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“ 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 ” 

  

Independent Living and the Medical Model 

of Disability, Simon Brisenden, 1984 
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Introduction 

 

This book is the result of SPECTRUM’s desire to properly record the 

history that led up to our organisation being established, and how it has 

developed between 1984 and 2014.  

SPECTRUM’s history cannot be separated from the development of 

disability politics, the Disability Movement’s fight for rights, and the 

experiences of Disabled People over many centuries. SPECTRUM’s 

creation in 1984 was influenced by the changes and challenges in the 

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

the 1960’s and 1980’s, and onwards. 

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 – 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 

are strictly relevant to SPECTRUM’s story, the main focus is to record 

SPECTRUM’s history, the history of the UK Disabled People’s 

Movement and the development of Independent Living in the UK. 

 

Our Name: convention used: For 28 years (November 1984 – 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 organisation’s activities since 2013 or 

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:   

 The first section of this book is divided into six different 

chapters, progressively describing SPECTRUM’s vision, mission & 

aims, the development of Disabled People’s fight for rights and 

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. matching SPECTRUM’s logo) 

 The second section of this book focuses on a number of 

different ‘Spotlights’, which focus on separate aspects of 

SPECTRUM’s history. Aspects 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 – 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 – 

written in our way.   

 

 

 

 

Ian 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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SPECTRUM’s Vision, Mission & Aims 

  

Our Vision  

SPECTRUM works as an organisation to affect long-

term and lasting change in the way Disabled People 

are viewed, included and valued for who they are 

and what they contribute to society. 

 SPECTRUM believes that all organisations 

promoting empowerment and social change 

should be peer based and fully accountable and 

representative of the community they work within 

 To this end: SPECTRUM is run, controlled and managed by Disabled 

People. (A Disabled People’s User Led Organisation (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: 

 Being peer led and controlled by our constituents we work with 

Disabled People to develop and provide services and projects 

 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 

 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 

 We have 30 years experience of working as one of the very first 

Centre’s for Independent Living in the UK.  During all this time we 

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.  

 The village idiot  

 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) 

 Part of freak shows 

 

1388:   First introduction of the “Poor Law”: Distinguished between 

the “deserving” and “undeserving” poor for the first time.   

 Disabled and Older People considered “deserving”, and 

therefore eligible for charity  

1530’s:  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 “the poor and impotent” should 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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the express purpose of housing “mental patients”. This is the 

first formal “institution” for Disabled People in England.  

1601:  Elizabethan Poor Law: explicitly defines “deserving poor” as 

Disabled People and children, and included a requirement for 

each parish to support Disabled People and Older People – 

this sets the tone for the next 300 years of “state 

administration” of Disabled People’s lives. Disability was 

characterised as an individual’s problem and the state’s role 

was to “manage” them. Many amendments to the Poor Laws 

follow. 

1714:  Vagrancy Act: enabled detention of people experiencing 

mental distress (“lunatics”) for the first time. 

1750’s:  The Industrial Revolution in Britain brings urbanisation and 

the gradual breakdown of rural, state and church based 

welfare systems.   

 The resultant increase in factory based work meant an 

increase in segregation for Disabled People deemed 

unable to work in the new factories 

 The spread of poverty in cities leads to a growth in the 

number of institutions, asylums and workhouses to keep 

the “economically unproductive” off the streets 

1764:  The first “special” school for deaf children opens. 

1845:  First pressure group to defend the liberty of people in 

asylums formed.  

1868:   Victorian Britain: Royal National Institute for the Blind (RNIB) 

formed.  Beginning of modern Charity, established “for” 

Disabled People.  

 Charities and the Institutionalisation of Disabled People 

quickly gathers pace 

 Disabled People become less and less visible and seldom 

heard  

 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’s:  First Disabled People’s Organisations (DPOs) are formed – 

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 

“mental deficiency‟ institutions and set up supervised 

community care and control.  

1914:  Elementary Education Act: requires local authorities to send 

“feeble minded” children to ‘special schools’ unless they are 

assessed as “incapable of being taught”.  

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 Chairman of St Dunstan’s, 

made a top secret announcement that “the National Air 

Board required 1,000 intelligent blind men as ‘detectors’ on 

the approach of aircraft”. Blind People were presumed to 

have more sensitive hearing – the genesis of another 

stereotype.  

1920’s:  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. 

1930’s: Eugenics movement gathers pace across the western world.  
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World War 2: 1938 - 1945 

 Focus on the ‘perfect body’ results in atrocities in the name 

of progress.    

Nazi horrors: Estimates vary from 75,000 to 250,000 

Disabled People murdered; 350,000 forcibly sterilized. 

 

 

1944:  Disabled Persons Employment Act: introduced the “green 

card” scheme, 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 

“welfare state” with the introduction of the National Health 

Service and the National Insurance Scheme. The welfare 

Nazi propaganda 

for their 

compulsory 

"euthanasia" 

program.  

Translation: 

"This person 

suffering from 

hereditary defects 

costs the community 

60,000 Reichsmark 

during his lifetime. 

Fellow German, that 

is your money, too." 
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state marks the end of the “deserving poor” charitable 

approach to Disabled People; but the philosophy continues. 

1940-50s:  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. 

1951:  Greater London Association of Disabled People (GLAD) set 

up.  

1952:  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. 

1960’s:  Civil Rights movements sweep the Western World:  

 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 – they 

started to campaign for a life 

comparable to their non-

disabled peers 

 Scandals of institutional abuse started to hit the headlines 

– (i.e. not a recent phenomenon!) 

1970’s:  Legislative change starts...  

1970:  Chronically Sick & Disabled Persons Act:  

 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:  “Better Services for the mentally il”l:  

 White Paper placed emphasis on provision of local 

services for people with Mental Health issues, rather than 

large asylums 

1972:  Berkeley, California: 

 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:  

 

“CIL encourages [Disabled 

People] to make their own 

choices and works to open 

doors in the community to 

full participation and 

access for all.” 

 

 

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, 

inviting Disabled People to “form a new 

organisation that would address the 

discriminations faced by Disabled 

People in all areas of their lives.” 

 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"  
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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 “Social Model of Disability”.   

 

 

1979: Project ’81 formed in Hampshire by Liz Briggs, John Evans & 

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 1981 the “International 

Year of Disabled Persons” (IYDP). Many Disabled People 

viewed it as patronising and “a year to be talked about”. 

 Ian Dury rebelled against it: His song “Spasticus 

Autisticus” was banned by the BBC because of his 

descriptions of the physical reality of being a Disabled 

Person:  

o "I dribble when I nibble, I quibble when I scribble  

 I wibble when I piddle, ‘cos my middle is a riddle“ 
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 Evidently the BBC preferred Disabled People to be 

grateful for other’s sympathy, rather than be troubled with 

what it was like living with a “difficult body” 

(Interestingly, at the 2012 London Paralympics opening 

ceremony, Ian’s song was used and reclaimed by Disabled 

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:  

 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 the 1980’s 

 Disabled People across the UK saw the disparity of their 

lives compared to others, and asserted their right to speak 

for themselves, rather than allowing ‘others’ to claim to 

know what was best. Disabled People’s Organisations 

start to emerge, become powerful and influential 

 Disabled People’s International is formed as a reaction to 

the refusal of the organisation ‘Rehabilitation International’ 

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’s aims are realised; Hampshire CIL is formed. 

 

Nov 1984:  SCIL founded by Simon Brisenden  

 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 29th November 1984, SCIL was created, at a public meeting of 

Disabled People in Southampton. This meeting was called by Simon 

Brisenden. 

 

However, 1984, wasn’t just the year that SCIL was created.  

1984 was a year of social change that saw other momentous (and not so 

momentous!) events taking place. Indeed, it could be argued that SCIL’s 

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 Chatham Dockyard in Medway is closed after being used 

as a shipbuilding yard for over 400 years, since the reign 

of Henry VIII. 

April The narrative of George Orwell's dystopian novel Nineteen 

Eighty Four begins. 

4 April  Peace protesters are evicted from the Greenham Common 

Women's Peace Camp. 

17 April  Police Constable Yvonne Fletcher is fatally shot during a 

protest outside the Libyan embassy.  

23 April  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. 

April/May  Hampshire Centre for Independent Living (HCIL) is 

formed. 

8 May  The Thames Barrier, designed to protect London from 

floods, is opened.  

29 May  Fighting at Orgreave colliery between police and striking 

miners, leave 64 injured. Arthur Scargill is arrested and 

charged with obstruction. 

 

 

 

 

 

 

 

 

June  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.  

 

 

 

 

 

 

 

 

 

 

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 29th 

November to inaugurate a CIL in  Southampton. 

6 November United States Presidential Election: Ronald Reagan 

(Republican) defeats Walter Mondale to win his 2nd 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 ‘Free Nelson Mandela’ was released by the band ‘The Special 

A.K.A.’ in 1984, which along with Labi Siffre’s “(Something Inside) So 

Strong” [see Music & the Arts below] showed the power of popular music 

– The apartheid system was eventually dismantled in 1994. 

Gay men and Lesbian women’s rights were also gaining momentum in 

the early 1980’s.  
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The 2014 film “Pride” dramatises the 

struggle for rights for Gay & Lesbian people 

and the miners’ strike. Based 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 ‘Lesbian and Gays 

Support the Miners (LGSM)’ to raise money 

and show solidarity with the miners’ struggle 

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 – 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 ‘Pits and 

Perverts’. 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. 

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 SPECTRUM’s Chief Executive, Ian Loynes, watched this film, he 

realised how big a cord it stuck with Disabled People’s 2014 struggle for 

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  

 

 

In: Tetris (the most addictive game of ALL time) was created. 

 

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 Apple’s Steve Jobs, 

he revealed the first truly modern 'personal computer' with a graphical 

user interface, to the consumer and business world. 

 

 

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 play the single ‘Relax’ by Frankie Goes to 

Hollywood because of its suggestive lyrics. The BBC 

places a total ban on the record shortly afterwards. 

21 January  ‘Relax’ reaches 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 ‘Bolero’ 

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 SCIL, the song ‘Freedom’, by Wham! Was 

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 ‘Do They Know It's 

Christmas’, to 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 Strong’ in 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 

African’s; The song has gone on to become an anthem for many 

oppressed groups, including Disabled People: 

The higher you build your barriers the taller I become 

The farther you take my rights away the faster I will run 

You can deny me, you can decide to turn your face away 

No matter 'cause there's 

 

Something inside so strong 

I know that I 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 I 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 

I know that I 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 I know that I 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 I know that I 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 
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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 (PA’s) to support him 

to live independently in his own home. John’s 

PA’s worked to his direction, 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 ‘Self Operated 

Care Scheme’ (SOCS). In 1997 the Government’s Community 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, these challenges are nothing compared to John’s 

quest to be the first person to Live Independently. 

The following two articles, published by David Brindle in The Guardian in 

2008 and 2014, presents John’s story. The story of the beginning of 

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 I 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. "I was brought up in the '60s, a bit of a 

rebel," he recalls. "I was always independent, so [to end up in a care 

home] to me represented imprisonment. I 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 I dreamed of, everything I 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 Ian 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 

quality 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 I 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 

I 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 

 

I was 25 when I broke my neck. I completed my rehabilitation and ended 

up living with friends. But the arrangement broke down and I was left no 

alternative but to enter residential care as there was no support in the 

community back in the 1970s. I cherished my freedom so the thought of 

a residential home terrified me – I thought of it as prison. 

I said from the outset that I was not going to spend the rest of my life living 

in such a place. They weren't sure whether I 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 Ian Dury described us as the 

"escape committee". I would not take no for an answer. In 1983 I finally 

moved into my own flat with personal assistants. My life was transformed 

because I had control over decisions about my support; I've employed 

my own PA now for more than 30 years. I need help with washing, 

dressing, eating, working and socialising – things most people take for 

granted. Without PAs, I 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, I am concerned about the future for the 19,000 people 

who depend on it. I 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:  

‘From Le Court to Strasbourg: Fighting for Independent Living for 

30 years. A tribute to John Evans OBE’  

If you would like a copy, please contact SPECTRUM – 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 

Newsletter to mark SCIL’s change of name to SPECTRUM Centre for 

Independent Living in January 2013. The Special Edition was written by 

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

 

This [chapter] maps SCIL’s history from its establishment in 1984, 

continuing through the 1980’s, 1990’s, 2000’s, into the current decade 

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 SCIL’s history into a national context recognising the wider social, 

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 in parts, on people’s recollections of SCIL’s 

history, so is open to debate but much of SCIL’s history is part of the 

public record.    

SCIL’s fortunes have waxed and waned over the years in relation to its 

financial sustainability and appeal to the policy making agenda. Ideas 

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

in society, the language of disability and society’s attitudes to impairment 

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.  All of these factors of course are all linked in terms of SCIL’s 

fortunes as a Disabled People’s User-Led Organisation.   

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 

Disabled People’s 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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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 

finalised.  Only Disabled Members had voting 

rights.  The concept of ‘controlled and managed 

by Disabled People’ was legally enshrined in the 

constitution.  SCIL’s first of 4 logos was based 

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. 

 

1983:  Mike Oliver, a Disabled Person working as an academic, 

coined the phrase the “Social Model of Disability” for the first 

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. 

1980 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

1989 

SCIL History: 

National Context: 
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1980 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

1989 

SCIL History: 

National Context: 

 

1986:  SCIL developed plans for a Disability Resource Centre, which 

was to be staffed by volunteers. 

1987:  SCIL moved into Canute Road in Southampton - its first Centre 

for Independent Living. 

 

 

 

 

 

1987:  SCIL registered as a Limited Company - charity status was out 

of the question; SCIL wanted equality not charity. 

 

1988: The Independent Living Fund was introduced, enabling top up 

funding for social care support packages. This enabled extra 

funding to be able to live independently. 

1989: The campaign for Direct Payments legislation started; Disabled 

People wanted to have the right to live independently anywhere 

in the country, not just to do so at the goodwill of individual Local 

Authorities. 

1989: Community Care White Paper, Caring for People. This was an 

attempt to redress the balance of an outdated organisational 

framework inherited from the past which placed undue emphasis 

on the role of services, with the needs of users and carers taking 

second place. 
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1991:  SCIL refined its strategy; with a new dual role - providing 

funded services to empower Disabled People as well as 

campaigning for Disabled People to achieve full human rights. 

1991:  SCIL received funding for its first Coordinator which also       

enabled volunteering opportunities. 

1991:  Structural changes were made, providing more transparency 

& accountability to members. 

1992:  Centre for independent Living opened - providing SCIL with 

new offices and meeting venue in Northlands Road, 

Southampton. 

1992:  Developmental period began: we identified the need for       

consumer surveys and audits; peer support Direct Payments 

Service and; campaign for Inclusive Education.  

1993:  Grant from Kings Fund, for Disability Equality Training (DET). 

1990’s: The slogan, ‘Nothing About Us, Without Us!’ came into usage in 

disability activism in the UK.  This was used to communicate the 

idea that no policy should be decided by any representative 

without the full and direct participation of members of the 

group(s) affected by that policy.   

1990:  NHS and Community Care Act.  Aimed to produce a shift in 

influence away from services in favour of users and their carers. 

It created a planning framework that placed greater emphasis on 

consultation and collaboration at every level. It addressed 

inconsistencies between community care policies and social 

security arrangements for funding residential/nursing home care 

by transferring the care element funding to Local Authorities. 

1990’s: Social Services started calling some day centres ‘Disability 

Resource Centres’ - undermining the terminology used by 

Centres for Independent Living. 

1990 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

1999 

SCIL History: 

National Context: 
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1990 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

1999 

SCIL History: 

National Context: 

1994:  Secured funding from Living Options to establish SCIL’s        

Independent Living Support Service (ILSS); supported Disabled 

People to find and employ Personal Assistants (PA’s)    

1996:  Funding from the Department of Health (DoH) and Hampshire 

County Council to develop Consumer Audit Project based on the 

12 Basic Rights for Independent Living. 

1997:  SCIL and Hampshire Centre for Independent Living (HCIL)    

established Direct Payments Consultation Group to bring the 

policies of newly separated Local Authorities of Hampshire, 

Southampton & Portsmouth together. 

1999:  SCIL’s 15th anniversary.  Celebrated with a 

Festival of Inclusion event.  

1999:  Our logo changed -  ‘Integration’ replaced with 

‘Inclusion’ in line with the evolution of the 

Language of Disability.   

1992:  Hampshire County Council solicitors warn the Self Operated 

Care Scheme (SOCS) may be illegal. The predecessor to Direct 

Payments was saved by the Government praising the 

Hampshire model for its cost effectiveness and creativity. 

1993: Independent Living Fund revised, tightening the eligibility criteria 

for new users. 

1994: Minister of Health announced Direct Payments legislation. 

1995: Disability Discrimination Act.  Received mixed emotions from 

Disabled People’s Organisations being described as, “having 

more holes than a string vest”. 

1996: Community Care (Direct Payments Act). 

1998: Human Rights Act.  To enable people to enforce their human 

rights in the domestic courts. Enshrined the principle that people 

in society are treated with respect for their human rights, 

promoting values such as dignity, fairness and equality.  

.   

. 

 



SPECTRUM – Our History 
 

Page 52 

2001:  Gained funding from Southampton City Council to extend Direct 

Payments to ‘hard-to-reach’ groups. 

2002:  Hosted ‘Barriers to Business’ Conference; the Minister for    

Disabled People was a speaker.  The Conference theme was, 

“Why are Disabled People important to your business?”. 

2002:  Secured funding from ‘Wider Options’ National Pilot, to extend    

Direct Payments to Mental Health users. 

2003:  National Lottery funded SCIL’s Personal Development Training 

and Mentoring Programme. 

2003:  Supported European Year of Disabled People by organising, ‘Lift 

off to Inclusion’ festival. 

2003:  Secured funding from Department of Health to extend Direct        

Payments to Older People. 

2003:  Took part in first European Disabled People’s Freedom Drive, in 

Strasbourg. 

2001:  Carers and Disabled Children's Act; Direct Payments available to 

16-18 year olds, parents of Disabled People and Carers. 

2001:  Valuing People. The first White Paper on people with learning 

difficulties for thirty years. Based on four key principles: civil rights, 

independence, choice and inclusion. 

2003:  In Control and other initiatives promoting a wider view of Direct 

Payments, particularly emphasising the benefits to Carers and 

that Direct Payments could be used for many more things than 

just employing Personal Assistants. 

2003:  Government placed duty on Local Authorities to provide Direct 

Payments. 

2005:  Improving the Life Chances of Disabled People. Recommendation 

4.3:  ‘By 2010, each locality should have a user led organisation 

modelled on existing centres for independent living.’ 

2000 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

2009 

SCIL History: 

National Context: 
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2000 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

2009 

SCIL History: 

National Context: 

2004:  SCIL’s 20th Anniversary.  

2005:  SCIL’s 1st subsidiary, Unity 12 CIC.  SCIL became property 

owners, along with the Disability Advice and Information Network 

(DAIN).  Unity 12 named after the 12 Basic Rights. 

2005: SCIL’s Logo is modernised 

2006:  Consumer Audit Service stopped. 

2007:  One-third of Hampshire's Direct Payments contract goes to non-

user controlled organisation after tendering process. 

2007:  SCIL changed its status to a Community Interest Company. 

2008:  Established 2nd subsidiary, SCIL Continuing Care, 

for Continuing Health Care Budgets. 

2009:  SCIL’s Student Unit established with Student Social Workers on 

placement. 

2009:  SCIL’s 25th Anniversary. 

2006:  Disability Equality Duty. 

