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founder T Simon Brisenden

N Those Disabled People who have
achieved independence in our society

usually have done so through a
process of struggle that continues, day
In day out. Yet the benefits far
outweigh the disadvantages of the
struggle, and the struggle becomes
less difficult as more and more
Disabled People assert their right to

live independently o)
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of Disability, Simon Brisenden, 1984
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SPECTRUMOuUr History

Introduction

This book is the result of SPECTRUMG6 s desire to properily
history that led up to our organisation being established, and how it has
developed between 1984 and 2014.

SPECTRUMG6s history cannot be separat ec
disability politics, the Disability Movement6 &ght for rights, and the

experiences of Disabled People over many centuries. SPECTRUMGOGs
creation in 1984 was influenced by the changes and challenges in the

social, political and economic fabric of the UK that happened between

the 196006s,aadromvardsd 8 006 s

This book tells that story in our own words and from our own
perspective. It is the result of extensive research, interviews with key
individuals, and the knowledge and memory of many of our existing staff
& Management Committee members 1 and our computer based archive.

However, this book should be read in the context of it being the start of a
lengthy process. We have an extensive paper based archive, the
surface of which has hardly been scratched. There is so much more to
be added, much that has been missed out or forgotten and we have
many more people who will want to contribute their memories.

However, we had to start somewhere; and this is it.

We hope you enjoy reading this book. We hope you will feel inspired by
reading it, or maybe frustrated enough at the omissions, to want to help
us develop our history project further.
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Points to consider to aid reading this book

Whilst this book does feature international developments, where they
arestrictlyr el evant t o 9§ € mdUdds s tosetord
SPECTRUMOG s tha histoty ofthg UKDi sabl ed Peopl eds
Movement and the development of Independent Living in the UK.

Our Name: convention used: For 28 years (November 1984 i January
2013) our organisation was called the Southampton Centre for
Independent Living and widely known as SCIL. It was only recently, in
January 2013, that we changed our name to SPECTRUM Centre for
Independent Living which is shortened to SPECTRUM or SPECTRUM
CIL. To avoid confusion or misrepresentation, this book refers to the
organisation as SCIL when referring to our pre 2013 history, and
SPECTRUM when referring to the organisationd6 s a c simce 2013iore s
when describing the organisation as a whole.

Structure of the book: When we considered how best to structure this
book, to aid readability, it quickly became apparent that as our history is
complex and multi-facetted, it would be difficult to tell in a single,
narrative, story. We have therefore split the book in two:

9 The first section of this book is divided into six different
chapters, progressively describingSPECTRUMO6s vi si on, r
aims,t he devel opment «fightforrgldscahde d Peop
recognition, the development of Independent Living and of
organisations of Disabled People; and of course the history of
SPECTRUM.

The first section of the book is denoted by a rainbow coloured
edging to each page (i.e. matchingSPECTRUMGO6s | ogo)

1 The second section of this book focuses on a number of
di f f &podightsg which focus on separate aspects of
SPECTRUMOG s. Adpects which we felt would be difficult and
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confusing to build into a single narrative. These Spotlights are
intended to be dipped into and out of, at will, telling as they do,
separate stories, relevant to our history.

The second section of the book is denoted by a single colour
edging to each page 1 the edging colour used for each
spotlight is set out on the contents page.

It should also be noted that this book has not been written or edited by
an academic, or by someone experienced at writing books. We have
tried our hardest to be consistent and to set out the history of
SPECTRUM in a clear and legible way. It is however, our history i
written in our way.

lan Loynes, Chief Executive, SPECTRUM CIL
October 2014
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Dedication

This book is dedicated to the memory of Simon Brisenden; philosopher,
poet and the founder of SPECTRUM. Without Simon, SPECTRUM
would not have been created... Period.

The lives of everyone who has been involved with SPECTRUM over the
last 30 years have been enriched by your vision and your tenacity.

This book also remembers the following people, all of whom have played
principle roles at SPECTRUM, but sadly are no longer with us:

Mel Horne
Albert Kushlick
Hazel Peasley

Gill Whitworth

SPECTRUM is very much a sum of its parts. Its human parts number at
least 325 people over the last 30 years:

59 Management Committee members
123 Staff

81 Volunteers

62 Student Social Workers

We thank you all for your unique contributions.
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SPECTRUWO0®, Mission & Aims

Our Vision
|

SPECTRUM works as an organisation to affect long- CCTRIIM
term and lasting change in the way Disabled People
are viewed, included and valued for who they are

and what they contribute to society. Centre for
 SPECTRUM believes that all organisations |0d_e|3€ﬂdeﬂt
promoting empowerment and social change lemg ClC

should be peer based and fully accountable and
representative of the community they work within

1 To this end: SPECTRUM is run, controlled and managed by Disabled
People.( A Di s a b | sUser Ped Orgahigation (DPULO)

Our Mission

By being an effective organisation that is representative, accountable
and led by Disabled People our mission is to promote and help Disabled
People to realise their full potential by exercising choice and control to
live an independent lifestyle as determined by them.

As a service provider SPECTRUM strives to be involved with designing,
co-producing, and delivering services that are personalised, empowering
and enabling for users and cost effective for commissioners.

