 p 158

1. The extent to which the benefit system should make provision
for long-term sickness or disability (other than the additional costs
directly attributable to disability) at a different rate from that-of
long-term unemployment benefit.

2. Whether ... the benefit system should reward those who have
previously Worked to a greater extent than those who have not
or have been unable to work,

3. Whether it is practical to develop a structure that provides greater
incentive for those currently treated as incapable of work ... to
move from benefit dependency into work, to at least some extent,
without unfairly penalising or stigmatising those who are incapab
of work. :

4. Whether ... a structure can be developed that encourages those
who can work, either for a part of a week or episodically, or caiy
work full-time but with a limited capacity, but does not penalise

those who, having attempted to do so, cannot, for good reasomn;

sustain the attempt.

The backdrop for these deliberations was the increasing amount of soci
security expenditure going on benefits for sick and disabled people. Figure
indicate that costs rose from £5 billion in 1979 to around £24 billion i
1996/97, although arguably they had peaked by this date (Hyde, 2000

In the past both governments and citizens have generally tended ¢
support the claims of long-term sick and disabled people for social
security for two reasons. First, because disabled people meet commonly
held views about legitimate need for the provision of financial suppor '.
and care through the public welfare system. Second, because the cause of
their inactivity in the PLM is seen by many as being beyond their control
In short, questions about whether disabled people are choosing to be idl
are generally perceived as having little relevance because their inability
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oform Act (see Chapter Five, this volume, for more discussion) further
phasises the government’s view that the vast majority of disabled people
receipt of disability benefits should be actively looking for paid work.

yde (2000) identifies three ways of understanding the shift in approach
hat has occurred in relation to disabled people’s rights to social security
~nefits. First, changes can be seen as part of a wider ideological shift
wards conditional welfare inspired by New Right thinkers and taken
up as part of ‘third way’ welfare reform, as discussed in Chapters Four
and Five, this volume. Second, as previously noted, they may be part of
cost-cutting exercise, Third, the process can be understood as part of a
vider economic strategy in which labour market policy aims to regulate
workers, in order to promote low-paid work and provide a reserve army
of cheap labour that meets the needs of capital (cf Grover and Stewart,
3000, 2002; Prideaux, 2001).

~ Although she acknowledges the concerns of critics (Barnes, 2000; Drake,
2000; Hyde, 2000; Roulstone, 2002), and recognises that the New Deal
for Disabled People (NDDP) has its shortcomings, Heenan (2002) offers
i more positive appraisal of the scheme. She points out that the NDDP
tias four main elements: schemes to explore pathways into employment,
a personal adviser for each client, an information and research campaign
to educate both clients and employers and an evaluation of initiatives.
Informed by a qualitative user-focused study, Heenan argues that the
NDDP is underpinned by an enabling, rather than coercive, ethic, which
provides opportunities for disabled people to enter paid work if they wish.
- Overall Heenan’s respondents were positive about the scheme, particularly
. the work of client advisers and the involvement of the voluntary sector.
 The voluntary organisation that won the contract through competitive
* tender for running the scheme was seen by respondents as more trustworthy
~and approachable than the state. A number of clients reported problems
" with government benefit personnel in the past. The personal adviser’s
role was seen as a fundamental factor in the successful transition to work.
Reespondents noted that emotional as well as practical support was offered,
and many highlighted the importance of a period of ‘in-job’ support
following employment. :

Critics such as Drake (2000) and Hyde (2000) remain unconvinced,
Both believe that satisfactory opportunities for the meaningful employment
of disabled people are few and far between. They argue that the current
benefit system fails to provide genuine social citizenship rights for disabled
people who do not work:

oy

In sum, the government has restructured social security.
so that the system focuses more narrowly on people with.
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of services (provided by a range of public, private or voluntary agencies) to
Lest meet those needs. In reality many needs rema.med unmet due to the
dgetary constraints placed on local authority so_c@ services departments
(B'iakemore, 2003). However, the ability of a majority of d%sabled people
“exercise any consumer choice was also virtually non-existent, as tho-se
liant on welfare benefits had to take what they were given b‘y %ocal social
yices departments (Barnes et al, 1999). Furtherr_nore, felm.mst sc}%ol.ars
had begun to highlight the contribution of familial carers in providing
_ste in the home. The 1995 Carers (Recognition and Services) Act piacefi
carers’ needs at the centre of community care policy,a development that is
1ot without pitfalls as far as those in receipt of care are concerned (IParker
d Clarke, 2002). A conflict between the rights and ag.endas of disabled
people and those of familial carers is a distinct possibility. Furthermore,
conflicts of interest may also occur between disabled people who purf:has'e
care and the individuals they employ as personal assistants to provide it

severe iImpairments, older disabled people (that is, those over -
penstonable age) and disabled children. (Drake, 2000, p 430)

