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Preface and Acknowledgements

- o ’
The International Exchange of Experts and Information in Rehabilitation
(IEEIR) is project funded through the National Institute for Disability and
Rehabilitation Research (NIDRR) to import knowledge from other countries
and to make that information about disability issues coming from other
countries available to U.S. audiences in written form through monographs. '
fellowship reports and newsletters. Our project design allows us to provide
somme travel funds to a foreign [EEIR author, or potential author to travel to the
LS. Len Barton was such an individual selected in 1991 to visit the U.S. y
and to participate in the Society for Disability Studies (SDS) meeting in
Qakland, California, to share a British perspective. To participate in that same
SDS meeting. and [EEIR forum: The Changing Nature of Disability Awareness
Worldwide, the TEEIR also partially supported Xu Yun from China and Tri
Setiono from Bandung, Indonesia.

= Since the IEEIR focuses its efforts on Asia and the Pacific, as svell as
Africa. (the IDEAS project supports exchanges with Europe), Len Barton
engaged for us two social policy researchers from Australia and from New
Zealand (Keith Ballard and Gillian Fulcher) to prepare commentaries and
responses to his work. This brought in one area of the world that the JEEIR
sets up exchanges with. However, we are very much aware that we have
included only the English-speaking part of the world and that is a practice we
would ordinarily not wish to follow. We do apologize. We know that this
monograph would look much different, if. let's say, we had included
perspectives from India and Africa. In a sense. we in the so-called developed
world are actually quite privileged to be able to engage in the type of

' discussion and debate which is presented in this monograph.

After receiving the three picees from our English-speaking overseas
colleagues, we then wanted to get another perspective at feast from a U.S,
standpoint and asked several individuals to prepare responses to the initial
three picces. The individuals whose commentaries you will be-reading here
were selected because of either their academic or practical interest in the
socio-political realm relevant 1o disability.  Six of these commentators have
disabilities so that they bring that experience to their comments as well, and
five of them have had fellowships through the IEEIR so they also have an
international. and an {EEIR perspective. . We acknowledge with  great
. appreciation all of these people who took the time, interest and care to react
to the British, New Zealand and Australian chapters.

As one of the commentators, Stubbins points out in his commentary,

| |
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"Barton’s conflict theory of society may be a useful analytic device, but he has
-given few strategies that would build a strong constituency to produce the
liberation of disabled persons. How would we raise the money and win the
support of public spirited citizens?  How would we go about building
coalitions with similurly disadvantaged constituencies?”

And us Pfieffer also makes clear, =, being disabled is no reason for other
persons to treat uslin a harmful manner. In the United States (and T can infer
in the United Kingdom, New Zealand, Australia, and many other nations)
disabled people are devalued and treated in an oppressive way. [They] tend
to internalize that oppression and feel guilty for it. [They] then begin to act
in a way which legitimizes the oppression and the cycle continues.”

Most of the commentaries address these concerns and points of view
from various angles, as does the exceptional foreword by Richard K. Scotch.
Scotch, Associate Professor of Sociology and Political Economy at the
University of Texas at Dallas, is the author of a book. From Good Will to Ciril
Rights: Dransforniing Federal Disability Policy, and numerous articles on
disability policy. the disability rights movement. and the reforn of social
policy. In 198+ he received a World Rehabilitation Fund, IEEIR fellowship to
study disabiiity policy in Great Briain.

We hope that by sharing this mix of perspectives and points of view
through the monograph format we will provide material for many other
constructive forums for not only discussing the politics of disability.  but
addressing cuarrent needs and deceloping strategies around the world, We
invite vou the reader to comment and to be a part of this process.

Finally, we wish to acknowledge with gratitude the National Institute of
Disability and Rehabilitation Research, William Graves, Paul Ackerman, and
Ellen Blasioui, without whose support all of this would not be possible.

Diane F. Woods, Editor

Project Director TEEIR

University of New Hamipshire

O [lood House

Durham, N 0382+ June 1992
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Foreword

For the past quarter century. disability advocates have used a variety of
metaphors and analytic frameworks to convey a basic idea - that the prevailing
paradigm of disability in the service delivery system and society at Lirge was
fawed and hurmful to people who have disabilities.  The puradigm under
criticism was one that defined disability and the person who experienced it
in medical or clinicalterms, and further assumed that the implication of having
a disabling condition was inherently isolating from the societal nainstream.
usually with psveliosocially pathological consequences which required pro-
tessional treatment. and was typically either tragic or ennobling.  In such a
paradign. the implied intervention was one of rehabilitating the individual
with the disability, medically, psvehologically, socially, and vocationally, to
enable them some approximation of a “normal” life. Critics of this paradigm
such as tenBroek, Bowe, Hahn and Oliver, have proposed an alternative view
in which a physical or mental impairment is not inherently handicapping but
rather becomes so as the result of prejudice and political disadvantage. Such
critiques have been embodied in the works of the many organizations and
individuals comprising the disability rights and independent living move-
ments in the United States. and similar groups operating across the world.

Barton. Fulcher. and Ballard each call for a socio-political perspective
on disubility, but in doing so they are wulking on a well travelled path. In
“Disability and The Necessity for a Socio-Political Peespective.” Len Barton
attacks the medical nodel of disability and argues that people with disabilities
have been explicitly excluded from -official™ and academic discourse con-
ceming disability, symptomatic of their lack of political power. Heargues that
people with disabilities ought to change the political discourse about disability
to one involving rights and choices that is tied o political action.  He
concludes by calling for the development of a political and social movement
of people with disabilities that seeks political goals and brings their voices into
public discourse over disability.

Keith Batlard, commenting on Barton’'s paper from a New Zealand
contexst. links the discussion of socio-paolitical perspective to the mainstream-
ing debate in education. Adopting a socio-political perspective changes the
locus of discussions of education for children with disabilities from the
personal trouble of impairment o the contextual public issues of stigma,
power, and discrimination. Comparing the stigmatization of children with
disabilitics to that of the Maori minority in New Zealand, Bullardd culls for a
broadened and more dis erse discourse thatincludes the voices ol people with
disabilities and other oppressed groups.

vii o]
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- U8, experience of trying to proselytize a socio-political perspective among

Gillian Fulcher's paper critically discusses the “economic rationalist”
discourse of the Australian welfare state and its corresponding policies and
burcaucracy in terms of Bartor ‘s sacio-polin - perspective. While agreeing
with his call for raising the voices and establishing the rights of people with
disabilities. Fulcher cautions that the formal rationality of political rights may
not in themselves count for much,

How do these papers enhance an understanding of disability and the
ongoing policy and political debates over disability and its role in the
contemporary welfare state ? - Thei- most important contribution may be to
reaftirm the socially constructed and politically disadvantaged status of people
with disabilities.  While a perspective on disability framed in sociul and
political terms has been analyvied in greater theoretical depth and with
broader historicial and policy references by others. it is certainly worth
restatement and turther development in the context of the current policy
debates of Britain, Ausualia, and New Zealand.  Although the length and
rhetorical format of the papers do not provide very much context on the policy
debates atissue, the reader is persuasively convineed that the terms of political
discourse are important and that the socio-political perspective is a useful and
necessary lens for viewing disability.

An American response to these papers might productively address the

people with and without disabilitics. among service providers. and among
policy nutkers. Laws enacted in the puast two decades have not only mandated
accessibility and reasonable accommodations. but in many cases have re-
quired that people with disabilities play an active role in decisions about
services. The most fundamentul of these laws is the Americans with Diabilities
Act passed in 1990 with strong bipartisan support. despite the generally
conservative political and fiscal climate.

These laws have been acconipanied by the growth of the disability rights
and independent living movements, which have promoted more positive
images of people with disabilities among the general public and. perhaps
more importantly. among people with disabilities themselves. The values of
independence. self-help. and the rejection of handicapping stereotypes have
been promoted within i variety of local and national organizations.,

The benefits and limitations of chunging the terms of political discourse
may be particularly evident as the implementation of the Americans with
Disabilities Act proceeds in the years to come. Over the past quarter century.,
many Americans with disabilities bave redefined their impairments and dis-
advantaged status in social and political terms and mobilized politically to
change public perception and government policy. Over these years, many
things have changed.  Access o education, transportation, and public

9 viil
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accommodation has dramatically improved. Many architectural and commiu-
nication barriers have beenremoved. Clear legal rights have been established,
prohibiting discrimination in employment, housing, and public services.
These rights.and policy achievements are guarded by resourceful and vigilant
advocates at the national. state, and local levels. For many people with
disabilities, the oppression of stignma and discrimination are less severe as the
result of successful political action that redetined disability and the barriers
socicety and government have imposed on people with disabilities.

Nevertheless. Americans with disabilities still face stigma and barriers
to full social participation in everyday life and in the programs that serve them.
The persistence of massive inequity and inequality is in part a testimony to
the difficulty of major social change and the limits of political and policy
reform.  Inequalities reproduce themselves. even in the face of sincere and
well-informed attempts to reverse them. As the authors of these papers
suggest. inequalities of class, gender, and ethnicity reinforce those of
disability, Further. meaningful cultural and institutional change does not flow
casily from changes in political discourse.  While changes in political
leadership. legal entitlements. and public debate ¢bb and flow, the inertia of
social life, while not inexorable, is formidable.  We must also confront the
extent to which disabling conditions may impose real limits on social
functioning. even it these limits are exacerbated by stigima and discrimination.

The difficulty of change does not mean that struggle should be
abandoned. but rather that a long term and incremental strategy may be
necessary, Further, while major institutional changes are sought. we cannot

Jafford to neglect smaller changes at the individual, organizational, and

community levels. To define disability in political terms and to understand that
fundamental change are both difficult and necessary to fully empower people
with disabilities should not suggest an exclusive reliance on macrosocietal
long term reforms.  Rather the mundane discourse of everyday life also must
be the focus of efforts to improve the lives of people with disabilities.
Individual interactions and community institutions must be redefined in
inclusive terms that help to break down the barriers of a disabling society.
Such cfforts require broad and continual involvement by people with
disabilities and their supporters, but they may yield short-term results that
enable sustained and widening benetfits,

My comments here do not run counter to the papers that are the
subject of this monograph; rather they are an attempt to work out the
implications of the socio-political perspective for understancling and political
action. ‘the authors raise important issues that must continue to be worked
out inthe variety of contexts in which people with disabilities fincd themscelves.,
Cross-national and cross-cultural discussions such as this monograph should
serve to further such necessary analysis.
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‘CHAPTER ONE

Disability and the Necessity for a Socio-Political Perspective
Len Barton, Ph.D.

Len Barton is curently Professorand Head of Department of the Division
of Education at the University of Sheffield. He is the founder and editor of the
International Jourital, Disability, Handicap and Society. His research interests

inclitdle the politics of Disability. Post-School Opportunities for Disabled People

cned Disability Research. His latest publication is a co-authored volume with

J. Corbett, A Struggle For Choice: Students with Special Needs in Transition to

Adulthood.

X3
e
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g his paper attempts o highlight some of the key issues involved in the

development and maintenance of a socio-political perspective on disabil-
ity. Ttis exploratory and is concemed with encouraging further discussion and
dialogue. The approach being advocated is not a popular one in Great Britain
yet, but it is increasingly being seen as necessary by numbers of disubled
people throughout the world.

Setting the Context

Governments have alwavs been concerned with controlling human
service provision. This includes issues of funding, purpose and outcomes.
However, what has been markedly different about the past decade in the
British context, has been the extent and natare of such interventions. Under
the guise of a populist rhetoric of freedom of the individual. consumer choice
and the value of competition, an unprecedented series of interventions have
taken place. This process covers education, health and welfare provision and
has involved the introduction of extensive legislition.  Underpinning these
developments has been the application of a free market ideology. Govern-
mentinterest has focused on a radicul restructuring of provision and there has
been a perennial concern with where and how the system is to be managed
and what will be the outcome. The emphasis is on control.

Writing on these events in relation to education, Ball (1987) contends
that what is going on is conflict over the definition of the schools, what kind
of schools they are to be. and struggle over who is to control these definitions.
over the focus of the power to define (p. 251).

The sheer number, speed and cumulative effect of these changes in
definitions. purposes and priorities. the reformulations of the relationship
between the individual and the state. the overthrow of trade union domi-
nunce, programsof privatization. the introduction of anew morality reinforcing

IEFIR Monograph 51 !
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conservative values concerning the family and the role of women and the
celebration of excessive individualism through a belief in the centrality of the
market, alf bear testimony to the significant impact of state intervention
(Cultural Studlies. 1991: Barton, 1991 Hindess. 1990; David, 1986; Dale. 1990:
and Whitty, 1989).

In setting the context in which questions relating to disability need to
be explored, it is difficult to achieve a satistactory balance between a
recognition of both the power and effectiveness of state control and those real
contradictions within and between policies and practices, as well as those
unintended consequences that combine to provide the possibilities for
contestation and change. For those of us who are committad to the pursuit
and realization of a truly democratic society in whiéh issues of social justice
and equity are central concerns, then in terms of the prevailing situation, it is
crucial that we do not underestimaie the ditficulties involved.  Romantic
visions and idealistic rhetoric have too often resulted in human suffering,
disappointment and disillusionment.