We do this by:

1 Being peer led and controlled by our constituents we work with
Disabled People to develop and provide services and projects

1 By working collaboratively with stakeholders in the public, private and
voluntary sectors to affect positive change
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By providing innovative and progressive social policy solutions to
improve the lives of Disabled People

By creating a well run, cost effective organisation which delivers
empowering services that users want and commissioners value

Our Aims

)l

To provide a means by which Disabled People can take control over
their own lives, achieve full participation in all spheres of society, and
effect changes in how they are viewed and treated

To provide encouragement, assistance, advice, support and facilities
to individuals or groups wishing to live independently, and to raise the
expectations of Disabled People, individually and collectively, and
ensure that their voices are heard

Our Unique Selling Points

)l

We have 30 years experience of working as one of the very first
Centreds for | ndepende mlthistimeswen g
have pioneered and been at the forefront of the development and
provision and practice of effective Independent Living solutions
Strong ethical values are at the root of all of our activities. We
proactively practice these values by only undertaking activities/
projects that are right for us guided by our values as a DPULO.

We recognise that any group or individual can often belong to other
equality and user groups. As such we can provide universal and fully
inclusive services.

We are flexible and adaptable within changing political, economic and
social circumstances, the proof being that after 30 years we are still
here and going strong.

We never stop learning and developing and can respond to change
with positive outcomes for us, Disabled People and service providers.
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Our Strapline

We believe all the above is neatly summarised by our strapline:

Think you know Disabled People
... Think Again
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In the beginning...

Disabled People before November 1984

Distant History

Disabled People were just considered a part of society,
albeit often ridiculed, abused and exploited.

1 The village idiot

1 Doing dangerous or dirty jobs no-one else would do
(e.g. Blind People employed to build highest parts
of churches because they would not see the
dangerous working situations they were placed in)

1 Part of freak shows

1388: First 1 ntroduct i Distingoishedtbdiveenii Po o
the Adeservingo a nfathdéfusntihe s er vi

1T Di sabl ed and Ol der People con
therefore eligible for charity

15306:  The dissolution of the monasteries creates large numbers of
beggars, many of them Disabled People who had previously
been supported by the church. In response the Poor Law Act
of 1535 decreed that fthe poor and impotentoshould be
supported by way of voluntary and charitable alms raised
locally. This was the beginning of taxation to support the
poor.

1547: Priory of St Mary of Bethlehem (which later becomes the
infamous Bedlam Hospital) is given to the City of London for
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1601:

1714:

1750 6 s :

1764:
1845:

1868:

the express purpose of housing Al
first f or malDisablethReopieintkngiarmln 6 f or

Elizabethan Poor Law: explicitly defines fdeserving pooroas

Disabled People and children, and included a requirement for

each parish to support Disabled People and Older People 1

this sets the tone for the next 300 years of istate

administrationoof Disabled Pe o p |liee$. Bisability was
characterised as an indisgioldual 6s
was to fimanageothem. Many amendments to the Poor Laws

follow.

Vagrancy Act: enabled detention of people experiencing
mental distress (fiunaticsg for the first time.

The Industrial Revolution in Britain brings urbanisation and
the gradual breakdown of rural, state and church based
welfare systems.

1 The resultant increase in factory based work meant an
increase in segregation for Disabled People deemed
unable to work in the new factories
1 The spread of poverty in cities leads to a growth in the
number of institutions, asylums and workhouses to keep
theneconomically unproductiveo of

The first fAspecial o school for de

First pressure group to defend the liberty of people in
asylums formed.

Victorian Britain: Royal National Institute for the Blind (RNIB)
for med. Beginning of modern Chal
Disabled People.

1 Charities and the Institutionalisation of Disabled People
quickly gathers pace

1 Disabled People become less and less visible and seldom
heard

1 Society isolates itself from Disabled People
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1886: Royal Commission on the Blind and Deaf: the first official
recognition that national government should act on poverty
amongst Disabled People.

1890 6 s FirstDisabledPe o pl e6s Or g a0s)asedotmedins ( DP
in 1890 the British Deaf Association is founded, and in 1899
the National League of the Blind and Disabled is established
as a trade union.

1913: Mental Deficiency Act: requires local authorities to maintain
fimment al deficiency i nstitutions
community care and control.

1914: Elementary Education Act: requires local authorities to send
ffeeble mindedochildren to Gpecial schoolsbéunless they are
assessed as fincapable of being taughta

World War 1: 1914 - 1918

1917: The Government, shocked by the number of blinded service
people, began to apply a more active part in the welfare of
blind people. At a National Conference attended by
delegates of the Blind Institute the Chairmanof StDunst,and s
made a top secret announcement that fthe National Air
Board required 1,000 intelligent blind men as @etectorséon
the approach of aircrafta Blind People were presumed to
have more sensitive hearing i the genesis of another
stereotype.

19206: Blind Persons Act: More unions of disabled war veterans are
formed and blind workers march on London, protesting
against poor pay and conditions. Results in the first
legislation passed, introduced and supported by Disabled
People.

Returning soldiers found work in sheltered workshops. Whilst
these were initially considered innovative, they quickly
became institutional, segregated and disempowering.

