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In this presentation | have tried to provide a background sample of where | came from and the
issues that | think we were trying to ded with a thetime. | hope, too, that | can introduce you to
some of the outstanding problems we face in our struggle for a socid interpretation of disability.

Over theladt thirty years we ve come an awful long way. | think, particularly anongst some of the
younger people now, that few will know the kind of difficulties we faced when disability was totaly
viewed asamedicd problem. Anyone suggesting that maybe it was more to do with socid rights
was regarded as kind of bananas. So, when we look a what we have today, we should not lose
gght of the awful long way we have comein thistime.

A long time ago the Sunday morning Link programme started on tlevison. 1t was whally
concerned with disability and was presented by Rosdie Wilkins. There were alot of discussons
before that got off the ground. | was fortunate in attending some of those discussions. At one of
these consultative meetings | argued that instead of having a programme with an occupationd
therapist presenting aids, equipment and discussing current legidation relevant to disabled people —
that sort of thing —we ought to do much more: explore the nature of disability (what itsredly dl
about). The programme ought also to look at important key issue for us—e.g. that society is
disabling us and therefore it is society that has to change, not disabled people. | remember a one
meseting a person who had been involved for some time in the so-called disability world, the
professond world, protesting “But what you' re saying isrevolutionary. It'll never happen. People
will never regard disability as something that is created by society. Disability is something you're
born with or when you have an accident. It's part of you and people need to intervene to help you.
Y ou need professond services” So... in wanting atelevision programme that interpreted the nature
of disability in socid terms, that it’s not disabled people who need to change but actudly the non-
disabled world that needs to change, this was cdled revolutionary! This experience impressed
upon me just how chalenging many non-disabled people regarded the changes that we wanted.

But there was another event that equaly influenced my understanding of disability. Thishasto do
with my persona experience in South Africa. Here' sthe background. | wasin jall for anti-
goartheld activities. Thiswas the only time in South Africathat things were made accessible for me,
Injail | was provided with abed (politica prisoners dept on amat on the floor) and asssted with
‘helpers because, of course, the jails were otherwise totally inaccessible. Somehow, when the
state has a need it does make things accessible! Anyway, when | was eventudly released after
doing hard labour they issued me with afive year banning order under the Suppression of
Communism Act. A five year banning order was pretty standard a that time in South Africaand it
prevented you from carrying out any activity what-so-ever which would further the struggle against
goatheld. | want to list afew items from the banning order that was issued to me (summary extract
from 5 year banning order — 18th January 1967 to 29th February 1972):

| was living in Johannesburg at the time and under the banning order | was prevented from
leaving Johannesburg without permission; prevented from going into any African areg; any
premises like a factory; any premises in which any publication is prepared, printed or
published; any premises of any organisation which is defined by the government (the
government may define any organisation that it wishes such asfor example the Leeds
Codlition of Disabled People or the Manchester Codlition of Disabled People); any
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premises where there€' s a univerdity or educationd facilities except for the purposes of my
masters degree; any area set aside for the occupation of coloureds or Asian and any
premises in which there’ sa court except if | wasinvolved. | was not dlowed to
communicate with any person who was named on alist under The Suppression of
Communism Act. And | was not permitted to do any of the following things. prepare a
publication; print a publication; give any educationd ingruction to anyone and take part in
any activities of an organisation named by the government — e.g. if The British Council of
Disabled People had been named by the government | wouldn't be alowed to take part in
it.

In practice the banning order meant that for five years| couldn’t do anything. Now, for me, what
was interesting is that when | was handed the banning order, and looked &t it, | thought “Well, thisis
not going to make much difference to my life because mog of the things’m not dlowed to do |
can't do anyway —they’re inaccessible. All these premises, facilities and socid meetings are
inaccessible anyway!” It was with this experience dill fresh in my mind that | cameto the UK in
1968 as arefugee and met up with the emergent British disability movement.

Soon after arriving in the UK | read Nelson Mandela s statement at his SA trid:

‘ Africans want to be paid aliving wage. Africans want to perform work which they are
capable of doing, and not work which the Government declares them to be capable of.
Africans want to be alowed to live where they obtain work, and not be endorsed out of an
area because they were not born there. Africans want to be dlowed to own land in places
where they work, and not to be obliged to live in rented houses which they can never cal
their own. Africans want to be part of the generd population, and not confined to living in
their own ghettoes.  African men want to have their wives and children to live with them
where they work, and not be forced into an unnaturd existence in men’s hostels. African
women want to be with their menfolk and not be left permanently widowed in the Reserves.
Africans want to be alowed out after eleven o’ clock at night and not to be confined to their
rooms like little children. Africans want to be alowed to trave in their own country and to
seek work where they want to and not where the Labour Bureau tellsthem to. Africans
want ajust share in the whole of South Africa; they want security and a sake in society.

Above al, we want equd palitica rights, because without them our disabilities will be
permanent. | know this sounds revolutionary to the whites in this country, because the
magority of voterswill be Africans. This makes the white man fear democracy.’

FromMANDELA, Nelson (1978) The Sruggle Is My Life
London, Internationa Defence and Aid for Southern Africa.
The RivoniaTria 1963-4. p.174-5

Wi, you could say dl the same things about people who have impairments. But what doesit mean
if you say that without ‘equd politicd rights identified by Nelson Manddla‘ our [African] disabilities
will be permanent’? Does it mean that its not OK if anyone is disabled by socid restrictions except
people with imparments? For us (people who have impairments) isit OK if our disabilitiesare
permanent? And, if we want to remove the disablement imposed on us, why does this sound
equally revolutionary to people with abilities (i.e. politicians and disability-related service providers)
asit did to white South Africans? Let’sfaceit, disabled people face the most prevaent, world-




wide, persgtent, resstant to change and endemic form of gpartheid, to put it mildly, of any human
group throughout the world!