2006:  Equality 2025 setup by Government, a non-departmental    

public body of publicly-appointed Disabled People.  The group 

offered strategic, confidential advice to government on issues 

that affected Disabled People.  

2007:  Putting People First.  A shared vision and commitment to the 

transformation of Adult Social Care. 

2008:  Health and Social Care Act.  The Act sought to enhance         

professional regulation and create a new integrated regulator,         

the Care Quality Commission, for health and adult social care, 

with focus on providing assurance about the safety and quality of 

care for patients and service users. 

2009:  Personalisation Expert Panel in Hampshire established by SCIL 

to inform adult social care and ensure co-production between 

service users/carers, service user/carer led organisations and 

HCC officers, who are responsible for reform implementation. 
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2010:  Common Assessment Framework Pilot site, included 

Southampton, Hampshire and Portsmouth.  SCIL facilitated 

service user and carers’ group to change the experience of 

people accessing health and social care: “Say it Once” initiative.   

2012:  Undertook contract work from Skills for Care, involving  

employing Personal Assistants, and the Hampshire funded 

Personal Development Project, involving service users accessing 

day services. 

2012:  SCIL secured 3 year funding from Hampshire County Council to 

support user involvement and new and emerging ULO’s in         

Hampshire. 

2012:  SCIL supports Remploy employees, initially at its own          

expense, then with a grant from the Office for Disability Issues. 

2012:  Initiative to develop Personal Budgets for Special Educational 

needs (SEN), and Individual Service Funds in Southampton. 

2010:  The Disability Discrimination Act (1995) was amalgamated into 

the Equality Act 2010. 

2011:  Access to Work scheme.  Disabled People report tighter       

eligibility criteria, excessive scrutiny and questioning.  

2011:  South East Network of Disabled People’s Organisations 

(SENDPO) established.   

2011:  Think Local Act Personal.  Making it Real sets out the markers 

for progress for personalisation and community-based support.  

2011:  Office for Disability Issues (ODI) launched the Strengthening 

Disabled People’s User-Led Organisations (DPULOs) 

Programme. 

2012:  Paralympics, Disabled Sports People got world-wide coverage. 

2012:  Welfare Reform Act.  ‘Reform’ to Disability Living Allowance, 

through the Personal Independence Payment. 

2010 
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SCIL History: 

National Context: 

2013:  SCIL changed its name to SPECTRUM Centre for 

Independent Living: Retaining the ‘Centre for 

Independent Living’ identity which many valued. 

Removing the geographic association provided 

opportunities for growth & development. The new logo 

represented our values of positivity, diversity and 

enlightenment, in an elegant design which was easily 

recognised and quickly become associated with SCIL. 

2013:  Our Black and Minority Ethnic outreach project in Southampton 

helped us diversify our user base.  

2013:  We developed the Consult & Challenge Group, to make co-

production with service users a reality in Southampton. 

2013-4: We undertook wide stakeholder consultation to develop a new 

Business Plan for SPECTRUM’s future. We also employed a 

Business Development Manager. 

2014:  We funded research into the impact of cuts on the day to day 

lives of Disabled People. The finding of this report highlighted 

the grim realities of the Government’s cuts and welfare reforms 

on the lives of many Disabled People. 

2013-14: The cumulative impact of welfare reforms, cuts to Health & 

Social Care funding, Housing reforms (the ‘Bedroom Tax’) and 

the reduction of support available from ULO’s and Charities as 

the result of cuts to their funding, are biting Disabled People 

harder and harder. 

  Organisations and Disabled People and their families and allies 

join together to campaign and raise awareness about what is 

happening to those being hit hardest by cuts to benefits and the 

services they need to live their lives.  

The Hardest Hit campaign, organised by the Disability Benefits 

Consortium (DBC) brings together individuals and organisations 

to send a clear message to the Government: stop the cuts. 

Marches on Parliament and further protests continue to gather 

widespread support throughout this period. 
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SPECTRUM - A detailed history 

SCIL to SPECTRUM – the first 30 years: 

 

The previous chapter presented a summarised history of SPECTRUM’s 

development, together with a summary of National policy changes that 

have impacted on our organisation and its work. 

This chapter unashamedly provides much more detail, much more 

narrative, of SPECTRUM’s development from 1984 to 2014.  

However, this chapter is still by no means a complete analysis – 

SPECTRUM still has a massive amount of largely unresearched material 

in its archives and in the untapped personal memory and testimony of 

those people that have been a part of the SPECTRUM story. Until that 

job has been completed, some of the facts we present here, based 

partly as they are, on personal memory, will remain subject to question.  

We hope that our 30th Anniversary and the publishing of this book will 

provide the impetus to finish the job. For now though, this chapter 

provides the most detailed, most researched, history of our organisation 

that has yet been published.  

 

1984 

SCIL was born out of an inaugural public meeting, called by Simon 

Brisenden, and held at Southampton University ’s Union Ballroom at 

8pm on the 29th November 1984; where a group of Disabled People, and 

allies, who had been attracted to this meeting for the purpose of setting 

up a Centre for Independent Living (CIL), agreed the setting up of a 

steering group. The meeting had been advertised in the local press and 

via a mailshot of interested people. The meeting was reported as “well 

attended”.  
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The initial steering group consisted 

of: Simon Brisenden, Mel Gardner 

(later Horne), Bob Trent, Linda Laurie 

& Hazel Peasley.  

The Hampshire Centre for 

Independent Living (HCIL) gave us 

£100 to help get us going. 

 

1985 

Due to the Christmas break, the first 

meeting of the steering group did not 

take place until the 21st February 

1985.  

At the 2nd meeting in March, Alia Hassan and Gill Wilson joined the 

steering group. It was agreed that meetings of members should be held 

monthly, with the steering group meeting more or less weekly. 

Things moved quickly, at the steering group meeting on the 16th April, 

SCIL’s first Constitution was agreed, as was the structure and all the 

basic principles that would underpin the way that SCIL would operate.  

The steering group discussed and agreed policies, wrote documents on 

different matters, relevant to the development of SCIL. Albert Kushlick 

soon joined the steering group and helped them a lot in its work. Mel 

became SCIL’s first treasurer.  

At the same time SCIL kept in touch with other CIL’s, and tried to 

campaign locally as well as taking part in national campaigns. SCIL was 

envisaged as fundamentally a campaigning and support organisation.  

The principles of Independent Living had been around for some years 

but SCIL, and particularly Simon Brisenden, made it a central part of 

what SCIL should be. This was a difficult concept for Disabled People 

who had been living in institutions for years. The young SCIL made it a 

focus of their work to talk to people living in institutions. 

Simon Brisenden 
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From the earliest days, SCIL was set up to be run, controlled and 

managed by Disabled People; and that it should be Disabled People to 

whom we should be accountable to. To facilitate this, SCIL was set up 

as a membership organisation of both Disabled People and their allies. 

Only Disabled Members had voting rights, to ensure control could never 

pass to anyone else. The membership elected a Management 

Committee to govern, manage and develop the organisation. 

SCIL’s first logo, designed by Alia Hassan, was 

based on Yin-Yang, the Chinese philosophy 

where Yin-Yang are concepts used to describe 

how apparently opposite or contrary forces are 

actually complementary. SCIL felt this philosophy 

demonstrated how the full inclusion of Disabled 

People into society would be complementary with 

the contribution of non-disabled people. 

From the start, SCIL worked to support Disabled People to live in their 

own homes and to employ their own Personal Assistants (PA’s) to 

enable them to live the lifestyle of their choice.  

Developing schemes, like Hampshire’s Self Operated Care Scheme 

(SOCS) were supported by SCIL, with volunteers who used SOCS, 

supporting those that did not, to understand the benefits and to gain and 

use SOCS. SOCS was the first scheme in the UK that provided cash 

instead of social care services – thus Disabled People could employ 

PA’s to enable them to live independently.  The principle that all of 

SCIL’s services should be based on peer-support became dominant. 

Throughout 1985/86 these meetings continued and SCIL began the task 

of raising money and making itself known; participating in issues it felt 

important to Independent Living and to disability rights in general. We 

also gained representation on influential bodies within and outside of the 

Disability Movement, most importantly the British Council of 

Organisations of Disabled People (BCODP). 

SCIL struggled to secure resources, and had to get equipment from a 

variety of sources, wherever they became available. For a while during 

1985 and/or 1986 we used a very large photocopier that had been 

donated to SCIL. Located in Simon Brisenden’s and then Hazel 
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Peasley’s flat, SCIL used it for copying documents, but it was old, 

frequently jammed and failed entirely very often! It lasted a little over a 

year and eventually had to be thrown away. 

During those early years SCIL volunteers were full of enthusiasm. For 

some time SCIL had little money beyond whatever the members could 

put in. Then they managed to get some small grants, (i.e. we secured a 

Community Chest grant of £400 to help fund the work of SCIL), but all 

the work was completely voluntary, no one was paid or employed for 

many years. Our first year’s income totalled £1,542 and we spent £906. 

 

1986 

By early 1986, Bob Trent had left the steering group, Mel Horne 

temporarily left for a spell in France and Tim Cappleman joined and then 

left. Bob Kinder & Dr Steve Duckworh also joined the steering group. 

In 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, 

which in turn introduced the principle of needs-led assessments (rather 

than fitting people into often ill-fitting existing services). The principles of 

choice and control started to gather more political momentum. 

SCIL started to develop plans for a Disability 

Resource Centre in Southampton, which would 

be staffed by volunteers.  

Disabled People worked together to organise a 

national demonstration to protest against 

removal of the Domestic Care Allowance without 

which people were unable to top up their 

support. This protest was the first opportunity 

many Disabled People had to meet their peers, 

and to realise that by working together, great 

things were possible. As a result, several new 

Disabled People’s Organisations were formed. 
Hazel Peasley 
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1987 

Towards the end of 1986 SCIL obtained, and in March 1987, opened 

what we called the ‘Disability Resource Centre’ (DRC) in Canute Road, 

Southampton. Our first ‘physical’ Centre for Independent Living.  

 

 

On the 4th March 1987, SCIL registered as a non-profit making Limited 

Company (Registered company number 2106145). The first registered 

subscribers (Directors) were listed as: Simon Brisenden, Alia Hassan, 

Gillian Wilson, Robert Kinder & Hazel Peasley. 

Our Constitution was based on Co-Operative principles. Becoming a 

Registered Charity was out of the question, SCIL wanted equality for 

Disabled People - not charity. 

With our first formal Constitution, our aims were set as: 

 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 

SCIL’s first home – now a Chinese Restaurant! 
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By this time our basic values and principles were formed and agreed. 

Together with our aims, they have remained central to SCIL to this day: 

SCIL is an organisation of Disabled People firmly rooted in the 

British and international Disability Movement. Born of the civil 

rights campaigns that shook the western world during the sixties, 

the guiding principle being that disability issues are human rights 

issues.   

We work to the Social Model of Disability which defines disability in 

terms of negative attitudes and discrimination caused by a society 

that fails to meet the needs of people with impairments. 

We are a non-profit making company; with a membership 

comprising 'full members' (Disabled People) and 'associate 

members' (non-disabled allies); we are fully accountable to our 

membership.  

We are committed to the principle of equality of opportunity, 

recognising that people are oppressed and can experience 

discrimination on the grounds of class, age, gender, transgender, 

sexual orientation, race, ethnicity, religion, belief; as well as 

impairment. 

SCIL is run by and for Disabled People to promote the meaningful 

inclusion of Disabled People into the community.  By 'Disabled 

People' we refer to people with a physical, sensory, intellectual, 

psychological, emotional, or any other hidden impairment.  We 

therefore include Older People, people with learning difficulties, 

mental health system survivors, cancer survivors and those living 

with HIV/AIDS.  

Rather than having a ‘fixed’ Chairperson, the Management 

Committee has always operated a ‘rotating’ Chair (except for a 

brief period, between 1996-1998). The theory being that all MC 

members gain experience and confidence in Chairing skills, and 

ensures that the MC is non-hierarchical. 
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Our principle role is to provide 'user led' services which are 

progressive and promote Independent Living. We also campaign 

for the civil and human rights of all Disabled People. 

We believe that many of the services that have traditionally been 

provided for Disabled People have resulted in segregation and 

disempowerment, creating systems which increase passivity and 

dependence.  We work to create real opportunities for Disabled 

People to live independently and participate in their community.  

Our services are directed at empowering and enabling Disabled 

People to live the lifestyle of their choice and to enjoy the same 

opportunities that non-disabled people take for granted. 

Our philosophy is that all individuals can live independently in the 

community.  People who need support for everyday living can be 

independent if they have choice and control over the way support 

is delivered.  We assist Disabled People to overcome the barriers 

which prevent or limit their independence.   

We support Disabled People to understand that Independent 

Living is not a matter of doing everything for yourself, but of having 

choice and control over your life and a say in what happens to you. 

SCIL believes that all Disabled People should have the right to live 

independently. Disabled People across the UK have collectively 

identified 11 Basic Rights [Which, in 1999, SCIL updated to 12], 

which are essential to make Independent Living a reality:  

1. Full ACCESS to our environment  

2. A fully accessible TRANSPORT system  

3. Appropriate TECHNICAL AIDS/EQUIPMENT  

4. Accessible / adapted HOUSING  

5. PERSONAL ASSISTANCE to enable an independent 

lifestyle  

6. Inclusive EDUCATION and TRAINING  

7. An adequate INCOME  
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8. Equal opportunities for EMPLOYMENT  

9. Appropriate and accessible INFORMATION  

10. ADVOCACY (towards self advocacy)  

11. Empowering COUNSELLING services  

 

The Disability Resource Centre (DRC) was initiated by SCIL and 

supported by Southampton City Council. The ground floor suite of three 

offices was leased from the Council by SCIL, but it was never intended 

for our sole use, but for all Disabled People in Southampton.  

The facility belonged to the Disabled People of Southampton and 

became a workplace and meeting place, office, cum drop-in. There 

developed a comprehensive information bank, which covered most 

aspects of impairment, including benefits, mobility, aids and adaptations, 

as well as carrying information on wider political issues. 

SCIL was also active nationally as well, In July 1987 we organised a 

national conference to highlight the needs and aspirations of Young 

Disabled People. 50 Delegates attended, and SCIL managed to sell over 

800 conference reports – all over the UK.  

 

1988 

In 1988, “People First” was founded – the first Disabled People’s 

Organisation which was run by and for People with Learning Difficulties. 

Also in 1988, the Independent Living Fund was introduced, enabling top 

up funding for social care support packages. This enabled extra funding 

to be able to live independently. For many Disabled People who lived in 

Local Authority areas that did not provide SOCS or similar schemes, the 

ILF enabled them to live independently for the first time. 

In July, SCIL joined a national demonstration in London, organised by 

BCODP – we were unhappy that the ILF had been set up as a 

discretionary trust fund, rather than as a right. It was at this demo that 

the slogan ‘Rights not Charity’ was first used.  
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SCIL’s Simon Brisenden was the first person who coined this slogan.  

The demo attracted Disabled 

People from all over the UK. 

There was a sit-down protest 

with about 150 people 

outside the Department of 

Health & Social Security’s 

offices at the Elephant and 

Castle.  

After the demo, Simon wrote 

his most well known poem 

‘The Battle of the Elephant 

and Castle’.  

[The full text of this poem is featured in the Spotlight on Simon 

Brisenden, later in this book]. 

 

For a brief period in 1988, SCIL gained a small grant to enable us to 

employ two part time facilitators; as well as 2 part time Disabled People 

to develop a much needed Access Guide for Southampton. These were 

SCIL’s first employed staff. Sadly after just six months, the grant fund 

closed and we lost all our employees. 

SCIL continued to have difficulty raising sufficient funds to employ staff 

or to realise the full potential of the DRC. SCIL became more and more 

dependent on volunteers.  

Despite a lack of resources, SCIL continued to work locally for a more 

accessible environment for Disabled People. (See letter on next page:) 

 

Partly in an attempt to raise funds, SCIL’s Simon Brisenden and Dr 

Steve Duckworth were involved in setting up a company in December 

1988 called Disability Matters. The aim was to deliver paid for Disability 

Equality Training. 

 

BCODP ILF demo – with first use of 

‘Rights not Charity’ slogan (Inset) 
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1989 

In May 1989, SCIL organised its second national conference, this time 

on the employment of Disabled People. 150 People attended the 

conference. 

Very sadly, also in May 1989, Simon Brisenden, founder of SCIL, 

philosopher, activist and poet, died unexpectedly. His two poetry books, 

'Body Shopping' and 'Poems for Perfect People' remain today his 

outstanding creative work; and SCIL his Legacy. 

After Simon’s death, Dr Steve Duckworth bought Simon’s shares in 

Disability Matters Ltd. from his estate. There was real consternation over 

this and the status of Disability Matters, as many in SCIL felt it had 

belonged to SCIL. The potential to earn income for SCIL was lost. 

This situation exacerbated SCIL’s financial situation, and in August 

1989, SCIL experienced a significant financial crisis. This resulted in a 

report to Southampton City Council, with a plea to help us. The City 

Council and Hampshire County Council did provide small grants to SCIL, 

but the City Council’s rent and rates alone for our DRC offices at Canute 

Road were more than the total of these grants! We asked for a 

peppercorn rent. 

In 1989, ENIL (The European Network on Independent Living) was 

founded at the European Parliament in Strasbourg by over 80 Disabled 

People from 18 different countries. 

Also in 1989, the campaign for Direct Payments legislation started, led 

by BCODP. Disabled People wanted the right to live independently 

anywhere in the country, not just to be able to do so at the goodwill of 

individual Local Authorities. 

1989 also saw the Community Care White Paper, “Caring for People”. 

This was an attempt to redress the balance of an outdated social care 

organisational framework, inherited from the past, which placed undue 

emphasis on the role of services, with the needs of users and carers 

taking a back seat. 
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1990 

As the 1990’s started, the slogan, ‘Nothing About Us, Without Us!’ came 

into usage in disability activism in the UK.  This was used to 

communicate the idea that no policy should be decided by any authority 

without the full and direct participation of members of the group(s) that 

would be affected by that policy.   

Around this time the Government enacted the NHS and Community 

Care Act. It was another attempt at producing a shift in influence away 

from services in favour of users and carers. It created a planning 

framework that placed greater emphasis on consultation and 

collaboration at every level. It addressed inconsistencies between 

community care policies and social security arrangements for funding 

residential/nursing home care, by transferring the care element funding 

to Local Authorities. 

In 1990, the first Black Disabled People’s Network and Black mental 

health users groups are founded.  

The newly formed Campaign for Accessible Transport (CAT) is one of 

the first Disabled People’s groups to use direct action. As usual SCIL 

was in the thick of this development and CAT’s actions regularly 

included SCIL members. 

In 1990 we received funding to run a youth conference – the main topic 

being the right for young Disabled People to live independently in the 

community. This was the first time that SCIL had received any significant 

project based funding. 

A great deal of hard work was put into the Disability Resource Centre, 

largely by Disabled People on a voluntary basis. However, SCIL 

experienced difficulty in raising sufficient funds for the employment of 

staff and facilitators, becoming increasingly dependent upon a 

diminishing band of volunteers. 
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1991 

Sadly, when it was discovered that the building was suffering from 

structural damage and Social Services adopted the practice of calling 

some of its day centres disability resource centres, we closed the DRC, 

and in January 1991 moved out.  

For a while we moved to Portswood, Southampton. However, later in 

1991, we were effectively without ' a home of our own'.  During this time, 

SCIL existed in the spare room of one of the Management Committee. 