The latest reforms of social security provision (that is, the Welfare Reefoi
Acts of 2007 and 2009) appear likely to herald an era in which ben:
recipients (including many disabled people) will increasingly be subjecte:
the personalised conditionality regimes championed by Gregg (2008);’1‘ :
promise of more intensive individualised support alongside this to enab
individuals back into paid work may not be enough to ensure meani
employment for many. As Barnes (2000) reminds us, personal advisers ar
schemes to change employers’ attitudes have been tried before and failé
'Throughout their period in office successive New Labour administrati
have introduced a complex range of reforms for disability benefits.
main outcomes of these reforms will be an increase in the number
disabled people who will face cuts in their social security benefits and/
have little choice but to return to paid work in the future. Disabled peopl
have long struggled for the right to work, but it should be remembeére
that citizenship also involves the right to adequate social security, Recent
reforms diminish rather than enhance that right. i

Disabled people and community care

The community care policies of today have been fashioned by a rang
of changes and concerns that have emerged since the 1980s. A politi
desire to enhance consumer choice and promote a mixed economy of ca
was an essential part of the Conservative government’s welfare agenda in
the 1980s. A general recognition that state-run long-stay care institutions
were outdated and inappropriate, and economic concerns about their costs;
combined to bring community care to the fore. The basic idea behind
community care is that older and/or disabled people who require care should:
be supported in their own homes whenever possible. In many cases this-
translates into familial carers (often, but not exclusively, women) caring
for other members of their family (for a fuller discussion, see Parker and
Clarke, 2002; Blakemore, 2003, ch 10). i
The 1990s saw some significant care legislation enacted (see Box 7.3).
The 1990 NHS and Community Care Act sought to rationalise the
management of care. Local authority social services departments were
charged with assessing and providing a package of care tailored to the need
of individual clients. The idea behind the creation of an internal market.
was, theoretically, to promote greater choice. Rather than a local authority
having a duty to provide services directly, they were charged with making .
an assessment of an individual’s needs and then putting together a package
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at many people with learning difficulties are deemed to be ineligible to

seceive direct payments. Nonetheless, direct payments do help to facilitate
dependent living and empower significant numbers of disabled people,

some of whom have been able to employ personal assistants for the first
me. The government has been keen to endorse and expand this approach.

n 1997 they extended the scheme to cover people aged 65 plus and the
001 Health and Social Care Act further expanded its scope (see Box 7.3).
In spite of the government’s enthustasm, it needs to be borne in mind that
:111 the decade following the 1996 Community Care (Direct Payments)
A Act under 5% of those eligible for a direct payment were receiving one
(Davey et al, 2007).

“ The various advantages and disadvantages of direct payments are noted in
“Table 7.1. Pearson (2000) discusses further the tension that exists between
the two discourses commonly used to interpret direct payments, that is,

mpowerment and social justice and market-based consumerism. He notes
the positive potential of direct payments, but questions whether they may
‘yet be another example of the state attempting to distance itself from its
“welfare responsibilities and reduce its overall costs. A great deal also depends
‘on how direct payment policy is implemented in different localities. The
quasi-market systern now in place encourages diversity between localities
and this has important implications for the idea of social citizenship.
Differing opportunities and rights to care, dependent on locality, ensue;
some users will be able to access and make use of a range of options/
providers and others will not. This may well be problematic for the idea
of common citizenship and the notion of equality of status.