For me the answers to these questions emerged when | met Paul and Judy Hunt in the UK.

In the late 1960s the Disabled Income Group (DIG) in Britain became one of the largest mass
organisations of disabled peoplein theworld. It isimportant to appreciate this because many
people seem to believe that the USA disability movement has aways led the way. If you look at
some American literature at that time you will find reference to how advanced Britain was.
Nowadays of course people can eadly forget that al emancipatory strugglesinvolve ahistorica
process—i.e. the leading dement in the internationd disability movement may be found here, or in
the Scandinavian countries, before the focus shifts dsawhere. DIG campaigned for a Nationd
Disahility Income as of right. From its beginnings alot of things seemed to have happened very
quickly to the organisation. Although it was started by two women, Megan Duboisson and Berit
Moore (Thornberry / Stueland), who were concerned about broad socid rights of disabled people
and the way disabled ‘housewives were indligible for any of the current disability benefits, policy
became dominated by men, including some influentia mae academics, and they transformed the
organisation into a rather narrow parliamentary lobbying group whoally focused on *benefits. This
transformation meant that the main thrust of the group was to lobby parliament for legidative
changes. Having started as a mass organisation, concentration on parliamentary lobbying meant that
the grassroots membership soon had no clear role within the organisation and membership began to
decline. In order to lobby parliament only afew experts are needed who know the issues and who
can present and argue them effectively. It isin this changing Stuation that | came to Britain and soon
after my wife, Elizabeth, and | met Paul and Judy Hunt.

Paul Hunt, who had been living in resdentid indtitutions — Cheshire Homes — for mogt of his
childhood and a considerable part of his adulthood, campaigned together with other residents for an
active role in the management of the Homes. Paul made contacts around the world. He solicited
literature from America and Sweden about non-ingtitutiona solutionsto ble housing,
integrated education and income support schemes as well as other social concerns. He wanted DIG
to take on these broader socid issues. Although we came from different backgrounds our meeting
was ameting of likeminds. Paul and Judy having experience of organisng and mobilisng disabled
people, mainly within inditutions, opposed al forms of discrimination and my wife and I, having
supported the anti-gpartheid struggle of South Africa, found that we had a common agenda— how
do you change an oppressive system rather than spend fruitless time appedling to the prejudiced to
cease thelr discrimination? We discussed the need for anew kind of organisation in Britain —an
organisation that mobilised disabled people at the grass-roots level againgt oppression. We agreed
that no single issue (such as DIG' s sngle-minded campaign for anational disability income)
should characterise any new disability association. It was out of these discussions that Paul wrote to
the nationd and disability press cdling for like-minded disabled people to join with him in forming a
new organisation. The Union of the Physcaly Impaired Againg Segregation (UPIAS) eventudly
emerged from the exchange of views circulated amongst those who wrote to Paul in response to his
national apped.

| won't go into details here why we settled on thetitle Union of the Physically Impaired Against
Segregation but it isagtory that needs to be told — after all we spent something like two years
discussing awide range of issues which seemed fundamenta to our oppression and thiswas
eventually expressed in the organisation’ stitle. Of course we were also concerned with other
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predictable problems common to forming organisations with a campaigning agenda —whose interest
comes to dominate the group’s policy? We had dready seen this hgppen in DIG — two women start
aradicad non-impairment-specific mass organisation with wide socia objectives (surdly thereis
ggnificancein this) and then it is transformed into a narrow parliamentary |obbying group dominated
by the perspective of maes influenced by Sterile academic research. We were determined that this
wouldn't happen to UPIAS. So we made sure that initialy membership was only open to disabled
people. This policy dso drew on the American experience of the women’'s movement aswel asthe
South African experience where under gpartheid the oppressed (Africans) organised in the African
National Congress while other racid groups supported them in separate dliances. For us, the key
consensus was that the oppressed have to organise themselves, in their own interest, for the
transformation of society. Of course, to transform society you' ve got to work with others, form
dliances.

We a0 fdt, given the background of that time where the popular concern was to campaign for a
nationa disability income, thet this, incomes gpproach, is basicaly a compensatory approach.

What people are asking is that disabled people, because they are disabled (because through no fault
of their own they are impaired), should be provided with a satutory income to compensate for their
persona defects — its a compensatory gpproach. The UPIAS argument, however, was that the
centra issue is one of oppression not compensation. We don’t want to be compensated for being
oppressed! We want people to stop oppressing ust The logic of these different perspectivesis very
ample. Theformer interpretation of disability places usin a permanently dependent relationship to
able-bodied society for handouts — what we called state charity. The latter approach says that the
able-bodied society’ s got to change, its an oppressive society.

Not unexpected there were arange of criticisms of the new radica gpproach to disability. This, of
course, influenced the way we set up our association and the priorities we decided for the group.
Some people were dso critical of who joined UPIAS —mainly people usng whedchairs. We made
no effort to recruit any specific group of disabled people but inssted that members shared a
common perspective. What was paramount was our focus on the need to change the disabling
society rather than make usfit for society. There are, | believe, good historica reasons why people
who used whedlchairs did predominate in UPIAS. They tended to be lessisolated and so had
greater awareness of sgnificant socid changes that were dready taking placein the hedth and
welfare services aswell as palitica struggles and the generd state of the economy. Many had been
able-bodied and were familiar with socia movements. On the other hand when we ask why people
with cerebrd pasy were so absent from sdlf-help organisations of disabled people it may be that
because they were born with an impairment they were often ‘ overprotected’ by caring parents and
consequently isolated from active contact with radica socid movements. They tended to be more
passive having been indoctrinated with the understanding that people with abilities will dways look
after their needs. It is, of course, nice to be continually surprised by individuas who somehow
break free from the political gpathy that has characterised a group with which they are identified.
The visble prevalence of people usng whedcharsin UPIAS made some groups, like the deaf
organisation we tried to contact, awfully suspicious of what we wanted to achieve. Their own bad
experiences with people who use speech, and the difficulty caused by lack of funding for sgners
madeit virtualy impossble for usto communicate. Clearly, the history of where we are now was
influenced by the kind of choices that were forced on us, the limitations of our resources and the
assumptions about the meaning of disability that were prevaent at thetime.