This period led SCIL to rethink its whole strategy and development. We 

concluded that we should have a dual role:  

1. Providing services to Disabled People, enabling them to be 

empowered and live independently; and also to relevant 

'others', whose roles were to work with Disabled People 

2. Campaigning on disability issues and particularly to achieve 

full human rights for Disabled People 

A significant change, for SCIL’s future, was a commitment to develop 

income generating services, as we realised we could not rely on Local 

Authorities for our core funding needs. (Indeed, to this day, SCIL has 

never received its core funding from anyone).  

SCIL decided that services to Disabled People should be free, but we 

introduced fees for most of our services to professional bodies, statutory 

agencies, and commercial enterprises. This, we hoped, would generate 

enough income to ensure our survival. 

A great deal of time and energy also went into making structural and 

administrative changes to ensure the efficient running of SCIL, as well 

as ensuring we were answerable to our members through a transparent 

and fully accountable structure. 

During 1991, SCIL became the recipient of two large grants, (one from 

‘Charity Projects’ and one from ‘Opportunities for Volunteering’) to 

finance the appointment of our first full-time Co-ordinator for a 2 year 

period, providing us with a facilitator and administrative back-up. David 
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Gibson was appointed as SCIL’s Co-ordinator – our first member of 

staff. David had worked as a volunteer for some time previously, 

managing SCIL’s accounts. David was a trained accountant and 

managed the finances of SCIL until 1999.  

We also worked closely with Southampton City Council to develop an 

environmental access survey, which was sent to approximately 1,500 

Disabled People in Southampton.  

Also, in 1991 we received a 

donation from a petrochemical 

company to enable us to buy a 

wheelchair accessible minibus. 

This minibus would enable SCIL 

to more easily get involved in 

campaigns, providing transport 

for Disabled People, far more 

easily than had been possible 

before. Remember, at this time, very little of the public transport system 

was accessible. [We kept this minibus until early 1999, when the cost of 

maintenance, and increased safety regulations made it uneconomic for 

SCIL to keep]  

 

1992 

February 1992 saw 

us finally able to 

move out of a 

bedroom and into 

larger office 

accommodation at 6 

Northlands Road, 

Southampton.  

 

 

 

6 Northlands Road – SCIL’s home 1992-2005 
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The impetus of employed staff and new office space ensured a very 

busy developmental period for SCIL.  We:  

 set up a local register of disabled equality trainers and began to 

provide training courses;  

 reported on the access survey and supported the setting up of the 

first local access group in Southampton;  

 offered a comprehensive service for organisations, surveying their 

premises for accessibility (Access Audits);  

 developed a comprehensive peer-support service for Disabled 

People seeking to live independently;  

 acquired and offered counselling skills to members and staff;  

 supported the launch of the BCODP led Anti-Discrimination 

Legislation, campaigning nationally and locally;  

 mounted a campaign to promote 'inclusive education' and began 

offering our support to receptive educationalists;  

 built up a comprehensive information and referral service;  

 started picking up the seeds sown by our Youth Worker Project, 

done in collaboration with Hampshire County Council Youth 

Service. 

In 1992, Hampshire County Council’s solicitors warn that the Self 

Operated Care Scheme (SOCS) might be illegal. This predecessor to 

Direct Payments was saved at the last minute by a Government 

representative praising the Hampshire scheme for its cost effectiveness 

and creativity. 

 

1993 

The Independent Living Fund was revised in 1993, tightening the 

eligibility criteria for new users, whilst ring-fencing existing support levels 

for those who had succeeded in becoming ILF users between 1988-

1993. 

In July 1993, a grant from the King's Fund enabled us to develop our 

Disability Equality Training (DET), and we employed Janet Marshall as 

our first training administrator. The grant included funding to run a ‘Train 
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the Trainer’ training course and then establish a register 

of qualified Disability Equality Trainers.  

During 1993 we also consolidated these ventures and 

established new projects and/or campaigns around the 

remaining 'Basic Rights'.  

The number of Disabled People using Hampshire County 

Council’s Self Operated Care Scheme was growing 

rapidly and consequently the ability of SCIL and 

Hampshire CIL to provide volunteer based peer-support 

to Disabled People to find Personal Assistants and to help 

them to understand their responsibilities as employers was no longer 

viable.  

Also in 1993, CAT and ‘Block the 

Telethon’ actions lead to the 

newly formed Disabled People’s 

Disability Action Network (DAN) 

carrying out over 100 protest 

actions in the next 5 years.  

The ‘Block the Telethon’ actions 

lead to ITV dropping London 

Weekend Television’s ‘Telethon’ 

from their schedules. Disabled 

People hated the patronisation 

and negative imagery intrinsic to 

these forms of fund raising.  

At SCIL’s 1993 AGM, Byron 

Oliver was elected to the MC. 

[Byron has served on the MC ever 

since, and 2014 marks his 22nd 

year of service. Byron is our 

longest serving MC member.] 

 

 

DET logo 

‘Block the Telethon’ actions 
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1994 

In 1994 we received funding from ‘Living Options’ to establish an 

Independent Living Support Scheme (ILSS) to be run by a part-time 

employee for a 1 year pilot. The ILSS provided access to a register of 

Personal Assistants who were looking for work. The service also offered 

support and advice to Disabled People employing their own Personal 

Assistants. Subsequent funding was obtained under joint finance 

arrangements and the post was increased to a full-time appointment.  

SCIL also participated in discussions to try and establish a number of 

paid Development Workers for Hampshire County Council's Self 

Operated Care Scheme.  

SCIL also received funding from the Platinum Trust (set up by George 

Michael) to employ a worker to develop our Inclusive Education Project. 

The project was set up to campaign for the benefits of educating 

Disabled Children in the mainstream, rather segregating them in ‘Special 

Schools’. Hazel Peasley, founding member of SCIL, was appointed to 

this role. 

Also, in 1994, Sir Nicholas Scott, Minister for Disabled People, defeats 

the Civil Rights (Disabled Personal) Bill by procedural means at the 

report stage. Public outrage at these tactics forced the Government to 

finally introduce its own proposals in 1995. 

The Minister of Health announced the Government’s intention to 

introduce Direct Payments legislation. BCODP’s long running campaign, 

and the whole Disability Movement celebrated. 

 

1995 

January 1995 saw the appointment of our first SOCS Development 

Worker for Southampton and South West Hampshire. (Three more 

Development Workers were employed at the same time by two other 

organisations to cover the rest of the County). The SOCS Development 

Worker’s role was to support new and existing users of the scheme to 
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understand the pros and cons of SOCS; assess their own needs; recruit 

their own staff and manage the responsibilities of being an employer.   

SOCS was the predecessor of 

Direct Payments. The 

Development Worker also 

promoted SOCS and provided 

awareness training for Disabled 

People and for ‘professionals’. This 

funding also allowed us to employ 

our first ever clerical administrative 

assistant. 

So, by January 1995, SCIL had a 

staff team of 5 people: 

 Co-ordinator: David Gibson 

 DET Trainer: Janet Marshall 

 Education Worker: Hazel Peasley 

 ILSS Worker: Rebecca Longley 

 SOCS Worker: Ian Loynes 

They were joined shortly afterwards by: 

 Administrative Assistant: Lynn Hemming 

During this time we continued to develop our work with statutory 

services and were involved in joint planning arrangements, servicing the 

City’s ‘Locality Planning Group’, participating in other planning groups, 

as well as Southampton City Council's Disabled Person's sub-

committee, anti-poverty consultation group, housing, accessible taxis 

and voluntary sector working parties.   

We also participated in the running of other ‘user-led’ voluntary 

organisations: The Disability Advice and Information Network (DAIN) 

(welfare benefits advice centre run by Disabled People), Southampton’s 

Disability Forum, and emerging Community Action Forums. 

In December 1995 we celebrated with Disabled People’s Organisations 

across the UK, at the enactment of the Disability Discrimination Act 

(DDA). This celebration was with very mixed emotions.  Disabled People 

SCIL staff team January 1995 
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had campaigned for many years for enforceable anti-discrimination 

legislation, but, for many, the DDA was a disappointment.  

SCIL had organised the very first ‘action’ by ‘DAN’ (Disabled People’s 

Direct Action Network), which applied more pressure on the then 

Conservative Government for Anti-Discrimination Legislation (ADL). 

However, whilst the DDA did, for the first time provide a framework for 

reducing the discrimination of Disabled People, it was also badly flawed. 

The DDA only covered some Disabled People, and only a small number 

of discriminatory activities were made illegal. There were massive gaps 

in service provision, education and transport.  In addition, many of the 

provisions under the Act had very long timescales before they applied. [It 

is true that the DDA has been progressively strengthened since 1995, 

and replaced in 2010 by the Equality Act, but we are still waiting for 

legislation based on Disabled People’s human rights] 

 

1996 

In early 1996 we secured funding from the new National Lottery’s 

Charity Board to enable us to continue the employment of our Co-

ordinator for three more years; as well as paying the majority of our core 

costs and enable us to buy a new telephone system, fax machine and 

other office equipment.  

We also secured funding from the Department of Health and Hampshire 

County Council to begin the development of our Consumer Audit 

Project. This important project recognised that users of services were 

best placed to comment on how good or bad these services were, and 

recommend the most effective way of improving them. Consumer Audit 

recruited and trained Disabled People to become volunteer auditors to 

go to specific social service funded services and ask users what they 

thought about their services. Our audit methodology was developed to 

incorporate the principle of the Social Model, Independent Living and the 

11 [now 12] Basic Rights. This funding enabled SCIL to employ two part 

time Consumer Audit Co-ordinators (Susan Laing & Chris Hunt). 
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In 1996, BCODP established the National Centre for Independent Living 

(NCIL) to support the implementation of Direct Payments and to promote 

Independent Living options for Disabled People. NCIL’s first Chief 

Executive role was job shared by Jane Campbell & Frances Hasler.  

 

1997 

By Early 1997 our staff team had increased to eight, and our Consumer 

Audit Project had trained their first volunteer auditors and undertook their 

first audits. 

Finally, in 1997, concerted lobbying, since 1989 by BCODP‟s 

Independent Living Committee, and many other organisations including 

SCIL, results in the Government enacting the ‘Community Care (Direct 

Payments) (1997) Act’ which, for the first time ‘legalised’ Direct 

Payments. Schemes like Hampshire’s Self operated Care Scheme 

(SOCS) had always operated within a legal ambiguity. Disabled People 

had for many years lobbied for the right to receive social services 

funding directly to enable them to provide and meet their own personal 

care needs.  At this time the Hampshire scheme, called SOCS, was 

renamed Direct Payments and our Development Worker became known 

as a Direct Payments Support Worker.  

In April 1997, local government reorganisation resulted in Hampshire 

County Council being split up, creating separate unitary authorities for 

both Southampton and Portsmouth. Disabled People across Hampshire 

were concerned that services would change, due to this reorganisation, 

and end up with a ‘post-code-lottery’ for Disabled People depending, not 

on our needs, but by where we lived. In addition, funding for our 

Independent Living services was fragmented with Southampton, 

Hampshire and Portsmouth having separate responsibility for funding 

the services that were previously provided by Hampshire as a whole.  

These changes resulted in several important changes for SCIL: 

 Funding for the ILSS was only secured for the City of 

Southampton, resulting in us having to withdraw this service from 

South West Hampshire  
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 For Direct Payments support we had to get separate funding from 

Southampton and for South West Hampshire 

 Consumer Audit was no longer funded to work in Southampton or 

Portsmouth, unless we were able to gain specific funding to do 

one-off service audits in these areas 

 We lost funding for our Inclusive Education Worker entirely 

 SCIL and HCIL established the Direct Payments Consultation 

Group, expressly to try and bring all three authorities together, to 

work with Disabled People to try and ensure consistent 

development of Direct Payments across all three authorities, and 

to ensure the development and expansion of Direct Payments was 

done with proper regard to the experiences and views of Disabled 

People who used the scheme. 

Sadly, in August 1997, long time supporter, MC member and conflict 

resolver, Albert Kushlick died. [He coined the term “FHB’s” (Fallible 

Human Beings) – by describing us all as FHB’s, susceptible to mistakes, 

helped us resolve many of our differences] 

 

1998 

By1998 we had expanded quickly since 1995, as we identified 

opportunities to gain funding to provide more services that promoted our 

aims to support Disabled People to live independently. During this time 

we also started to gain more recognition by Local Authorities for the role 

we played, and our ability to represent the views of Disabled People. 

At the same time we continued to campaign locally and nationally for 

individual issues and to further the demand for Disabled People’s human 

rights.   

In 1998, the Government passed the Human Rights Act, enabling people 

to enforce their human rights in the domestic UK courts. The Act 

enshrined the principle that people in society should be treated with 

respect for their human rights, promoting values such as dignity, fairness 

and equality. Values that SCIL had campaigned for, for nearly 15 years. 
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In 1998 we increased the staffing levels of our Direct Payments Support 

Service by taking over responsibility for supporting Disabled People 

across the whole of Hampshire and Southampton but excluding 

Portsmouth. This expansion resulted in us progressively taking over the 

whole of the ground floor of 6 Northlands Road. It was around this time 

that we began to realise that Northlands Road was likely to become a 

limiting factor if SCIL continued to expand. 

As a direct result of concerns initially expressed by members at our 1997 

AGM, we purchased a Braille Embosser and software, to make it easier 

for us to produce accessible information more routinely for people who 

read Braille – prior to this, production of Braille could take us weeks to 

provide, forcing compromises to our commitment to provide accessible 

information.  

At the end of August 1998, our Co-ordinator since 1992, David Gibson, 

left for pastures new. However, to help with the transition, David 

continued to manage our finances, on a voluntary basis until 1999.  

When David left, SCIL only had seven months remaining of its National 

Lottery funding, which funded the Co-ordinator’s role (Co-ordinator at 

that time was our most senior paid staff member). This posed a real 

dilemma in that we could recruit a new Co-ordinator but our funding 

would have run out soon after they started. It was therefore decided that 

Ian Loynes (who was one of our Direct Payments Support Workers) 

would be seconded to Co-ordinator for six months to cover the role and 

to try to secure continuation funding. Robert Droy was appointed on a 

temporary basis to cover Ian’s Support Worker role. The stakes were 

high as without funding we would not be able to maintain the role of our 

Co-ordinator.  

 

1999 

In 1999, the Government established the National Service Framework 

(NSF) for Mental Health, which set minimum standards and good 

practice guidelines. The Disability Rights Commission (DRC) was also 

established to monitor and advise on the implementation of the Disability 

Discrimination act.  
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Thankfully, in July 1999 we managed to gain three years of funding from 

the National Lottery. This funded the continued employment of our Co-

ordinator and our core funding needs; but it also enabled us to develop 

our first Personal Development Empowerment Training for Disabled 

People.  After recruitment processes were completed, Ian was appointed 

as permanent Co-ordinator, Robert Droy became permanent Direct 

Payments Support Worker, and Julian Fiorentini was appointed as our 

first Outreach and Skills Development Worker to manage our Personal 

Development Project. 

November 1999 marked SCIL's 15th 

Anniversary.   

To celebrate, we updated our logo – we 

made it look cleaner and tidier, and 

changed the word “Integration” to 

“Inclusion”, reflecting developments in the 

language of Disability. 

We also spent the year planning 

a three day festival to mark our 

anniversary – centred on 

December 3rd, International Day 

of Disabled People. 

The Southampton Festival of 

Inclusion celebrated our work 

over the previous 15 years and 

highlighted our demand for the 

full inclusion of Disabled People 

in society for the 21st century.  

We also produced a year 2000 ‘Calendar for Inclusion’ to help promote 

SCIL. It contained 12 positive images of Disabled People. The 

Ordinance Survey kindly sponsored and printed our calendar. 

As part of our anniversary work, we also reviewed the 11 Basic Rights 

for Independent Living and decided that a 12th Basic Right should be 

added: ‘Appropriate and accessible HEALTH CARE provision’. This 

reflected the negative experiences of many Disabled People who 

Festival of Inclusion Nov. 1999 



SPECTRUM – Our History 
 

Page 80 

regularly found that the NHS failed to meet their needs. The 12 Basic 

Rights became: 

1. Full ACCESS to our environment  

2. A fully accessible TRANSPORT system  

3. Appropriate TECHNICAL AIDS/EQUIPMENT  

4. Accessible / adapted HOUSING  

5. PERSONAL ASSISTANCE to enable an independent lifestyle  

6. Inclusive EDUCATION and TRAINING  

7. An adequate INCOME  

8. Equal opportunities for EMPLOYMENT  

9. Appropriate and accessible INFORMATION  

10. ADVOCACY (towards self advocacy)  

11. Empowering COUNSELLING services  

12. Appropriate and accessible HEALTH CARE provision 

Finally, during the festival, we launched our very first website.  

By the time of our 15th Anniversary we had expanded to the point where 

we had 6 full time staff, and 6 part time staff. 

 

2000 

By the year 2000, our rapid growth was causing real difficulties with lack 

of office space and the growing workload of the Co-ordinator, who was 

managing an ever growing organisation and staff team. Lesley Long-

Price, who had been volunteer minute-taker for the MC since July 1999, 

was recruited, in February, as a joint Administrative Assistant to the Co-

ordinator and to the Consumer Audit project.  

Also, in February, SCIL and the Disability Advice & Information Network 

(DAIN) agreed that, as both organisations needed larger office space, 

we would work together to achieve this – aiming to reduce both 

organisation’s costs in the process. We wrote to Southampton City 
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Council to ask for their support in finding new office space. Volunteers 

helped us to try and find accommodation that might be suitable. 

However, as we soon realised, finding accessible offices in 

Southampton with adequate car parking at a price we could afford would 

prove very difficult. It was increasing apparent that whilst the City 

Council supported our quest, they had nothing tangible to offer. Our 

Landlord at Northlands Road was also keen for us to move on. 

Ironically, one of the potential new offices SCIL and DAIN visited, and 

rejected, due to cost and lack of parking, was our old DRC offices in 

Canute Road! At the time, those doing the searching didn’t realise the 

significance of this building. 

In July 2000 new Direct Payments Support Worker contracts and a 

growing team necessitated the recruitment of our first Independent 

Living Team Leader. This new contract also enabled SCIL for the first 

time to introduce a Contributory Pension Scheme for all staff. 

In August 2000 our office lease at Northlands Road expired. We had no 

choice but to keep asking for expensive short term extensions. Little did 

we realise at the time that these extensions would carry on until 2005.  

 

2001 

To relieve the pressure 

on office space, we 

obtained the 

agreement of our 

landlord, together with 

planning permission, to 

install a large 

Portacabin at the back 

of our offices at 

Northlands Road, 

which provided extra 

space for 4-5 desks and our first properly accessible toilet. This was 

installed in early 2001 - as a temporary measure. 
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 In 2001, two important legislative advances took place:  

 The Carers and Disabled Children's Act – expanding Direct 

Payments availability to 16-18 year olds, parents of Disabled 

People and also to Carers 

 The ‘Valuing People’ initiative was the first White Paper for People 

with Learning Difficulties for thirty years – it was based on four key 

principles: civil rights, independence, choice and inclusion. 

At our 2001 AGM, members agreed to change our Constitution to widen 

the geographic area within which people could apply to become 

members. Members agreed that individuals could apply for membership 

if they lived or worked in the geographic boundaries of Hampshire 

(including Southampton and Portsmouth). Before this change you could 

only be a member if you lived in Southampton or South West 

Hampshire. This change simply reflected the fact that we had for some 

time provided services throughout Hampshire – understandably, the 

people we supported often wanted to become members. 

In December 2001 we secured funding from Southampton City Council 

to recruit a Direct Payments Support Worker to promote the scheme to 

‘hard-to-reach’ groups for the first time (People with Learning Difficulties, 

Black & Minority Ethnic communities and Older People). 