The actions of Government have not been without critics, and these
have covered a range of concerns including the confrontational manner in
which Government has conducted itself during this period. Little real
consultation has been involved (Simon. 1988): the explicit political interfer-
cnee in. for example. the content of the curricutlum and the use of the policy
during conflicts with trade unionists (Braid. 1990 and Fine & Millar, 1985); and
the deliberate atempts by Governmient to destroy the role of the local
authorities in the administration and control of educational, welfare and
housing provision (Ranson, 1990 & Papadakis, 1990).

One of the sigrificant impacts of Thatcherism has been to legitimate the
view that education and health, for example, are clearly political issues and
that they are high on the Government's agenda, Thus. the nature of schooling,
the kind of education children ought to receive. as well as the responsibilities
and part teachers play in this process, are all topics of crucial significance in
the prevailing climate of public opinion.

This insight is particularly significant when it comes to o consideration
of disability. The topic provides an opportunity for raising serious questions
about the nature of the existing society and the kind of society we desire.
Furthermore. it gives us a concrete example of the complex and contentious
nature of discourse and practice.  Such discourse is the subject of intense
struggles in that participants often adhere to competing objectives and operate
from within unequal power relations (Fulcher, 1989). Part of the struggle
involves disputes over the meaning of “disability’. How we approach this
activity and the interpretations we construct will be influenced by the values
weare committed to. Inacknowledging the existence of multiple discourses

I~
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and the often antagonistic relationship between them, Bull (1990) maintains:

“Discourses are, therefore, about what can be said, and thought, but also
about who can speak. when, where and with what authority. . Words and
propositions will change their meaning according to their use and the
positions held by those who use them™ (p. 7). '

These ideas have their antecedents in the work of Foucault (1977 and
are partof a wider interest in the relationship between knowledge and power.
In relation to.the question of disability, this perspective provides a possibility
of highlighting the nature and intensity of the struggles involved over
definitions, effective policy and practice. 1t also ofters a way of exploring
these relationslips between actors in different arenas and levels of the svstem.

A caaretul analysis of official and academic discourses surrounding

disability uncovers a crucial factor: the absence of the voices of disabled

people themselves. Indeed. this is one of the constant criticisms emanating
from many of the writings of disabled people. Raising i series of central issues
relating to schoals. Micheline Mason (1990), a disabled writer, succinetly
highlights the realities of this position:

“Whete are the studies asking disabled people what they think of their
education so far? Where is the consultative mechanism to improve the service
according to the needs and aspirations of its consumer? You won't find them.
Why not? Because disabled people are still the victims of o deeply held
prejudice which essentially savs that wee are incapable of knowing what is best
for us™ (p. 3032

This absence of disabled people’s voices and concerns is not because
they have nothing to say., vis the available mediums, but that they are explicitly
prevented from speaking. This is related o the wavs in which disability is
defined and to the expectations and prictices associated with such definitions.
Itis fundimentally about unequal social relations and conditions and the wiys
in which power is exercised in our society. This both shapes and legitimates
the marginalization and exclusion of disabled people. Whose definition is
signilicant, why and with what effects, are questions of importance in this
context.

Disability as a Form of Oppression
Disability is a compiex issue.  Definitions are crucial in that the
presuppositions informing them an be the basis of stercotyping and
stigmatization. One of the dominant influences shaping policies and practices
has been the medical model. rrom this perspective there is anemphisis upon
an individual’s inabilities or deliciencies. “Able-bodiness™ is seen as the
acceptable criterion of normality’. A medical model according to iahn

IFEIR Monograph 51
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(1983) ~.imposes a presumption of hiological or physiological inferiority
upon disabled persons™ (p. 89). Terms such as “cripple” or “spastic’ reinforee
such an individwilized medicat detinition in which functional limitations
predominaie,

Historicallv, disability has been viewed fundamentally as o personal

tragedy. which has resulted in disabled people being seen as objedts of pity

orin need ol charity. They have been subject to discriminatory policies and
practices in which the predominant images of passivity and helplessness
reinforced their inferior status, One effect of such a perspective s that it
provides a variewy of individualized responses 1o disubled neople. TFor
example. they are often viewed in heroie terms, as being brave and
courageous. Their position is constantly being compared against an asstmed
notion of ‘normalitn”. Indecd. itis the pursuit of this “which leads to neurosis

and is the cause of much guilt and suffering”™ (Brisenden. 1986. p. 3) on their
part.

In the focal sports center near my home a picture of 2 voung girl named
Vikki is heing displayed in the main fover. Under the heading WEEK AWAY
APPEAL, there is the following statement:

“Time is ticking away for this pretty litde 8 vear old local girl who.
without use of her lhands or legs. fuces a meaningless life ina wheelclair, We
can save her from this Fate if we can raise £10.000 to send herto the Peto Clinie,
Budapest. Hlungary. .1 we go to our graves knowing that we have helped
Vikki. and hopetully other Kids like her to walk and lead purposceful tives. that
will do for us. .. We must suve these children.”

This is 2 very clear example of disabilist values powerfully influencing
the commonsense thinking and Linguage of evervday life, thereby legitinat-
ing offensive interpretations. Particukar inages of disabled people are being
reinforced in this example, and they are fundamentally negative.

In a critique ol the medical model of disability, Brisenden. himself a
disabled person, maintained:  “IF the experience of disability is alwavs
presented in the context of the medical unplications it is supposed to have,
it will always be seen as kirgelv o matter of a particular set of physical or
intellectual dvsfunctions and little else™ (p. 2).

This homogenized and individualized form of thinking is essentially
asocial and depoliticizes (uestions of detinition. expectations and practices.

A Socio-Political Perspective
A socio-politicai approach provides @ very different understauding of
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disability and the issues involved. v entails an alternative set of assumptions.
priorities and explanations,  The analysis is concemed with highlighting the
uncqual social conditions and relationships within which people interact. It
recognizes the centrality of power and the struggles over social justice. equity
and rights for disadvantaged groups.

Itis anunadaptive. unhelpful environment which needs to be examined
and chuanged. Being interested in disabled people requires an examination
of those material conditions and social relations which contribute to their
dehumanization and isolation. Writing on the question of the politics of
disability. Oliver (19907 a leading disubled analyst. summarizes the essential
feature of an alternative position to the medical oné. Tle maintains:

“All disabled people experience disability as sociat restriction. whether
those restrictions oceur as a consequence of inacceessibly built environments,
questionable notions of intelligence and social competence, the inability of
the general public to use sign kinguage. the lack of reading material in braille
or hostile public attitudes to people with non-visible disabilities™ (p. XIV
Introduction). e also argues that disabled people are involved in a difficult
struggle in which they must strengthen their endeavors as a political pressure
group.

Disability is a social and political category in that it entails practices of
regulation and struggles for choice and empowerment (Fulcher. 19891 Thus.,
for some disabled analvsts, merely defining disability as social restriction is
inadequate. The issue is not that socicety ignores disabled people but how it
takes them into account, This requires an examination of why society
identifies this social group for ditferential treatment <t specifie historicad
moments (Findlay, 19911 1t is more than o mere access issue that is on the
agenda here. Boih ideological and material conditions need 1o e engaged
in the struggle to identify and challenge those discriminatory policies and
practices at different levels of the social svstem.

In a society fundamentally organized and administered by and for white
able-bodicd muales, the position of disabled people in relation to education,
work, housing and weltare services is o matter of grave concern (Abberdey,
19872 Oliver, 19901, They are compelled o engage in power struggles if they
are o achieve equity. This is . scandalous reflection ol their marginalization,
low-status and vulnerability . Relationships with various professional agencics
are often difficult and some disabled people have clearly argued for a range
of changes. Thesce include greater choiee in the nature and amount of services
provided, more control oy er the allocation ol resources, especiably in relation
to independent living, and new forms of accountability of service providers
to disabled people involving clear mechanisms for handling disagreements
(Brisendden, 1980: Oliver & Hasler, 1987 Oliver, 19881, Inan analysis of social
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policy in the past decade Glendinning €199 1) discusses these and other issues
and seeks to demonstrate that matters have actually worsened and:

“The cconomic and social policies of the last decade have done linde to
enhance, and much to damage. the quality of life of disabled people. Despite
the rhetoric of protecting” the most “deserving', vulnerable’. or needy”, much
of this "protection’ has been illusory™ (p. 16).

such events have resulted in a serious reduction in the degree of
autonomy and choice of disabled people but an increase and intensification
of “scrutiny and control by professionals and others™(p. 16). These forms of .
handicapping conditions and relations encourage passivity and dependency
on the part of disabled people (Bishop. 1987). It is integral to the process of
learned helplessness in which problems are depicted as personal troubles
rather than public issues (Mills, 1970),

So far I have argued that disability needs to be understood as i torm ol
oppression. Being disabled entails social and economic hardships as well as
assaults upon self-identity and emotional well being. However. it would be
both disabilist and misleading 1o give the impression that disabled people are
a homogencous group. Terms such as ‘the disabled” are a catch-all and give
an impression of simmeness. However. the difficulties and responses to being
disabled are influenced by class, race. geader and age Tactors, These can
cushion or compound the experience of discrimination and oppression. For
example. in a study of disabled women receiving care. Begum (1990), a
disabled Dlack woman, maintains:

... women with disabilities are perennial outsiders: theiroppression and
exclusion renders them one of the most powerless groups in society, The
persomal care situation encapsulates so nany dilferentdynamics that for many
women with disabilities itbecomes the arena where their oppression becomes
so clearly magnified and distilled™ (p. 79).

supporting this perspective, Morris (1989) illustrates Irom the lives of a
group of disabled women, including her own, that matters of privacy. hod- -
image and sexuality are a source of tension and diflicutties in relation to the
care’ situation.  Also. she highlights the disadvantages disabled mothers
experience in having responsibility for the upbringing of the children. general
running of the home, as well as maintaining some form ol outside employ-
ment. The degree to which individuals ¢ survive within these conditions
will be largely contingent upon their socio-cconomic circumstances,  The
niore they can allord, the greater the chances of coping. Unfortunately. few
disabled people are in well-paid employment and therefore the overall
situation is very bleak indeed. Borsay €1986) contends that many disabled
people are located at the botom of the income Ladder, or out of work and
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dependent upon social securine benefits (p. 181,

Given that the political discourse is now largely one of the nurket and ’
that any policies have tended to bunch up in an ad hoc fashion without o
coherent framework to guide policy development (Borsay, p. 1831, inequali-
ties of provision and apportunity are being exacerbated. Questions of social
justice and equality have become marginalized within this type of socio-
cconomic clinute.  In the struggle for empowerment. disabled people and :
able bodied colleagues must strive to move the overriding interest in questions
of needs to those of rights and choices (Hudson, 19883, Critical atention ¢an
thus be given to those structural and institutional factors which constrain and
serve the interests of the more powertul (Oliver, 19891, Oppression is more .
than a denial of access and opportunity, it is about being powerless and
viewed as essentially worthless in an alien society. This is what disabled
people struggle against in their efforts 1o learn self pride and dignity (Findlay,
1991). ‘

Being disabled does notmean that there is an automatic understanding
and acceptance ol other disabled people.” This is part of a learning process
leading o a collective identity, Some disabled gay and lesbian people fecl
isolated from their disabled colleagues and not adequately represented in the
organizations of disabled people. Not all disabled people are political in the
way inwhich disabled authors relerred to in this paper are. Some are willing .
to work within the svstem and seek the changes that way., Mueh work remiting
1o be undertaken in order for the struggle 1o be based on an agreed set of
values and agendas.

rlditors note: i the U5 Fdouht webetberthere cotld. wwondd, orshonld
crer be an agreed upon set of valies and agendas.” There Js strength in
diversity, isn 't there? Howerer, the “diversity ™ of ideas. positions. valies and
ricicpoints that stimlate growth and change did manage to produce 1be
Americans with Disabilities Act (A qebich is tridy landmenrk fegislation . )

Equal Opportunities
Political action is required if disabled people are to exercise control over .
their lives and set their own agendas in relation to Full participation in socicty
This is both a serious and urgent task. s one which disabled people through
their organizations are increasingly taking on board. Writing on the gquestion
ol the implementation of “Local Authorities Equal Opportunities Policies”,
Leach €1989) capnures these sentiments i the lolowing contention:

“Disabled people’s issues are stll seen, across much of the political
spectrum, as krgely non-political. Paternalism and the exclusion of disabled
people from participation in decision making. is still Lirgefy the norm™ (p. 730,
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Given the nature of the definition of disability that this paper has beer
concerned o briefly outline, itis essentil that this issue is seen as an integral
puart of an equal opportunities perspective. This is for several veasons. First.
beciuse the experience of disability is part of the wider and fundamental issue
of prejudice and economic inequality in which ideologies perform a socially
divisive role. Such a framework will provide a stimulus for the crucial task
ol establishing connections between other discriminating groups in order that
some conmon struggles can be engendered. Secondly, it will offer o basis
for the idendfication of those fatures of the existing society. policy and
practice that are unacceptable. offensive and need w be challenged and
changed. Thirdly. it will be a means of critiquing individualized and deficit
models and interpretations. U removes the emphasis from one of heing
depicted as a personal wouble o that of a public issue. Finally, it will
contribute to such policies being non-disabilist by redressing the extent o
which disability has been excluded from them. or merely attached as a
tokenistic gesture (Leach, 1989 and Rieser & Mason, 1990).