S0, to summarise ... UPIAS decided that as there were dready alot of organisations that had been
looking for compensatory approaches to the difficulties that we faced we had a choice: you see
disability fundamentaly as apersond tragedy or you see it asaform of socid oppresson. Thetimes
demanded that we had to put it as a clear choice between contrasts. If the centra concerniis
‘oppression’ then action for change needs to be *emancipatory’, civil rights and so on. If the centra
concern is that we suffer from a*persond tragedy’ then action for change needs to focus on the
provison of ‘care and ‘compensatory’ sources of income and so on. | think you can fiddle with
these basic differences as much as you like but they are dways ready to emerge into the open
because thisis the redity of the society in which we live.

UPIAS views about disability contrasted sharply with al established organisations for disabled
people and the assumptions behind dl service interventions as well as the objectives of many of the
older organisations of disabled people at that, late 1960’ s early 1970's, period. Their approaches
to disability, we argued, were promoted without any critica andysis of the nature of disahility, or the
nature of the oppression we faced. If disability isonly apersonad tragedy you do not have to
question prevailing assumption and therefore the medica and other related professons may
legitimately and unquestionably dominate interpretations of our lives. The need for anew theory
about disability only serioudy arose when we argued that the centra issue was one of overcoming
oppression.

In the beginning we naively tried to convince the established organisations, such as the Spagtic
Society in ameeting we had with them, that civil rights (changing the dominant socid gpproach to
disability) was a priority but we were regarded as extremists. The ‘persond tragedy’ view prevailed
aslong as they could point to the passive and dependent ‘ cripples’ in the Spastic Society and put
them on display. | once went to a school to tak to the students and naively argued the UPIAS view
that disabled people could be fully integrated into society if the disabling barriers were removed. |
don’t think the students fully understood what | was saying (these ideas being so foreign to the
cultura indoctrination they were taught regarding their own predicament), but the teacher knew the
implications of the argument very well (seeing that it obvioudy chalenged the segregated education
system which maintained her career). She let me finish and then, turning to the sudents, said “We
don't agree with him dowe!” She sdlected one of the students adding “Y ou don’t agree do you?’
And of course the child could do little but agree with the teacher.

Experiences such asthis convinced us that we needed to devel op and promote aradica theory or
interpretation of disability. Without thiswe fdt it would be near impossible for disabled people to
chdlengethe traditiond ‘tragedy’ view of disability that sustained current service provison aswell as
the welfare of exigting organisations — there smply was no adternae interpretation which questioned
the prevdent understanding of disability. To fill the gap UPIAS withdrew, in practiceif not intention,
from the public arena and engaged in private discusson about the meaning of disability. We spent
about two or three years exchanging ideas in an interna circular, because of the practicd difficulties
in meeting, in which we discussed issues such as dternatives to ‘resdentid inditutions, integrated
education, ‘oppresson’, etc. | hope that one day we'll be able to get the arguments from those
interna circularsinto the public arena because they are till unresolved and pertinent to the issues of
today.

With the declinein DIG not only UPIAS emerged but dso the Disability Alliance. The latter
organisation came into being when abunch of professiond ‘experts and some disabled people,
who had been active in DIG, decided that the reason DIG wasn't effectivein its campaign was
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because the argument for anationd disability income waan't sufficiently studious and their [obbying
lacked the necessary prestige. What was needed, they believed, were more academics (people
who were realy more knowledgeable about the issues of disability than rank and file disabled
people) to put a better case to government! The failure of DIG, then, found expression in two
groups —one avery ditist organisation and the other, UPIAS, wanting to mobilise and get disabled
people involved in their own emancipation.

That's abrief background to our promotion of the new socid interpretation of disability. Inthe
circumstances UPIAS felt obliged to produce a criticism of the Disability Alliance and the much
quoted Fundamental Principles of Disability was published in 1975/6. In this booklet you will
find the UPIAS commentary on our discussion with the Disability Alliance, which | wrote, and Paul
Hunt wrote the Fundamentd Principles, which provided thetitle of the booklet:

‘Fundamentd principles to which we are both in agreement: disability is a Stuation, caused
by socid conditions, which requires for its dimination, () that no one aspect such as
incomes, mobility or inditutions is treated in isolation, (b) that disabled people should, with
the advice and help of others, assume control over their own lives, and (c) that
professionals, experts and others who seek to help must be committed to promoting such
control by disabled people’

UPIAS (1976) The Union of the Physically Impaired Against Segregation

and The Disability Alliance discuss Fundamental Principles of Disability.

| think these principles stands up very well today. Paul Hunt aso wrote the UPIAS Policy
Statement —wel worth looking at because it summarises the socid interpretation of our Stuation.
Thisis perhaps dated in places now but al the contemporary issues are till there. We produced
these documents to make public our case for a complete rethinking of disability. At that timewe
talked about developing atheory for the socid interpretation of disability. Mike Oliver, being a
sociologist, elaborated the UPIAS view and produced a detailed argument for the socid modd of
disability. Inthisform the socid interpretation of disability was widdy disseminated and discussed.
Sadly alot of people have come to think of the socid modd of disability asif it were an explanation,
definition or theory and many people use the modd in arather serile formdigtic way.