1 9 3 0 6 €£ugenics movement gathers pace across the western world.
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World War 2: 1938 - 1945

Focusontheo6perfect bodyod results in
of progress.

Nazi horrors: Estimates vary from 75,000 to 250,000
Disabled People murdered; 350,000 forcibly sterilized.

=% gk

Nazi propaganda

60000. . |8
RH compulsory
"euthanasia"
kofter diefer Erbkranke
die Volksgemeinfchaft program.
auf [ebenszeit T at
_ ranslation:
‘Ublksgcno//u |
das ift auch "This person

suffering from
hereditary defects
costs the community
60,000 Reichsmark
during his lifetime.
Fellow German, that
IS your money, too."

Dein (’/vld
C

[Cefen Sie

HEHES),

Die Monatshefte des Ralfenpolitifchen 0

1944: Disabled Persons Employment Act: introduced the fgreen
cardoscheme, segregated state workshops and introduces
the first legal definition of a Disabled Person.

1948: The National Health Service Act and the National Assistance
Act is passed. The Labour Government constructs the
fivelfare stateowith the introduction of the National Health
Service and the National Insurance Scheme. The welfare
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1940-50s:

1951:

1952:

196060

state marks the end of the fdeserving poorocharitable
approach to Disabled People; but the philosophy continues.

Leonard Cheshire, RNIB and the Spastics Society establish
residential homes for Disabled People. Prior to this, in the
early 20th century and before, the only option for Disabled
Children and Adults was to be (often forcibly) put into mental
institutions.

Greater London Association of Disabled People (GLAD) set
up.

The Spastics Society (now Scope) was founded by 3 parents
and a social worker who wanted Disabled Children to have
equal rights to an education.

€ivil Rights movements sweep the Western World:

1 This awakened realisation with
increasing numbers of Disabled
People that society offered
them very little, with choice
often limited to spending their
life with parents or in
institutions. This was not the
way of life they wanted i they
started to campaign for a life
comparable to their non-
disabled peers

1 Scandals of institutional abuse started to hit the headlines
i (i.e. not a recent phenomenon!)

\nstitutions Are

19 7 0 6 &egislative change starts...

1970:

Chronically Sick & Disabled Persons Act:

1 First legislation in the world to recognise and give rights to
Disabled People. It was revolutionary in transforming
official policy
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1971 fBetter Services for the mentally ild:

1 White Paper placed emphasis on provision of local
services for people with Mental Health issues, rather than
large asylums

1972: Berkeley, California:

1 The first Centre for Independent Living (CIL) is formed by
a group of Disabled Students at the University of
California. Founding Member, Ed Roberts (pictured)
stated:

fCIL encourages [Disabled
People] to make their own
choices and works to open
doors in the community to
full participation and
access for all.o

The UK joins the Independent Living Movement...

1972: The Union of the Physically Impaired
Against Segregation (UPIAS) is
formed: Activist Paul Hunt (pictured)
published a letter in the Guardian, :
i nviting Di s dadinendw | Q A ﬁ’ 0
organisation that would address the r
discriminations faced by Disabled
People in all areas of their lives.o

1 UPIAS Created new definitions of impairment and
disability:
Impairment: "lacking part of or all of a limb, or having a
defective limb, organism or mechanism of the body"

Pagel8
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Disability: "the disadvantage or restriction of activity

caused by contemporary organisation which takes no or

little account of people who have physical impairments

and thus excludes them from the mainstream of social
activities". In 1983, Disabled Professor, Mike Oliver, first
calls this philosophy the #fASo

Paul Hunt - Institutions are not Solutions

"We are tired of being statistics,

cases, wonderfully courageous
examples to the world, or pitiable
objects to stimulate funding..."

1979: Project 0681 f orbynezBriggs) Jokhd&wpss&h i r
Philip Mason. Aimed to get Disabled People out of residential
care homes and living in the community, alongside non-
disabled neighbours. The aim was to achieve this dream by
1981. In the event it took until 1983/1984.

1981 The United Nations (UN) declared 1981t he #fAl nt er nat
Year of Di s a@YDe)dMamydisabledriPsople
viewed it as patronising and fa year to be talked abouta

1 lan Dury rebelled againstit: Hissongin Spasti cus
Autisticus0 was banned by the BBC b
descriptions of the physical reality of being a Disabled
Person:

o "l dribble when | nibble, I quibble when | scribble
| wibble when | piddle, 6&cs my mi ddl e i s
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1 Evidently the BBC preferred Disabled People to be
grateful for ot hrédhanbestrosbedwtat hy ,
whatitwas| i ke | i ving with a dadiffic

(Interestingly, at the 2012 London Paralympics opening

ceremony, |l ands song was used and
People. Described by the Telegraph as Electrifying &
Authentic.)

1981: IYDP: Unintended consequences...