Concerns about such issues have informed the fundamental critique:
community care developed by disabled people’s organisations and certa
academics. First, these critics argue that the very notion of ‘care’ may
enhance the negative view of the person being cared for as ‘dependent
Second, they note that there is a tendency for community care ¢
favour the langnage and approach of an individualised medical model
of disability in which disabled people are seen as ‘deserving’ but rather
unfortunate recipients of support. Third, they point out that the rhetoric of;
empowerment and choice may hide a reality in which a right to a measure
of collective support is giving way to a norm of individually purchased
and/or familial care (Morris, 1993; Barnes et al, 1999; Ackers and Dwyer
2002; Parker and Clarke, 2002).

These issues have been central to the critique of community caré
developed by disabled people involved with the Independent Livin
Movement (see Morris, 1993). In many respects the 1996 Community Car
(Direct Payments) Act can be seen as an outcome of sustained campaigns
by disabled people for empowerment and increased control over their own
lives. As Box 7.3 illustrates, the Act gives local authority social services
departments the power to make direct cash payments to individuals in lieu
of community care services. The emphasis is on enabling users of services
{that 15, disabled and/or older people) to achieve maximum choice and
control over their support services, Once a disabled person receives the
payment directly they can purchase their care from any suitably qualified
provider. However, local authorities are not duty bound to provide direct
payments, but rather have the option of providing direct payments to
users if requested. The legislation is also problematic in a number of other
ways. The provision of direct payments still remains reliant on professional
Jjudgements about a person’s needs and abilities. The requirement that a -
person “possesses the mental capacity’ to manage direct payments can rule
out certain people. For example, Roulstone and Morgan (2009) note -

Individual budgets and 'self-directed’ support: the next steps?

New policies are currently being implemented in England to further extend
the choice and control available to disabled people and older people, in
respect of the care and support they receive. As Glendinning (2008) notes,
the language involved in several influential government policy statements
has shifted with the term ‘direct payments’ being replaced by discussion
of ‘individual budgets’, for example, Improving the life chances of disabled
peaple (Cabinet Office, 2005), Independence, well-being and choice: Our vision
for the futuse of social care for adults in England (DH, 2005) and Opportunity
age (HMG, 2005). ‘Individual budgets’ moves things a step further on
from ‘direct payments’. The idea is that an individual budget would allow
the various tesources and funds to which an individual is entitled to be
pulled together to enable people to secure a flexible range of care goods
and services from a wider range of providers than those that are available
under direct payment schemes. “For example an individual budget may
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be used to pay informal carers (including close relatives living in the s
household), or to purchase goods and services from local autho
{Glendinning, 2008, p 454), both of which are not normally allowed
direct payment rules. A series of pilot schemes was established betwe
2006 and 2008 to explore how individual budgets may work in practice
and these are currently being evaluated. -

any of the current providers of home social care who hold large blo_ck
atracts with local authorities may be reluctant to become involved Wlth
plethora of individuals, each holding a personalised direct payments

ount, particularly if they feel it reduces their capacity to service blgger
snd potentially more profitable contracts. Fourth, and l%nked to the previous
point, it is possible that individuals who are seen as either troublesome or
. ving complex or problematic care needs will effectively be excluded by
providers who decline the opportunity to service particular older and/or
aisabled purchasers’ needs. _
Arguably the consumerist foundations on which the personal?sed
direct payments approach is based undermine more traditional notions
£ collectivised citizenship. As previous discussions in this chapter have
strated, it needs to be remembered, however, that such traditional
notions of citizenship often excluded and stigmatised disabled pe.ople
ini the past. Where they are available and work well, the advent of' direct
payments and, more latterly individual budgets, not only ena.bles disabled
people to manage personalised care packages that meet their ne_eds, bl.lt
also offers a furcher significant advantage in respect of wider citizenship
debates. Such policies offer disabled people real opportunities to exercise
the duties associated with active citizenship which run counter to negative
discourses that routinely associate disabled people with welfare dependency
{Rummery, 2006). Nonetheless, as welfare policy looks to promote self-
directed support by looking to promote the choice and control of dis?bled
people and older people, care must be taken to ensure that the baby s not
thrown out with the bathwater.