Around thistime, as we developed our ideas about disability, the book by Miller and Gwynne
(Miller, EJ. and Gwynne, G.V. 1972 A Life Apart. London, Tavistock Publications) began to
circulate morewidely. This, as many will know (snce it has been frequently criticised as perhaps the
epitome of entrenched bigotry), looked at resdentia homes for disabled people. Paul Hunt had
been involved in ther invitation to Le Court, the Cheshire Home where he stayed, because a the
time the residents were trying to participate in the running of the ‘home despite the administration’s
resstance. They fully expected socid science research would confirm thet the welfare of an
indtitution could be enhanced by engaging its resdents in the management structure. To their horror
Miller and Gwynne concluded that as the function of resdentid ingtitutions was to maintain disabled
people who were ‘socidly dead’ until actua desth this should be done under ‘horticulturd’ rather
than a‘warehousing’ sewardship. The resdents fdt, of course, that they were badly let down by
sociad science research and the anti-science sentiment, often expressed by disabled people, was
reinforced.

Coming so recently from gpartheid South Africa, and having felt that my ‘banning orders did little
more than confirm the prevailing restrictions aready imposed on disabled people, | couldn’t help but
conclude that ‘socid death’ aptly expressed the status of disabled peoplein society as awhole —we
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arevirtudly invisble in the media (tedevison, newspapers and magazines); socid and environmentd
barriers prevent us from playing an active role in society (particularly those who have been
incarcerated in ingtitutions); we have no serious influence on government (compared to service
providers with abilitieswho ‘car€ for us); we are al too depend on * sate charity’ as a source of
income; and so on... you couldn’t describe our redlity better than to say we're *socidly dead’. This
is gpartheid on agrand scalel

The issue seemed not so much whether we are or are not ‘socialy dead’, but what we can do about
it? Like South Africans under gpartheid it is not a matter of research or debate whether we are
socidly dead (whether our * disabilitieswill be permanent’ in Nelson Mandela' s memorable phrase)
but what to do about oppression. What is the route to emancipation? Y ou can, as the saying goes,
‘stand on your head' trying to convince people who make you socidly dead to change their ways
but ‘you ain't going to get nowhere'. In dl these years snce Miller and Gwynne were gpproached
to assst with emancipating research indtitutiondised residents till have little control over therr lives.
The redity isthat we have to find new answers for our emancipation otherwise people with abilities
only have the imagination to come up with suggestions for taking ‘care’ of us, processing our ‘socid
degth’ in ahumaneway or, in the find andyd's, providing euthanasia

For me the criticd issueis how can disabled people have ameaningful, if not revolutionary, impact
on the disabling society? Clearly, aslong aswe remain ‘socidly dead’ we are unable to engrave our
sgnature into the fabric of society — in particular those materia aspects of socid relaiions which
render our ‘ disabilities permanent’. In my opinion while it istrue that our organisations have had
some influence in the campaign for civil rights many of these rights (charters, misson satements,
efc.) arein any case part of the need to regulate excesses of the market economy. ‘Globaisation’
has increasingly forced persond ‘earned income' to be dependent upon employee collaboration for
greater productive efficiency. Thisis et a the highest level by how much people with abilities can
tolerate in the labour market before they either breakdown or rebel. Rebdlion produces
concessons in the form of rights and charters. However, this frenetic pace of toil makesit
impossible for disabled people to gain acceptance for our more humane pace of work. Inthis
context only charity, civil rights legidation, and Sate charity (benefits) sandsin the way of disabled
people en masse becoming beggars on the streets. On the other hand the people who do have an
influence on government etc., are the people who work in the disability ‘industry’; care managers,
socid workers, occupationd therapists and doctors, etc. They present a catalogue of assumptions
about our inadequacies which are perfectly compatible with the agenda for socid organisation set by
parliamentarians with abilities. Aslong asour influence is not structurdly rooted in the hedth and
welfare sectors of society we cannot expect to have area impact on society in our own terms—i.e.
wewill remain ‘socidly deaed'.

My view, then, isthat the only way we can gain red influence is by finding ameans of entering the
hedlth and welfare labour market in our own terms—i.e. by developing our own profession. In
addition to arguments dictated to us by the nature of the market economy there are a number of
reasons why this cdl for our own profession has reached itstime: we now have more than sufficient
research on the inadequacies of the health and welfare professions (Professions Allied to Medicine:
PAMS) in rlation to disablement for a convincing case to be made about their intringc inability to
meet our persona and socid needs; Disability Sudies has been firmly established and the qudlity of
the courses presented not only demonstrates the ability of disabled people to interpret our own
gtuation a a higher leve than hitherto atained in traditiona academic courses but, more sgnificantly,
has established a solid intellectud foundation for the development of a professond qudification; and
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findly, we now have enough practical experience setting up and running services for disabled people
in Centres for Independent or Integrated Living (CILS) to clarify what skills are needed for service
provison. This meansthat many of the dements for usto go to the next sage and begin developing
our own profession from our own perspective have dready matured. All that remainsisfor usto
fire the imagination of the disability movement in supporting the venture, expanding our persond
confidence in the emergence of disability culture within which to locate such a professon, and the
academic will for curriculum development critica of * compensatory’ gpproaches to disability-related
service devel opment.

Compensatory ‘care’, benefits and equipment are provided to enable our access into the able-
bodied socid and physica environment. Thisis contrasted with an gpproach to intervention which
introduces our pergpectives and culture into the structures of society so that provison is made more
accountable to a multi-cultura population. The contemporary professons (PAMs) work within the
compensatory care framework. What we redlly need, however, isto create a Profession Allied to
the Community (PAC) —i.e. designated community workers who are dlied to particular groups
that are disadvantaged by the way that the socid and physicd environment is constructed around the
dominant values. | think the creetion of such aprofesson isthe central challenge that disabled
people face today. In my view there are now a number of factorsin our favour for beginning this
undertaking. One such factor is the collapsing health service. The unravelling of the National Hedlth
Service (in redity aNationd Medicd Service) has provided us with awindow of opportunity to
intervene in restructuring service provision. Exactly how we are to do thisis the chalenge that
should occupy our criticd faculties. That means a better grounding in disability theory is needed —in
particular atheory which adequately covers the distinction between ‘impairment’ and * disability’.