By the end of 2001, our staff team had increased to 18 people, 6 extra 

staff in the last 12 months – a record for SCIL.  

 

2002 

On the campaign trail, we got heavily involved in Hampshire’s campaign 

against Disabled People being charged for essential social care 

services, as well as joining the national campaign for a fairer charging 

policy for people receiving social care services. With Hampshire CIL we 

launched a campaign newsletter called ‘Charging Times’ which ran until 

2006, reaching over 30 editions.  
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Our Campaign was partially successful in so much as Local Authorities 

were no longer allowed to take any ‘earned income’ into account when 

calculating how much money they can take away from Disabled People 

for social services. However, charging in Hampshire and Southampton 

remained and SCIL remained committed to continuing to campaign until 

this unfair, disempowering tax on disability, is abolished. [A policy 

position we have maintained to this day]  

In August 2002 we employed our first fundraiser, Rob Hirst – We jointly 

employed him with DAIN. Quite quickly, both organisations agreed he 

should get involved in our joint quest to find office space suitable for both 

organisations.  

 

In October 2002, SCIL hosted the “Barriers to Business Conference” at 

the new St. Marys Football Stadium in Southampton. We secured 

£20,000 to fund this conference from Business and Local Authority 

contacts. This big budget conference aimed to promote the benefits of 

Our Barriers to Business 

polystyrene brick wall – 

which we asked student 

graffiti artists to 

produce. This key prop 

was dramatically 

destroyed at the end of 

the conference – 

symbolising the removal 

of barriers to business 

for Disabled People 
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Disabled People to businesses, both as employees and as customers. 

We managed to secure the Minister for Disabled People (Maria Eagle) 

as a speaker. The event raised our profile with businesses, resulting in 

several other initiatives – notably our Business Awards which ran for 

several years.  

In December 2002, we secured funding from Hampshire County Council, 

as part of the ‘Wider-Options’ national pilot to recruit a Person with 

Mental Health Difficulties to promote and extend Direct Payments to this 

group of Disabled People, who until then had been largely excluded from 

the scheme. 

Reflecting increases in our Direct Payments Support Service, by 2002, 

more than half our staff team worked in providing various Direct 

Payments services.  

This ongoing increase in staff numbers required us to work hard to 

improve the infrastructure of SCIL, and to improve our efficiency. To 

achieve this we improved our horrible and old computer systems, trained 

our Administrative Assistant, Lesley Long-Price, to manage some of our 

day-to-day accounts systems, installed our first computerised payroll 

system, installed extra phone lines and leased a new photocopier and 

our first laser printer. 

At the end of 2002 we had 21 staff, an increase of 3 over the previous 

year. Northlands Road really was creaking at the seams. 

 

2003 

The European Commission declared 2003 the European Year of 

Disabled People (EYDP). The European Network on Independent Living 

(ENIL) marked EYDP by announcing the first ever Freedom Drive to 

Strasbourg, which would take place in September 2003.  

We started the year by submitting a funding bid to the National Lottery to 

continue and develop further our Personal Development Training 

programme. Our bid was successful, enabling us to run this life changing 

empowerment programme for three more years. This enabled us to 

extend the service by employing our first Mentor – we had found that 
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whilst many people gained from Personal Development Training, many 

said that they would have benefited more if they had on-going mentoring 

to help them implement the new life goals they set themselves during 

the training. 

In July 2003, SCIL supported the European Year of Disabled People by 

providing visitors to the Southampton Balloon and Flower Festival with 

‘Lift Off to Inclusion’ - an eclectic display of arts and entertainment for all 

the family in a huge 100ft by 40ft marquee. This one-off event, devised 

by Robert Droy, aimed to raise awareness to the general public of the 

importance of including Disabled People in the community. The event 

was sponsored by Ford, HSBC Bank and Southampton City Council.  

Our marquee was next to the main hot-air balloon arena and was 

officially launched by Julie Fernandez , star of ‘Eldorado’ & ‘The Office’. 

National initiatives, such as ‘In Control’, promoted a wider view of Direct 

Payments, emphasising the benefits to Carers and expanding the 

purposes for which Direct Payments could be used, rather than just for 

employing Personal Assistants. For many years we had encouraged 

such innovation, but until now such innovation was discouraged by many 

Local Authorities. 

In 2003, the Government finally placed a duty on Local Authorities to 

provide Direct Payments. For the first time Disabled People had a right 

to Direct Payments, if they were eligible for Social Care Services. 

However, the biggest issue, once again, for SCIL during 2003 was lack 

of space. SCIL’s continued growth just put more and more pressure on 

office space, requiring us to use our kitchen and meeting rooms as office 

space; at times accessibility and Health & Safety was inevitably 

compromised. The situation had become critical and a real barrier to 

SCIL’s future. Most of SCIL & DAIN’s fundraiser time was now focused 

on finding a solution.  

By April 2003, we had discovered that the Rose Road Association would 

soon be vacating their large property used as a ‘special school’ in Rose 

Road, Southampton.  
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These premises were the first we had found which might meet our needs 

of being affordable, accessible and one that had adequate on-site 

parking. SCIL & DAIN decided to go all out to convince Southampton 

City Council (who owned the property) to allow us to rent some or all of it 

as office space. The Council said it would not allow us to rent space as 

they felt it would cost too much to renovate and would be uneconomic to 

maintain, and they therefore were planning to sell the property.   

The Council’s preferred option was to sell the site to property 

developers, as this would raise the biggest capital receipt to the Council. 

Their second option was to allow their education department to use it (as 

they also needed extra office space). We therefore realised that we had 

an uphill struggle on our hands if we were to have any chance.  

We spent the rest of 2003 

considering our options and 

developing our relationship and 

credibility with the Council.  We 

recognised that we needed to work 

hard and get as many people in the 

City Council as possible to support 

our vision, if we were to have any 

chance of success. 

It soon became clear that there was no way that the Council was going 

to rent us the property, their only interest was to sell the site, the option 

of renting space to us simply wasn’t going to be possible. This was a 

crushing blow to our plans.  

Derelict Rose Road Centre 
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However, we quickly regrouped. The Rose Road property was the only 

viable option SCIL & DAIN had found in the years we had been 

searching. We realised that the only option to us therefore was to 

develop a credible and affordable plan to purchase the property from the 

Council. 

Key developments in the development of these Rose Road plans were: 

 SCIL’s & DAIN’s MC’s had to consider the risk and opportunities 

and different options open to us, to meet our requirement for better 

office space. Both MC’s felt they were taking significant risks in 

taking on the responsibility of buying a property, but that no other 

viable options existed. Additionally, both organisations were under 

increasing pressure to vacate their existing office spaces. Both 

MC’s therefore voted to proceed and try and buy the property, 

even though the property was very run down and far bigger than 

we needed (11,000 sq ft of usable office space, compared to SCIL 

& DAIN’s total current combined office space, which was only 

about 1,500 sq ft!) 

 We commissioned a ‘Condition Report’ to establish the state of the 

property and to understand the main cost risks (for instance it was 

considered that the heating and the roof would need replacing 

within five years) 

 We commissioned property surveyors to assess the value of the 

property and how much it would cost to renovate the property to a 

usable office condition. It quickly became apparent that it would 

cost at least £250,000 just to renovate the ground floor 

 To show how we would meet all of these requirements and 

challenges, we developed our first ever Business Plan which 

showed, in detail, what we were going to do with the property 

(particularly how we would deal with its need for extensive 

refurbishment), and what we were going to do with the space we 

did not need (the building having far more space than we needed). 

Our Business Plan showed how we were going to develop the 

building into a project that was financially viable, both in terms of 

meeting the refurbishment costs, but also how we would meet the 

ongoing running costs. Our Business Plan showed that, providing 

we were able to rent the office space that we did not need to other 
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European Parliament Building – 

Destination of Freedom Drive 

march – and our speech! 

organisations, the project was viable and that it was hoped, would 

provide rent free office space to SCIL & DAIN within five years 

 We negotiated with mortgage providers to assess the possibility of 

purchasing the property on a mortgage basis. Only one bank 

presented terms which we had any hope of meeting – Unity Trust 

Bank – who specialised in providing banking and loan services for 

third sector organisations like SCIL & DAIN. Unity Trust Bank 

analysed our Business plan and accepted it as a financially viable 

plan with acceptable levels of risk  

Thus we put our expression of interest and Business Plan to the City 

Council.  

 

As light relief, in September 2003, SCIL participated in the first Disabled 

People’s Freedom Drive in Strasbourg, France. The European Network 

on Independent Living organised the event for Disabled People and their 

supporters, from all over Europe to assemble in Strasbourg when the 

European Parliament were in session to lobby for a European wide right 

to Independent Living and to employ Personal Assistants.  

SCIL sent a small delegation (Berni 

Vincent & Ian Loynes). We were 

asked to make a speech in front of 

the Parliament building and 

accordingly spent considerable 

time writing a speech. However, on 

the morning of the march the 

speech had gone missing! Never 

ones to miss an opportunity 

though, Berni & Ian wrote a new 

speech in a coffee bar on the way 

to the march. We agreed 

afterwards that this impromptu 

speech was much more fluid and 

worked better than the one we spent time on! [This speech is 

reproduced in the Spotlight on Our Papers & Speeches]   
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Also in September, SCIL secured funding from the Department of Health 

to develop a pilot with Hampshire County Council, enabling us to recruit 

a specialist Support Worker to promote Direct Payments to Older 

People. We recruited an Older Person to ensure we were able to provide 

a credible peer- support service suitable for Older People. Rules had 

recently been relaxed to allow Older People to receive Direct Payments. 

 

2004 

By Early 2004, we had fine tuned our Rose Road Business Plan and 

were having detailed negotiations with Southampton City Council to try 

and convince them to sell the property to SCIL& DAIN.  

By this time we had: 

 Decided to call the property ‘Unity 12’ – The ‘Unity’ signifying our 

vision for bringing a range of Independent Living service providers 

together, under one roof and the 

‘12’ signifying the 12 Basic Rights 

to Independent Living. Alia Hassan 

designed a logo for Unity 12 – just 

as she did the original logo for 

SCIL  

 Set up a holding company to 

manage the property on behalf of 

SCIL & DAIN – also called Unity 12. We wanted to protect both 

organisations should the project fail (After all, both organisations 

knew we were taking a very considerable risk) 

 Developed our vision for the property, which was to create a ‘one-

stop-shop’ for Disabled People to get all of their Independent 

Living needs met under one roof.  The plan was that SCIL & DAIN 

would rent out spare office space with a range of other 

organisations providing complementary Independent Living 

services. Our preference was for organisations run by Disabled 

People. By renting spare office space, that we didn’t need, we 

would raise enough income to pay the mortgage, whilst 
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maintaining flexibility should SCIL or DAIN need more or less 

office space in the future 

 Agreed our Business Plan with our new bank and they agreed to a 

£400,000 mortgage, £350,000 to buy the property and £50,000 

towards refurbishment costs. SCIL would use almost all of its 

reserves and DAIN contributed £5,000 towards the refurbishment 

costs 

 We persuaded Hampshire Coalition of Disabled People (HCODP) 

and most importantly, Southampton Primary Care Trust (PCT) to 

relocate their Work Rehabilitation Workshop to Unity 12. They 

would rent a large amount of space, pay to refurbish their own 

section and let us use their building experts to help us renovate the 

property – we weren’t property developers after all! 

 We had developed a two-phase approach to the renovations 

required. Initially we would do the ground floor and move in there. 

Then we would raise additional finance to refurbish the first floor. 

(We originally envisaged doing this within the first year) 

We then spent several months and many, many reports and meetings to 

try and convince Southampton City Council that our plans were realistic, 

achievable and in the interests of the community. The City Council had 

valued the property at about £850,000, which was far more than the 

£350,000 we could afford to pay. We had to show how our plans would 

bring significant benefits to the community to outweigh the reduced 

capital income the Council would receive, enabling them to agree to sell 

us the property at a price we could afford to pay.   

Sadly, in the mists of these complex negotiations, in June 2004, our long 

time MC member and Chair, Gill Whitworth died. Gill was a devoted 

advocate of SCIL, having served in many different roles over the years – 

all as a volunteer. Sadly Gill never lived to see our Unity 12 plans 

realised. 

At long last, in September 2004 the City Council Cabinet voted to accept 

our Business Plan and sell us the property, on a restricted 125 year 

lease; subject to us meeting a number of outstanding provisos.  

Our dream for Unity 12 was finally ours for the making. 
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SCIL first awards ceremony 

November 2004 saw our 20th 

Anniversary, which we 

commemorated with the first of 

what became three annual ‘SCIL 

Business & Community Awards’ 

ceremonies, where we proudly 

bestowed awards to companies 

and organisations from across 

Hampshire that were selected by a 

panel of judges for their 

outstanding efforts in making a 

difference to Disabled People’s lives. [These events were popular, but 

struggled initially to work financially. By 2006, we had managed to build 

enough sponsorship for the awards ceremony to become financially 

successful for SCIL. However, after much sole searching we decided the 

awards were largely a public relations event for companies, doing little in 

practice to benefit Disabled People. We therefore reluctantly decided to 

stop running these awards in 2006]   

 

2005 

In January 2005, as the result of a three year Comic Relief grant, we 

appointed our first ever salaried Campaigns Co-ordinator and Peer 

Advocate. This turned out to be a one off opportunity – but it did allow us 

to do far more campaigning for the next three years – and it did kick start 

our funded advocacy service, which we still run today. 
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On 17th January 2005 we finally completed all of the legal requirements 

to complete the purchase of Unity 12.   SCIL & DAIN finally received the 

keys, resulting in great - but brief 

celebrations.   

 

Later that same day, we handed the keys over to the builders who 

began refurbishment work on the 18th January.  

SCIL had agreed a deadline of 1st April 2005 to move out of Northlands 

Road. Similarly the Primary Care Trust’s Work Rehabilitation Unit had to 

vacate their existing building at the General Hospital at the same time. 

The builders had a very tight deadline to meet, with a financial budget 

that had no room for any overspend. 

On time and on budget, we moved 

into our new offices in Unity 12, 9-19 

Rose Road, Southampton SO14 6TE 

on the 29th March 2005.    

After 13 years at 6 Northlands Road 

we said our goodbyes at a farewell 

BBQ on 8th April. 

Contract 

signed –  

and brief 

celebrations 

at a boarded 

up Unity 12 

– our dream 

had become 

a reality 
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Nationally, in 2005, The DDA amendment Act, extended anti-

discrimination legislation to include transport providers, small employers 

and private clubs. It also extended the definition of disability and 

introduced a public sector duty to promote equality and ‘involve’ 

Disabled People in the development of the services they use.  

The duty for the public sector to promote Disability Equality was seen as 

an important development for the rights of Disabled People.  

The Prime Minister’s Strategy Unit published a report called ‘Improving 

the Life Chances of Disabled People’, which set out a number of 

recommendations for how Disabled People could achieve equality by the 

year 2025:  

 Recommendation 4.3 of the report said that, by 2010 there should 

be a User-Led Organisation in every locality; modelled on existing 

Centre’s for Independent Living 

 The document also brought to the fore the term ‘User Led 

Organisation’ (ULO) and encompassed the 12 Basic Rights to 

Independent Living as part of Government Policy for the first time – 

including the 12th Basic Right that SCIL had added back in 1999  

 In addition, the definition of the services a ULO should aim to 

provide was modelled on the services that SCIL provided 

In September 2005, SCIL sent a bigger delegation of 10 people to 

ENIL’s 2nd Freedom Drive in Strasbourg. Those who attended found the 

event to be a tremendously empowering experience, joining hundreds of 

Disabled People from all over Europe. 

In October 2005, SCIL 

led a national 

campaign and lobby 

by Disabled People’s 

organisations from 

across the UK. We 

were concerned that 

new European 

regulations, which required Local Authorities to Tender Independent 

Living services out to almost any organisation, was resulting in many of 
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our sister organisations losing their Direct Payments Support Services to 

organisations which were not run or controlled by Disabled People.  

We organised a ‘parallel conference’ to the Social Services Conference 

at the National Exhibition Centre in Birmingham to try and force policy-

makers to understand the impact of what they were doing.  We 

particularly wanted to highlight that, whilst Government had committed 

itself to wanting a “User Led organisation (based on existing CIL’s) in 

every local authority by 2010”, tendering requirements were in fact 

resulting in the exact opposite – with many ULO’s being forced to close. 

[Whilst the parallel conference was a great success, enabling us to talk 

about our concerns at the Social Services Conference we paralleled, the 

reality is that the impact of these regulations has continued to result in 

the loss of many of our sister organisations – up to current times]  

In 2005 we changed our logo again, to a cleaner, more modern look, 

dropping the words “Inclusion” & “Independence” and leaving the circle 

open at the top. Once again Alia Hassan did the redesign work for us. 

 

All of this was a distraction to difficulties we 

were having with Unity 12: 

Whilst we knew Unity 12 would be a struggle to 

manage, we had no idea just how difficult it 

would be to continue to run SCIL whilst at the 

same time taking on the role of Landlord to 

several new tenants, as well as dealing with all 

the management and infrastructure of Unity 12 

with no money to employ staff.  

The stress and responsibility took its toll on SCIL.  As a result SCIL was 

stretched to the limit - and beyond. This was mainly because most of 

SCIL’s management resources were committed to managing Unity 12’s 

problems; SCIL ended the financial year 2005-06 by loosing over 

£40,000.  This happened at the worst possible time, as we had recently 

lent Unity 12  £78,000, which was almost all of our reserves, leaving us 

very little to fall back on. 
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2006 

The realisation, early in 2006, of just how bad SCIL’s financial state was, 

actually brought the organisation closer together – this allowed us to 

agree the significant cost-cutting which would be necessary if SCIL was 

to survive and regroup.  

Our troubles helped us to realise just how important SCIL was in 

Disabled People’s lives and members, MC, staff and volunteers made 

the personal commitment to enable us to survive. This included staff 

agreeing to salary cuts, and doing unpaid voluntary work when 

necessary. 

At the very same time, and to compound our financial difficulties, 

Hampshire County Council decided to tender out our Direct Payments 

Support Services in 2006. Our dire warnings the year before about 

tendering killing off Disabled People’s Organisations, all of a sudden 

became very real to SCIL.   

SCIL had a huge dilemma on our hands. We were dependant on the 

income from this work for the employment of most of our staff. Without 

the money we earned from this service we would not even generate 

enough money to continue to employ our Core staff. SCIL had never had 

to tender for work before and therefore we did not have the ‘tendering’ 

skills necessary. We also knew that non-user-led organisations with no 

history of Direct Payments provision were likely to undercut us, just to 

win the tender. If we lost this tender, the survival of SCIL was a very 

significant risk. 

At the same time other cuts to our funding were announced: Hampshire 

County Council decided, with no consultation at all, to stop the funding of 

our Consumer Audit Service.  Southampton City Council decided, again 

with no consultation, to stop funding our Direct Payments Support 

Service for hard-to-reach groups of Disabled People.  

SCIL faced one of its greatest threats to its very survival. 
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Asami enjoying a Cream Tea 

However, in adversity, SCIL is at its strongest. We have always believed 

in the ‘strength in unity’ slogan. We all worked together, determined that 

the ‘powers that be’ would not succeed in destroying what so many 

Disabled People had worked so hard 

for more than 20 years to achieve.  

In June, and at the best possible 

time, given the gloomy place SCIL 

was in, we welcomed Asami, a 

Japanese visitor, on a three week 

work placement. This gave SCIL a 

rare opportunity to share our 

experiences as a Centre for 

Independent Living in the UK 

Disability Movement, and to learn 

from Asami about life and work as a 

Disabled Person in Japan.   