Partly as a result of the platitudes of IYDP, 1981 saw a
flourishing of the Independent Living Movement:

1 The British Council of
Organisations of Disabled
People is established as
an umbrella body that
supported & encouraged
the development of
hundreds of new
organisations controlled by
Disabled People across '
the UK during

91 Disabled People across the UK saw the disparity of their
lives compared to others, and asserted their right to speak
for themselves,r at her t han all owing 6ot
know whatwas best. Di s ab | e d ORjansatibng 0 s
start to emerge, become powerful and influential

1T Di sabl e dsiInemaipnhl &s ormed as a reaction to
the refusal of theo r g a n i Rehdbilitation Infernationald
to share power with Disabled People

1983/84: Independent Living revolution in the UK:

Dec 1983: John Evans, first Disabled Person in the UK, moves out of
residential care, into his own home, employing his own
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Personal Assistants. The effective birth of Independent Living
in the UK.

1984: The first UK Centres for Independent Living are established
in Hampshire, Derby, Greenwich and Southampton.

March/
April 1984: Project 81° aims are realised; Hampshire CIL is formed.

Nov 1984: SCIL founded by Simon Brisenden

i Simon had a dream ... to change the world ... to live
independently ... to celebrate difference

The rest... as they say... is history
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1984... and all that...

On 29" November 1984, SCIL was created, at a public meeting of
Disabled People in Southampton. This meeting was called by Simon
Brisenden.

However, 1984, wasnot just the year tfF

1984 was a year of social change that saw other momentous (and not so
momentous!) events taking place.Indeed, it <coul d be arg
creation was influenced by the events of this time.

This chapter provides a step back to that time... a time of social unrest, a
time when rights were being challenged for some, and being established
by others; and a time to remember in music and the arts.

Society in 1984

25 January The government prohibits Government Communications
Head Quarters (GCHQ) staff from belonging to any trade
union.

1 February Japanese car maker, Nissan, signs an agreement with the
Government to build a car factory in Britain. This landmark
deal results in "foreign" cars being built in Britain for the
first time.

12 March ~ The miners' strike begins, pitting the National Union of
Mineworkers against Margaret Thatcher's Conservative
Government. The Government was intent on free market
reform of nationalised industries, which included plans for
the closure of most of Britain's remaining coal mines.
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31 March

April

4 April

17 April

23 April

April/May

8 May

29 May

June

Page24

Chatham Dockyard in Medway is closed after being used
as a shipbuilding yard for over 400 years, since the reign
of Henry VIII.

The narrative of George Orwell's dystopian novel Nineteen
Eighty Four begins.

Peace protesters are evicted from the Greenham Common
Women's Peace Camp.

Police Constable Yvonne Fletcher is fatally shot during a
protest outside the Libyan embassy.

Scientists discover the cause of Aids, the fatal disease
which is sweeping the world. The discovery is hailed as a
"monumental breakthrough" in medical research.

Hampshire Centre for Independent Living (HCIL) is
formed.

The Thames Barrier, designed to protect London from
floods, is opened.

Fighting at Orgreave colliery between police and striking
miners, leave 64 injured. Arthur Scargill is arrested and
charged with obstruction.

British unemployment reaches a record high of around
3,260,000.
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28 June The magazine Tit-Bits closes, after 104 years.

26 July The Trade Union Act prohibits Unions from striking without
a ballot.

14 September The Princess of Wales gives birth to her second son,
named Henry (Harry) Charles Albert David.

1 October David Jenkins, Bishop of Durham, launches an attack on
Mrs Thatcher's social policies. The Durham area had been
particularly hard hit by factory and mine closures since her
election as Prime Minister five years before.

10 October The High Court fines the National Union of Miners
£200,000 and Arthur Scargill £1,000 for contempt of court.

12 October The Provisional Irish Republican Army (IRA) attempts to
assassinate the Conservative Cabinet in the Brighton hotel

bombing.
" - - . ‘
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23 October BBC News newsreader, Michael Buerk, gives powerful
commentary on the famine in Ethiopia, which had already
claimed thousands of lives and was reported as having the
potential to claim the lives of seven million more.
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5 November 800 Miners end their strike and return to work.

6 November Simon Brisenden calls for a public meeting on 29"
November to inaugurate a CIL in Southampton.

6 November United States Presidential Election: Ronald Reagan
(Republican) defeats Walter Mondale to win his 2" term.

12 November The English one pound note is withdrawn after 150
years in circulation.

15 November The General Synod of the Church of England supports
the ordination of women deacons, but not as full priests.

20 November British Telecom shares go on sale in the biggest share
issue ever. Two million people (5% of the UK adult
population) buy shares, almost doubling the number of
share owners in Britain.

29 November Southampton Centre for Independent Living (SCIL)
has its inaugural public meeting, at 8pm at the
Southampton University Union Ballroom.

30 November Tension in the miners' strike increases when two South
Wales miners are charged with murdering a taxi driver,
who died when a concrete block was dropped on his car
from a bridge. The passenger, who escaped with minor
injuries, was a miner who had defied the strike..

Rights in 1984

Disabled People and the miners were not the only groups of people
fighting for their rights in 1984. The injustices of Black South Africans in
apartheid South Africa were gaining increased world condemnation.

The song d¢-ree Nelson Mandeladwas released by the band d@’he Special
A.K.A.Gin 1984, which along with Labi Siffre6 §Something Inside) So
Strongo[see Music & the Arts below] showed the power of popular music
I The apartheid system was eventually dismantled in 1994.