These terms have aways been confused and from its early days an issue UPIAS regarded very
important to disentangle. A compensatory approach makes no distinction between the two terms
precisely because the confuson maintains the traditiona focus on the ‘ defective’ individua whose
deficiencies are then said to cause socid disadvantages. Since such disadvantages are no fault of its
own a‘caring’ society, the argument goes, will humanely concede ‘rights' and provide
compensatory services and benefits. This not only frees people with abilities from all responghbility
for our predicament but the compensatory approach encourages afed good-factor for being
charitable. A complete inversion of socid redity! Indeed thisilluson about what are in practice
‘compensatory’ civil rights being abig ideaiis so enchanting that even the disability movement has
been captivated (much to the delight of politicians with abilities) into believing that civil rights can
provide a platform for announcing our commitment to emancipation.

In this repect | would recommend the book by Marta Russdl (Beyond ramps: Disability at the end
of the Socid Contract, 1998) which debunks ‘civil rights as arather amplistic solution to our
emancipation.

Clearly thereisalink between having an imparment and being a disabled person. Having an
imparment is a prerequisite for being a disabled person but having an impairment cannot cause a
person to become disabled. Even losing an arm and an eye does not make a disabled person. The
nationa culture would have to atribute certain characteristics to such impairments before designating
the person as being disabled. Once these attributes are embedded in the nationd culture, and
accepted as defining features of disability, then impairments such as missng an am and eye would
not only formaly become disabilities but they would be seen asthe dominant characterigtics of the
individua (i.e. the person would be ‘labelled disabled’). In such asociety acquiring certain culturaly
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identifiable imparments trandforms the individua at the same time into a person with a disability.
Both ‘imparment’ and ‘disability’, then, become attributes located within theindividua. Thereafter
the two conditions can be awfully difficult to disentangle.

By way of example we might wonder a the prominent celebration of a person with magor
imparmentsin apublic arena. Therule, after dl, is surely to hide disabled people avay! Standing
proudly on his column in London’s Trafdgar Square the statue of Horatio Nelson defies modern
infatuation with physical perfection by flouting hisimparments. How isthis possble? The answer,
surely when we refer to the insight provided by the socid model of disability, isthat Admira Nelson
was not a disabled person despite hisarm and eye impairments. In histime the disabling barriers he
faced were overcome to ensure that he could function as avice admiral. Nowadays, of course, he
would be disabled and there would be no public statue because modern British culture says disabled
people can't be on active service in the armed forced!

USA President Franklin Delano Roosevelt was, of course, like Admiral Nelson, not disabled
despite using awhedchair because al barriers to his Presidency were removed. On the other hand,
unlike Admird Nelson, he was born into a modern culture where having an ‘imparment’ is
supposed to directly ‘disable’ a person; so much so that ‘impairment’ and ‘disability’ are invariably
Seen as synonymous persond attributes. In this culture where body perfection is an obsesson a
public gatue of President Roosevet shouldn’t show him sitting in awheelchair because a person
with a disability isinconsstent with the socid status afforded by the presdentid office. Quite
amply his presdency subverts the assumed corrdation between having an impairment and being
disabled (a person with disability). The only thing to do was emphasise that he was not a person
with adisability by hiding evidence of what otherwise would be adominant characteristic —the
impairment. So now we are presented with a statue to amgor USA public figure that takes care to
hide any evidence of hisimparmen.

If, in their cultures, neither Admira Nelson nor President Roosevelt were dysfunctiond and therefore
they were not disabled (people with disabilities) despite their mgor impairments this makes
nonsense of the historicd lists of disabled people which are congtructed by only using evidence of an
individud’simparment. | don't believe disabled people can reclam our history by fasfying culturd
redity and seeing a causd connection between impairment and disability.

Since thereis no causal connection between ‘impairment’” and ‘ disability’ we, nevertheless, il

need to explain in what way ther atributes are rlated. That there isalink cannot be doubted but if
they are not causally connected then there must be a hitherto unrecognised intervening varigble. Can
the socid mode of disability throw any light on this? To do thiswe would need to identify avariable
externd to the individua and located in the composition of the disabling society. Such agloba
factor common to the mgority population, | hope | have demonstrated, can be found in the nationd
culture at a particular historical period. Inour time the collgpsing British hedth and socid
sarvicesisleading to datutory ‘care’ being increasingly replaced with ‘care’ in community governed
by ‘rights, with the recipients of assstance expected to contribute financidly. Whilethisisa
sgnificant cultura change the continuing adherenceto ‘care’ gets us nowhere nearer to what can be
cdled an emancipatory culture. In my view we need far greater theoretica clarity, backed up with
rigorous research, to reved the role played by the nationd (i.e. dominant) culture in underpinning the
disabling consequences of socid impairments Unless we do thiswe will not bregk the link
between imparment and disability —in Nelson Manddla s sense of the term, our disabilitieswill be
permanent.




Questions and Responses

The following questions were sent prior to the presentation. Most of the questions were covered
during the talk and at the end of the presentation a response was given to a selection of queries. In
the time available it was not possible to respond to any in detall.