In presenting this type of perspective itis important to be aware of how
‘equal opportunities” can mean different things o difterent people. [tis not
about gaining access or being able to compete againstable-bodied people on
cqualierms. The stakes are much higher than this. What is required is a direct
challenge to the stus quo. The struggle for equat opportunities is one of
disabled people heing able to set their own agendas. define their needs and
have real choices and rights. Thus as Findliy (1991, a disabled pesson. also
ArgUes:

“Equal opporunities. therefore, means asiruggle by people with disabilities 1o
set . political and social agenda. We must demand than the idea of - isability” as a
welfure issue’ is serapped. The power structures s well as the material suuctures
which disadvanage and nurginalize us, must both be up for discussion. 1t is not just
assue of having more choice in s s provided for us, but it is also about having
the chunce to control aspects ol the services oo™ (pe T4,

The breaking down of structures and their ideologicl supports which
exclude, debilitie and contol disabled people. must be part of a process
which seeks some ultimate libetamtion and cmpowerment.  In relation to
integration. Branson and Miller €(1989) maintain this means that “integration
must be a policy, a program. oriented towards its own destruction™ (p. 101
This involves the abolition of the categories which both conceptually and
actually exclude or devalue oppressed groups.

Various analysts have also challenged the Himited version of some
interpretations of equal opportunity. This is particularly in relation (o its
inctfectiveness o provide alternative values and concepts of socialist educa-
ton (Lauder. 1988). Others have criticized the wavs in which some reforms
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in the name of equatity of opportunity huve been a mears by which the state
has prevented more radical. revolutionary changes (Hall. 19881, Feminists
have highlighted weaknesses in the theoretical bases of equal opportunities
approaches.  These include simplistic notions of learning. gender identity
formation and stereotyping. Too often the outcome has been an emphasis on
individual change rather thun the structures which oppress them. This type
of focus justitied operating within existing structures as opposed to secking
their removal (Arnot. 1991, Given these limitations, the argument for
disability being an integral component ot equal opportunities needs 1o both
recognize and struggle against any crude reformism. unwitting complicity. or
the softening of the endeavors that will be required it the empowerment of
disabled people is to be real and effective. On this basis the demand for equal
opportunitics is it transitionad one (Findlav, 1991,

A polities of disability can draw some lessons from feminist thought and
practice. For example. connecting the personal with the political so that what
has been depicted in mainly individual erms can be viewed as a social
predicament. Alaking their standpoints known to hoth themselves and to
others is a central part of the agenda (Eisenstein, 198:0. This can be i means
of developing a stronger individual and collective sense of worth and effort.

A Necessary Approach

In this paper | have bricfly maintained that disability must be viewed as
aform of oppression. On the hasis of this. the necessiiv for a socio-political
perspective cin be identified and defended. 1t is necessary beciuse it is the
onh-approach which otfers a way of adequenely engaging with the complex
and contradictory issues involved. The centrality of social conditions and
relations which entail both ideological and material factors are kéy aspects of
this perspective. Disabiliny is thus to be understood as part of @ wider set of
inequalities und social formations, This approuach is also necessary begause
it provides a basis tor disabled people to develop i sense of human dignity:
and identiv Furthermore, it confirms the view that disability is 2 political
issue and thus entails, seriously examining consumer rights and naising
questions about whose interests do - particular provisions serve and who
benelits from them. Talso powerfully reminds us, thae carrent ideologices and
practices are neither natasad nor proper. Theyvare asocial creation and as such
can he subject to change.

This perspective is also necessaryin that the position of the state gov-
crnment is given particular attention, and importantly, the political will
required for the development and implementation of appropriate legislation
and support. Finadly, this way of understanding and explainmg, disability
provides o much needed antidote 1o those {forms of discourse which
encourage the pursuit of slick and ¢asy answers, o wiiat are comples and
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contentious issues.

Conclusion

In Great Britain, we have no roont for complacency. Presenily we have
a Race Relations Actand a Sex Discrimination Act. but no anti-discrimination
legislation i which the rights of disabled people are enshrined.  Several
disability groups are currently protesting against the Government's decision
to scerap vital sections of the 1986 Disabled Persons” Act. Failure to implement
these sections will inevitbly have veny serious eftects on both Advocicy and
Rights entitlements (Disability Nore, 1991)

'

Disabled people are increasingly becoming politicized and outspoken
in their demuands for fundamental changes. nthe struggle for change greater
support is being given to the development of a disability movement. This has

“both practical and political aspects. The future developments are not without
their difficulties as Qliver (1990) notes in 4 discussion of the movement and
its relationship to the state:

. b disability movenent has to decide how it wishes such a relationship o
devetop. Should it settle for incorporation into state Jactivities with the prospect o1
piceemeat gains in social policy and legiskition with the risks that representitions o
political institutions will be ignored or manipulated? Or should it eemain separate from
the state and concentrate on consciousness-raising activities leading o long-term
change in policy and practice and the empowerment of disabled people, with the
atendlant risks that the movement may be marginalized or isolated™ (p. 128%

The stakes are high. The issues are profoundly serious. The situation
demands urgent atention. In order for disabled people to participate in the
construction ol agenduas and exercising of choices in relation to their lives, the
struggle for change will caiail rights, power and control heing central to the
CNUINCIPAIONY Process.,

Finally, when Martin Luther King, the American civil rights leader, made
his famous speech in which he said with regard to the United States:

“ have a dream tha one day this nation will raise up and live out the
true meaning of its creed - we hold these truths to be self evident that all men
Gsicd are ereated equal.”

Fie utiered these words in the tuce of a racist society which had a history
of sy ery and discriminatory policies and practices, e spoke from personad
knowledge of the effects of such an oppressive svstem. He deeamed. he

hoped, he had a vision. He paid the ultimate price for his beliefs,

Our problent as professionals and able-bodied people is that we do not

10

22

ERIC

Aruitoxt provided by Eic:




recognize that disabled people dream. We urgently need to acknowledge.,
listen to and act upon their hopes and views.

Amidst all the distractions of professional discot and empty rhetoric.
the voices of disabled people need to be heard.  Part of Viis struggle involves
the development and nuaintenance of a socio-political perspective of disabil- -
ity

Acknowledgment: Tan grateticd w fery Corbett for ber belpfud conmments on an eariior

draft of this paper andd 1o the vespondonts” ricirs incleeded i this monograph

References

Abberley. P.(1987). “The Concept Oppression and the Social Theory of
Disability” in Disability, Handicap and Society, Vol. 2, No. 1, pp. 5-19.

Arnot, M. (199D, Democracy. Equality and Social Justice™ in British forrnal
* of Sociology of Education. Vol. 13, No, (Special 1ssue on Democracy).

Ball. 8. (1990). Politics as Policy Making (v Education and Ixplorations ' ‘
in Policy Sociology. London: Routledge.

Ball, S, C1987). The Micro-Politics of School Life. London: Methuen.

Barton, L. (1991, Teachers under Siege: A case of unmet needs” in
Stipport for Learning. Vol 0. No. 1, pp. 3-8. : -

Begum, N, (1990, ‘Burden of Gratitude: Women with Disabilities
Needing Personal Care™ in Social Care: Perspectives and Practice Critical
Stuclies. Wuarwick: University of Warwick.

Bishop, M. (1987). ¥ubling the Able?” in British Jouwrnal of Special
Leucation. Vol. 144, No. 3. p. 98

. Borsay, A, (1980). ‘Personal Trouble or Public Issue? Towards a model
of policy for people with physical and menwl disabilities™ in Disability. ‘
Handicap and Society, Vol 1. No. 2. pp. 179-190.

Braid M. (1990). Determined 10 Make History a Matter of Fact' in
Independent. Bducation Section 5.4.90, p. 23. :

Branson, |, and Miller. D. (1989). Bevond Integration Policy - The
Deconstruction ol Disability” in Barton, L. (edy Indegration: Myth or Reality?
Lewes: Falmer Press.

Brisenden. S, (1980), “Independent Living and the Medical Model of

27
ZJ

IFFIR Monograph 31

ERIC

Full Tt Provided by ERIC.




Disabiliv in Disahility, Heandicap and Society. Vol 1, No. 2, pp. 173-178,

Cultural Swadies (1991 Education Limited: Schooling and Training
anel the New Right Since 1970, London: Unwin Hyman Lid.

Dale RC199M. The State and duceation Policy. Milton Kevnes: Open
Universitv Press.

David, M. (1980). “Teaching Family Matters™ in British Journal of Soci-
ology of Echiecation. Nol. =0 No., L. pp. 35-38.

Disability Now (199 1) “National Protest over loss of advociacy rights™ in
Disability Now. June, pp. 1 & 3.

Eisenstein, LLCIO80D. Contemporary Feminist Thougl:t. London: Unwin
Paperback.

Findlay, B. (1991, Disability. Empowerment and Equal Opportunities’
(Unpublished paper).

Fine, B.and Millar, R, (eds ) 1983), Policing the Miners™ Strike. London:
Lawrence & Wishant.

Foucault. ML (19770 Thesrchacalogyof Knowdedge. London: Tavistock.

Fulcher, G. (19891 Disabling Policies: o\ Comparative Approdach (o
Fducation Policy and Disability. Lewes: Falmer Press.

Glendinning. C. (1991, Losing Ground: Social Policy and Disabled
People in Great Britain, 1980 - Q0" i Disability, Handicap and Sociely. Vol

0. No. Lo pp. 3-20.

Hahno 11 ¢1983). “Towards a Polities of Disability” in Social Science
Jowrnal Vol 22, Part . pp. 87-105.

Lhall, S, €1988). 7he Road to Renenal, London: Verso,
Hindess. B. tedly (1990), Reaetions fo the Right. Tondon: Routledge.

Hudson, B c19838). Do People With a Mental Handicap TTave Righis?
in Disabitity, Heoedicapy and Society. Vol 3, No. 3, pp. 227-235.

Lauder, T (1988), "Traditions of Socialism and Educationat Policy' in
Lander, HL & Brown, 1. (eds) Education in Scarch of a Future. Lewes: Falmer Press.

24

ERI



Qo

Aruitoxt provided by Eic:

ERIC

Leach. B. (1989, “Disabled People and the Implementation of Local
Authorities” Equal Opportunities Policies™ in Public Administration, Nol. 07,
No. Lopp. 6577

Muason, M. (19907, “Disability Lquality in the Classroom - A Human
Rights Issue” in Geneder aned Fducation, Vol 2, No. 3, pp. 363-300.

Mills, G C1OTM, The Sacialogical hnagination.  Tarmondsworth:
Penguin.

Morris, | (ed) (1989), Able Lices: Women's Experience of Paralysis,
London: The Women's Press.

Oliver, M. (19900, The Politics of Disablement. London: Macmillan.

Oliver. M, (1989). “Disability and Dependency: A Creation of Industrial
Societios” in Barton, L. (ed. ) Disability and Dependency. Lewes: Falmer Press.

Oliver, M. (1982, “The Political Context of Educational  Decision
Making: The Case ol Special Needs™ in Barton, L. tedl) The Politics of Special
Ledncational Needs. Lewes: Falmer Press.

Oliver, M. & Haster, Fo (19870, Disability and Scil-Telp: A Gase Study
of the Spinal Injuries Association” in Disability, Handicap aned Society. Vol 2,
No. 2. pp. HE3-125,

Papadakis, E. (1990), -Privatization and the Welfare State” in Hindess,
B. ted)y Reactions ta the Right. London: Routledge.

Ranson, S, C1O90). The Politics of Rearganizmg Schools. London: Unwin
Hymuan,

Rieser, Ro & Nuason, M. oceds) (1900, Disability Iyguality in the
Classroom: oA thinnen Rigls Isspe. London: TLEA.

Simon. B, (1988 Beneding the Rules: The Baker -Reform ™ of Echication.
London: Lawrence & Wishart

Whitty. G €1989). “The New Right and the National Curriculum’ in
Jonrnal of dvcation Policy Yol v No. 1 pp. 320-311.

IFEIR Monogiaph St - J 13




[€)

ERIC

CHAPTER TWO
A Socio-Political Perspective on Disability: A Conmment from the
New Zealand Context
Keith Ballerd

Reith Ballard bas professional training and experience as da teacheranc
ecucational psychologist cne is curvently Associale Professor in Education at
the University of Otago. New Zealand. His present research program iricludes
wwork on reflective practice with ieachers in an inclusive scbool and work with
parents of children with disabilitios in dn action research project fociising on
policy and practice in education bealth and welfareserrices. Hispublications
are in the creas of assessment cied child decelopment and learaing. teaching
children and adults who bave intellectual disabilitios and mainstreaniing
policy and practice.

23
B arton sees disability as “a social and political category™ that resulis in
people with disubilities expericncing “powerlessness and worthlessness
in an alien society™ organized predominantly by and for able-bodiced
males...." Disability is, therefore, "part of awider set of inequalities and social
formations™, all ol which resultin oppression. Nevertheless, hecause oppres-
sive ideologies and practices are “social creations™ rather than inevitable
outcomes of impairment, they are “subject to change™. particularly through
political action opposing discrimination and supporting civil riglts.