Gay men and Lesbian womends rights wer
the early 198006s
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The 201 #frideddtamatises the
struggle for rights for Gay & Lesbian people
and the mi n estrilee 6Based on a true story,
it is set in 1984, where a closet Gay man
arrives in London for his first Gay Pride
march and is taken under the collective wing
of a group of Gay men and Lesbian women.
They realise that not only are Gay and
Lesbian people having their rights denied,
but so are the miners who were on strike in
response to threatened pit closures. They
formed a group called d.esbian and Gays
Support the Miners (LGSM)Gto raise money
and show solidarity with the minersostruggle
for the right to work. Whilst initially LGSM themselves experienced
bigotry and discrimination by the miners, some in the miners community
see the potential of LGSM and persuade most of their community that
they are all on the same side 7 a side for rights. When a bigot tries to
sabotage the partnership with a national tabloid smear, LGSM turns it to
their advantage with a hugely successful benefit concert dits and
Pervertsd Whilst the miners are ultimately defeated, at the next Gay
Pride march, the Miners join the front of the march to show their
solidarity towards Gay men and Lesbian women.

BASED ON THE INSPIRATIONAL TRUE STORY

SEPTEMBER 26

The alliances which the campaign forged, between Lesbian, Gay,
Bisexual, Transgender (LGBT) and labour groups also proved to be an
important turning point in the progression of LGBT issues in the United
Kingdom. At the 1985 Labour Party conference in Bournemouth, a
resolution committing the party to support LGBT equality rights was
passed for the first time, due to block voting support from the National
Union of Mineworkers.; Miners' groups were among the most outspoken
allies of the LGBT community in the 1988 campaign against Section 28.

When SPECTRUMOGSs C lan leynesBEvateheduthisifilineghe
realised how big a cord it stuck withDi sabl ed Peopl efdrs
their rights; in particular, press lies about Disabled People being lazy

and scroungers, were the same type of lies the press propagated about
the miners and Gay and Lesbian people in 1984.
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Technology, fads & fashion in 1984

Out: Chopper bikes In: BMX bikes

In: Big specs

7 HAAEBO 9: HAMNPARBD

Wy L ETt 3TO .C
NPOBEN - CBEPOCHTBE

Russian programmer Alexey Pajitnov released the first version of Tetris
on June 6, 1984. The game became instantly popular, spreading across
the globe. This games still influences game designs today.
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In: The first Apple Macintosh computer. Unveiled by A p p | Stegeslobs,
he revealed the first truly modern 'personal computer' with a graphical
user interface, to the consumer and business world.

N NEEEEY - SO
DODDONSSSE B

I

Best selling car: Ford Escort
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Best selling toy: Transformers

Average house price was: £37,182

Fashion in 1984
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Music & the Arts in 1984

1984 was a year of several huge selling music single releases, including,
at the time, the biggest selling single ever. Six singles this year sold over
a million copies, the joint highest number ever. Out of the top 10 biggest
selling songs of the 1980s, six of them peaked in 1984 including the
entire top 4.

11 January BBC Radio One DJ, Mike Read, announces on air that he
will not pIRelaxbby FraekiesGoes@| e O
Hollywood because of its suggestive lyrics. The BBC
places a total ban on the record shortly afterwards.

21 January drelaxdéreaches number one in the UK Singles Chart,
despite the BBC ban; it will spend a total of 42 weeks in
the Top 40.

14 February Elton John marries studio engineer Renate Blauel.
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14 February An estimated 24 million viewers watch Torvill and Dean
win Gold at the 1984 Winter Olympics, skating to @olerob
by Ravel.

26 February First series of Spitting Image. A satirical puppet show,
created by Peter Fluck, Roger Law and Martin Lambie-
Nairn. The series was aired on the ITV network.

16 March Peter Davison's last series as the fifth Doctor in Doctor
Who. Colin Baker became the sixth Doctor.
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15 April The comedian Tommy Cooper, 62, collapses and dies on
stage from a heart attack, during a live televised show.
After a break for adverts, the show carried on.

28 May Eric Morecambe, comedian of Morecambe and Wise fame,
dies.
1 June Ghostbusters film is released. Who you gonna call?

6 November  Fittingly, when Simon Brisenden called for the inaugural
meeting of SClIL, the song OF
number one in the UK singles chart.

25 November 36 of Britain and Ireland's top pop musicians gather in a
Notting Hill studio to record the song @o They Know It's
Christmaso tp raise money for famine relief in Ethiopia.
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22 December Band Aid's charity single is this year's Christmas number
one, becoming the highest selling single ever produced at
that time.

Labi Siffre wrote the song Something Inside) So Strongéin 1984,
though not released until 1987. The song was inspired by a TV
documentary about Apartheid South Africa, in which white soldiers were
filmed shooting at Black civilians in the street. Labi says, later on, that
the song was also influenced by his experience as a homosexual child,
adolescent and adult.