In my view the basic issues raised by the choice between compensatory and emancipatory
gpproaches to the dilemmas we face living in a disabling society gtill predominate. They have not
been resolved and people ill need to work through the problems we face making choices between
compensatory and emancipatory answers. | do fed that we have come along way in figuring out
what needs to be done for our emancipation. The disability movement and disabled academics,
however, are in amuch better position to explore solutions in greater depth now. All that we have
done up to now is lay the foundation for a prolonged emancipatory struggle, dig away abit a the
conceptud muddle between impairment and disability, and tried to unravel some of the mystery of
why we are treated by able-bodied society asif we are *socialy dead’. | don't think we got that far
travelling down what | expect will be alonger road than many people imagine. | do hope and
believe, however, that the sacrifices made in the 1960s and ’ 70s have provided the new generation
of disabled people and academics with some momentum on this road.

Question:

Some disabled people who consider themselves to be radical are self-organising into
impairment-specific groups, on the basis that their identity is more strongly based with others of
the same impairment. They claim the social model of disability only applies to ‘an elite of mainly
wheelchair users’. Do you think self-organisation on the basis of impairment is problematic?
And is there any justification in taking this perspective of the social model?

Response:

Thisisnot anew issue. It existed as a problem right from the beginning of the new erain
organisations of disabled people. We did not oppose people organising in different groups. In
redlity it hadn’t been possible, as| have dready explained for example, for people who had mobility
impairments and people who had hearing imparments getting together in asingle organisation. But
having said that what is al'so needed in our emancipatory struggle, it ssemsto me, is some way to
bring together people with different impairments into a single body organised at an overarching leve.
So, what was critical was the formation of a nationd co-ordinating body. That iswhy the
edtablishment of the British Council of Disabled People (BCODP) was historicaly so important.
This enables people and organisations to participate in the emancipatory struggle at different levels.
Inthe end | believe we need to share key questions and set common goas. For eg. it isonly when
there is agreement that disabled people are oppressed — whether language oppressed or mobility
oppressed — that we can unite on a common ground for a non-disabling society.

| don't think there' s any intringc conflict with the socid model, or socid interpretation of disability, in
this gpproach to addressing ‘the generd’ and ‘the particular’ in our movement. The Spinal Injuries
Association (SIA) and the National Federation of the Blind (NFB), we should not forget, were
founding members of BCODP. In my view juvenile criticisms of the socid modd of disability arise
because it is frequently used asif it explains our Stuation rather than as atool for gaining ingght into
the way society disablesus. | think an awful lot of people have not spent time in understanding the
socid modd. Itsworth remembering that modds are not explanations. Its like putting a mode!
aeroplane together and placing it into awind tunnd to gain ingght into how it functions under
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different conditions. The mode will not explain how an aeroplane flies. The socid model does not
explain what disability is. For an explanation we would need a socid theory of disability.

Thereis dways a danger of fragmenting organisations ending up having lessimpact on both the
generd and specific had they remained united. For us this inevitably means returning to structures
more in tune with the medicd than the socid mode. The question of what is an gppropriate
organisation is not so much answered by accepting the ‘identities’ imposed on us by the able-bodied
society (i.e. areactiveingde-out gpproach) but rather by figuring out the best vehicles for impacting
on society (i.e. a proactive outsde-in approach).

Question:

The UPIAS document of 1976 mentions the need to challenge the exclusion of people with
‘physical impairments’ and ‘other groups’. 25 years on from this document, how far do you
think disability politics has been in tackling the exclusion of these ‘other groups’?

Response:

| don't think we have made any progress here. In my view disabled people have been so

oppressed that there is't any question of forming aliances with other groups until we oursalves have
been able to move to some significant extent out of the ghetto into which we ve been placed. We
cannot expect disabled people as agroup, who are till struggling with how we should interpret
disahility, to sart forming dliances. We would quite smply, if this was attempted at the wrong time
before we were ready, just get overwhelmed. | would argue that if, and when, we are able to get
our own community based profession established then we would find natura alies who welcome,
and want to share, such a service because it would be more relevant to their needs than can be
provided by traditiona professons. Thiswould facilitate an ‘dliance of equas enabling an
exchange of views and service ideas without any group predominating.

| believe that other ‘disadvantaged’ groups reliant on hedth and welfare services actudly face the
same kind of gpartheid issuesthat disabled people face. Because of the smilarity in community
related problems | cannot imagine not linking up with other groups if we took the lead in supporting
aprofesson dlied to the community. My view isthat our way forward in the hedth and welfare
sector can pretty well only be redly advanced by disabled people taking such aninitiative. We are
one of the groups most oppressed by the hedth and wefare system and, with the nationalised hedlth
and wdfare systlem collgpsing, we are in the best position to say what isthe dternative. That would
put disabled people in aleading role for congtructive socia change — a complete reversa of
expectations about disabled people. | think thisisthe way forward.

Question:

In the 1980s you wrote about the potential of technology for disabled people’s inclusion in
mainstream society. Given that the disability movement has done much to bring disabled
people’s issues to public attention over the last 21 years, how do you view the usefulness of
technology over that same period?

Response:
Thisisan areathat | think warrants far greater research.

When | was involved with the Disabled Peopl€' s Internationa, the representative body of disabled
people from dl over theworld, | was struck by the smilarity of criticisms being made by everyone
that we were making here in Britain about socid excluson and service provison. The proliferation
of like-minded organisations was clearly not arisng Smply because of influence from one country to
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another. In generd the growth has been indigenous and spontaneous. As a spontaneous
international movement, then, there must be something externd to the nationd disability organisations
—1.e. the common disability experience —which istriggering this growth. This phenomena, | think,
raises fundamenta research issues.

| would speculate that the historical change that made this possible is the advance in technology and
accessto it in the growing internationa market. 1 believe the new technologies have made it possible
for disabled people to fully integrate into society. Technology, of course, can be used both to our
advantage or disadvantage. Advances in technology, for example, can enable surgery to make
disabled people look more and more like people with abilities adding pressure on us to conform to
‘norma’ standards. On the other hand new developments can provide accessible transport putting
pressure on people with abilitiesto adjust their views about ‘normality’.