Towards the end of the year we learnt the outcome of Hampshire’s 

tender for our Direct Payments Support Service. We had lost one-third of 

our service in Hampshire. In addition, the terms of our remaining service 

were far more restrictive than before.  

However, whilst we had to shed several staff, we did survive – albeit in a 

reduced form; and the money saving measures we introduced earlier in 

the year, resulted in the recovery of most of the previous year’s losses. 

Also in 2006, the Government setup Equality 2025, a non-departmental 

public body of publicly appointed Disabled People. The group offered a 

strategic and confidential advice role to Government on issues that 

affected the equality of Disabled People. 

In 2006 we joined the campaign to bring into law the ‘Independent Living 

Bill’ which, if enacted, would for the first time create a right for Disabled 

People to live independently. The highlight for SCIL’s role in this 

campaign came in May when we hosted an episode of BBC South 

Today’s ‘Politics Show’ - live at Unity 12, to debate the campaign for a 

right for Disabled People to live independently. 
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Ending 2006 on a high note, we learnt in December that a government 

capacity building fund, called ‘Future Builders’, had approved our bid for 

a loan and various grants to enable us start ‘Phase Two’ of the Unity 12 

project: to refurbish the first floor of Unity 12 - as well as employ a much 

needed Facilities Manager. This would end the requirement for SCIL to 

provide most of Unity 12’s staffing needs from within our own staff team 

– allowing us to focus our resources fully on SCIL again.  

Whilst this additional loan would result in Unity 12 nearly doubling its 

level of debt to £750,000, it would enable the first floor of Unity 12 to be 

redesigned, refurbished and brought into operation as office space. The 

plan for the first floor also enabled us to redesign the two largest offices 

on the ground floor, to create our own conference suite; all of which 

would (in theory) increase Unity 12’s capacity to enable a surplus to be 

generated. This would, over time, minimise the cost of office space for 

SCIL, DAIN and HCODP (By then also shareholders in Unity 12).  

We agreed that Unity 12’s new conference rooms should be named after 

key MC members: Simon Brisenden, Albert Kushlick and Gill Whitworth, 

all of whom had previously died whilst serving SCIL. 

 

 

2007 

In 2006 & 2007 we instigated SEDEC 

(The South East Disability Equality 

Council), with the support of other 

Disabled People’s Organisations in the 

South East. We tried to gain funding for 

this new entity which would be co-run by 

Disabled People from across the region.  

The aim of SEDEC, was to provide an 

expert body to which public bodies could 

turn to for guidance and advice to 

support them to implement their 

Disability Equality Duty. We organised 
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two conferences to raise awareness of the aims of SEDEC and offered 

limited expert guidance to public bodies. Sadly, whilst many public 

bodies valued the possibilities of SEDEC, none were prepared to fund its 

development phase. SEDEC remained just a good idea. [However, 

despite SEDEC’s failure – it did provide the impetus for another regional 

body – SENDPO, but more of that later on]    

By 2007, resulting from SCIL’s more proactive stance in highlighting the 

barriers to Independent Living and the plight of ULO’s, SCIL was 

receiving ever more requests for our expertise at national Government 

level to input to the many ULO, Independent Living, and Personalisation 

initiatives at that time.  

Since our financial difficulties in 2006, we had decided that we could 

only do this type of work if we were paid. Our increased national profile 

was resulting in SCIL’s message being communicated on a national 

platform, whilst at the same time generating useful income.  

From 2007 onwards, SCIL’s personnel have become increasingly 

involved in providing expert advice and consultancy to local, regional 

and national Government. Particularly notable was our Chief Executive’s 

high level input into the development of the Government’s ‘Independent 

Living Strategy’, the ULO development funds and the Self Directed 

Support and Personalisation agendas. 

In 2007, the United Nations Convention on the Rights of Disabled 

Persons opened for signature by member nations.  

At a national level in the UK, we saw ‘Putting People First’, a shared 

vision and commitment to the transformation of Adult Social Care. 

In order to secure the Unity 12 grant and loan previously agreed by 

Future Builders, it became clear that we would have to strengthen our 

Constitution in respect to our non-profit status, as well as our community 

based credentials. Future Builders felt that our legal status (as a Limited 

Company) was not secure enough to protect its investment. We were 

therefore advised to look at becoming a Community Interest Company 

(CIC) or become a Registered Charity. Charity status was out of the 

question for SCIL – even if it jeopardised funding, however, whilst CIC’s 
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were a relatively new legal structure for organisations like SCIL, when 

we looked into it, we felt the principles of a CIC suited SCIL very well. 

At an SCIL Extraordinary General Meeting (EGM) in December 2007, 

members agreed to change our legal status to that of a (CIC). The final 

barrier to Future Builders funding had been cleared.  

 

2008 

In January 2008, the legal contract with Future Builders was signed and 

Unity 12 received the grants and loan from Future Builders and began 

the phase two refurbishment work on the first floor, creating much more 

office space on the first floor, and a fully accessible conference suite on 

the ground floor.  

By July this work was completed, the Facilities Manager employed, and 

new tenants secured and moved in to provide complementary 

Independent Living services for Disabled People.      
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Unity 12 was at long last complete and was now in a position to realise 

its vision - and to provide significant cost savings to SCIL, DAIN & 

HCODP as shareholders. 

Nationally 2008 saw the Health and Social Care Act.  The Act sought to 

enhance professional regulation and created a new, integrated, regulator 

- the Care Quality Commission (CQC), for regulating a wide range of 

health and adult social care providers from care homes to dentists. The 

CQC’s focus was on providing assurance about the safety and quality of 

care for patients and service users. 

In 2008 we made a successful application to the Social Enterprise 

Initiative Fund to create a second subsidiary CIC, called ‘SCIL 
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Continuing Care’ (SCILCC) to provide Direct Payments style control to 

Disabled People receiving Primary Care Trust Continuing Care services.  

NHS/PCT based services have traditionally been very difficult for 

Disabled People because of the lack of awareness in these institutions 

of Independent Living and Disabled People’s preference to have choice 

and control over how their needs are met. Whilst it remained illegal for 

PCTs to provide Disabled People with a Direct Payments for a ‘health’ 

need; we wanted to create a pioneering solution, which enabled 

Disabled People more control whilst at the same time enabling PCTs to 

stay within their legal restrictions.  

This project started properly in November 2008, requiring our subsidiary 

organisation, SCILCC, to register with the new Care Quality 

Commission. [SCILCC has since then developed a very successful and 

highly innovative solution for Disabled People with health needs; as well 

as meeting its secondary aim of generating surpluses for SCIL’s use. 

SCILCC was another example of SCIL leading the UK in piloting 

nationally important innovations to enable more people to live 

independently]  

Also in 2008, Hampshire County Council instigated a ‘Personalisation 

Commission’ to investigate the opportunities and possibilities in 

Government policy to enable Disabled People and Carer’s to receive 

more choice and control by way of more personalised service provisions.  

SCIL was very concerned that the Commissioners appointed were 

almost all non-disabled people. This was despite Disabled People in 

Hampshire having led much of the social policy developments for the 

previous 25 years – despite this Disabled People in Hampshire were 

simply ignored and had no seats at the table. We worked with 

Hampshire CIL to force the powers-that-be to listen to our concerns.  By 

the time the Commission report was published, we had managed to gain 

an important foothold on Hampshire’s plans and recommendations.  

 

2009 

As a result of these concerns, in 2009 Hampshire County Council 

accepted SCIL & HCIL’s proposal to create a Personalisation Expert 
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Panel (PEP) of Disabled People and Carers to advise and help co-

produce the Council’s implementation of the recommendations of the 

Personalisation Commission. 

In 2009, we established a ‘Student Unit’ as part of our new 

Empowerment, Training & Consultation (ETC) Team. We wanted to 

provide placement opportunities to Student Social Workers from local 

universities. These proposals were initially highly controversial within 

SCIL, bringing, as they did, social workers into our organisation for the 

first time. However, the proposal was eventually passed when it was 

accepted that the Student Unit would enable student Social Workers to 

understand how the Social Model of Disability worked in practice, and 

also to help qualified Social Workers of the future understand how SCIL 

empowered the Disabled People we supported. 

Sadly, for SCIL, in June 2009, our longest serving member of staff, 

Janet Marshall, who was our Disability Equality Trainer, decided to leave 

SCIL after 17 years service, retiring to her home in the south of France. 

In November 2009, SCIL celebrated its 25th 

Anniversary, by inviting past and present 

staff, volunteers and Management 

Committee members to a party. Robert 

Droy produced a video celebrating the life 

and times of SCIL, which was shown at the 

party, and later uploaded as our first in-

house video on YouTube.  

 

2010 

In 2010, SCIL joined the ‘Common Assessment Framework’ pilot site, 

which included Southampton, Hampshire and Portsmouth Local 

Authorities.  The aim of the pilot was to enable the development of single 

assessments that were shared across multiple services and providers 

within the Health and Social Care arena. SCIL facilitated service user 

and carers group’s to work co-productively with this pilot, ensuring the 

experience of people accessing health and social care services were 

properly considered. It was called the ‘Say it Once’ initiative.   
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In 2010, the UK Government finally ratified the United Nations 

Convention on the Rights of Disabled Persons. [Sadly, in 2014, much 

has yet to happen to make these Rights a daily reality for the 12 million 

Disabled Children and Adults in the UK] 

The Government also combined all existing equality based legislation 

(including the Disability Discrimination Act) into an amalgamated 

Equality Act 2010. The Equality & Human Rights Commission (EHRC) 

was established by Parliament to monitor the implementation of the Act, 

challenge discrimination, and protect and promote human rights. 

In 2010, Hazel Peasley, founding member and long serving member of 

staff left SCIL to set up her own company ‘Both Worlds’. 

 

2011 

In 2011, SCIL became a founding member of the South East Network of 

Disabled People’s Organisations (SENDPO). SCIL, with Nick Danagher 

from Equality 2025, had been lobbying for funding from the Department 

of Health’s Health Partnership Board for some time to enable us to 

establish a network that would enable Disabled People’s Organisations 

in the South East to work together, learn from each other, and support 

the development of new User-Led Organisations. With an initial grant of 

£5,000, SENDPO grew quickly into a widely respected and influential 

network, widely supported by Disabled People’s Organisations and 

Local Authorities across the South East. 

Sadly, 2011 also saw the end of an era. SCIL’s Hampshire Direct 

Payments Support Service contract, which we had delivered 

continuously since 1995, ended with the loss of 10 staff in our 

Independent Living Team. Hampshire County Council felt there was no 

longer a need for people to have a designated support service for Direct 

Payments – we disagreed. 

As a result of this dramatic loss of income and staff, SCIL reviewed and 

consolidated its remaining operations, once again reflecting on what we 

needed to do in the future to remain relevant to both Disabled People 

and to funders. With the impact of the gloomy economic environment 



SPECTRUM – Our History 
 

Page 104 

escalating, we realised funding would be far more difficult to find in the 

future. We also agreed a need to diversify our work, whilst at the same 

time retaining a focus on what we were good at.  

2011 also saw ENIL’s 5th Freedom Drive to Strasbourg. SCIL was 

unable to participate for the first time, due to the difficulties we were 

facing at home.  

In 2011, the Department of Health’s sponsored ‘Think Local Act 

Personal’ (TLAP) initiative was launched. Their ‘Making it Real’ 

programme set out 6 markers for progress for personalisation and 

community-based support. SCIL becomes one of the first organisations 

to sign up - agreeing to promote TLAP principles within SCIL’s work. 

Also in 2011, the Office for Disability Issues (ODI) launched the 

‘Strengthening Disabled People’s User-Led Organisations’ (DPULOs) 

Programme. In 2012, SCIL applied for funding from this programme to 

enable us to obtain professional expertise to rebrand itself and develop a 

new Business Plan to enable it to thrive in what we now accepted was 

becoming a very difficult social and economic environment for all ULO’s. 

2011 also saw the birth of the ‘Hardest Hit’ Campaign. Disabled people, 

and those with long-term conditions and their families were being hit 

hard by the Government’s welfare reforms and resultant cuts to the 

benefits and services they needed to live their lives. The Hardest Hit 

campaign, which was organised jointly by the Disability Benefits 

Consortium (DBC) and the UK Disabled People’s Council, brought 

together individuals and organisations to send a clear message to the 

Government: Stop the Cuts. An estimated 8,000 Disabled People and 

their supporters marched on Parliament – nothing changed.. 

In September 2011, SPECTRUM launched a revamped newsletter – 

edited for the first time by Lesley Long-Price. The newsletter was 

revamped to achieve three specific outcomes: 

 Inform readers about what SCIL is doing or planning to do 

 Tell readers what SCIL thinks about important social issues that 

affect Disabled People, and to not be afraid to be controversial 

when we feel passionately about something 
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 Entertain readers – dealing with complex or controversial issues 

with humour 

Our new newsletter quickly gained a large and positive following that 

included members, commissioners and key decision makers across 

Hampshire and the UK. 

 

2012 

2012 was an important year for SCIL, we spent most of the year thinking 

about how we should rebrand SCIL to enable us to widen our appeal 

and remove some of the misconceptions about what we were and what 

we did.  

Early on, we figured that the stakes were very high – SCIL had a good 

reputation and a ‘brand’ that had become very recognised in the 28 

years that SCIL had existed. We all agreed that a change of name and 

identity was important for our future success – but that we didn’t want to 

throw the baby out with the bathwater in the process.  

To help us deliver change, we managed to find a Disabled Person who 

was a rebranding consultant – Lyn Crooks. She had worked with 

worldwide brands like Guinness and Next, but had been hounded out of 

her job when she became a Disabled Person and was looking for a way 

back into work as a consultant. We realised very quickly that we had 

struck gold – we could help her - and she could help us indentify the 

best solution for SCIL’s future.  

We managed to get funding from the Office of Disability Issues’ ULO 

Facilitation Fund to enable us to do the job of rebranding properly. The 

funding also allowed us to get expert consultancy input to produce the 

new Business Plan we needed. [The story of our rebranding is covered 

in more detail in one of the ‘SPOTLIGHTS’ later in this book]    

In March, SCIL dished out rare congratulations to the Minister for 

Disabled People, Maria Miller (MP for Basingstoke). This was because 

she had accepted the recommendations of a report called ‘Disability 

employment support fit for the future’ by Liz Sayce at Disability Rights 
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UK. This report called for the end of institutionalised job support and 

sheltered workshops (including REMPLOY’s factories).  

The report called for the money saved to be put into more investment in 

the Government’s Access to Work scheme that supported Disabled 

People into mainstream employment. The Sayce Report made the point 

that a REMPLOY supported Disabled Worker cost the state, on average, 

£25,000 per year (i.e. far more than the worker actually got paid), 

compared to £2,700 on average for Access to Work funded support.  

SCIL has always said that it does not believe in institutional solutions, 

because they always disempower people.  

SCIL decided to go public: applauding the Minister and welcoming the 

closure of the Southampton REMPLOY factory. We published articles in 

our newsletter, the local press and even appeared on the BBC local 

news bulletins. We knew our views were likely to be controversial, but 

we carefully stated our case for why mainstream employment should be 

encouraged. SCIL welcomes controversy when it is merited, and... wow 

did we get controversy! We endured large quantities of negative 

comments, hate mail and even a death threat! But we stuck to our guns - 

simply because we believed strongly in the position we took. 

But, in a good example of SCIL putting its money where our mouth is, 

we offered support for the 18 REMPLOY disabled workers that were 

made unemployed in Southampton when the factory closed. To start 

with, we provided this support at SCIL’s cost. Late in 2012 we managed 

to get a small amount of funding (£13,000) to set up a Job Club to 

support and mentor REMPLOY workers to find mainstream work or 

training activities.  

In April we secured 3 year funding from Hampshire County Council to 

support user involvement & the development of ULO’s. After recruiting 

staff the project started properly in September 2012 running until 

September 2015. 

SCIL also conducted a Personal Development training pilot, mentoring 

day service users in Hampshire to become more independent by looking 

at services like Direct Payments. The project was independently 

evaluated by Hampshire County Council. Outcomes in the six months of 
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this pilot showed significant progress with some, but not all, of the 

Disabled People we worked with. The project had a second bonus in 

that we were able to train a number of Disabled People to be peer-

mentors. 

Also, during 2012, SCIL undertook our first funded work from Skills for 

Care, training Disabled People on how to get the best from employing 

Personal Assistants, and how following good practice would deliver safer 

and better outcomes for employers and employees. 

2012 saw the passing of the Government’s Welfare Reform Act, with the 

stated aim of ensuring that work pays. The Act introduced reform to 

Disability Living Allowance (DLA) which was renamed PIP (Personal 

Independence Payment). PIP would work to different criteria and 

assessment systems, with different payments rates. The Government 

said publicly that it expected to save 40% of the budget it spent on DLA 

claimants and that this would contribute to a reduction of the UK’s deficit. 

The Act also introduced plans for ‘Universal Credits’, which would to 

combine many of the benefits people received into one, monthly, 

payment. The Government claimed it would simplify the benefits system, 

and by introducing monthly payments (rather than fortnightly), would 

make it easier for people on benefits to move into work - employers 

often pay salaries, monthly in arrears.  

In the late summer of 2012, London hosted the Paralympics.   

Disabled Sports People got world-

wide positive coverage.  

SCIL’s Newsletter observed it was 

the first time that Disabled 

Paralympians had received 

positive media coverage – with the 

athletes treated and spoken about 

using the same positive language 

as their non-disabled peers.  

Our newsletter reported that the athletes were celebrated for their 

achievements with very little of the ‘Triumph over tragedy’ coverage that 

was usually dished out to Disabled People that achieved success. The 
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image of Disabled People received a significant boost. Two of SCIL’s 

personnel received an invite to the Opening Ceremony from the Minister 

for Culture and Sport.  

At SCIL’s AGM in October 2012, we unveiled our shortlist of three 

potential new names, or ‘brands’, for SCIL. We asked members and 

other guests to say what they liked and didn’t like. The shortlist of new 

names for SCIL included ‘The Voice’, ‘The Star Centre for Independent 

Living’ and ‘Spectrum Centre for Independent living’. The most popular 

option was agreed. 

As a result of this vote, in November we held an Extraordinary General 

Meeting (EGM) where SCIL’s members voted unanimously in favour of 

our new name and identity. Members, staff, MC members and 

volunteers were sworn to secrecy until we unveiled our new name and 

identity at a high profile launch event at the end of January 2013, in 

Winchester.  

 

2013 

On 30th January SCIL changed its name to 

“SPECTRUM Centre for Independent Living” 

(Shortened to Spectrum CIL or simply 

SPECTRUM) 

The great advantages of changing our name and 

identity were stated as: 

 Retaining the ‘Centre for Independent 

Living’ identity which many Disabled People 

valued, and as SPECTRUM still started with 

an ‘S’ it was compatible with our old name 

‘SCIL’. 

 Removing the geographic association provided opportunities for 

growth & development (Disabled People and Council staff often 

said they assumed we only worked in Southampton because of 

our name. Additionally, politically Hampshire County Council found 
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it ‘difficult’ to work with an organisation with ‘Southampton’ in its 

name) 

 The new logo represented our values of positivity, diversity and 

enlightenment, in an elegant design which was easily recognised 

and which quickly become associated with SCIL. 

We also changed our strapline to:  

‘Think you know Disabled People ... Think Again’ 

We felt this described, in a few words, what SPECTRUM was all about – 

an organisation that seeks to change popular stereotypes and attitudes 

about Disabled People. 