Barton's emphasis on the complexity of disability issues is consistent
with other critical perspectives on the models and concepts” that most
frequently guide rescarch and action in assessment (Biklen 1988). education
(skrtic 1980), health (Salzinger. Antrobus & Glick 19800, and family services
(Bronfenbreuner 1979, 1988).  These critiques also identify the need o
address the social and political context of disability. The present comment on
Barton's paper derives from an ecological perspective on disability issues in
ceducation in New Zealand (Ballard 1990, 1991). This approach interprets
child and family experiences in the context of prevailing beliefs and
idceologices regarding disability. In identilying oppressive policies and prac-
tices itlends support to the primacy of socio-political factors for both research
and advocacy agendas on disability.

The political context: reforming the state
The election to governmentin 1981 of swwhat had traditionally beena Left
Wing (Labor) political party resulted in a “New Right revolution in New
Zealand which has sought to change the relationships between the state, the
ceonomy and civil society™ tLauder, 1990, p. D). Policies driven by this
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ideology have been vigorously pursued by subsequent governments, with
education having a particular focus,

The ceport that led 1o the initial restructuring of educationat adminisira-
tion has been described as ~u characteristic document of the New Right™ ( Nush,
1989, p. 121 stressing individualism and reflecting the notion that education
is not a "public good™ but a “commodity to be traded in the markeplace”
tGrace. 1988, p. 14), Education providers™ (i.e. schools). therefore, must be
independent. self-managing and competitive. Following the election in 1990
of a Right Wing (Conservative) government. reforms have focused on the
curriculum as o ol of economic development, and on the examinttion
svstem as o mechanism for improving teacher accountability and student
achievement. The development of a ~National Curriculum™ has hegun without
mention of disability and has heen discussed in terms similar to those of the
“execllence in education” movements in America and Britin ¢¢.g. Altbach.
1985) which argue that emphasizing cequality of opportunity in schools has
contributed to a lowering of educationad! standards.

Under the Labor government (1984-199 1) there was recognition that
reducing the role ol the state in education could disadvantage those who. for
reasons of socio-economic background. gender. disability or minority ethnic
group. might not have an equal voice in schools that were “self-managed” by
parent Boards of Trustees. The Labor govemment, thercfore. required that
statements supporting cequity be written into each School Charter’. the
mechanism through which schools contract with their local community and
the new Ministry of Education to meet stated goals. Also. additional equity”
funding was to be made :ivailable to schools according to the socio-cconomic,
ethnic. disability and other “special needs” components of the school's
comniunity.

The currem government. however. has reduced equity goals to volun-
ary” status and there are unceertainties over funding. In addition to presenting
problems in the disability area, this change in policy: may have particular
significance for the indigenous Maori people who comprise a vouthtul 15 per
cent of New Zealand's 3.3 million population. and whose educational and
ceonomic needs have not been well served sinee Eurepean setidement.

Education politics
Until recentdy. New Zeadand has managed disability inits schools by
evolving adual special-regular education system similar to that of Britain and
America, There has however, long been pressure lrom parents and disability
groups advocating the right of all children. irrespective of ability or disability.
o inclusion in the state school system. The most significant outcome of this
integration movement has been legislation enacted in 1989 that gay e the right




to every student 1o ~free enrollment and free education at any state schoot”

(Ballard 19901, To date. the power of the legiskition has not been fully tested.
This means that in some communities there are schools that readily integrate .
all students. while in others parents confront resistanee to - inciusion. Such
resistance is supported by the present Minister of Educition, who bhelieves tha '
mainstreaming should only be undertaken whe ¢ “resources can be provided” ‘
and that for persons with severe disabilities “the cost Gs) oo high™, so thut

integration for them should not be pursued (Smith 1990). Economics,

therefore, sanctions discrimination against students with disabilities.

It is unusual to sce segregation justificd in terms that so clearly devalue
disubled students. Separate special education in New Zealand is most often

supported from a discourse Gauleher 1989) on the bestinterests of the child”,
determined by professionals on the basis of assessment strategies that are

claimed to be objective and scientific. As Sketic (1980). among others (c.g. ,
Biklen 1988), has shown, this approach uses biological concepts from '
pathological medicine and statistical coneepts of deviance from psychology
to coneeptualize disability as a condition” of individuals. '

creation of specific socid and historical contests. For example. through the
1970s in New Zealand, children and young people who had Down Syadrome
were identified inofficiad policies and practices as being -uncducable’. They
were, therefore, largely excluded from ordinary schools. Now:, however, they
successfully participate in ordinary age-appropriate settings from preschool
to high school (Ballard 19913 1tis clearly not the children, but our ideas about
them, that have changed.

socio-Political models. on the other hand. identify disability as a

Parents have long recognized that identifving disubility as a personal
trouble’ is how the education svstem denies its responsibility for their child.
As Colleen Brown (1990) has said, ~u cringe phrase taom professionals) for
_ . parents is cin the best interests of the child', Surely the parents know this. Who
' questions us with our other children?” Nevertheless, the power remains
— Largely with the professional, with the result that the list (of systems problems) ‘
= seems endless o the embattded parent. :

¢ New tiactics and strategios have o be thought up to counter the moves
made by the opposition. Tt is a contest. often exhausting to the parent.
tiresome and pety. Parents have had o organize themselves into suppornt
groups bedinuse what the public has had 1o realize is that we are survivors aned
what is more we are the only people who are going to actively seek justice
for our children (Brown, 1990, p. 20).

Such parents do not see their children in terms of psycho-educational
categorics, but in terms of voung people who are actively discriminaied
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against. Colleen Brown goes on to says

“Continuetlly parents ask themselves: “Why should T have to do this?
What makes this child so different trom others in the community? If parents
had to sell” each of their ¢hildren to the education system. what a hue and
cry there would be. Yetitis expected of parents of children with special needs.
... The message is you are not of equal value to me and you are a problem”
(p. 20).

Cultural politics

The language of struggle is also evident in the voice of Maori whose
cducational (and therefore socio-economic) needs have been poorly seived
by an education system that has largely exciuded their language and culture,
Kaai-Oldman (1988) has described how Maori parents have now moved to
“obtain control and power over the decision-mmaking processes aftecting their
children'slives™ by establishing Maori language preschools and schools(p.27).
she notes that “the unforeseen side effects” of these educational efforts
involve many voung parents “hecoming, politically active as they grapple with
constraints imposed by Pakeha (European) burcaucracy for an equitable
dgistribution of those resources rcquircd to attain their goals™ (p. 27).

In a study of Maori perspectives on intellectual disability (Bevin-Brown,
1989). a mother described how her five-ycar-old son was hospitalized for
assessment. She remembered the professionals saving that her son should be
institutionalized because “he'd never be able to do anyvthing . .. they were
adamant”™ (p. 702, The parents had rejected the prognosis and recormmenda-
tion. When the rescavcher asked ifanvone else disagreed with the protession-
als, the mother replied:

“Yes, the domestic stalf did. Thev worked around his bed and that
and they said R, talked to them, pointed to anvthing he wanted if they couldn't
understand him or that sort of thing.... They said "Hey listen Mrs, R.. he'll do
anvthing. he can commumicate and that's all that matters.™

CThe rescavcher asked if the domestic stall were Maori or Pakeha)

“Maoris. Maoris thev itk to anvbody and they 1l get people tilking to
them. They used to clean aronnd him. talk to him ... (hut) as soon as he saw
the doctors coming, Brimns, he'd just close up completely . . that's what they
told us™ (pp. 70-"7),

A socio-political perspective tinchiding the historical antecedents to
present Maori-European relationships) seems essential for interpreting this
mother's storv. What was predicted ta happen to this child and the basis for
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those predictions can best be understood in terms of the cultural and status
(power). differences among the participants which influenced what they
experienced and how they interpreted those experiences. These contextual
factors differentdally determined the meuaning of the child's physical and
intellectual impairments to the parent, domestic staff and professionals.

Research politics

Ecological research models identify the importance of overriding belicf
systems., values and ideologies that give “continuities of form and content” to
society's political and related actions (Bronfenbrenner, 1979, p. 258). As
Glossop (1988) suggests, the ecological paradigm represents 1 move away
from the idea that we might build pictures of human development by
aggregating rescarch that is “reductionist”™ and “fragmented™ (p. -8, toward the
idea “that it is the context that determines the content™that is. the context is
“responsible for the characteristics displaved by any analytically distinguished
part’™ (p. ). which would include. in Barton’s terms. “the interpretations we
construct on the meaning of disabilite™ (. $). '

The complexity of interrelated systems makes ccological research
“messy. time consuming and expensive”, (Salzinger, Antrobus & Glick, 1980.
p. xvii), but its importance lies inits inclusion of a socio-political perspective
and in two further respects. Firste it highlights phenomenological data,
valuing, as Barton suggests, “the voices™ of pacticipants in the rescarch
process. Second, it requires of the researcher Gand of other professionals) that
they identify themselves as part of the ecology of disability. They should.
theretore. undertake an ongoing critical analvsis of their concepts. statements
and written work to identify liberating and oppressive positions on disability.
Tavior (1988). for example, shows how the concept of the “least restrictive
environment” ensures thit some people will be restricted; Biklen (1988)
suggests that the “clinical’ models used by education and health protessionals
assign people with disabilities to a “patient’ status which prevents them being
seen das a minority group who face “social ostracism and discrimination™(p.
128): while the disproportionate assignment to separate special education of
Maori in New Zealand (Bevan-Brown, 1989) and ot other minority students
and those living in poverty elsewhere, involves a social bias theet challenges
the credibility of the categorical assessment strategics used to separate the
‘disabled” from mainstream educational opportunities.

While rescarchers debate the significance of a socio-politicil perspec-
tive, disabled people. parents struggling o achieve integration through
nuiinstrezming, oppressed indigenous people and other ethnic minorities
huave increasingly identified the salient role of power and politics in their lives,
Being aware of these issues, researchers could direct resources they control
toward understanding and liberation, perhaps through empowerment and
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partnership in action research. Acknowledging the need for a socio-political ‘
perspective may, however, be only aninitial step. The analytical tools needed :

. to reveal and understand social contexts. their meanings and effects, may
. reqquire an interaction of areas such as sociological, ccological. ethnographic

and discourse analysis, together with some risk taking in crossing interdisci-
plinary boundaries. ‘

There is also a pressing need to support research from: indigenous
cultural perspectives.  This would contribute to a metatheoretical critique ‘
(Skrtic, 19809, cxtcnding our world views beyond those currently maintained
within dominant paradigm and cultural perspectives. While the voice of those
with disabilities identifies the socio-political imperative, researchers may also
have to listen to one another in order to learn how to respond usefully to that
demand. : - ‘
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CHAPTER THREE
Pigs’ Tails & Peer Workers

Gillian Frlcher

Gillian Fulcher has taught sociology at Monash University, Australia,
aned wes main writer:policy analyst for the Ministerial Review of Educational
services for the disabled for their report, Integration in Victorian Education.
She bas published widely on policy.  Her book. Disabling Policies? A
compuarative approach to education policy and disability. wes prblished in
1989 by Falmer Press. She is currently researching a project on education el
social justice at La Trobe University. Victoria, Australia.
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nlurge country town, where official statistics record some eleven per cent!
I(::ev[mgvJHj'ora/] endnotes) of the town's inhabitants as unemploved. 2 young
woniin ends three weeks of work, She is called i support worker and in this
time she has taught herself how to do the job which, on Monday. she will start
to teach someone else to do. She sheds her overalls and showers three times.
Her children say they can still smell her work: all dav, she has been cutting
off pigs” tails. The person she will start to train on Monday has an intellectual
disability.

In metropolitan Melbourne, where over 3 million of the State’s 43 million
lives, two professionals, one a worker in welfare, the other a researcher, meet
with six people with sight loss, some paramedical clinic staft and two op-
tometrists.  The setting is a clinic in a professionalized. once charity-based
agency. where patriarchy presides: senior managers, regional and central, are
men. The ageney has nursing homes, Day Activity Centers for 'the blind' and,

_in 1991, this new. not-a volunteer and not-a-quasi-professional, peer worker

service. The peer workers are enormously enthusiastic. The group who meet
—all women except two of those with sight loss—is to discuss the first months
of this new work. Once the chief co-ordinator leaves. the meeting opens up.
All the talk is positive, but perhaps the most telling comes from an optometrist:
“Peer workers have changed the process completely: by the time [newcomers
to the clinic] get 1o us, they've spoken with a peer worker and we can get on
with the technical issues.”

As the group's scribe. the rescarcher's task will be to write this meeting
up fora third report to the senior men. Inthe following weeks the peers work
on; the weltire worker is moved out of the clinic but is allowed to setup the
same kind of groups as those which preceded this project: the researcher's
emplovment. wlong with that of several others . is ‘terminated” due to financial
cuts: but the report wis in.