Table 7.1: Advantages and disadvantages of direct payments

Policy has to account for a diversity of disabled people who may
be at very different vantage pointsin terms of their readiness for
self determination. Ironically, in moving away from the enforced
collectivities of day services and the absence of a Centre for
Independent Living or user-led organisation in every Jocality
there is a risk of individual support solutions fostering enforced
individualism and isolation. (Rooulstone and Morgan, 2009,p 343) - -

3

underpinning the enthusiasm of those who advocate individual budgetsis
a belief that they enhance the control and choice available to older people
and disabled people in need of care. As she makes clear in her discussion;,
Glendinning is, in principle, in favour of user choice and control, but sh
also recognises that their promotion within a quasi-market system may
not be entirely straightforward for several reasons. First, choices in any
real sense may be unavailable in particular areas. This point is endorsed
by Roulstone and Morgan {2009), who argue that a ‘lottery of provision’
alongside localised “professional ambivalence’ may combine to deny
individuals choice and control in any meaningful sense. Second, any acce
to choice, where it exists, may depend on the availability of relatives o
friends who are willing and able to act as advocates to negotiate a suitable
package care and support on behalf of a disabled or older person. Thir

In a similar vein to eatlier discussion around direct payments (see Box 7.1);

Towards equal citizenship rights for disabled people?

The 1995 Disability Discrimination Act gives individuals the legal right to
take employers to court if they feel they have been discriminated against
because of their disability. However, a number of critics (Barnes, 2000;
Gooding, 2000; Woodhams and Corby, 2003) have reservations about the
ability of the Act to challenge wider disabling institutional practices and
cultures. They note four main drawbacks. First, the Act is underpinned
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ntracts. The government could further help to faci}i.tate an ix'u:'rease in
lisabled people’s paid employment by shifting its funding priorities from
nstream voluntary sector organisations to those that are coptrolled an_d
.un by disabled people themselves. Many of these a]re'ady- actively I'e-Cl‘]l:.)lllt
d employ a high number of disabled staff; the majority 9f charitable
jes that serve disabled people do not. Drake (2000) similarly argues
4t 2 league table of employment statistics could be set up by the DPLC
s part of a social inclusion audit, so naming and sha@ng employers who
ate not employing disabled people.Whater.:r the tactic, the government
could, and should, be more proactive in sett%ng-the aget}da .for increasing
isabled people’s employment by tackling institutional prejuld:lce and inertia.
October 2007 the government established the Equallty and Human
Rights Commission, which took on the Wor].s of its three. predecessors
which previously dealt separately with equality issues in relation tg:-gendgr
(the Equal Opportunities Commission, ot EOC), race fmd ethnicity, (the
Commission for Racial Equality, or CRE) and disability (the DRC)_. It
vemains to be seen if this umbrella body will ‘D(.E any better at advancing
the rights and opportunities of disabled people in .the future. .
Tackling their systematic exclusion from full enjoyment of tl}fnr rig ts
as citizens has long been a key concern of the DPM. The legislation of
the last decade, particularly in relation to direct payme1:1ts _and, perhap_s,
anti-discrimination, indicates that disabled people’s organisations and their
allies have enjoyed some success in inﬂuencing welfare p(.)hc{y. Nonetheies.&
disabling attitudes, practices and policies continue to exist 1 many _pubhfl
and private settings. While these remain, it is too soon to consider disable

people as full and equal citizens.

by, and reinforces, the dominant medical model of disability. Impairm
is seen as the cause of disability rather than wider social structures g
organisation. Second, disabled people have to prove that they are disab
as defined by the Act. A person is only considered disabled if they haw

A physical or mental impairment which has a substantial and
long-term adverse effect on his [sic] ability to carry out norrmal

day-to-day activities. (Section 1[1], cited by Woodhams and
Corby, 2003, p 63)

If they fail to convince a tribunal on any one of the ‘substantial’, long.
term’ or ‘normal’ requirements, a claim against an employer is I
to be dismissed. Third, as the individual has to prove categorically:'¢
discrimination exists, only limited protection is provided. Fourth; th
majority of employers are not covered by the Act. Although critics recog_ms
that there needs to be a system for individual complaint, they also hold thy
2 positive duty on employers to promote equality should be prioritised i
anti-discrimination legislation. *

Initially there was no official body to enforce, monitor and police
Act, but this changed with the establishment of the Disability Right
Commission (DR.C) in April 2000.The Commission had the power to tak
up cases on behalf of disabled individuals or groups; however, it appeared:
to be more concerned to educate employers rather than challenge those:
with discriminatory employment practices. Barnes believes that: '