Our new identity was widely applauded. 

We all got behind our new name and 

logo and produced new leaflets that 

explained what we had changed and why 

we did the change. These leaflets were 

sent out with all communications for six 

months, to make sure that as many 

people, businesses and organisations as 

possible knew that we had changed.  

The success of SPECTRUM exceeded 

all our expectations.  

After the launch of our SPECTRUM 

identity was finished, we embarked on 

the second part of the project we had 

gained Office for Disability Issues (ODI) funding for: Developing a new 

Strategic Business Plan for SPECTRUM that would enable us to 

develop new and diverse work opportunities and thrive in the difficult 

economic environment that had developed since 2010 and which was 

expect to last for several more years.  

We engaged the services of an external consultant who had experience 

of developing Business Plans for other ULOs – this was good for us as 

we wanted to make sure we developed a plan that was compatible with 

our philosophy and we were concerned that a standard business 
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consultant would not understand these issues and therefore develop a 

Business Plan that was not right for SPECTRUM. 

We undertook wide stakeholder consultation with members, staff, MC 

members, users, and potential funders; to develop a new Business Plan 

to try and ensure SPECTRUM’s future.  

The draft of the plan was presented at our November 2013 AGM. 

In 2013 we also developed the following new initiatives: 

 We gained grant funding from Southampton City Council to pilot 

the use of ‘Individual Service Funds’ to enable parents of children 

assessed with ‘Special Educational Needs - Disability’ (SEND) to 

have more choice and control on how their child was educated. 

We recruited a teacher and developed a highly successful support 

package for a child who had issues that meant she could not be 

educated with other children. The pilot ran until March 2014  

 We further extended our SEND Work with a small grant from 

Southampton to promote SEND opportunities in Southampton. We 

delivered this pilot in partnership with Choices Advocacy and the 

City Council’s Education officers. 

 We agreed to ‘Second’ one of our senior staff into Southampton’s 

NHS Clinical Commissioning Group. His role was to support the 

development of their Integrated Care Unit, which was tasked with 

integrating health and social care systems and practices and 

introducing more choice and control opportunities for users of 

health and social care services. We felt that this secondment 

would have the benefit of introducing SPECTRUM’s philosophy 

into a health arena, but also that SPECTRUM would gain from the 

insider knowledge and skills that our worker would gain whilst on 

secondment, which we hoped would benefit SPECTRUM when he 

returned to work for us. [Our member of staff, Jeremy Long-Price, 

was initially seconded for a 12 month period, which was 

subsequently extended by an extra 12 months to end in March 

2015]  

 We agreed to self fund research into the impact of Government 

cuts on the day to day lives of Disabled People. Since the 

Government’s emergency budget in 2010, Disabled People had 
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seen massive cuts to their benefits and support services, including 

[by 2015]  £18 Billion from the benefits budget and a further £8 

Billion from social care budgets. We felt that by using high quality 

research methods we could deliver research findings that could not 

be disputed as ‘biased’ by the powers that be. We also hoped that 

these findings would become a useful addition to other campaign 

groups. The research was scheduled to finish in March 2014 

 We developed a Black and Minority Ethnic (BME) outreach project 

in Southampton, which helped us to diversify our user base, which 

made real progress within the BME communities in Southampton  

 We developed a new co-production panel in Southampton, called 

‘Consult & Challenge’. Initially a 12 month experiment, the project 

has been a major success in introducing co-production techniques 

with service users and council services. It is hoped that this project 

will develop a strong reputation, showing the value and cost 

effectiveness of co-production in service design, delivery and 

evaluation. We also hope that the project will be sustainable in the 

future by selling its services 

 Our Job Club for ex REMPLOY disabled staff concluded its work 

within 6 months of gaining funding. 10 out of the 13 workers, who 

agreed to our request to involve them in our work, secured 

mainstream employment or are training. We proved, once again, 

the positive outcomes we can achieve when we are given the 

chance – by doing things differently. This remarkable success was 

achieved with less than the £13,000 we were awarded, which was 

approximately half of one year’s funding that REMPLOY had been 

provided to support every one of these people! 

 We provided a short term ‘Health Watch’ Signposting service. We 

set up this service within two weeks to enable urgent needs to be 

met in Southampton whilst the City Council was tendering the 

service out, but having to provide an interim service in the 

meantime 

 We gained two more grants from Skills for Care to provide Mental 

Health awareness training (in partnership with Raise Mental 

Health) and to develop accredited health and safety training 

modules to employers of Personal Assistants (in partnership with 

Independent Living, based in Worthing) 
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 Finally in 2013 we gained grant funding from Southampton City 

Council to develop a 12 month Personal Assistant ‘Pooled 

Budgets’ pilot. The aims of the pilot were to investigating if Direct 

Payments users can achieve better outcomes by working together 

and pooling their Personal Budgets or Direct Payments. [Our 

report was published late in 2014, concluding that there were 

significant opportunities, but that it needed an infrastructure, took 

time to build trust and would only work effectively if it was not 

introduced as part of a cost cutting agenda (albeit, when 

successful, it could save money)] 

2013 also saw the 6th Freedom Drive to Strasbourg – marking ENIL’s 

25th Anniversary. Again, SPECTRUM was unable to be a part of it. 

 

2014 

2014 Marked SPECTRUM’s 30th anniversary year. 

Early in 2014 we finalised our new Business Plan and appointed our first 

Business Development Manager, Gerry Zarb, to help implement the plan 

and enable SPECTRUM to develop, diversify and thrive in an 

environment that other organisations are struggling with 

In April we started work on a new contract to provide Direct Payments 

support to Disabled People in Southampton. This enabled us to launch a 

new website: www.DirectPaymentsSouthampton.info, a web-based PA 

finder, and to appoint a new volunteer manager to recruit and support 

volunteers to promote and support the development of Direct Payments 

in Southampton.  

Also in April our Pooled Budgets and SEND/ISF pilots finished. Reports 

were generated and submitted.  

Southampton City Council agreed to continue to support our SEND work 

so that we could continue to employ a teacher to home educate a 

disabled child. Very sadly she died in September, which was a real 

shock which hit us hard. 
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In the summer of 2014 we produced our report detailing the findings of 

the Cuts Campaign Research that we started funding in 2013. The 

findings of this report highlighted the grim realities of the Government’s 

cuts and welfare reforms: 

 52% of people completing the research diaries reported having to 

go without essential help as a result of cuts to their care & support 

 70% said they were going without any social or leisure activities 

 48% reported being placed in unsafe or vulnerable situations as a 

result of cuts in their care and support 

 65% also said that they were having to ask family and friends to try 

make up the for the gaps in their support 

These findings were all the more worrying, given that much of the 

welfare reforms have not yet been implemented, so the situation is going 

to get worse. 

So, far from living it up at the taxpayer’s expense, many Disabled People 

were living at close to poverty levels, even before the cuts, and well 

below it now.  Our research vividly demonstrated the extremely negative 

impact on both physical and mental health of the Government’s actions. 

As this book is being finalised, we are planning how best to get the 

widest impact from this research work. We hope our findings will 

highlight the need for urgent action, and provide authoritative research to 

support the ongoing campaigns by groups such as ‘Disabled People 

Against the Cuts’ (DPAC). 

 

On a more optimistic subject, SPECTRUM reflected on its 30th 

Anniversary year to decide how best to mark the achievement. 

As we reach our 30th Anniversary we have so many amazing 

achievements to celebrate. At a time when many User Led 

Organisations (ULO’s) are struggling to survive, we have a thriving, 

diverse and innovative organisation that runs a wide range of 

Independent Living Services:  

 We support the development of new ULO’s 
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John Evans 

 We provide co-production services and other ways for Local 

Councils to involve Disabled People 

 Our Independent Living Team carries on our tradition of Direct 

Payments Support Services 

 We train and mentor Social Workers of the future 

 We self fund an advocacy and money management service 

 We run an agency that supports people to use Personal Health 

Budgets (SCILCC) 

 We own our own building (Unity 12) that rents office space to other 

organisations that also promote Independent Living, and provides 

a popular fully accessible conference and meeting venue 

 We continue to be one of the most proactive ULO’s in the UK 

All up, in 2014, we employ over 50 people and our income totals over 

£1,300,000 a year (including our subsidiaries, SCILCC & Unity 12). 

But most importantly, we still follow closely the original aims, philosophy 

and values that were formulated back in 1984: peer based, run and 

controlled by Disabled People – and accountable to Disabled People. 

 

To celebrate our 30th anniversary and the development of Independent 

Living in the UK, we have organised several milestone events: 

 To kick the year off, In January we hosted a 

celebration of John Evans OBE’s ‘escape’ from 

residential care in 1983 and the first person in the UK 

to employ his own Personal Assistants and live 

independently. We all had a great day and high spirits 

helping John to celebrate this achievement – and with 

surprising low levels of alcohol to achieve!  

 In September we hosted a study visit from the 

European Network on Independent Living (ENIL) with 8 delegates 

from all over Europe, learning and working together to improve 

Independent Living opportunities across Europe. In the evening we 

organised a cultural tour of Southampton (i.e. we went down the 

local pub!) 



SPECTRUM – Our History 
 

Page 115 

ENIL study visit 

 

 

 

 

 

 In October we organised a Hate Crime Conference in Winchester 

in partnership with the Police & Crime Commissioner and 

Hampshire County Council. It is only in recent times that the 

Government has accepted that Disabled People also experience 

Hate Crime. This conference helped build alliances with other 

groups of people who experience Hate Crime, so that we can work 

together to tackle this invidious and increasingly common crime of 

our modern society 

 On November 6th – the actual date of our 30th Anniversary - we 

are organising a landmark conference consisting of two parts:  

o Part one: celebrates the massive achievements of the first 30 

years of the Independent Living Movement 

o Part two: by way of a ‘Question Time’ panel, will provide an 

opportunity for Disabled People and other prominent experts 

to examine the threats and opportunities for Independent 

Living in the future  

SPECTRUM has always claimed that independence is cheaper 

and more cost effective than traditional, ‘dependency’, based 

services. We hope this conference will help us to develop 

innovative Independent Living solutions for the future, just as 

we have done in the past 

 Access to Information is one of the most important of the 12 Basic 

Rights for Disabled People who want to live independently. 

SPECTRUM believes that Information = power and that we should 
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use all available technology to provide the highest quality 

information on Independent Living  

With this in mind, SPECTRUM launched its first ever website way 

back in 1999 (our 15th Anniversary). Whilst we have refreshed our 

website and added social media options since then, we are using 

our 30th Anniversary as the ideal opportunity to completely revamp 

our website and social media presence  

We have committed significant resources and time to ensure that 

our new website meets of commitment to providing high quality, 

relevant and up to date information on all aspects of Independent 

Living. The new website will go live early in 2015 and be relevant 

to Disabled People and for commissioners of services 

 SPECTRUM’s AGM will be on Saturday 8th November 2014. We 

will be holding the AGM in the mid-afternoon for the first time, 

starting with a cream tea. Our AGM will be followed by our 30th 

Anniversary Party – food, music and Karaoke amongst friends  

 And finally, to celebrate our 30th Anniversary, we 

have decided to publish our first ever book on the 

history of SPECTRUM [you are reading it now!], 

as well as publishing a Special 30th Anniversary 

Edition of our Newsletter which celebrates the 

SPECTRUM of today 

 

Let no-one say that we let our 30th Anniversary go unnoticed! 

 

At the time of writing this book, in the autumn of 2014, SPECTRUM has 

a stronger and more influential voice than we have ever enjoyed before.   

As a result of the huge commitment of all those who have helped 

SPECTRUM over 30 years, we have a influential profile at a local, 

regional and national level and we are proud to have worked hard to 

stay loyal to the aims and hopes of those pioneers who set up SCIL in 

1984. As a result of our rebranding and name change to SPECTRUM 
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CIL and our new Business Plan we have emerged a stronger and far 

more financially secure organisation. 

We are not naïve enough to believe that we have secured our future, or 

won everything we wished for Disabled People. Far from it – we have 

just scratched the surface. We realise that there will be difficult times 

ahead, both for Disabled People and for SPECTRUM. But we will carry 

on with the fight for full human rights for all Disabled People and a right 

to self-determine our own lives through the implementation of 

Independent Living for all Disabled People. 

What we have achieved is an organisation which enjoys fantastic loyalty 

and unparalleled commitment of all the members, Management 

Committee, staff and volunteers who give so much to SPECTRUM.  

The sense of belonging which SPECTRUM generates for Disabled 

People is our greatest strength, and a testament to the organisation. 

Our strength is not just in the support and services we provide to 

Disabled People, but for the opportunity we provide for Disabled People 

to become empowered to control their own lives.  

We are rightly proud of the organisation we now call SPECTRUM. 

 

Think you know Disabled People ... Think Again 

 

November 2014 
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Spotlight on... 

 

The second part of this book presents spotlights on different aspects of 

SPECTRUM’s history. 

These spotlights are not intended to be read sequentially, but dipped 

into based on the reader’s choice and interest. 

To aid location, the colours of each page’s edge strip change to help the 

reader locate the spotlight of their choice, as follows:  

 

Simon Brisenden – founder of SPECTRUM 

Our philosophy, principles, & values 

Management Committee Directors 

Personnel: staff, volunteers & Student Social Workers 

Our logos and straplines  

Our financial history  

Why we rebranded ourselves  

Our papers & speeches through 1984-2014  

Simon Brisenden’s poetry books - republished  
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Spotlight on... 

Simon Brisenden – founder of SPECTRUM 

The Disability Movement’s Philosopher 

 

Simon Brisenden was the founder of SPECTRUM. He was born in 1958 

and died in1989. 

However, prior to the writing of this book, the modern SPECTRUM knew 

scandalously little about Simon’s life; his contribution to the early SCIL, 

the development of the Disability Movement and his contribution to the 

development of the principles about Independent Living. 

To learn as much as possible about Simon, Ian Loynes interviewed four 

people who knew Simon well, at different times in his short life and from 

different perspectives. 

The people interviewed were: 

 Alia Hassan: She met Simon as he was forming SCIL, became a 

close friend and worked closely with him up until he died. 

 Denise Edghill: She met Simon when she joined Southampton 

City Council and became a close friend until his death  

 John Evans: He knew Simon as he was involved in Project ’81 

and the formation of Hampshire CIL 

 Jane Campbell: She met Simon at Hereward College, her 

awareness of Disability Politics was hugely influenced by him  

This spotlight presents the transcripts of these four interviews, together 

with some photos of Simon. As a result of these interviews we know far 

more about Simon, and have several new contacts to follow up to learn 

even more in the future. 

For clarity of reading, each interview begins on a new page.  
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“An ordinary house, in an ordinary street, and have 

an ordinary life” 

 

Alia Hassan interviewed by Ian Loynes on 7th September 2014 

 

Ian: Tell me about how you first 

met Simon? 

Alia: The first time I met Simon 

was when I had been battling 

barriers on my own and not 

getting very far. I had been to 

‘Treloars’ [Segregated ‘Special 

School'], then been to art college 

– then all of a sudden I found I 

had some non-disabled friends 

and I could do lots of things with 

them which I couldn’t do before.  

But when I returned home I 

quickly became quite lonely.   

I faced lots of barriers and tried 

writing letters to try and get things 

sorted out. But I got lonely writing letters on I own to try and get things 

changed. I realised that I needed to find some other Disabled People so 

we could work together. 

Someone put me in touch with Philip Mason [Hampshire CIL] and he put 

me in touch with someone called Simon Brisenden. So I decided to go 

for it and made the first phone call to him, he said to me – “What are you 

doing this afternoon? Can you make a drink?”  It was a hot day and it 

turned out that he didn't have anyone that afternoon who could make 

Simon Brisenden 
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him one. I said I could make him a drink and the relationship began. He 

was impulsive like that – even though it was the first time he had spoken 

to me!  

I met Simon at Albert Kushlick’s house. Simon was living with Albert at 

the time – Simon was still trying to get his own home to live in and as 

Albert was a lecturer in the philosophy degree Simon did at 

Southampton University, they became friends and Albert offered him 

lodgings until Simon managed to get his own place. [Albert later joined 

SCIL’s MC] 

I was told to go round the back as that was where Simon’s room was 

and also the access ramp. At that first meeting, Simon told me about the 

Social Model of Disability, it was the first time anyone had politicised me; 

before that, I had no awareness of it – Simon explained that my feelings 

of exclusion and discrimination were not my fault and that things could 

change. That was really exciting. 

Ian: So did SCIL already exist at that time? 

Alia: At that time, Simon said a group of Disabled People had got 

together and wanted to set up an organisation in Southampton and 

maybe suggested that I could come to the first meeting. There was quite 

a lot of Disabled People at the inaugural meeting, it was there that I 

joined the committee of what became SCIL - and bear in mind I had no 

idea what a committee even meant at that time!  

Ian: So who was on the first committee? 

Alia: Simon Brisenden, Hazel Peasley, Mel Horne, Linda Laurie and me 

[Alia Hassan] - that was it – that was the first committee – that was the 

beginning of SCIL. But Linda Laurie didn’t stay at SCIL very long – she 

moved to London to set up another CIL. 

At the beginning, I always felt quite intimidated and the other Disabled 

People who were there, they spoke a language that I had never heard 

before but the nice thing about it was that Simon always had a calm way 

of explaining things.  

The big thing Simon always said was that all he wanted was to live in 

an ordinary house in an ordinary street and have an ordinary life– 
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that was it – Simon wanted a simple solution, nothing special, just 

ordinary. I will always remember that phrase Simon used. It was such a 

clever, but simple, way of describing what he wanted. 

Bear in mind that at that time the medical profession had such control 

over Disabled People in every single respect – much more so than now 

– people today have no idea. For instance if you wanted a mortgage you 

had to have a medical, if you wanted a job you had to have a medical, to 

go to university many Disabled People had to agree to go into a hospital 

for a week to be assessed to see if they were suitable. All of our life was 

controlled. Simon had to go through this, but he did get into 

Southampton University and did his philosophy degree, which he 

followed with a PHD in Politics and Philosophy.  

When he was living with Albert he would write to the Council every 

single day about housing – saying that he was homeless and saying he 

wanted a house. Getting money for Personal Assistance was just 

unheard of at that time, Disabled People just went into institutions and 

that was that, very few people even questioned it. Simon stayed with 

Albert for quite some time, but eventually he moved into a home in 

Oxford Street in Southampton. It was a big house owned by Leonard 

Cheshire and it was divided into flats – a huge house with a huge 

garden. Simon’s room was very big. I remember Simon always wanted a 

great big chandelier in his room! He shared the flat; Mel lived in one of 

the ground floor flats. But it wasn’t his home; he always wanted his own 

home. For him that was his goal. 

Simon found getting around very difficult, as the medical profession had 

screwed up his body as he was growing up. For example, he sat in his 

wheelchair with the most unusual gait, like he was riding a horse – so he 

was quite wide which made it difficult getting through doors.  

He had got a kitten called Bogy (it was originally called Bogart - but then 

he discovered it was a girl!) and I had the runt of the litter – a tiny little 

thing. I called it ‘Mitsy’. My mum and her were going to France for the 

weekend and Mitsy was too young to put into a cattery so after a lot of 

begging, Simon agreed to look after her. When I came to pick up Mitsy, 

she was sitting on his wheelchair, lying on his shirt, and he had fallen in 

love with her! Simon’s cat was very independent and was always 
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outside, whereas my cat always wanted to be close and cuddled. Simon 

told me that he and Mitsy ate together, and played together so he ended 

up keeping Mitsy and that was quite funny really! That was Simon all 

over. After all the hassle Simon gave me before agreeing to cat-sit Mitsy 

in the first place! 