In Canberra, Australia’s capital. where Federal politicians and most of

N _ o4 .-
IFEIR Monograph 3] dd




the Commonwealth’s public servants and bureaucriacies reside - though some
of their colleagues work in State capitals and, less frequently in other areas
- a senior bureaucrat considers the recommendations of a Melbourne-based
but Commonweulth-employed bureaucrat. The recommendations concern
funding for a group home for people with disabilities®*. None of the group’s
proposed members can speik in terms the project worker can understand.
The public servant is not sure these people have exercised their right of
‘choice’ as to where they should live: he decides to check sith his Metbourne
colleague. The Melbourne colleague checks with his project worker: she
decides to confirm that choice has been exercised. Confirmation goces to
Canberrt.

The background to these events is the rapidly -estructuring Australian
welfare state. Is there a political unity behind pigs™ i s, peer workers and
mute choice? 1sthere asocio-political perspective which has something useful
to say about disability. rights and voice?

The broader context
Since 1985, and the Handicapped Programs Review, disability has
beconie increasingly important in shilts in the welfare state. Voice, under-
stood as participation and consultation, ‘rights’ and “enabling’ legislation, have
been central for both Federal and Victorian State governments,  Equally
influential has been what Hindess (1991:1) describes as a central idea in what
we aall western democracies:  the general idea of a political community of
autonomous individuals who can be governed by means that depend on their
rational consent. Both Federal and Victorian {abor government have made
much of consensus decision-making and of the ideas of consultation and par-
ticipation therein. What are the outcomes of these ideas and in what

institutional conditions have they been inserted?

Legislation as protection?

The Disability Services Act 1986 (DSA)Y (CQ), the httellectuedly Disablod
Persons' Services Act 1986 (INDPSA) (V) and the Feed Opportrority Act 1984
(EO) (V) might be seen as models of protection (themes of rights, dignity,
choice, independence, outcomes, and assessment appear unevenly), except
that intellectual disability services in Victoria are of great concern (Victoria
Advocicy League for Individuals with Disabitity (VALID) August 91: Victorian
council of Social Services(VCOSS), 1991: ABCTV 25.9.91), the EO Actcontains
exemption clauses' and the case taken by nine complainants to the EO Board.,
in late 1989, by the Disability Resource Center (DRC), that changes proposcd
to the public transport system would illegally discriminate against people with
disabilitics, some 20 months later, is lost in the fegal process.” How do
disability groups respond to legislative conditions?
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Disability groups position themselves ditferently, and shift. “If we lose
(the claim at the EO Board). we would have to question how effective the
Board really is in protecting people’s rights™ (DEAC News, March 1990).

A group opposing DRC’s position in 1989, and committed to co-
operative working with government, says the farce continues.”  In the
Victorian consultations (September 1991) disability groups welcomed the
proposed national legislation to prohibit discrimination on the grounds of
disability: a “start’ said a high profile supporter of Waters vs. the Transport
Corporation. The Disability Employment Action Center sees the Social
Security (Disability and Sickness Support) Amendment Bill 1991, s a major
shift...froma position where people with disabilities are considered incapable
of work, to one which says...we should and must work', whicly has ‘punitive’
teatures: ‘move to where suitable work theoretically exists in Australia... work
for under-awiard wages, it DSS" thinks this is reasonable. . .apply for or do
work that DSS thinks is suitable’ (DEAC Neves, August 91:3).

Economic rationalism

In numerous arenas where government consults, economic rationalism
is the dominant discourse. Writing from a political perspective on the state.
Pusey (1991:202) suggests “The cconomic rationalists are the leaders fin the
public service in Canberral because they have done the best job on
‘capitalizing” on the relativism of modernity.” With its themes of productivity
and cost, effectiveness and efficiency, accountability and consumer outcomes,
economic rationalism presents an illusion of achievement in an era of
uncertainty. s technology of rationality, (Ball, 1990:157) e.g. the allocation
of resources with equity, offers to solve apparently intransigent problems.

In these arenas, people grapple with the terms and tenets of economic
rationalism,  Parent Voice (1991) drafts a policy to ask government for
ubsolutely equal resource allocation” between children, while the Aging
Parents Group makes claims of social justice: *because we have saved this
government thousands of dollars.” Middle-level bureaucrats sit hemused in
an evaluation research meeting’, tangling with concepts of performance
indicators even for such a relatively measurable program as Meals on Wheels
An exccutive director is heard to ask: “What are our performance indicators?”
Thus. the discourse captures even those who deploy it on others (Ball.
LOV0:150. citing Foucauln

Against this cimperialistic discourse” (Ball 1990:157), carlier themes are
reworked™  social justice becomes money due. dependency becomes How
much time will vou take? What will it cost to help Mr, AL find his clothes. his
wiyv to the dining room and his food on his plate? Well, more than it will to
leave Mrs, B demeaning and immobile, in her bed. Managers whose minds
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e on money matters, struggle to shift their everyday concepts (Flow can Mrs, ‘
B. be Cless dependent?). In a move the legislation (DSA 1980) allows (the ‘
Minister may formulate guidelines) rights shift to “user rights.” Were they ever ‘
those of citizen's in a laborist. selective, male wage-carners welfare state? ‘

Itis hiere, with its empirical-rationalist epistemology. its promise that we ‘
can capture a rational world, that the mania to measure derives; the politics ‘
of measures masked, In disability policy this includes CAM (Care Aggregated
Module), SAM (standard Aggregate Module) and the RCI (Resident Classifi- ) ‘
cation Index): these are measured by DONs (Directors of Nursing). sometimes ‘
by GAT (Geriatric Assessment Teams). In various arenas (ntegration Support ‘
Groups in schools). as in Britin, those thought to be disabled are increasingly 4
scrutinized and oppressed by these measures. In agencies, managers subject ‘
cmplovees to internal performance appraisal. while consumers Gand their?) ‘
outcomes are measured or fudged for the sake of -accountability”, Reports
(Klugman. 199 Pathfinders. 1990) suggest government measure  people ‘
with disabilities for Skillshare™ and work: even if only one percent of these ‘
people enter emplovment. this would be a substantial saving to government;
internationat consultants report to peak’ organizations (traditional disabiliey ‘
agenciest in struggles for money from Community Services Victorda, In these ‘
wavs. by these measures, money ds handed to o nursing home. or received in ‘
taxes paid by someone newly in work.

Which socio-political perspective? ‘
Which socio-political perspective can muke sense of pigs™ tils, peer ‘
workers. and these other practices? Fuch is an outcome of lmited struggles ‘
in a broader context where legislative and other institutional conditions can ‘
be deploved or present constraints for different objectives.'t Both the Social
) Security Amiendmient Bill 1991, and the DSA 1980, can be used to justify pigs’ ‘
tails. while the 1980 Act was deploved as a tactic to legitimate the project on ‘
peer workers. Inthis limited project, in unlikely circumstances, this and other
tactics achieved a limited objective, This perspective requires political ‘
caleulation i cach arena: one-olf assessments, and a willingness to change ‘
institutionul arrangements,

But. vou nuy say: this s a limited analvsis: these are mere appearances. ‘
We should engage with larger political fictions such as the state or pattarchy, ‘
The Hawke government's moves on disability parallel some of the shifts Dale
(199 describes in the Thatcherite project on education, and ves, a socio- ‘
political perspective which [ocuses on specifie struggles leaves women's ‘
plice in disability largely unexamined. Australian and other women with
disabilities (Driedger, 1989), have increasingly recognized iheir issues difter ‘
from those of men,™ As Barton (1991) suggests, Teminist analvses nmiay his e ‘
much to oflerincluding Pateman™s 1988 Meckosha's C1990), and Meckosha ‘
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and Jakubowicz's (1991). But where do these analvses leave potential peer
workers?: waiting in the wings, while others seek out patriarchy and the state?

The debates on socio-politicil perspectives are much wider than this.
We fiace an amazing array of choices: collective democratic projects: long-
term social democratic projects: limited. long-term democratic projects: sociul
movements and their critics: the view that the citv-citizen game mayv be
outmoded (Hindess, 1991 1:7); and that ideas of democracy and sociaism
have little to offer in the internalization of economic activity” (Hindess 1990:0).

.

Risk as a conclusion?

In this political flux. a perspective from limited projects can usefully
wiarn of the risks and opportunities which government interventions present
to Australians with disabilities. This analysis is both unheard in many disability
arenas and strongly resisted by others whose objectives it challenges, as
Newell (199D suggests. Risks inherent in “choice” without a critique of neo-
liberalism. in consultation” without egalitarian conditions for taking part
(Furrer. 1990, in participation” when it becomes representative bureaucricy
(Rizviand others. 1987 Fulcher. 1989) and legitimation. Consultations on the
Ronalds™ (19893 rationalist report on the rights” of residents in nursing homes
to, among other things. sexual relations and choice of doctor, did not avert
the Catholic Bishops™ intervention. The issue disappeared from the media: the
funding agreement was signed. an addendumappended. There are significant
actors other than government and arenas other than government where
debate nay profoundly atfect the lives of people with disabilities and exclude
their voice: 1 member of DPLmay be the tirst locally o challenge the rationalist
cthics of utilitarianism in medical debates on genetic engineering. The
Australian debate on infants with disabilities may be better known in Furope
(see Furrer, 19903 than it is in some local disability groups. The irrationalities
of economic rationalism are not well understood: ctegory politics such as
disability (Liggett. 1988) can entrench disadvantage. as the stand-off mechanisms
in the Victorian Ministries of Housing and Education show (Fulcher, 1990b).
These analvses derive from a limited struggles perspective. This s a start.

So disability rights and voice: ves, some of the time. And altof the time:
which political move? There are no dlear trajectories. Rights may gain formal
rationality. formal rationality may precede substantive rationality. but partici-
pation without substantive moves mayv distract the project. The idea of rights
has made new matters negotiable’, but political tormalisms such as equity”
and “justice’ have little 1o offer specitic activities. To say that socio-political
perspectives other than those from people with disabilities are relevant.
means only that all ol us act on the basis of limited perspectives. Unless we
canvass wideh, we risk the feasibility of our projects. And risk may be a useful
coneept for our times: itunites mainstream social theorists: and those further
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to the left.

Endnotes

' One ofticial rate for northern Victoria (Australian Bureau of Statistics.
from data obtained verbally on 29 September 1991). This is higher than the
official State and national average. Academic sources suggest the rate in
Victoria is nearer 20 per cent (The Australian. September 21-22, 1991).

* As of June 1990 (Australian Bureau of Statistics, from data obtained
verbally in September 1991).

* The Australian branch of Disabled People International, unlike their
British counterparts, reject the term “disabled people,

* L does not apply to. . . discrimination on the ground of impairment,
if...(i) requires or would require special services or facilities that in the
circumstances of the case cannot or could not reasonably be made avail-
able...” ((4) (g) Equal Opportunity Act 1984).

* In a second hearing in the Supreme Court on 5 February 1991, the
matter of Waters vs. the Transport Corporation, the Transport Corporation vs
Waters, was reserved and the judgment six months later, 'not yet handed
down’, :

* Department of Social Security:.

" MERGE (Melbourne Evaluation and Research Group) meets monthly.

* Do they arrive hot, is not, it appears, a simple question. Well. it has
no simple answer in this service,

“In a conversation with Stephen Ball in Melbourne. February 1991,

"The skilling debate, perhups more than examinations, implies an
individual's skills can be measured.

1oSee Hindess (1982) and Fulcher (1989) for broader discussion.

2See DRC Bulletin Number 62, June 1991:17, DEAC News. April 91:18.

' See also Dean (forthcoming).
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Joseph stubbins, Ph.D.

Dr.Stubbins bas been involved in connseling and rebabilitation for niost
ofhislife working with distrirbod adolescents, hiphschool and college stridents,
dritg abusers and mentally il adudts, He hegan the Master’s Progren i
Rebabilitation Connseling at California State University where be remeined
antil vetiring i 1986, Currently. he is a member of a connty Mentel Heaith
Advisory Board in California where be bay coifronted many of the problems
mentioned here,
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isubled persons are marginalized individuals, suffering from low social
D status, memploymcnl. under-ecmployment, and are voiceless on ser-
vices and policies that concern their welfure. Their marginalization is more
problematic and formidable than their medical and psychological dysfunc-
tions. People with disabilities are a disenfranchised and powerless minority,
and as such experience many of the sume obstacles to fairness and equity as
cthnic minorities, women and the poor, In brict, a socio-political perspective
seeks to balance the prevailing modes of viewing disability prohlems in terms
of person-units by recourse 1o analyzing the roles played by social and
political institutions and nondisubled persons in marginalizing people with
disabilities. For those willing to struggle with Foucault's abstract writing style,
s works are a rich source of social theories for the subject under discussion.
Ltrust that this is a fair summary of the common theme of Barton's, Fulcher's
and Ballard's papers.

These writers hold academic posts and it is fair to assume that they
visualize their readers as other academics and professionals involved in
cducation, training. or rescarch of psycho-social care givers and perhaps have
given Jess thought to how community leaders might interpret their writing.
This assumption is suggested by the writing style that at times would strain
the interest and commitment of the ordinary reader. Academics in the United
States have shown meager interest in socio-political perspectives far less than
some consumers or clients, family: members, advocates and some civic
leaders. A proressor addressing o mixed audience of colleagues and political
activists representing groups of disabled people on the subject of these papers
would notice the enthusiasm of the Tatter and the tight-lipped bored
expression ol the professionals.