| think there are pardlels between the radical impact of the modern dectronic revolution and the
changes to disabled people brought about by the indugtria revolution. The industrid revolution, you
will recdl, was simulated by the Seam engine providing motor power. This meant that an engine
could replace human, or animal, strength during the processes of food production and commodity
manufacture. Physicd attributes relating to strength, then, became less significant than dexterity in
handling the controls which operate an engine or manipulating a mechanism driven by an engine.
Thisiswhy factory workers were cdled the hands. While this new source of power might have
been another step on the road to enabling less robust people participate in socid production, in
practiceit led to the greater isolation of disabled people. This was because steam engines drove
machines which were designed for an ‘average’ (‘norma’) worker and were housed in inaccessible
factories. Increasing emphasis on normality and inaccessibility to the means of alivelihood
transformed the socid Stuation of disabled people. Although lessfit people could now work,
underlining the principle thet ‘ survivd of thefittest” has no meaning in human devel opment, whet is
paramount to the history of disabled peopleis that the way production and socid relations are
organised profoundly affects the meaning of disability and prejudice towards disabled people.

The advent of dectricdly driven engines brought motive power into the home and workplace making
labour saving devices much more accessible to ‘non-standard’ people. While thisfacilitated more
disabled people earning aliving, particularly in officejobs, it is, | would mantain, the eectronic
revolution which has the potentia to reverse the socid isolation brought about by the industria
revolution. Sophisticated eectronic devices enable even the most severdly impaired people operate
environmenta control and manufacturing systems. This has increased the possibility of disabled
people entering gainful employment and independent living, but more importantly the new technology
has had aradica impact on the very meaning of disability. | think this changing meaning mede it
eader for civil rights legidation to include disabled people.

| would speculate that disability rights legidation owes more to the way contemporary technology
brought the need for independent consumer rights in the expanding globa market than the disability
movement would like to believe. If our full integration is now technicaly possble then dl the
compensatory ‘care professions have passed their ‘use-by’ date. Thisraisesaset of new dynamics
in the design and establishment of disability-related services.

Question:

How do you respond to recent feminist and / or post-modern revisions of the social model?
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Response:

Emancipatory movements are usualy started by people on the politica |eft but as the newborn
movement manages to fumble its way through the first muddy barriers, not without casudties,
individuas to the centre and right of the politica spectrum al too often *discover’ the movement's
message and clam it for their own. With success, even if amdl, comes reluctant recognition from the
socia and palitica ‘establishment’. This precarious layer of respectability provides the new ‘right-
on’ sympathisers with an opportunity to support the movement’ s objectives without its radica
underpinnings. The new ‘centre’ and ‘right’ public advocates, however, invariably bring pressure on
the movement’ sradicd content to be ‘rectified’. During the growth of the disabled people's
movement when it was vulnerable to attack from established organisations for people with
disahilities aunited public face was needed. In this period liberd and right wing views can be
presented asif these are the unified views of the movement without public chalenge from the | ft.
After some consolidation in the legitimacy of our newfound socid identity, however, unity which
entails censorship of ‘revolutionary’ views cannot be sustained in an emancipatory movement. To
suppress the left’ s views would be to remove the radica content of the disability movement and
reduce the emancipatory sruggle to ‘ parliamentary lobbying’, an ineffectuad way of organising aswe
should have learnt so well from the lessons of DIG.

The question, then, in responding to feminist attempits to rectify the socid modd of disability is:
which ‘revisons are we taking about — those proposed by the politica Ieft or right? Thisis not the
place to make a criticism of centre and right feminists who make globa claims about representing
their movement. All that needs to be said, recognising the importance of persona experience, is ask
what these individuals now enfeebling the socid modd were doing when the socid interpretation of
disability was advanced in the teeth of establishment oppostion? How come their complaints about
the regtrictions they faced a the time got no further than the persond while at the same time people
on the left began building an organisation adequate for asocid response? Letsfaceit: there would
be no uniquely British interpretation of the disabling society had the proposals for arectified socid
modd of disability underpinned the early establishment of our movement. We should remember that
in the USA the socid modd of disability means ‘the socia consequences of having adisability’ (or
the experiences of people with disabilities facing socid redtrictions). Thisisan ‘ingde out’ gpproach
to disability. Inthe UK the un-rectified socid moded of disability meant ‘the disabling consequences
of socid imparments (i.e. the oppression resulting from socid barriers). Thisisan ‘outsgdein’
approach.

During the latter stages of the inaugura period when the disability movement was week, the centre
and right gained authority to spesk for the movement as awhole and right wing feminists too came
to dominate what feminism has to say about ‘disability’. But there are feminists on the left and |
think the time has arrived for their views to get an unrestricted airing. Aslong as ‘whét is personaly
good for meis paliticaly correct for you' isdlowed to go unchalenged the dite will not only provide
the dominant feminist perspective, but continue furthering their careers (nowadays frequently in
academic and research settings) while disabled women see little improvement in their globd
gtugtion.

At apersond leve | have to say that it is an unsustainable tactic of some disabled feminigsto
complain privately to me about other well-known disabled feminists while in public they remain
dlent. | think that the left perspective, particularly with the collgpsing hedth and welfare system,
needs to come out into the open much more and present its socidist agenda
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Question:
What place do you think there is for personal accounts of disabled people in disability studies?
Response:

If the centrd issue in the struggle for emancipation is about how to change society, then persond
accounts need to be seen in this context — how do such accounts enable the individual participate in
the emancipatory process. When persond accounts and writing biographies smply remain a
platform for people to talk about themsdves they tend to go no further than serve personal careers.
Thisisanindividudigtic exercise, often ditist in nature, furthering their public image. On the other
hand, persond accounts which inspire others to engage in socid activities which would otherwise be
too daunting do serve an emancipatory agenda.