The lyrics were so powerful and empowering, not just for Black South
Af r i cThers@ng has gone on to become an anthem for many
oppressed groups, including Disabled People:

The higher you build your barriers the taller | become
The farther you take my rights away the faster | will run
You can deny me, you can decide to turn your face away
No matter 'cause there's

Something inside so strong

| know that | can make it

Though you're doing me wrong so wrong
You thought that my pride was gone

Oh, no, something inside so strong
there's something inside so strong

The more you refuse to hear my voice the louder | will sing
You hide behind walls of Jericho, your lies will come tumbling
Deny my place in time, you squander wealth that's mine

My light will shine so brightly, it will blind you ‘cause there's

Something inside so strong

| know that | can make it

But you're doing me wrong so wrong
You thought that my pride was gone
Oh, no, something inside so strong
theres something inside so strong
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Something inside so strong

And | know that | can make it

But you're doing me wrong so wrong
You thought that my pride was gone
Oh, no, something inside so strong
theres something inside so strong

Brothers and sisters

When they insist we're just good not enough
When we know better

Just look 'em in the eyes and say

I'm gonna do it anyway
I'm gonna do it anyway
I'm gonna do it anyway
I'm gonna do it anyway

Because there's something inside so strong
And | know that | can make it

But you're doing me so wrong

Oh, no, something inside so strong

there's something inside so strong

Written by Labi Siffre

Lyrics Copyright © Universal Music Publishing Group

Page35




SPECTRUMOuUr History

Page36




SPECTRUMOuUr History

The birth of Independent Living in the UK

John Evans OBE is widely accepted as the

first Disabled Person in the UK to employ his

own Personal Assistants ( P A to support him

to live independently in hisownhome. Johnads
PAOGs wto hikdeedtion, enabling him to

exercise choice and control over what he did

with his life, when he did it, and how he did it.

The date was December 1983, and John was the first Disabled Person
in the UK to live independently. Whilst John was the first, others soon
followed and Hampshire became the first Local Authority to provide cash
in lieu of services. This service became known as the &elf Operated
Care Schemed(SOCS). In 1997 the Governmentd €ommunity Care
(Direct Payments) Act (1996) came into force, legalising such payments.

In 1984 there was massive resistance to the notion of Disabled People
receiving cash to enable them to employ their own staff or buy their own
services. Many eminent people believed Disabled People would be
unable to manage such a scheme, or that they would misspend the
money, or that they would become bored if they did not live in a home
with other Disabled People!

Now, in 2014, Direct Payments and Personal Budgets are Government

Policy and the preferred option for those eligible for Social Care

services. Whilst Government cuts to Social Care funding and the

threatened closure of the Independent Living Fund, endanger the future

of Independent Living,t hese chall enges are noth
guest to be the first person to Live Independently.

The following two articles, published by David Brindle in The Guardian in
2006and 2014, pr es eThe dorydfdahe begisningsof or vy .
Independent Living in the UK.
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The Guardian, Wednesday 22 October 2008

Tireless champion of autonomy

Personalisation is no newfound idea - David Brindle talks to John
Evans, whose determination to make independent living a reality in
the 80s has made him an internationally recognised advocate for
disability rights.

Twenty-five years ago, John Evans made history when he moved out of
residential care into his own flat. In doing so, he was paving the way for
thousands of other people with disabilities to follow suit and, now, for the
government's personalisation agenda that has the potential to transform
the lives of not only disabled people, but all those needing care and
support.

Other disabled people had got out of residential homes before Evans.
The difference in his case was that his move to independent living was
funded by his local authority, Hampshire county council, albeit in a
roundabout and (at the time) technically unlawful way. As Evans is the
first to admit, his story features many unsung and often unlikely heroes.

Today, when personalisation and personal budgets are discussed, the
impression is often created that it is a wholly new agenda that has come
out of nowhere in the past four or five years. In fact, its source lies in the
independent living movement forged by disabled people like Evans: a
direct line can be traced back from 2008's personal budget holders to a
day in 1979 when he and a group of four fellow residents of the Le Court
Cheshire Home near Greatham, Hampshire, formed "Project 81", aiming
to get themselves out of the home by 1981, which was to be the United
Nations international year of disabled people.

In the event, it took rather longer. Evans finally moved in December
1983 and all the Project 81-ers were out by the end of 1984. Le Court
continued to be run as a care home by the charity Leonard Cheshire, but
it was eventually closed last year and its residents relocated.
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Evans, who paid a return visit to Le Court shortly before its closure, has
mixed emotions. "It was the first Cheshire home and the most
progressive,” he says. "The independent living movement came out of it
and all that pioneering spirit has now gone, that's it. To me it still felt the
same - institutional - but | did feel sad for those people who had gone
there for the rest of their lives and had no control over what was going
on."

Pioneering spirit

How Evans came to be in Le Court is undoubtedly of huge relevance.
He was not born disabled, but broke his neck doing gymnastics while
travelling in the US at age 25. "l was brought up in the '60s, a bit of a
rebel," he recalls. "l was always independent, so [to end up in a care
home] to me represented imprisonment. | was taken away from my
roots, my family, my social contacts, everything."

He had, in addition, two key experiences between his accident and
going into the home. First, he spent five more months in the US, being
treated in hospital but also coming into contact with the world's first
centre for independent living in Berkeley, California. He in fact rejected
an invitation to join it. Then, after further rehabilitation at Stoke
Mandeville hospital in Buckinghamshire, he spent 18 months with able-
bodied friends in a cottage in the New Forest in a brave but ultimately
unsuccessful attempt to re-establish himself in the community.