Ballard's paper illustrates that it is possible to write abouat a complex
subject in a manner that is condensed. clear, and convincing without
sacrificing scholarship. The case and pleasure of reading his essay gives litde
hintof the effort that probably wentinto a finished product that shows no trace
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of scissors and paste. His anecdotal material is cogent and relevant. His use
of terms such as “ecological™ to explicate a system's approach to disability is
one example of his utilizing terms that have become household words. We
who subscribe to a socio-political point of view must struggle against the fear
that popular writing. using minimal technical terms, compromises our
intellectual status.

Fulcher is annoyed with economic rationalism and the centralization of
welfare services for disabled persons in Victoriz, Australia. No doubt, these
are legitimate complaints, However, some suggestions regarding the complex
process of pointing to remedies and finding allies that would support the
necessary reforms would have been more appropriate. California advocates
for the mentally ill had problems with excessive centralization that created
difficulties similar to what Fulcher pointed out. Recent legislative changes at
the state kevel and others pending at the federal level ave resulting in
substantial decentralization. Hence there will e many more local initiatives
and experimentation than was previously possible. It required over two years
of negotiation with staie officials and political lobbying o effect the
improvements.

since the largest share of the funding for welfare programs comes from
state and federal coffers. local authorities will maintin records and make
reports to the State capital to ensure that funds are spent according to
guidelines. If this is “economic rationalism™ then Californians will have to
learn to live with it. Welfare services are not so esoteric or elusive that their
benefits cannot be captured and measured by methods of evaluation and
accounting familiar to social scientists.

Itis possible that Fulcher lost sight of the fact that she was writing for
an fnternational readership of administeators, professional providers and
researchers most of whomare directly involved in service programs. The meat
of her paper was obscured by her use of numerous acronymic references to
Australian programs and her injection of epistemological issues.

Clearly., the three papers criticize the prevailing ways in which persons
with disabilities are viewed. diagnosed, conceptualized, advised, helped, and
weated on the one hand: and also on how they are misunderstood,
miscliagnosed. mistreated and even oppressed. The object of their criticism
is a2 prevailing paradign that I would characterize asa coneeption, world view,
or a perspective that regards individuals with disabilitics as self-contained.
captains of their ships, and totally in charge of their destinics, The writers are
blaming romantic or rugged individualism for the depreciated social and
cconomic status of people with disabilities.  And furthermore, unbridled
individualism is much more than a narrow, unsophisticated  philosophy
peculiasly supportive to the power clite, it is prejudicial to the vast majority
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_of people with dysfunctions because it paints them as natural losers in a

Darwiniun race tor success and survival,

The media entertain us with examples of persons sans legs. arms, sight.
hearing, and even diminished intellectual capacity who have succeeded in
spite of their handicaps as in the Olympics for the Handicapped. Butall this
hoopla is in the service of buttressing the notion that each one of us is capable
of overcoming any obstacle. There is little attention given to the fact that 75
percent of seriously disabled individuals are unémployed and how govern-
mental economic policies affect the employment prospects of persons with
disabilities. All three writers are aware of the prevailing bias of accounting
for individual differences in the status of people with disabilities by reference
to personality dimensions and with little attention to ecological tactors.

Persons with disabilities are treated as spoiled goods in the market place,
Socio-economic differences are stubborn dimensions of daily life notwith-
stunding some social and economic mobility. A vast array of mechanisms are
in place to ensure economic and social stability. Disabled persons tend to be
at the bottom of this hierarchy and as such are voiceless among their various
caregivers: physicians. psychiatrists. psychologists. social workers, physical
therapists, paraprofessionals and personal care attendants,  Sometimes
disabled persons are treated as having only slightty betier judgment than

children. This paternalistic. patronizing attitude has resulted in the caregivers'
‘charges’ losing their dignity or simply becoming angry and depressed. Barton
seems to saarch for the causes of such social relations in the structure of society
and presumably finds that it mirrors the social relations of capitalist society.

Though there is no conspiracy among the powerful to maintain people
with disabilitics in a menial status. one might assume that from Barton's
analysis. Citizens go about their business as best they can and accept their
world unproblematically. They behave this way not because they are stupid
or uncaring. but because the struggle for survival and  self-realization
consumes all their energy and will continue to do so in this era in which two
breadwinners are needed to support a household.  Disabled Britons with a
university education who have their own organization presumably see
themselves as having objectives different from those with less education, and
shall we say, take care of their own fivst. Citizens with disabilities also are
capuble of the sume prejudice and altruism as the non-disabled peoptes they
experience the same psvehic deflation as mainstream citizens and minorities
do in this age of diminishing standards of living.

Buarton's conflict theory ol society may e a useful analvtic device, but
he has given few strategies that would build i strong constituency: to produce
the liberation ol disabled persons, I resources are limited. then improve-
ments in the economie status of people with disabilities must come from those
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who have more. For instance. how would we go about the business of rising
the vonsciousness of persons? How would we raise the money and win the
support of public spirited citizens? And how do we go about building
coalitions with similarly disadvantaged constituencies?

In seeking support. the community of disabled people would have to
decide who are {riends, and dependuable or potential allies. 1 refer to the
following constituencies:  friends and relatives of people with disabilities.
clected officials at the local and state levels, certain professionals that serve
people with disabilities, professionals who themselves are disabled. manage-
ment and emplovees of governmental agencies, civil service workers,
charitable foundations, the most atfluent citizens, and public spirited citizens.
In the process of interacting with these real people. few of them would
understand what was meant by “the disabled are an oppressed group™; atbest,
itwould leave them perplexed. We brush ugainst these persons daily and thus
have opportunities to influence the tenor of our relations,  How helptul,
therefore. is the warning given by Barton, = .. twe must) struggle against any
crids reforms, unwitting complicity. or the softening ot the endeavors that will
be required if the empowerment of disabled people is to be real and effective.”
Such a policy equates the struggle for incremental changes as selling out to
the enemy.

That does not seem like good advice. Precisely because most people
wich disabilities have been handicapped by fewer educational opportunities
and lite experiences. they are not likely o benefit from confrontation. The
achievements of well organized disability types suggest the need for more
varied wavs of struggle 1o he mentioned Liter. The progress achicved by
ach ocutes for developmentadly disabled people in the United States inthe last
) vers is worth studying. The movement's carly vears was marked by
hostility toward most professionals. But that phase Lasted only a few years.
The couvler heads won over and built bridges to professionals of various
disciplines, leaders in the media. politicians and so on. Their economic and
legislative victories achieved on hehalf of children and adults are models that
any disadvantaged group should emulue.

IUis casier to mobilize dissatisfied people against a real enemy or a
scapegoat than to han ¢ them embark on more constructive modes of conflict
resolution. Since dissatistaction, anger. frustration and envy are. so to speak.
first cousins, it might he delensible to mobilize people with disabilities against
oppressors as istrategy for action. Such @ strategy has a limited utility,
however. Sooner or Later. disabled persons must learn the arts of plaving the
political game — a the local level firstand later at regional and natonal ones.
Improvementsinthe quality of their lives will result from gamering real limited
achicvements in the form of greater funding for rehabilitation, aceess o
housing and jobs, and Dasic civil rights.
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Professional care givers are socialized nito a ready-made world con-
nected to their occupational roles that provide them with a tolerable standard ‘
of living, positive value attitudes toward socially disadvantaged people and
ethical perspectives. Because of these advantages, they should be sensitive
to cach individual's potential of being oppressor and oppressed.  Likewise,
professionals might be expected to have insights into the duality of self- ‘
seeking and altraism that characterize everyone.  Hopetully, professionals
can help others transcend this duality by means of reflection. communication,
dialogue, analysis, mutaal respect. negotiation, compromise and tolerance:
thus. both to give and receive in their relations with their clients. Such a
prospect allows ronm for optimism. that professionals can not only be allies ‘
but also leaders in the political and social aspirations of seriously disabled
persons. Any attemipt to storm the credibility of members of the professional
cstablishments, of the politicians, and of any of the stakeholders in the
disability business. would backfive. Those in power usually are more savvy ‘
about how 1o detend their interests than disabled people are in exposing )
them.  However, the means of building viable political coalitions and
strategies for those with serious handicaps is realfy bevond the scope of the

papers under discussion. ‘

In the United States, there is a substantial body ol titerature on the social ‘
and political outlook on disability issues, some of it dealing with the viewpoint

of consumers. clients and self-help advocates. A sample of such literature ‘
follows,
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Assistant Professor of Bayior College of Medicine in Houston, Texas, Dr.
Nosek conducts research on issues related to indepencdent tiving and disability
policy. She has published widely andlectired extensively borh nationally aned
internationally. Her advocacy through disability rights organizations bas
brought down barriers at wmany levels of socieiy.  She bas bad an IEEIR

Sellowship stucdying personal assistance in Japan.
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a always uplifted to see someone become enlightened about disability.

Huving been effectively insulated from the effects of disability during my
upbringing by two very enlightened parents. I was dumbfounded when I hit
the reay world and realized that in muny people’s minds T was characterized
more by my physical characteristics than by my talents. T found this not only
in cducators when, during my audition for music college. I was nearly rejected
because 1 plaved the oboe from a wheelchair (luckily, the oboe professor
observed that I played it rather well and convinced the others to admit me),
and in public facilities when [could never live in the same apartments or ride
the sume buses as my friends just because 1 used a wheelchair, but especially
in a2 whole system of social services that were supposedly set up to help me.

I never experienced so much focus on my disability until T was
introduced to the rehabilitation system. After being evaluated. categorized,
and planned for, it was all T could do to gather what self-esteen T had left to
convince mvself that independence was not as hopeless as they were trying
to convinee me it was. It was pure force of will that enabled me to break the
cord and go out on my own. In the difficult vears that followed. trying to find
paths around the innumerable barriers that society had in place for me. 1
accnmulated considerable evidence supporting my contention that it wasn't
my disability that held me down. it was society’s response to it and that the
strongest counteracting force was my own fighting spirit. 1 was so driven by
the contradiction hetween this notion and the operating assumptions of the
rehaly svstem, that T decided to do something about it by changing my field
of study and becoming a Crehaby professional myself. T even made this
hypothesis the topic of my doctoral dissertation and found that among a group
of people with widely differing degrees of disability, the single factor that
related most strongly to their independence was their psychological make-up.
It wasn't their disability that made the difference to them.

so vou can understand why T rejoiced when Tread Dr. Barton's diatribe
against the traditional medical approach to disability and embrace of the
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socio-political approach with religious fervor. Should the policy makers in his
country also see the light. there may be hope for meaningful change. as there
has been in the United States through the Aniericans with Disabilities Actand
other recent pieces of legislation.  However. there are features of this
argument that cause mie to ponder. It seems riddled with paradoxes.

Adopting the socio-political approach to disability necessitates that one
accept people with disabilities as oppressed. 1 eertainly have no objection to
that. To further state. however. that we are “powerless and worthless in an
alien sociery™ cuts to the core. Yes, Fam powerless to mount steps. Yes, |
am powerless to make quick and ssweeping changes in an archaic rehabiita-
tion system: ves. that system did its best at one time to make me feel worthless:
and ves. this society seems prety alien given my needs. But | never in my
lite> felt truly powerless orworthless. 1 think if you asked everyv one of the 43
mitlion of us in the U.S. most would say the sume thing: but to analvze ou
lives in comparison with the ordinary public. we are certifiably oppressed.
The missing variable in this analvsis is the personal element—the fighting
spirit. the enlightened parents, the drive to reach one’s goals no matter what.
only we could revolutionize our systems to maximize these characteristics
instead of only minimizing the physical ones.

Another paradox is the financial aspect of the socio-political approuch.
Nobody seems to want to spend money on us twell, certainly not enough
money ), vetwe are i highly villued commodity to some sectors in our sodiety,
As Dr. Ballard pointed out in discussing education. economics sanctions
discrimination. The same holds true in the removal of architectural and
environmental barriers and modifying programs and policies to allow equal
opportunities. The cost of chinge is the first issue to arise. with virtually no
atention given to the financial consequences of continuing current practices
of discrimination and exclusion. A brief look at the nursing home industry,
on the other hand. reveals people with disabilities as a gold mine. Tow many
lives of quality have been sacrificed on the cross of institutionalization to
ensure cconomic security for nursing home owners and their lobbyists? An
effective redistribution of the money currently perpetuating non-productive
and non-quality of life services could fund our ideal of consumer-controtled.
community-based services for evervone ten times over.

Bl opportunity itself is a paradox, as Dr. Barton so insighttully points
out. It connotes equal aceess to the same ineftective. inefficient, self-limiting
‘opportunities” that evervone else has, Its truer meaning is to be tuken o a
higher scale—challenging the status quo and establishing svstems that
respond toindividual needs and enhance poteatial for lives of quality,
independence. and productivity.




Frank Bowe

. Frank Bowe. a profossor at HofStre University, Hempstead, NJY s a former
= RSA Regional Conmiissioner, appointed by nstin Dart in {987, Bowe was the fiist

' executive divector of the American Coalition of Citizens with Disabilities. Inc. He N
has served as Chainperson. U.S. Congress Commuission en Edncation of the Deaf.