One of the most influentia persona accounts | read while working againgt apartheid in South Africa
was Julius Fuchik (1948) Notes From The Gallows NY: New Century (acommunist Czech's
fight againg German fascigts; written and smuggled out from a Gestapo prison in Prague where he
was killed). To methis exemplifiesdl that isbest in persond accounts.

In UPIAS some of us argued that personal change isimportant to enable participation in the
struggle for emancipation but this needs to be distinguished from social change. Two different
concerns are involved which need linking. The didectic relation between these different concerns
means that if you're not persondly developed you won't participate in the socid struggle, but if you
concentrate on the persona side you will never get round to participating either. The emphasisison
persond development in the context of socid requirements, otherwise persond development
remains a the ‘what is persondly good for meis paliticaly correct for you' leve.

| do hope that this persond presentation exactly illustrates how | see the persond story relate to the
socid sruggle.

Question:

How can disabled people in the majority world overcome environmental limitations with scarcity
of resources? In this situation who should play a vital role for improvement of quality of life of
disabled people in the majority world?

Response:

| think it very important not to underestimate how advanced some of the organisations of disabled
people are in the mgority world and their capacity to find indigenous solutions to the problems that
they face. In ther perception of the need to transform the disabling society some of them are more
developed in their thinking than found in North America or Europe, where the psychology of
‘charity’ often predominates and maintains the dependency of disabled people on people with
abilities. We know there are examples in the mgjority world where disabled people have set up and
run what arein practice CILs. In these centres they effectively provide a service replacing the
absence of professiona workersthat ill seem to obsess us. Of course many disabled people and
sarvice providers in the mgority world do believe that the only ‘modern’ way to provide ‘care’ is
the very system which many of usin the minority world would prefer to see dismantled. One of the
worst examples of this was the expensive ill-conceived rehabilitation centre for war veterans built in
Zimbabwe.

Having sad thisit would be completdy unredigtic to deny the “scarcity of resources’ and upsetting
deprivation that can face disabled people in the mgority world. | was horrified to see the effects of
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war in Mozambigue where disabled people could end up literaly with nothing. Obvioudy in such
circumstances medica intervention and basic necessities are the priorities and only after these have
been addressed isit possble to start thinking serioudy in practical terms about the “ environmentd
limitations’. In my experience it is not possble to give agloba response to the vastly different
Stuation facing disabled people in mgority world countries. Answers do require direct contact with
each Stuation and engaging disabled people in a dialogue about priorities and solutions. | think that
it isonly through direct contact that a hierarchy of resource needs can be congtructed. | am,
however, adamant about the need to engage disabled people in the processes of constructing
priorities for intervention aswell as countering illusons about the ‘care’ and ‘rehabilitation’” solutions
being exported from the minority world by NGOs and government funded aid programmes.

| think the more we become familiar with disability-related activities in different countries the more
we discover that there' s an awful lot of things going on which we in the developed world should so
learn about. This means we ought to be encouraging internationd networks of disabled people
whereby organisations of disabled people can do agreat ded more to assst each other.

Question:

What role do you see for academics in the development of interpretations of disability? Is the
academic’s position a difficult one?

Response:

| will try to answer thiswith areference to my South African experience. The only placesin
gpartheid South Africathat you could legitimately get accessto literature that dedlt with oppression,
including Marxit literature, were in the univergties. This ‘revolutionary’ literature needed to be
made available because they had to educate lawyers about Marxism in order to prosecute people
under the Suppression of Communism act. The State propaganda machine (radio, tdevison and
newspapers, etc.) needed informed personnel and they had to have some knowledge of the
‘banned’ literature. The only place you could get gpproved access to this information wasin
educationd inditutions of higher learning. OK, thisisabit of digtortion but the point | am making is
that one of the most important sources of information concerning oppression and the way people
have responded to thisis the academic inditution. Thisiswhy having ‘tenured’ academics was 0
important — it enables free speech and reduces the fear of gate intervention (which iswhy the
modern decline in British tenured academic posts is So worrying).

From our point of view, people who are resticted in their accessto socid life (people who are
socialy dead), being knowledgesble about our situation, understanding congtraints of the nationa
economy and the effects of the globd market etc., are dl relevant to our eventual emancipation, but
inaccessbleto us. | seeat least one of the academic’ srole isto make this knowledge both available
and disseminated in an eductiondly accessible form.  Educating students who go out into the fied
carrying the otherwise unavailable knowledge with them aso contributes gregtly to the generd
enlightenment of oppressed groups. In thisrole migrating students and academics can assgt ill-
informed disabled people gain ingght into their rea predicament and rights. | would deerly love to
see acadmics run free community education programmes for disabled people. Such (clandestine)
programmes were run al over SA whenever radical academics had the opportunity. There are far
too many seminars, workshops and conferences by academics for academics, and far too few
educationa innovations with the * grass-roots in my opinion.

| don’t think univergty academics can lead an emancipatory movement by promoting themsdalves as
the sole developers of disability interpretations but | do fed they can have a postive influence and
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feed the hunger for knowledge that accompanies struggles against oppresson. Thisrequiresa
hedlthy link between academics, campaigners and disability organisations. In many ways we redly
have been quite unique in making such a connection in the UK. One of my persond joysisthat |
was able to forge such links when working as an academic. Aslong as academics are able to
maintain thiskind of connection | think that it can be congtructive for both. The danger isthat as
British university courses become increasingly ‘market led' rather than * market responsive’ the
relationship between academics and oppressed people will be parasitic. Thisisthe centra reason
why | |eft the academic world.

Research and referenced publications, of course, are important tools in emancipatory struggles and |
do not need to mention the role played by the Leeds University Centre for Disgbility Studiesin
contributing here.

G

16