Simon was the kind of person that would always stick to his guns on 

principle, but he felt it was his job to help people become empowered, 

people like me that were not politically aware. For instance, I knew when 

something wasn’t right but I didn’t know that I could do anything about it, 

or how I should go about getting anything done about it. Simon would 

explain that if I used the Social Model then I could explain that it was the 

barrier that was in my way to explain to the authorities what the impact 

to my life was going to be if they left the barrier in place. Simon 

explained that you needed a way to explain about what the problem 

was, and that by Disabled People working together we could solve 

problems together.  

In the early days, we often met at Simon’s house as he had a big 

photocopier. This had been donated, and it stank of spirit! – but Simon’s 

home was big enough to meet in and big enough for the photocopier. 

Sometimes we would also meet at Hazel’s house, Disa House, [next to 

Sembal House day centre] because she had some space as well. 

Simple issues like space to meet were issues we had to think about, as 

in general, access to public places was very difficult in those days. 

Ian: So tell me how SCIL developed in those early days? 

Alia: In the first year, SCIL had a turnover of £800, of that £400 came 

from Southampton’s Community Chest grant fund and the rest came 

from donations from organisations such as the Women’s Institute (WI). 

The WI was very good to SCIL, they bought us our first Computer (an 

Amstrad word processor [PCW8256]), which Simon had. We were all 

very excited about this as it was at the start of the computer revolution. 

When we received the computer, SCIL had a huge presentation 

ceremony, with the press and members from the WI and all of us 

present.  

Simon would sit in front of the Amstrad, with its little green screen. In 

those days there were organisations that raised funds to buy computers 
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for Disabled People, so we all ended up getting one over time. Simon 

got some training on how to use it - he saw the potential of computers. 

He foresaw that one day you would be able to visit a library on the other 

side of the world from your computer screen. He was like that, he could 

see the opportunities from any situation - which I couldn’t. 

Simon had an army of women PA’s. It was really quite fun at his house, 

an army of people going in and out – there was no privacy at all. His 

PA’s all seemed to have different diets, so the kitchen was an amazing 

place to be in – vegetarians, fruitarians etc.!  

One of the things they would do was to visit Disabled People in 

residential homes. It felt like we were being missionaries. Albert would 

be the person driving Simon’s car. Simon was one of the first Disabled 

People to have one of the ‘Pope Mobile’ type cars, with me sitting in the 

front, Simon in the back. We’d talk to young Disabled People in homes 

right across the South, and explain that they didn’t have to live there, 

that they could live in their own homes and that we would help them and, 

do you know what, it was devastating work at times. For instance there 

was one guy who needed a spelling board to communicate with, and 

because it took time for him to use it, the staff at the home would take it 

off of him. Every time his mother visited she would bring a new one and 

every week they would take it off of him, because they could not be 

bothered to spend the time needed to understand him. This was just one 

of very many similar horror stories we heard doing these visits. 

At another residential home we went to, I asked where the public phone 

was and the resident showed me. I asked her how it worked and she 

said she didn’t know because she had no-one to ring and no-one ever 

rang her. We found out that her parents had just abandoned her there 

20 years beforehand, on the promise that it was just for two weeks, and 

they had never been back for her since. She said she was just 

abandoned and all she knew was the home – she never went anywhere 

else – I found that very sad. 

We talked to another man, about the mobility allowance he could get so 

he could get out and about, and he said, ‘I know, my dad has that 

because he has the car and drives it about and to work every day’. 

Apparently his dad had explained it away by saying he used it to visit his 
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disabled son in the home once a week or fortnight. We’d think - hang on, 

that is not right? 

There were lots of things like that. Some were just unbelievable.  

One home wouldn't let a resident have a power chair as they said it 

wasn't fair on other residents who didn't have one! 

What we wanted to get across was that these Disabled People did have 

rights and they could do other things and that residential homes were 

not their only option. 

SCIL was very much into empowerment. For instance we never had a 

fixed Chair of the Committee. We all took it in turns so everyone had a 

chance to learn how to Chair meetings and to gain confidence. 

Also when certain projects came by we’d try to link a new person up to it. 

It all changed a bit after Simon died though. 

Ian: That is amazing; SPECTRUM still has a rotating Chair of the 

Management Committee to this today. Some of these values have really 

stayed the distance and SPECTRUM still practices them today – all 

people are treated equally, no-one sits on a pedestal. Obviously with 

staff inevitably we have to have a structure, but the principles are still 

applied – everyone is entitled to a say and to have good ideas, to be 

listened to and to challenge what they feel is wrong – irrespective of their 

role. 

Ian: What do you remember about when Simon died? 

Alia: I was on the way to a conference, and got a phone call from Albert 

to say that Simon had been rushed into hospital and that he had just 

died. It was a real, real shock. Others on the committee said we must 

just carry on, for Simon’s sake. 

At Simon’s funeral, it was PACKED with people outside. One of the 

people who spoke was Jane Campbell. She and Simon went to 

Hereward College [For Disabled students] together. Jane said (and I will 

always remember this) that Simon taught her how to be irresponsible. At 

Hereward they had lots of rules, like having to be back in dormitories by 

10pm or 11pm at the latest. Simon would always make sure he got back 
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there much later! Jane said she would be really worried they would get 

locked out. Simon told her not to worry; He said they won’t lock us out – 

what would happen if the papers got hold of that happening to Disabled 

People? Simon said, we can stay out as late as we wanted! And they 

did. 

When Simon died, we held a celebration 

day, to mark his life, Nigel Thomlinson, 

who had got involved with SCIL by then, 

designed a calendar, and the picture, 

which is still on Alia’s wall, was on the 

front cover of this calendar. 

Ian: Can I take a photo of the picture, as 

we have so few pictures of Simon? 

Alia: Yes, of course. It is odd isn’t it? 

Especially as SCIL used the press a lot 

in those days and it was Simon they 

always wanted to talk to – he was always 

in the paper, and having his photo taken.  

SCIL had regular battles. Battles would go on between SCIL and the 

City Council, and the Press would always personalise it by saying 

‘Simon Brisenden... leader of an organisation...’ and Simon would get 

upset at that, as he didn’t want to be seen as a leader of anything, he 

wasn’t into personal power at all – unlike many other people – This is a 

very rare quality isn’t it? 

Simon wrote poetry, and would read his poetry out to groups of people 

at meetings and at conferences. I remember going to hear him read at 

the Labour Club in Southampton.  

SCIL joined in with the British Council of Organisations of Disabled 

People’s (BCODP) big demonstration [on 28 July 1988], which was 

organised after the Government’s decision to setup the Independent 

Living Fund (ILF) as a discretionary trust, rather than allowing it as a 

right. I remember this was the demonstration where the slogan ‘Rights 

Not Charity’ appeared for the first time and where there was a sit-down 

protest with about 150 people. Simon wrote a poem about that demo 

Simon’s Calendar Artwork 
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called ‘The Battle of the Elephant 

and Castle’. [NB: This poem is 

reproduced on page 160-161 of 

this book] 

He read this poem at a disability 

arts event soon afterwards. Simon 

published two poetry books – did 

you know? 

Ian: Two books? SPECTRUM only 

has one as far as I know – maybe 

the other one is in our archive but I 

have never seen it.  [Alia 

subsequently gave Ian the missing 

poetry book ‘Body Shopping’ which 

was missing from SPECTRUM’s 

archive. It is now presented in the 

spotlight on Simon’s poetry]  

Alia: I was so star-struck at that event! Ian Dury was there and Simon 

was not up to talking to him – so I went and introduced Ian to Simon’s 

poems. He took a copy of both of Simon’s poetry books. 

Alia: I have just remembered that Kay Jones was also involved with 

SCIL. She used to write also, as did Nigel Thomlinson. They were both 

very arty. Sadly Kay died early on in SCIL’s history.  

I must tell you a funny story about Kay: 

Kay had moved into Mel's room, next to Simon, as Mel had got married 

and went to live in Africa. Later on, Kay moved into her own flat, and she 

inherited Mel’s cat, ‘Fred’.  

I was at Kay’s house one evening for supper and we noticed the cat was 

unwell and so we climbed into a car; it was pouring with rain – we took it 

to the vet. Sadly Fred was very sick (it had Aids) and he died, he had to 

be put down.  

BCODP – ILF Demo 
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When she came out, I said to 

Kay “did you leave Fred there?” 

Kay said “no, I have brought him 

back to bury him”.  

So there we were, it was raining, 

9pm at night and they were 

trying to find somewhere to bury 

Fred. Imagine the sight – a dead 

cat in a blanket, two Disabled 

People in a car driving around 

trying to find somewhere they 

could bury him! Bev, Kay’s PA, 

said ‘I can’t dig, I’m afraid of worms!’  Then one of us remembered that 

the big house in Oxford street, where Kay used to live, had a big garden, 

so we persuaded a man called Daz to dig a hole – I shone the car’s 

headlights on him as he did it. We had to get Daz to promise not to tell 

anyone that Fred had Aids, as it was during that time when it was really 

feared. Looking back - it was such a funny sight! 

Alia: I also remember discovering Vic Finkelstein’s ‘To Deny or not to 

deny Disability’ essay, which everyone at SCIL thought was a fantastic 

way of communicating the Social Model of Disability. We realised it 

would be a great training aid for introducing the principles of the Social 

Model of Disability to newly contacted Disabled People.   

Ian: Was Vic ever involved with SCIL?  

Alia: No, but people like that were all so accessible in those days, and 

that was very empowering and inspirational. 

Ian: Tell me more about life in SCIL’s early days. 

Alia: I remember, in those days, there were no drop curbs, no 

accessible public transport, Disabled People only had Dial-a-Ride and 

that only worked on certain days and times, and they didn’t cross City 

boundaries. If you went by train, you were stuck in the guards van with 

the bikes, freezing cold. Only if you had real money could you get cars, 

power chairs – often people were even denied these thing – in case 

other Disabled People also wanted them – it is hard to imagine today. 

Kay & Alia – at supper! 
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Disabled People were often viewed as a ‘fire-risk’ and were not allowed 

in cinemas, theatres and also in some public buildings. So things have 

improved, really improved. When Disabled People tried to change things 

on their own they were just turned away, treated like rubbish. And there 

was nothing we could do about it. Even when they went to the local 

press, the response was usually that Disabled People were being 

unreasonable – when all we wanted was to watch a film!! Just like 

everyone else – we just could not understand why these things 

happened. 

Having said that, even today discrimination does still happen – on buses 

for instance, getting into a wheelchair space when a parent and child is 

there, some people get so angry when I just want the ONLY space 

allocated to Disabled People on the whole bus. There are still usually no 

accessible taxis outside of daylight hours – even though the City Council 

has the powers to require 24/7 access – they do not make this happen 

Neither do they require taxi companies to have at least one accessible 

taxi available at all times – it is ridiculous.  

Waiting for a bus, when some are and some are not accessible – no 

non-disabled person would put up with it – yet Disabled People are still 

expected, even today, to put up with it. Places like London prove that it 

can be made accessible across the board – it is just that the political will 

is not there in many places. 

Another example recently was at the 2012 Paralympics in London, I 

couldn’t get tickets next to my friends, and the booking system was 

completely different for Disabled People and far more difficult and ad-

hoc to get tickets for – even at the Paralympics for goodness sake! 

Ian: Do you have any memory of SCIL’s first building in Canute Road – 

now Pilgrims House Chinese Restaurant?  

Alia: SCIL wanted to set up a Disability Resource Centre, arts in one bit, 

campaigns in another, advice and information in another – we thought it 

would really be great for Disabled People in Southampton – lots of 

different things in one building.  

Ian: Just like Unity 12 is today!  
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Alia: Yes, in a way. SCIL wanted to take over [Southampton City 

Council’s] Sembal House day centre for this purpose. And that was 

another thing – SCIL said to the Council ‘You know how to make things 

accessible – you do it for our segregated services, Sembal for instance, 

you make our transport there accessible – why can’t you make it happen 

everywhere? – it isn’t new knowledge or anything – you are doing it on a 

small scale already – why don’t you put it in the mainstream’.  

The next thing we knew they had stolen our name ‘Disability Resource 

Centre’ and used it to rename Sembal House! – we thought how dare 

you, how dare you – Sembal wasn’t any kind of DRC, nothing like it – 

Sembal disempowered people, whereas SCIL wanted to set up a 

resource for people to become empowered. 

So, yes, SCIL’s first building was at Canute Road. SCIL for a while set 

up a proper DRC, run our way – it was really great, Disabled People 

loved it. We had great plans and everything was buzzing. 

Then we got there one morning to find we had been broken into and 

they stole all the equipment; computers, and the like. That was awful, 

after all the hard work we had put in to get it – it was just taken from us. 

Ian: Alia, do you know anything about Steve Duckworth’s involvement in 

developing SCIL? 

Alia: Steve Duckworth was getting involved with SCIL around that time 

(1987ish). I never understood why really, he was a Doctor for goodness 

sake – Medical Model and all that. Simon and Steve got on well 

together. Simon was the first Disabled Person to go on a business 

training bursary, John Evans followed, as did Vicky Waddington and 

others. Steve Duckworth also went on this business bursary scheme to 

learn about these skills. (Later on the scheme was renamed the 

‘Brisenden Bursary’, after Simon died.)  

Simon and Steve decided to set up Disability Matters Limited [DML] a 

few months before Simon’s death. It was Simon’s dream and his way of 

earning a living and getting his own home. After Simon died, Steve took 

Disability Matters over as his own business and there was an unrelated 

big split in SCIL. Many of the core principals seemed to get lost. It was a 

very painful time and for me it was becoming untenable. 
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SCIL had to leave Canute Road and moved to a place in Portswood for 

a while and at some point, (I thinks I had left SCIL by then, as the 

fighting had got too much for me) I managed to persuade Hazel Peasley 

to get back involved in SCIL. (Hazel had left some time previously to do 

a teacher training course.) It had all become too much for me, I was 

expected to do all the office work, the accounts and legal stuff. It was 

just too complicated, and I just wasn’t good at all this, I have never been 

good at admin work.  

What I was good at was finding and persuading other people to do 

things like: accountants, minute takers, etc., but I hated doing office work 

myself. I loved the campaigns work, organising transport and telling 

people when to go, organising banners, T-Shirts – I loved this. I knew 

lots of people and I was good at persuading them to do the stuff that 

SCIL needed.  

Towards the end of the 1980’s, beginning of the 1990’s it was an 

amazing time – so much energy in Disabled People, all over the UK, 

campaigns, banners, new ideas. It was really exciting – we felt 

everything and anything was possible. 

I remember when Disability Equality Training started – The London 

Borough’s got together and set up London Boroughs Disability Resource 

Team (LBDRT) – Jane Campbell got involved with it – she was 

responsible for Disability Equality Training. They organised a ‘Training 

the Trainer’s’ Course, and as always, Simon was one of the first to get 

involved and went on the first training course and became a trainer. 

Hazel and I also went on the second batch. Then we became self 

employed Disability Equality trainers and went on to LBDRT’s register. 

You never knew who you would be training with, and often you got to the 

training venue and just found out then! – it really was like that – but a 

really dynamic environment and you made so many contacts and 

friends. Ann Macfarlane became my Mentor (all new trainers got 

assigned one). LBDRT became a big part of my life – they kept their 

trainers up to date on new legislation and looking back, almost all of the 

well known Disabled People started their career there, or developed 

there. 
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It was the LBDRT that inspired SCIL to get some funding to set up its 

own Disability Equality Training (DET) Register in 1993, and Janet 

Marshall, who had became a member of the MC by then, applied for the 

job and got it. 

I also joined the Campaign for Accessible Transport (CATS). I loved it, 

no minutes, or stuff like that, they’d just go in, do the demo and then 

leave! I loved doing Direct Actions and loved going home, listening to the 

radio in the car, hearing that CATS had brought London to a standstill.  

Ian: CATS is a new one for me. Was it before DAN [Disabled People’s 

Direct Action Network]? 

Alia: CATS came well before DAN. DAN came much later and was 

much more aggressive than CATS.  

I remember one action on Westminster Bridge, the buses would stop 

and CATS would just park their wheelchairs in front of the bus because 

we could not get on it (they were inaccessible), the drivers would say 

something like “what do you want”, We’d say “to get on the bus”, the 

drivers said, “well get on the bus then”. When we said we couldn’t 

because it was inaccessible the drivers where often, like, surprised, as if 

they didn’t realise! After 20 minutes or so, the passengers would all get 

off and walk to the next bus stop, and then CATS would just disappear 

and do the same thing again a bit further up the road, to another bus! It 

was really exciting – being dragged onto the pavement by a police 

officer, and as soon as they removed us, CATS would go back onto the 

road, and do the same thing, but for buses going in the opposite 

direction! – the police never seemed to realise their job dragging 

wheelchairs out of the way would have been much easier if they just 

took the brakes off of the wheelchair! CATS were instrumental in 

highlighting that Disabled People were ‘the public’ as well and shouldn’t 

be denied public transport. 

CATS members became very inspired when a few of the members went 

to the USA to see how the new ‘American with Disabilities’ legislation 

was working – CATS saw that what they were campaigning for was 

possible and it helped us realise just how powerful Disabled People 

could be. 
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Ian: That is really interesting, honestly it is, but can I focus you back on 

Simon & SCIL please? 

Alia: I remember that City Councillors at Southampton just did not seem 

to understand why we would want access or rights; it was almost like 

they, even at the highest level, couldn’t comprehend why Disabled 

People were making such a fuss about it! 

But we must realise that, even though Simon didn’t see himself as a 

leader, the reality is that others did see him as their leader. Also for 

everything that SCIL did in those early days, Simon would be the person 

that others wanted to talk to, to get SCIL’s viewpoint on whatever the 

issue was. There were times when we used that to our advantage. 

It is lovely to see that today, whilst things are far from perfect, the reality 

is that Disabled People can do most things they want, like getting on a 

bus, which just was not even conceivable when SCIL started. But there 

is so much more that could, and should, be done – for instance council 

planning departments should refuse to allow any new shop to open 

unless they are accessible to Disabled People – that still does not 

happen, and new shops open without access – even though it has been 

illegal for 15 years or so!  

Ian: I agree, recently a pub in Southampton was refurbished - and they 

have made it less accessible!  

Alia: And the point is that planners seem unwilling to monitor such basic 

issues. Back in SCIL’s early days though, it was a common experience 

for Disabled People that pubs and cinemas just would not let them in, 

they either used the ‘fire-risk’ excuse, or they felt we might put other 

customers off! Those things are mainly behind us now, which does show 

that progress has been made. 

Ian: What do you think Simon would think about the modern 

SPECTRUM? 

Alia: Simon would have loved the fact that SPECTRUM now has a huge 

building [Unity 12] and even better that we had managed to convert an 

old fashioned segregated school institution, and have converted it into a 

centre that focused on Independent Living services for Disabled People 

– he’d have loved that! Simon would have loved being involved in 
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creating and designing what it looked like and what it did – he would 

have been less interested in the financial aspects of running it though!  

In a way, if you think about it – the concept of Unity 12 is very similar to 

SCIL’s original DRC. It was a building conceived to have lots of different 

things going on in it, it was run by Disabled People for Disabled People 

and it was to be all about Independent Living.  

Ian: When Unity 12 was being designed and set up, I had no idea about 

the original DRC run by SCIL. It only goes to show how we have not 

changed the fundamentals, in that we still develop concepts like Unity 

12, the same basic concept that SCIL had back in 1987! 