D Bowe's HEEIR=sponsored visit to Japent and RKorea was niidertaken at the

request of Senator Tom Harkin (D-14)in order to understand the views of TV
manufacturers hefore agreeing to introdnce fegisiation recommended by 1r.

Bowe's connnission. My, Henkin later introchiced, and the Congress passed, (Pl
1011310 the Television Decoder Cirenihy Act of 1990, That legistation bas
resnfted in commercial TV sels that are caption-chipy equipped.
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Rcuding Barton's paper brought to mind the old saving. “The more things
change. the more they remain the same.”™ As 1 have tried to point out
(Bowe, 1990), independence and self-determiniation for people with disabili-
ties anywhere in the world are most probable where we as individuals with
disabilities have established cogent social-policy reasons why society should ‘
respect our desire to decide our own fates, What we see reflected in Professor
Barton's paper are some of the consequences of not doing that. People with
disabilities in the United Kingdom under the 1970s-cera Labour government
failed to put forward a basis for national consensus behind disability self-
determination. In part. [ suspetct. this was due to the fact that the public
ceducation system in England did not educate people with disabilities for lives
of self-sufficiency and independence. ‘

To an extent that would appall an American, youth in Great Britain do
not go to colfege, especially if they have disabilities, Few leaders of England's
disahility population had established credentials as people who “have to be
seen’ in the formulation of public policy. Thus, with the advent of Margaret
Thatcher and the conservative movement. the British population of people {
with disabilitics was not sufficiently visible and politically powerful to insist
that the constitencey: determine their own fates within the context of overall
governmental policy. The decisions were made, rather, by governmental
officials with paternalistic attitudes toward people with disabilities. ‘

In Sweden and Denmark, it seems to me, we have seen an opposite
extreme. There. the State has given over most of the control of many disability
policies to organized representatives of people with disabilities. T deamess,
for example, it is not uncommon to find the associations of deal adults
determining education policy for deat children — and. even choosing school
superintendents!t As the Scandinavian countries cope with contracts emerging

: il '
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from decades of over-generous government, we may see the kinds of pull-
backs Barton reports in the United Kingdom. T hope not, but T can see it
happening,

Justin Dart keeps describing the Americans with Disabilities Act(PL 101-
336 as “the world’s first comprehensive civil rights legislation tor individuals
with disabilities.” He has a point. What we did with ADA is do-able clsewhere
in the world. certainly in the United Kingdom. But we got ADA passed because
we had a phalanx of well-educated, experienced activists with disabilities,

Justin certainly included, who had established their credentials in Washing-

ton. DC. It is. for me. unimaginable that the U.S. Congress would enact
legislation atfecting people with disabilities without first consulting with
people like Justin Dart. '

We have not gone as fur as have some other countries in the world —
UL S, disability organizations do not administer government programs nor
select their administrators — but we have created a system in which our views
are considered in the formulation of government policies. And we did this in
America largely by making our case for self-determination. We said that if
harriers are removed. and policies changed. we would be much more likely
as a population to become emploved, self-sufficient. tax-pay.ang citizens. This
argument is as old as Mary Switzer, who headed the Vocational Rehabilitation
program under Presidents Eisenhower, Kennedy and Johnson. It is. in many
respects. whatwe in the United States would call aRepublican” argument. and
people in the United Kingdom would refer to as a “Conservative” argument.
Even so, the fact remains that government has an interest in promoting this
vision. precisely because the population of people with disabilities is offering
aqiicd proguo: we agree that if we are ensured full and equal acceess to society
and tull protection of our rights to nondiscriminatory treatment in all aspects
of life, we will in return, as a population. burden the American taxpayer much
less than we would were society to remain inaecessible and our rights
nonexistent.

This is how I have seen things for vears now. That is why what Barton
presents in his paper seems to be nothing new. The population of people with
disabilities in the United Kingdom must assume some of the burden for the
sad state of affairs he describes — and some of the vesponsibility to rise up
to take part in shaping post-Thatcher social policics.

Reference
Bowe, . 'Disabled and Elderly People in the First, Second and Third
Worlds.” fmternational Journal of Kebabilitation Research. v, 13, (1990),
pp. 1-12. '
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P rofessor Barton's paper wias written within the context of a British socio-
political perspective.  This Americin commentator cannot make any
judgement to its validity or currency within that context. 1will. however, react
to its impact on me as a person who has had personal and professional
experience with disability in the United States. )

On first impression, Barton's well written paper is not saying anything
new or revolutionary. Having said that, T will immediately tollow by saying
that the issue of studying. treating, and cultarally including disability from a
socio-political perspective—however well articulated by disability advocates ‘
of the last decade or more—in reality, still lags behind any socio-political
theories that have been posited.

Paternalistic. medical, professional driven models of service still persist
i the comnmuumity. in professional educition, in public education, and in the
broad breadth of vehabilitation services provided to individuals with disabilities
and their families. Meaningful active participation of consumers in policy and
decision-making in most institutions is still, for the most part, more symbolic
than real.

H is believed that political activism by disability activists over the past
two decades has resulted in measurable progress in this country. There is an
increased consciousness in the society regarding the rights and potentialities
of people with disabilities as seen in more progressive legislation regarding
the previously institutionalized. educational inclusion, and even the begin-
ning of a paradigmatic shift of seeing an inaccessible environment as
handicapping rather than seeing the individual as statically environmentally
resistant. Tt was heightened socio-political activism that culminated in the ‘
passage of the recent landmark legislation - the Americans with Disabilitios
Act. Nevertheless, the task of changing hardenced stercotypes. institutions,
and models of service still needs to go on apace.

Arcas of concern for the tuture include the need for revitalization of the
activist movement, building a legacy of leadership and serious consideration
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of new ways of widening the dinlog (so well described by Stubbins) from
confrontation to conflict resolution.  Finally. Barton's reference to a “free
market ideology™ has got to be better understood and expuanded upon
because it is believed that in that portion of his paper lies the new barriers
to understanding what needs to be examined and politicized in an ever
growing free market ideology and global cconomy.
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James Charlton bas been employed in a leadership position at Access
Living for the last six yecars. The positions be bas held include the Director of
Programs and currently, Execntive Vice President.  Jn bath he bas had
acrinistrative responsibiity for most of Access Living s staff: in the latter. e

Junctions as chiof operating officer of the center.

in addition. forthe Jast eleren years he bas been deeply inrolied in the
disability rights morvement hoth locally cand nationatly. e bas been niost
interested i issues as they relate to the continned segregetion of the disabled
conminiity and how aned why disability related omganizations haie emerged
to confront discrintination.

Having tracelled thronghont Central and Sonth America and. (throngh
an HEEIR fellowship) to Zimbabue. Charlton bas been able to baie discussions
with many disabled activists on bow (hey perceive the barriers to disability
rights aned what strategies they are emiployitg to overcome thet.

s a longtirie political activist, T was impressed by Len Barton's effort to
Ap()lilici'/,c disability.  Too often. the struggle tor disability rights is
consigned to the termain of changing attitudes.  Attitudes and  politics,
oppression and cconomics are inextricably linked. except when it comes to
disability, then mysteriously” these are decoupled. Fortunately, Len Barton
explores the phenomenon of oppression, necessarily anadyzing where all the
bhackward auitudes toward disability come from,

In developing his analysis. Barton makes two important points at the
‘outset: the pejorative centrality of the medical model and the corresponding
absence of the voice of disabled persons.  These are also fundamental
criticisms we have in the UL S precisely or the reasons Barton cites: the logic
necessitates the dehumanization and marginalization of people with disabilities.

‘ivoguess is that o dozen vears of Reaganism has a close paratlel in
Britain.  The political paradigm has as its centerpicee the individual: - the
individual with free will confronting a marketplace of choices. Ergo. it the
individual experiences discrimination it is either his her fault or the result of
an isolated incident. This has always played a role in supporting the status
quo. It is a necessary part of the ideological supports propping up the
marginalization of millions ot people.

Many disability rights activists also fail (o see these necessary finks.
Often, discritmination is talked about in a political vacuum in terms ot bad

people with bhad ideas. This fundamental mistake feads many people with
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disabilities. even those who are active in our struggle. into a politicat dead end.
By resisting disability discrimination in isolation from other forms of oppres-
sion, many in the disability rights movement have no strategic view of where
it all leads and what might deal with our discrimination more systemically.
Disubility awareness and public education replace organizing a pofitical
movement utilizing demonstrations and political action to contront the
political clites.

Fortunately, Len Barton's argument for a political perspective of
disability begins to expose the limits of this depolitical perspective. Barton
yanks disability discrimination out of the realm of psychology and locates it
correctly in politics. Barton understands that the discrimination people with
disabilities experience is not because individuals have backward attitudes and
biases but that the political system benefits from marginalizing people.

Without a political perspective and the systemic analysis this produces,
there cannot be a long term strategic view that liberates people with
disabilities. We will continue to be the poorest, most unemployed group in
the UL S, cand around the globe) regardless of the Americans with Disabilitios
Actountil the political demands of our community are taken seriously. This
is 2 function of political power.

Many years ago. I used to say that the biggest challenge disabled people
taced wus changing the backward attitudes of able-bodied people; now |
believe the first thing we must do is to change disabled people’s minds about
our/themselves. Only until we have a political consciousness as people with
disabilitics and are organized in our thousands and tens of thousands will we
have some political power. Len Banton's chapter in this monograph makes
a contribution o this process.

-y
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hat is striking about Barton's paper and the two comments on it by

Gillian Fulcher of Australia and Keith Ballard of New Zealand is that
the paramount issue within the Disability Community in the Tsuted States is
also of major importance in the United Kingdom, New Zealand, and Australia,
From personal conversition and reading, T know that it is also a major issue
in Canuadit and in the rest of Western Europe. In the remainder of the world
(with one or two exceptions) there is i problem of lack of care and equipment
for persons with disabilities because of a lack of resources in general. In what
may be called XWestern nations (such as those countries named) the problem
is whether professionals control the resources or whether members of the
Disubility Community control them.

Let me quickly admit that there are persons with disabilities who are

professionals and who are part of the Disability Community. There are also
persons without disabilitics who are professionals who are also members of
the Disability Community.  And there are persons with disabilities who are
professionals and who are not part of the Disability Community. Itis not casy
to place each person in a specific role since there is some overlage, Neverthe-
less, the question of control of resources is the key issue today in the United
States and other countries.

This issuc is expressed in terms of providing personal care assistants for
numy persons.  For others, it is expressed in terms of adequate health
insurance,  For yvet others, it is seen in whether quotas should be required
under the emplovment discrimination part of the Americans with Disabilitics
sAct And for sill others it revolves around mainstreaming in education.
Although thie immediate context may vary, the key issue is who will make the
decision,

Barion discusses the role which definition of disability plays in this
problem. According to him, inthe United Kingdom the crucial factor in policy
discourse is “the absence of the voices of disabled people themselves”
because persons with disabilities are defined as having nothing to contribute,
In the CUnited States we are beyond this point because enough of us had the
personit resources to organize the Disability: Commmmity and make it a
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poliical force. The Americans with Disabilities Act nationwide und the
existence of faws in some states are witness o the impact of the organizing
which has occurred.

In the United States. for some time. disability (then termed handicap)
was defined as being unemployed because of an impairment. Once the
person was emploved, it evidently was thought. the impairment disappeared.
As a person with a disability who was cither emploved or o suident or both
since the age of six yeuars, T always marvelled at the ignorance of such a
definition. Gradually. the definition shifted to the position that disability
meant the existence of an impaiment which prevented the person from
carrying out some function in a normal way.,

Again, I marvelled at the ignorance of such a definition. What is the
normal” way to carn a living. to travel one mile ton a bicvele, walking, or in
awheelchair), or to make love? The thing which bound these two definitions
together is that the disabled person wuas one who needed help and the
professional was there w provide it.

Perhaps the best definition of disability is that it is the condition of a
person who experiences discrimination based upon an artificial barrier such
as a flight of steps or the ignorance of sign language. Even this definition has
its drawbacks as do all the others.

The question remains, however, as to who will make the decisions. The
source of the conflict is theruse (by professionals) of either a medical model
(relating to impairments) or a rehabilitition model Crelating to employment).
Based upon Talcott Parsons™ sick role. these two models both locate the
problem within the disabled person and require that the disabled person
follow the orders of the professional and recover. The problem with all of
these models is threetold.

First. most persons with a disability will never Irecover.” Asawheelchair
user because of polio at an carly age. | will never cease to need some aid in
moving about and therefore will never ‘recover.”

Sccond, by locating the problem within me. the models ignore that my
cenvironment contains the barriers confronting me. The environment is what
needs changing.

And. third. by requiring that 1 follow the suggestions of a professional
until I recover' Gind during this time Tam exempt from social responsibilities),
Lam placed ina perpetually dependent position in relationship to the pro-
fessional.

66




[€)

ERIC

The medical model and the rehabilitation model produce what some
people call the Jerry Lewis Syndrome. Disabled people have a role in society.
butonly the role which the so-culled able bodied: minded people define. This
Svyndrome produces such disability: pornography as telethons (hence the
name for it and instills the view of disubiliny as a tragedy. Opposition to these
models and their results can be offensive only o parasites who live oft
disabled people by keeping them subordinate and dependent. These parasitic
professionals must also feel superiority tmorl and intellectual) in relationship
to the tragic, dependent person with a disability.