Against that background, he was always unlikely to settle placidly at Le
Court when he was accepted there in 1978. Twelve months after he
arrived, he went to Oxford to meet a group of disabled students who
were living in house with only unskilled support workers. Then, in 1981,
Leonard Cheshire paid for him and a care attendant to fly to the US for
six weeks to see independent living in action in Berkeley and elsewhere.

"The trip was an incredibly uplifting experience," says Evans.
"Everything | dreamed of, everything | thought of, there it was going on
in front of my eyes. It cemented my approach to living independently and
destroyed quite a few fears that were floating around in my mind."

The role that Leonard Cheshire, and Hampshire council, played in
encouraging and empowering Evans and the other members of the
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Project 81 "escape committee" (as the late disabled singer lan Dury
called them) has yet to be fully acknowledged. When Evans found the
ground-floor maisonette in Petersfield that was to become his home, and
where he still lives, the council agreed to get round the then law
preventing a Direct Payment to him by "laundering” the money through
Le Court. That arrangement, subsequently copied widely, persisted from
1983 until Direct Payments were at last made lawful in 1997.

There was a wobble in 1986, when the county solicitor and county
treasurer got cold feet about the artifice. By a stroke of good fortune, at
exactly the same time the Audit Commission published an influential
report, Making a Reality of Community Care, that praised Hampshire's
approach and questioned the legal objection to it. A second wobble
came in 1992 when the Department of Health issued a circular
instructing councils to stop all Direct Payments: many councils did so,
but Hampshire held its nerve.

Evans now gets financial support from both Hampshire - directly - and
the Independent Living Funds. He employs three personal assistants
(PAs), who work a rota, and a driver when he needs to travel. He calls
on other support as and when needed, including former PAs who
accompany him on the frequent overseas trips he makes as part of his
international work on independent living and disability rights.

He works as a consultant on equality and diversity issues and is
currently engaged by the Department of Health to advise on centres for
independent living. Among many other roles, he acts as an "expert by
experience" for the Commission for Social Care Inspection, sitting on its
guality board and occasionally joining inspections of care facilities. Some
are good, he accepts, but the prospect of returning himself to live in a
residential home fills him with dread. "The spectre of institutional care
haunts us all," he says. "I want to live in my own home until | die."

Minimum regulation

Evans is pleased that Hampshire, after a period during which he feels it
lost direction, is once again seeking to take a lead on adult care reform.
The council has set up an independent commission of inquiry into
personalisation, which is expected to report next month. Evans hopes
that the council, in acting on the inquiry recommendations, will be as
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bold as it was in 1983 - particularly in seeking to broaden personal
budgets to include NHS money.

On the key issues of debate around personalisation, he is broadly for
"minimum regulation" of personal budgets and PAs - "I've only had three
or four problems in 25 years and no-one's ever run off with my money" -
and would back the right of any budget holder who wanted to use it to
pay family members to support them, though he has misgivings about
trapping people in caring roles. "If you are talking about choice and
control, and people want their family to do it, you have to respect that,"
he says, "But we have to come up with some clear guidelines."

He worries more about wider family involvement in handling budgets and
Direct Payments, saying: "The danger is that the individual, especially if
they have a learning disability, does not have control over their life
because their family is taking over. This is going to be a particular
problem in [paternalistic countries], as this idea spreads."

Above all, and in common with many observers, Evans is concerned that
the personalisation drive has come at a downpoint in the economic cycle
and, now, amid a spectacular banking crash. "The philosophy of the
government is wonderful," he says, "But with local authorities going to be
so tightly restricted financially, unless more money does come
somehow, it's just not clear how it's all going to go forward."

John Evans OBE: CV

Age: 58 Lives: Petersfield, Hampshire

Status: Single Education: Dynevor school, Swansea; Open
University (foundation courses in social sciences
and arts)

Career: 1991-present: freelance disability equality trainer

Honorary posts: Board member, European Network of Independent
Living; board member, European Disability Forum; former chair, British
Council of Disabled People; joint founder, Hampshire Centre for
Independent Living

Interests: Nature, independent cinema, music, good food and wine
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The Guardian, Wednesday 16 July 2014
We can't give up on independent living

John Evans OBE

| escaped residential care more than 30 years ago but the imminent
closure of the Independent Living Fund means disabled people risk
losing their freedom as they are forced back.

Disabled activists'
protest against the
removal of the
Independent Living
Fund in June this
year. Photograph:
Peter Marshall/
Demotix/Corbis
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| was 25 when | broke my neck. | completed my rehabilitation and ended
up living with friends. But the arrangement broke down and | was left no
alternative but to enter residential care as there was no support in the
community back in the 1970s. | cherished my freedom so the thought of
a residential home terrified me 1 | thought of it as prison.

| said from the outset that | was not going to spend the rest of my life living
in such a place. They weren't sure whether | was confused or crazy.