Given the nature and extent of discrimination encountered
by disabled people there is little here to suggest that the DR.C
will be any more successful than its contemporaries for gender

and race. (2000, p 449) Summary

+ A dominant medical model of disability that focuses on individual impairm.e-nt and
personal tragedy serves to individualise the causes and solutions of disability. '

s The social model challenges this approach and shows how social and economic
structures and institutionalised practices work to disable people with impairments
and deny them their rights as citizens. R

« Faced with exclusion and prejudice, disabled people and their organisations and
alties have used the concept of citizenship to argue for equal rights. . ‘

* The DPM presents an alternative model of active citr‘zens‘hip. Their act|'ve
participation in a collective struggle for recognition and equality c‘ontr‘ast‘s .w1th
the dominant contemporary notion of active citizenship that emphasises individual
responsibility and charitable works.

He also argues that certain fundamental issues need to be tackled if the -
world of paid work is to become the norm for many disabled people. First;
there is a need to tackle the issue of disabling enviromments. Workplaces,’
buildings and transport systems need to be made accessible to people with’
a vatiety of impairments. Second, there is a need to provide work that is
‘socially and financially rewarding’, rather than low-paid, low-status work -
that characterises the employment of many disabled people at present
(ct Drake, 2000). Barnes (2000) believes that there is a need to enforce
employment quotas on companies and that government could take the lead -
by setting targets for all state departments and agencies to employ disabled
people. It could also ensure that only those private sector companies
that employ a set quota of disabled workers are awarded government -




Understanding social citizenship: second edition

The provisions and practices of the welfare state have served to deny or ;nfr
the social citizenship of generations of disabled people {Oliver, 1996).
* Legislative changes (for example, the introduction of direct payments) since
1990s indicate that disabled people and their allies have made some progres
challenging the oppressive practices and policy of the past. :
* Disabling attitudes, environments and policies continue to impinge on the ab
of many disabled people to exercise their rights and responsibilities. They aret
denied the equality of status that citizenship lmplles

Race, ethnicity, citizenship
and welfare

Further reading

Disability by Barnes and Mercer (2003) provides the best up-to-date, sh
introduction on disability and the issues discussed in this chapter. The chapter |
Morris (2003) in Ellison and Pierson’s book Developments in British sociat polic y £
is especially useful for those interested in developments in community care unde'
New Labour.

his chapter raises a number of important questions about the links between
formal (legal) citizenship and social citizenship (that is, access to welfare
tights). The following areas are discussed:

the formal and substantive dimensions of citizenship;

‘beyond a simple black—white divide;

- nationality and immigration legislation in the UK: exclusive citizenship;
refugees, asylum seekers and welfare policy in the UK; .

New Labour and ‘race’. :

Website resources

The journal Disability & Society is published six times a year. Available at www:. tand
co.uk/journals/carfax/09687599.html it is a good place to keep up to date wath
recent debates and deve{opmems

‘Formal and substantive citizenéhip

The Centre for Disability Studies at the University of Leeds has én excellent website
that has links to a large range of other sites and an extensive literature archiv
www.leeds.ac.uk /disability-studies/ '

“The definition of citizenship outlined by Faulks (1998) in Chapter One
implies that citizenship works on many levels. This section illustrates how
formal legal aspects of citizenship relate to issues of membership, and how
‘race’ and ethnicity may in turn be significant in terms of inclusion and
exclusion. Citizenship is a formal legal status but also has a substantive
dimension to it. Brubaker (1992) distinguished between these formal and
substantive elements of citizenship status and concluded that many minority
ethnic groups were disadvantaged in relation to both. Formal citizenship
designates in a legal sense ‘membership of a nation state’ and also, therefore,
access to rights and duties that accrue to citizens. Questions about substantive
citizenship deal with the extent to which those who enjoy the formal
legal status of citizen may, or may not, enjoy the rights (including rights
to welfare) that ensure effective membership of a national community.
Brubaker concluded that many minority ethnic citizens faced exclusion
in terms of both formal membership and substantive rights. This may be
due to deliberately racist policy or because individuals from minority