Muny professionals ace notaware of the implications of the model which
they use. [tis the way in which they were truined or socialized imo their
profession. Their profession gives thema place in society :indd i means 1o pay
the rent. Knowing this to be true, in my Disability Studies courses (in a
graduate public administration p-ogram). after discussing the several detini-
tions of disability and their implications. Ttell the cluss that there is a question
Fam sometimes asked: if someone were to offer me a pill which 1 could ke
and Fwould no longer be disabled. would T ke itz Treply, no. Most of the
class is cither shocked or puzzled.

Atthat point [ single out:awonuan stiident and say the tollowing. 1w
to ask vou a question. After vou answer vou can hang me out the window
by my thumbs if vou wish, but please answerit. 11 told vou that T had a pill
and if vou took it. you would tum into a nun, would vou take it?” Usually
the student Gind others in the cluss) protest that being @ woman is neither
worse nor better than being a mun. it is just different. My point. 1 rell them.
isthesame. Forme. being disabled is neither worse nor better than being non-
disabled. it is just different.

Many other persons withaa disability would answer in another way. One
wonin in Caditornia who said that she would die in about five vears at the
age ol 28 said she would take the pill. but it was death. not disability. which
she wanted o avoid. Many persons with disatbilities would like to change
parts ol their lite relating to their disability. but many non-disabled persons
dlso wunt to chunge parts of their lives.

My point is that for me. and for many disabled persons, my disability is
anintegeal part ol my life. 1 ean haedly imagine what my lite would be without
my disability. Atthe sume time. being disabled is no reason for other persons
to treat me ina harmiul manner. In the United States Gind 1 ean infer in the
United Kingdom. New Zealand, Australia, and many other nations) disabled
peopleare devilued and treated inan oppressis e way, Wetend w internalize
that oppression and feel guilty for it We then begin to act in a way which
legitimizes the oppression and the evele continues.

»
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There are ways in which the cycle can be broken. One of the best
wayvs—and here Barton and 1 agree—is political activism. If disabled people
are to survive we must be politically active. We must seize control of our lives
and muke the decisions which govern our existence. These decisions are both
personal ones and social ones embodied in policy established by the political
svstem (hroadly understood): In many localities in the United States we have
done just that. We have established that persons with disabilities are entitled
to the same resources and opportunities that persons without disabilities are
entitled: a good educition, access to needed parts of society. health insur-
ance. mobility, housing. recreation. respect. and many other things. 1t is my
hope that my disabled brothers and sisters in other countries have done and
cun do the same.

There is another avenue by which to attempt to break the cycle of
devaluation. oppression, and guilt. Disability Stuclies courses could be a part
of the education of rehabilitition professionals. Courses which discuss the
definitions. models of disability and the implications of each would be a
starting point. However, discussion alone will not be sufficient. In some way
the rehabilitation professional must come to understand the perspective of the
person with 2 disability. ‘The rehabilitation professional must live within the
skin of the disabled person. 1tis a most difficult thing to do and even many
persons with disabilities never accomplished the feat, but it must be done.

The successtul result would produce a tension within the rehabilitation
professional. On the one hand. the rehabilitation professional would plan a
course of action to assist the disabled person. On the other hand. the disabled
person would have a veto over following it.  On paper. in the Individual
Written Rehabilitation Plan (IWRP) as it is called in the United States. that is
what happens. o reality the rehabilitation professional too often views the
reluctant disabled person as manifesting a lack of adjustment if he she does
not view available options in the same way as the professional.  The
rehabilitation professional must defend the IWRP to her-his superior.

If the rehabilitation professional can not endorse it because of profes-
sionally based reservations, the tension can be overwhelming and defeat the
IWRP. At the same time, if the disabled person can not endorse the FWRP,
then the plan will fail.

[t is the rare rehabilitation protessional who can invest the emotional
cnergy and the time in devising an IWRP acceptable to cach and every dis-
abled person in a caseload. There ave days and even months when nothing
seems to work. But the same is true for persons with a disability and even
tor persons without a disability. A thorough understanding of the perspective
of the person with o disability does not guarantee success, but the lack of
understanding leaves it all to chance.
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In conclusion. let me cite one of my favorite authors,  According to
Nietzsche, people are human only to the extent that we can define our
individual self and our relationship with other persons. But the way in which
disabled persons are treated means that we are expected to conform to the ‘
other person’s definition—especially the attitudinal. sensory. and architec-
tural barriers put before us which are based upon that definition.

’ Weare expected to always be cheerful (no matterwhat), Weare expected
to put forth a rationalization of how satisfving life is for us {hecause non-
clisabled persons can not imagine how we can bear our existence). We are
expected to openly aceept the non-disabled person even when that aceep-
tance is not reciprocated (when people avoid us, fire us. ignore us. exclude : ‘
us from society with barriers).

To the extent that we must accept the definition put forth by non-
disabled people. we are not human. But we are human and we have a rightful
place in society, We must never cease to fight for our rights and our lives. That
is the message which the Barton, Ballard and Fulcher chapters contain.
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P rofessor Barton is not pleased with the impact of Thatcherism upon British
social policies. Comment on this aspect of his paper 1 will leave to his
fellow citizens. As a disabled American who has been politically active in the
American system for more that three decades, Twill address my comments to
the social and political perspectives of disability as they are presented in
Barton's paper.

Lamtroubled by the underlying proposition of Barton's piece. Speaking
in the socio-political context, he sees disability as “a form of oppression™ and
he equates this oppression with “being powerless and worthless in an alien
society.”  This strikes me as overdrawn und inaccurate. “Oppression”,
“worthless™ and “alien™ are strong emotive words. It seems to me, to the extent
these words are generally reflective of the feelings or experience of disabled
people—and I would argue they are not—thev should be understood, in Large
patrt. as projection on the part of disabled people themselves.

There is a potential here for confusion. The social, political role of
disabled people in society is one thing, The impact of disability upon the
individual is another. A disabled person has feelings of grief. anger. and
inadequacy generated by his loss or impairment. Unless identified and
acknowledged, these feelings may seriously distort the disabled person's view
of social reality. This may be what is lappening here.

[t is Professor Burton’s view that society is controlled by “the enemy™,
who is driven by rexcessive individualism™ and  determined to impose
conservative values on fmily life, women's rights. and disubled people. In
opposition to the enemy stands Barton's side — the guys wearing the white
hats — “those of us™ committed to a “truly democratic society™. Barton's side
calls Tor a radical new society. constructed along lines only dimly sketched.
In this new society, matters of education and health and social equality would
be resolved outside the political arena.
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I'would argue that the recent advances in the socio-political situation of
disabled people in the United States has come about precisely because the
disabled community has accepted the fact that matters of education, health,
and social equality are indeed political issues. The disabled community has
determined to play its partas a tull and perticipating member of the American
political society, as it is. With a new political sophistication, and a dawning
awareness of the effectiveness of the political weapons at its command. the
disability community has been remarkably successful at working major socio-
political change.  In practical political terms. disability is a weage issue:
properly framed it cuts across liberal conservative: Democratic/Republican
lines. It was no accident that the sweeping new Americans with Disabilities
Act was sponsored by both liberal Democratic Senator Kennedy  and
consenvative Republican President Bush.

Disability is part of the human condition: no life is untouched by it
Unlike issues of race. gender, or wealth, disability is not so much a matter of
us” against them'; rather, it is more a matter of shared experience. With
consciousness rising, awireness training and education, disability groups
have become an effective force for social change. Of course. bottom line, we
are talking about the allocation of scarce social resources. Perhaps. today's
American society with its individualist tradition, its collapsing values, conflict-
ing demands. overnwhelming needs., and astronomical debt can be seen as a
vast plaving field with many worthy, vet competing teams at play. And if so
viewed, it must be admitted that in recent years the disability team has done
very well at the game,
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A Rejoinder
Len Barton

At the outset T wish to express my thanks to each of the contributors to
this monograph for the time and thought they have given in reading and
commenting on my paper. They have pointed out some of the limitations of
my anmalysis and provoked me to ie-examine some of my arguments. It has
been asalutory experience and has reminded me once again that the question
of disabilitv is both complex and contentious.

An important point which arises from the reading of the responses is an
awareness of how different historical and cultural contexts can lead to
misunderstandings and different interpretations when attempts are made to
develop comparative insights. T would like to respond briefly to some of
these. and uy to clarifyv specitic features of my perspective. In doing so. 1 do
not wish to raise questions about the quality of particular responses or give
any single one more prominence. They all raise some important issues and
offersignificant insights. as well as illustrate the varied nature of the views held
by both disabled and able-bodied people. Criticism and debate, as we are all
awure, are essential ingredients in the change process,

My paper is essentially explorative. It attempts to reinforce the
importance of developing alternative frameworks to the medical and psycho-
logical models which have so powerfully shaped policy and professional
practice in Britain. This is a difficult enough task in such a brief paper because
nuny issues can oniy be touched on. and there is alwavs the danger of
superficiality.  There was no intention on my part to provide answers to
specific questions relating to change, nor anvattempi to offera comprehensive
program for action. This would demand a very different paper and one that
I do not feel qualitied to underake.

A kev issue is that of the politics of definition. T support those disabled
people and their organizations who are opposed to the World Health
Organization's detinitions of handicap. disability and impairment. and sup-
port a social oppression theory of disability. Thus, disability is:

... the disadvantage or restriction of activity caused by a contemporary
social organization which takes little or no account of people who have
physical impairments and thus excludes them from the mainstream of social
activities” (UPIAS 1976, pp. 3-4).

This definition recognizes that the kind of society disabled people live
in will fundamentally influence the way the experience of disability is
structured (Oliver, 19901,
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An account by Popperwell (1991) vividly captures this type of perspec-

uve:

SWe use the phrase disabled people to nuike a statement that the disability” is
not our probleni, it is something that is thrust upon us by society. [ refer 1o myself as
a disabled person to make a statement. a political statement about the oppression thi
I experience. 16 show that | am aot a poor tragic individual, rather that 1am part of
a group who share a common oppression. Forme todefine myscelfas adisabled person
is 1 very empowering thing. 1t has meuant that I have come to see my position in a wider
context: it is no loager mv faule and it describes the constant discrimination I face”
(p. 2).

I am not advocating that all disabled people share this viewpoint, but
increasing numbers do subscribe to it and it is the accepted terminology of
the British Council of Organizations of Disabled People. Tt unreservedly
defines disability in political terms. This is not therefore just a question of
semantics.

A central assumption underpinning this approach is that to be disabled
means to suffer: to be discriminated against. Pride and dignity on the part of
disabled people needs to be understood in relation to an essentially
oppressive and offensive society. The stubbornness and extent of institutional
discrimination has been most powerfully demonstriated in astudy ~conceived.
sponsored and written with the full cooperation of disabled people and their
organizations.” (p. ix. Barnes, 1991). Enns. the writer of the foreword of this
book highlights the gravity of the sitwation in Britain:

“This book provides hard and solid data ... that disabled people in Britin
are in fuet worse off than those in many developing countries. This is indeed
a harsh realite that many are reluctant to face. Nevertheless, one needs o
aceept the facts if change is to he made™ (poviid.

Since the publication of this book, attempts to introduce anti-discrimi-
nation legistation in the UK have again failed. thereby reinfoicing the
seriousness and urgencey attiached to these issues.

some respondents feel that 1 am opposed o efforts for incremental
change or that T underestimate the advances that have been made resulting
in benefits to disabled people. This swould be to misrepresent my position.
My argument is that we must keep before us a wider vision and a recognition
that if ‘independence” and participation” are to have lasting etfects then more
fundamental changes will ultimately be required. This wiil involve challeng-
ing the power-hase and control of professionals. Few disabled people in
Britain are in professional positions offering the sorts of role-models that are
ossential feawres of effective change.
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Experiencing life in another culture enables one to appreciate that social
conditions and relations are changeable and this was clearly brought home
to Finkelstein (1990) on a visitto New York. He describesthe benefits of using
accessible transport in contrast to his experience in Englanc:

“InNew York travel on public transport gave me an opportunity to share
an important daily activity with other commuters.  For the first time in
acdulthood, T felt 1 was experiencing the sume freedom of movement as my
able-bodied peers™ (p. 7).

The mutual ignorance of different national disability organizations,
campaigns, literature and relevant research findings necds to be addiessed.
Hopetully. this monograph will provide some references to be investigated
and as well be a stimulus for further discussion and nerworking. 1 would
welcome correspondence with any interested parties on these issues.

Finully. there is still a greatdeal to be done. None of us have any grounds
for complacency. Whilst anti-discrimination legislation is essential. it is not
in itself a sufficient condition for the wholehearted inclusion of disabled
people in all segments of life. Millions of disabled people are living on or
below the poverty line and many of these are in advanced industrial societies.
We are still a long way from achieving fully inclusive societios. The unequal
treatment accorded o disabled people, as well as 1o other minorities, is
unacceptable. For this to be effectively addressed it will necessarily involve
viewing disability as a political issue. one in which human rights is a cenural
conceemn.
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