It did not take long after my arrival at the Leonard Cheshire home to start
discussing alternatives. One of the other residents was moving out
(although only because he was marrying someone who could, and
would, support him), and he passionately believed in an independent
living solution. We'd found out about the independent living movement in
the US and started Project 81 (so called because 1981 was the first
international year of disabled people), which aimed to help disabled
people access funding for self-directed care.
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We had to convince the authorities that our independent living idea was
a viable option. The late disabled singer lan Dury described us as the
"escape committee". | would not take no for an answer. In 1983 | finally
moved into my own flat with personal assistants. My life was transformed
because | had control over decisions about my support; I've employed
my own PA now for more than 30 years. | need help with washing,
dressing, eating, working and socialising i things most people take for
granted. Without PAs, | can't do any of these.

My move paved the way for thousands of other people with disabilities to
follow suit and for the last government's personalisation agenda, which
had the potential to transform the lives of all those needing care and
support. But with the impending closure of the Independent Living Fund
(ILF) next year, | am concerned about the future for the 19,000 people
who depend on it. | myself am lucky enough to live in Hampshire and
have built up a positive dialogue with the council. We have already been
working together on the transition from ILF to council funding.

But many ILF users don't live in areas where the council takes this
approach to independent living. They are understandably scared by the
prospect of having to move back into residential care.

Independent living has been one of the most positive and life-changing
policies for disabled people in the last 30 years. We can't give up on it. It
also helps the economy and fosters inclusive communities help disabled
people to be part of the society they live in. The world is better if
independent living is an integral part of it. How sad for everyone, not
only disabled people, if future generations are denied it.

The story of how John achieved his dream of Independent Living is
told in a book published by SPECTRUM in January 2014. It is titled:

drom Le Court to Strasbourg: Fighting for Independent Living for
30 years. A tribute to John Evans OBEG

If you would like a copy, please contact SPECTRUM i contact
details are on the back cover of this book.
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Our history 1984-2014

Summarised, year by year, with national context

The content of this chapter was first published as a Special Edition

Newsl etter to mark SClIL6s change of n
Independent Living in January 2013. The Special Edition was written by

Lesley Long-Price and has been brought up to date for 2014.

fal)

This [chapterffmaps SCI LO6s history from its es
continuing through the 198006®cadel19904as,
and then on into the future.

The top section of each page highlights the main achievements for SCIL
in that decade by year of achievement. The bottom section of each page
puts SClLG6s history into a national C C
political and economic factors, as SCIL has not developed in a bubble or
in isolation from the society around it.

This work has been reliant 1 n parts,
hi story, so is open to debate but m
public record.

SCl L6s fortunes have waXx eirdrelaiontbitsva n e
financial sustainability and appeal to the policy making agenda. Ideas

and concepts and thinking in general about Disabled People, their place

In society, the languageofdi sabi |l ity and societyo
have also evolved since 1984.

The social, political and economic barriers in place to the attainment of
Independent Living and the fulfilment of the Social Model of Disability
have also been fluid with changing social, political and economic
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context. Al | of these factors sof cour

fortunes as a Di slethOrgadisatbe opl eds User

SCIL has always been a key player in the Disability Movement

influencing, not only its own disability policies on a local, regional and
national scale, but its wider remit as an interest group representing

Di sabled Peoplebds views and agenda.

SCIL has had to learn to play the political and economic game to
survive, but as such, has never been afraid to campaign for the rights of
Disabled People using direct action, and latterly, the political processes
more effectively whilst trying to keep to its aims and objectives and
independence in the process; a tricky balancing act at all times.

SCIL is under no illusion that it needs to continue to change to be
relevant to Disabled People and the social, political and economic
context it is operating within. Its success so far to my mind, has been its
ability to adapt without compromising its core values. The rebranding is
a part of this adapting to changing circumstances.

The next page is intentionally left blank to enable the original
format of the Special Edition Newsletter to line up with the
pagination of this book.
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This page is intentionally left blank to enable the original format of
the Special Edition Newsletter to line up with the pagination of this
book.
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1980 SCIL History:

Southampton Centre for Independent Living was established:

1984: Simon Brisenden (see quote [inside front cover]), called a
public meeting, the purpose of which was the setting up of a
Centre for Independent Living (CIL).

1985: The structure and constitution of SCIL was SOEEENDEY,
finalised. Only Disabled Members had voting
rights. The concept of rol |
byDi sabl ed Peopled was en
constltutllon. SCI LOGs f"%EGM-:xo“Of 4
on the concept of Yin-Yang.

1986: SCIL became an active member of the British Council of
Disabled People (BCODP) and the wider Disability
Movement.

National Context:

1983: Mike Oliver, a Disabled Person working as an academic,
coined the phrase the nSoci al Mo

time.

1984: The Hampshire Centre for Independent Living and the
Derbyshire Centre for Independent Living were established.

1986: The Audit Commission published a report called ‘Making a
Reality of Community Care'. This report outlined the slow
progress in resettling people from long stay hospitals. It was
this report which prompted the subsequent Green and White
papers on community care.

1980s: Self Operated Care Schemes (SOCS) established in
Hampshire. Disabled People lobbied Hampshire to access
the SOCS, a forerunner to Direct Payments.

1989
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