Ian: There are other similarities I think we should also be proud of 

maintaining as core values – for instance we still make sure that we only 

employ Disabled People in ‘decision making’ roles and in front line peer-

support roles – to ensure we remain a peer-support based organisation 

that is run, managed and controlled by Disabled People. Many other 

User-Led Organisations are moving away from these principles and 

some now employ hardly any Disabled People at all. SPECTRUM still 

shows other organisations the way things should be. 

Alia: I remember an incident when I and John [Alia’s partner – he was 

Leader of Southampton City Council at the time] had been invited as VIP 

guests in a marquee at the Southampton Boat Show, and an older 

woman came up and asked me “what was wrong with you”. I replied that 

it was none of her business – I’d never met her before! Well, this woman 

burst out, “don’t you realise who I am, I’m the Chair of the Red Cross 

and the MS Society”. I was incensed and said – “well, are you a 

Disabled Person then?”, to which the woman replied in an insulted 

manner “of course not!” – I responded saying – “well if you are not 

Disabled, why are you the Chair of the MS Society!”  

At the same event, over lunch, a celebrity magician was making jokes 

about Disabled People, he went on and on. I asked him to stop. He said 

“I can tell jokes on anything I like”, to which I replied that I found it 

insulting – why was he so happy to insult me! His excuse was that he 

said he raised money for Disabled People, I said you can raise whatever 

money you like, but with that sort of attitude you have no right to be 

smug – you should be ashamed of yourself!  
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You can imagine the atmosphere was electric at the event after these 

two issues – but that was run of the mill in SCIL’s early days – those 

were the sort of things we did to challenge what we felt was wrong – 

especially people’s attitudes. 

I also recall that Linda Laurie and I went to Petersfield for a Hampshire 

CIL meeting. The local news programme South Today (or maybe Coast 

to Coast) wanted to do an interview about disabled access to cinemas, 

and  we were given a phone number to call in on; for this reason, Linda 

& I needed to use a phone. (There were no mobile phones in those 

days!) The post office was the logical place to go, as those days 

telecommunications was still owned by the Government it was all part of 

the Post Office. We couldn't get into the phone box so I went into the 

Post Office and asked to use their phone, saying I would be happy to 

pay for the call. It got heated as they wouldn't allow me to use the 

phone. In the end I got exasperated and said “I'm not asking you to get 

me God almighty, I just want to use the phone!”. I think it got 

embarrassing for the Post Office in front of all their customers. Anyway 

we made our call and we ended up on the South Today news 

programme – it was so nerve wracking but they did it. In fact even 

though they were on the TV to talk about something else, we still 

complained to the interviewer about being referred to as ‘invalids’ on the 

film reel!  

I have always loved campaigning. One of my and SCIL’s very first 

demos was outside the Odeon and the ABC cinemas in Southampton; 

we had two people at one and three at the other. It was raining and the 

police were called - can you believe it! Anyway, we positioned ourselves 

each end of the shopping precinct and were careful to get the Police 

officer on our side! 

Campaigns excited Alia and SCIL raised its profile in the early days this 

way – a great way to show others what the organisation existed for, and 

what we believed in. 

Ian: Thank you so much Alia.  

End of interview   
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After the interview:  

Alia sent Ian a photo of a 

poem about Simon that she 

wrote after he died.  

It moved Ian, and Alia has 

kindly allowed us to publish it 

in this book: 

 

The text of the poem follows 

on the next page. 

 

 

  

Photo of Alia’s original Poem to Simon 
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Memories of a disabled activist 

I remember the unity 

I remember the love 

I remember the strength 

that was in all of us. 

 

I remember the first computer 

the presentation was a show 

I remember our meetings 

I remember the snow 

I remember the situations 

when it was touch and go. 

 

 I remember the kittens 

on the council leader’s head 

I remember his saying 

‘is this animal rights instead’. 

 

I remember the power 

that we felt within 

all the changes we would make 

and we would not give in. 

 

No compromise 

no sellout 

our principles come first 

come hell or high water     

we would not desert. 

 

 

 

For the cause brought us 

together 

and that is the way it would stay 

for ever and ever 

or ‘till we won the day. 

 

The feeling of emptiness 

now seems to surround me 

for what I love the most 

I see dying around me. 

 

I cry alone at night 

and mourn for the loss 

of my comrades in the battles 

we have yet to cross. 

 

The end is not in sight 

for our fight for civil rights 

really must go on 

‘till our battle is well and truly 

won. 

 

 

Alia Hassan 

1am  9th June 1990 

 

----<>---- 
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“A very inspirational person” 

 

Denise Edghill interviewed by Ian Loynes on 30th September 2014. 

 

Ian: Tell me where your experience 
of Simon Brisenden started? 

I've worked for the Council 
[Southampton City] for a very long 
time. I started working for them in 
1986 and prior to that I was working 
in London so I applied for a job with 
the Council and the job was very 
disability focused at that time.  

So I started working for the Council, 
and immediately I was involved in 
loads of different projects, involving 
helping Disabled People get back 
into work.  

It was very soon after me starting, 
that I got to meet Simon but thinking 
back, he was a scary personality - all of the officials were scared to 
death of him - and I suppose I was essentially in awe of this, as he could 
run rings around people with his arguments.  

In local government sometimes officers have a way of saying things 
without really saying much at all, and he could see right through that - so 
you couldn’t blag anything with Simon. Very soon I think Simon and I 
became very close friends really, and thinking back to how I was then, I 
now realise just how much I learned from him.  

Simon also had a fantastic sense of humour, we used to really laugh and 
he was such an ally in many ways, and hopefully I was to him. We used 

Simon at BCODP ILF Demo 
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to socialise quite a lot. He was in the flat in Oxford Street, [Southampton] 
and I used to go round there and we used to go to the pub.  

I can remember driving his convertible van to London and we broke 
down on the way back. So that’s how it went from a working relationship 
to being very close friends and I very much valued him as a person. 

Ian: What kind of roles did you have in the Council in those early days? 

Denise: Training and Employment officer. As part of my work, I was 
working alongside Disabled People and their organisations, and learning 
about the Social Model of Disability, which I suppose back then was 
ground breaking.  

And now my career has evolved, I know that Simon and others did some 
of the national thinking around this and made such a massive difference. 
But for me it was awareness of disability, but it was more of a human 
rights aspect, and I think for Simon it was as well - not around conditions 
- more about human beings and society. Recently I've been involved in 
some national stuff regarding employment skills. I was going to dig out 
some of his poetry I'm not sure if you have any of that? 

Ian: Yes, thank you, any information or photos would be great. You said 
you became good friends with him from the very early days of SCIL. Do 
you know anything about those early days in Oxford Street? 

Denise: I used to go to all the meetings. Hazel [Peasley] was involved 
as well right back at the very beginning of SCIL. I remember more 
socialising with him than paying attention to the meetings! Alan 
[Whitehead – then Leader of the Council] was very supportive. I do recall 
Simon in his flat in Oxford Street. No sorry – in terms of SCIL’s work I 
can’t really remember.  

We never had to think of where we would go for a drink, Simon was just 
a very inspirational person with a funny sense of humour. I think him and 
me where every close friends and I seem to have blocked a lot of 
information out until now. He was very supportive of me as a friend I was 
in my 20’s and had moved from London - he was just very supportive 
and there for me. I think we had more laughs then, than ever since! 

I knew how he was thinking when we were in committee meetings. He 
was challenging to people but he got to the point quickly when he 
wanted to speak about something.  
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Steve Duckworth was one of the main people I remember from the early 
days. We had a program with I.T. World supporting Disabled People to 
get support to learn to use a computer at home, but we didn’t want 
people to be forced to train in their home if they were disabled.  

People then gained the independence that they once wouldn’t have had 
and one of the people who were involved in that was Jeff [Holt] who is 
the Disabled sailor. Jeff was living independently as well, and it was all 
around about that same time, I remember there being a committee with 
Steve [Duckworth] and Simon but they were both very different people. 
Steve looked at things differently to what Simon did, although I admired 
them both. 

I was devastated when Simon died, and I remember going to this 
funeral. I met Simon’s parents at the funeral but I didn’t meet them 
before that. 

My work moved into different fields once he had died. I got the 
impression that SCIL had made a massive difference, not just locally but 
it was heard about nationally as well.  

Ian: It is amazing how big of an impact using the internet has had. 
Simon’s life was way before that and consequently there is very little 
information about Simon available on the internet. It is so easy to find 
out about people on the internet and it is sad that Simon lived and died 
before the internet age. 

It is also very interesting, I think, to remember that SPECTRUM has 
always refused to become a Registered Charity - on the odd occasion 
we've revisited the subject and thought about it, we have always rejected 
registration, irrespective of any advantages there way be - it’s one of the 
strongest things SPECTRUM has agreed about ever since our 
formation. Our experience is that when we do work with a corporate, 
profit making, company, we are treated just like any other business, 
rather than being treated as a charitable cause. It is nice to be able to 
work alongside companies and be recognised as adding corporate value 
and not to be seen as a Charity and be pigeon holed into a ‘corporate 
social responsibility’ relationship. 

Denise: Particularly at the moment, because employers are beginning to 
realise that they have huge skill shortages, and as there are falling 
numbers of young people - employers have to look differently about who 
they work with, and that requires a very different argument about the role 
and value of Disabled People. You know, when I think about the impact 
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Simon & SCIL has made on my life to this day – it is always about the 
Social Model. 

Just recently, I was asked to give a national presentation and I did a 
diagram- it was about people and the barriers that people have, attitude 
and institutional issues. Anyway, as I gave this presentation I said ‘so it’s 
a bit like the Social and Medical Model’. Everyone understood what I 
was talking about! They all nodded and it is almost like everyone has 
accepted this now – In Simon’s day, understanding was a rarity. 

Ian: It is interesting that you think that you can see the real changes. 

Denise: Maybe it was the audience I was talking to - they should be 
aware really. I was pretty pleased to find them aware. In the past I would 
have to spell it out to people as they wouldn’t understand – so it has 
changed. 

I think it is really important - and again back to what I was saying about 
helping people use their computers in their own home - think about it, it 
was 25 years ago. Although there is now good practise out there, there 
is still a need around support and awareness for independence. 

Ian: Thank you so much Denise. 

End of interview 

 

----<>---- 
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“Creative, intellectual, he had a passion for life” 

 

John Evans OBE interviewed by Ian Loynes on 7th October 2014 

 

IAN: When did you first become aware of Simon Brisenden? What are 

your recollections, in terms of how he initiated SCIL and what that link 

was to the early HCIL?  

JOHN: We first came across Simon because we had got a woman 

involved called Judith Cowley, an Occupational Therapist who you may 

have heard of, who knew of Simon. I can’t remember how we met Judith 

she was excited about being involved in the ‘Project 81’ and had lots of 

good ideas. She wasn’t disabled but we thought that we didn’t mind 

bringing a non-disabled person in, because she obviously had good ideas.  

After a while of being involved with us she said she knew this man called 

Simon from the University of Southampton and thought it would be really 

useful for him to be involved in Project 81 and the planning of it and we 

agreed. Then Simon came up for a meeting and was in the planning 

group from 1980/1981onwards. At that time he was based in Clarkson 

House which is a student hostel that was in Southampton University 

(which is where SCIL grew out of) and anyway he got involved he was 

very distinctive with his posture and he was very interesting to listen to.  

Simon had a very distinctive style and appearance, his wheelchair 

posture was very unusual (His legs were astride his chair, on each side, 

like he was riding a horse), He had a punkish style and hair and he was 

into David Bowie and lots of music especially Punk. So he got involved 

and he was very active towards Project 81.  

An important thing for me to get across about Simon was that he never 

spoke unless he had something important to say, he was very quite 

didn’t speak a lot – he listened intently, and made notes and spoke only 
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when we had something to say about what he had heard and what he 

thought - but when he did speak, people listened.  

Simon stayed with us all through the years developing our plans and 

then when we went from Project 81 to set up HCIL he helped us set it 

up. Simon always attended meetings, he was very dependable. Simon 

was one of the original HCIL Committee and he was one of the original 

Trustees for HCIL. We set up HCIL in March/April 1984 and then 6 

months later, as you know, Simon set up SCIL.  

He had been involved for a number of years leading up to SCIL, he had 

for a long time had loads of ideas about setting something else us in 

Southampton. He felt an urban version of HCIL would work well - and he 

had contacts and friends in Southampton University, and Judith Cowley 

also assisted him in that.  

The thing that always struck me was his approach to what he was doing. 

Simon was meticulous, and had this approach to whatever he did. I 

remember when he set up Disability Matters with Steven Duckworth, we 

were doing a session together, there was around 5 or 6 of us. He was a 

great believer that you need to prepare yourself properly beforehand 

when doing a presentation in front of people. Simon was also a great 

believer in proper preparation for training – he insisted everyone should 

be properly prepared; this always stuck out and it something I liked and I 

followed this - and still do. 

Ian: Did you know Steven Duckworth? Steven had something to do with 

setting up SCIL - he was very early on the Committee wasn’t he?  

John: I never understood Simon’s relationship with Steve Duckworth – 

their style was very different, completely different characters. Simon was 

so creative and Steve was a Doctor and had a real business approach 

and dressed very formally. So far as I know, Steve was peripheral to 

SCIL and didn't stay long. 

Simon then got involved with Steve’s Disability Matters project as it 

focused more on getting income and providing services which wasn’t 

what HCIL or SCIL did. I think Disability Matters was initially just a 

project and part of SCIL. Of course, then Steve Duckworth left and took 
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Disability Matters with him, setting up his own company, leaving SCIL in 

the cold. 

It might be worth thought talking to Steve Duckworth to learn more about 

him and Simon. Ian agreed.  

[Afterwards Ian did some research. According to Steve Duckworth’s 

account, SCIL didn’t want to make profit from provising disability 

services – to Steve it seemed common sense. As Steve and Simon 

owned the shares in Disability Matters Limited, after Simon died in 1989, 

Steve’s partner bought Simon’s shares in Disability Matters from his 

estate. (See the book ‘Still Lives: Narratives of Spinal Cord Injury’ by 

Jonathan Cole, published in 2006)] 

IAN: You said Simon was with Project 81 for two or three years? 

John: Yes, he kind of went from that project and then into SCIL.  

Ian: What do you know about SCIL coming into being? Wasn’t it not that 

long after HCIL was formed? 

John: I never knew the ins and outs of it all, but I think so. After Simon 

set up SCIL, we lost touch a bit - just saw each other at conferences etc 

– I do of course remember working with him on the ILF march on the 

Elephant and Castle, which is his most well know poem of course. [NB: 

This poem is reproduced on page 160-161 of this book] 

Ian: I thought you may have known Simon and I am so pleased to have 

spoken to you about him. I have also arranged to talk with Jane 

[Campbell] in a couple of week’s time.  

John: I knew how close Jane was with him. It might be very hard for her 

to talk about Simon. I had to inform Jane about Simon’s death – I was off 

to a festival in Kingston – and knew Jane would be there and that I 

would have to tell Jane – it was awful. Simon’s death was a shock to 

everyone; Simon was a big hit, individually, and to the early Disability 

Movement. Simon was very strong, larger than life, despite his condition 

and his frame. It was hard to realise he was gone. 

Ian: Simon’s death became unexpectedly? He wasn’t ill was he? 
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John: That is correct, Simon used to be a good friend. It was a very 

exciting time and I think I’ve already touched upon that. The creativity 

was fantastic.  It was a very exciting time – buzzing it was, we knew we 

were on to something big – creativity was the word and of course it was 

new, because nothing like this had ever been done before. 

Ian: Yes, I think it’s been very hard to find out about Simon, because he 

lived and died before the internet age came out. It is very hard to find out 

about him, or find photo etc. There’s so little around. I think anything that 

can be found will be useful.  Although I’m going to be doing this history 

book for November, it’s going to be the start of the project because it’s 

just too big a project for finishing by November.  

John: you should call Philip Mason [HCIL]; he might remember him in 

the earlier days.  

Ian: You keep using the creativity word so is that how you would 

describe him? 

John: Yes Simon had a lot of passion within the very short life he did 

have. He left a significant body of writing and poems – these are still 

relevant today – they need to gain a new audience.  

Words to describe Simon? Creativity, intellectual, he had a passion for 

life, music, partying, he liked being in the centre of things – Simon was 

good to be around as he was never short of ideas. 

Ian: Yes, it is very interesting to listen to you talk about him. I have a 

number of Simon’s essays. Alia Hassan brought me his second poetry 

book today, she had a copy – SPECTRUM only seems to have one of 

his two poetry books. She had said he wrote two books. We need to 

scan it in and use that, as it is useful to find out new things about Simon. 

When you read a lot of the stuff he wrote, it is still just as relevant today 

as it was back than - it needs a whole new audience.  

The essays have been on our systems for a long while and I have only 

looked at them in the past couple of days. I will contact Philip. 

Ian: The development of the UK Disability Movement, especially with 

respect to SCIL & HCIL, moved quickly by the sounds of it, and his 
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energy must have been amazing; it is no surprise that people wanted to 

be a part of it all.  

John: Simon was very good at attending meetings. He was very well 

liked. If anything else comes up I will drop you a line. 

Ian: Even after this book had been done in November hopeful new 

things will be coming to life.  

Ian: Thank you john.  

End of interview 

 

----<>---- 
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“The Disability Movement’s Philosopher” 

 

Baroness Jane Campbell of Surbiton DBE interviewed by Ian Loynes 

on 17th October 2014 

 

Ian: Tell me about your memories of Simon Brisenden 

Jane: I knew Simon before he or I knew anyone in the Disability 

Movement. We met at Hereward College [in 1975].We were both16 or 

17 years old at the time. We spent an awful lot of time together. 

Before we met at Hereward, Simon was educated in a ‘Special School’ 

called Hephaistos (Like Lord Mayor Treloars  – i.e. one of the better of 

the ‘Special Schools’) before going to Hereward . Someone who knew 

Simon when he was at school was Mukesh Patel, it is worth trying to talk 

to him, as he would be able to tell you about Simon’s earlier life. 

Simon was a very dear and close friend, always very intellectual and a 

real free spirit.  

For instance, he decided to go to lectures when he felt they would be 

interesting, and went and did other things if they were not.  

We were in a small group of the younger students who came to 

Hereward at that time. As Disabled People we had limited formal 

education (as we went to ‘Special Schools’!) Hereward College was the 

equivalent of a Grammar School for Disabled People who were deemed 

intelligent, bright disabled kids. 

I know a lot about Simon in his time at Hereward – he was very involved 

in the student union, getting involved in lots of strikes - almost from day 

one. He thought it was ridiculous that we had to be in by 10pm or by 

11pm if we managed to get a special pass – and if we played up, we 

would be denied this ‘privilege’.  
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Anything Simon could rebel against, he would. He would often be in the 

Principal’s Office (A man called McAllister - He was a cross between 

Putin and a Leonard Cheshire Charity Chair!) He treated us all as 

naughty young and immature disabled children and he tried to keep the 

rules. But I’m afraid people like Simon, who mixed a lot with older 

tetraplegic students Like Melvin Kinear, encouraged Simon to rebel and 

as there were other trendy, anarchic, hippy type students who didn’t 

believe in rules, (and remember, as the place was governed by rules) 

there was bound to be a clash.  

If you slept together or cohorted together you were likely to be in trouble. 

In the period, mid 1970’s, we were all rebelling against the system, and 

Simon and his friends certainly did their fair share! 

Simon had a very striking posture, and anyone who saw him was drawn 

in by him and his striking appearance. 

Ian: How would you describe him? 

Jane: Simon’s legs went beside his 

chair, going out rather than the usual 

forward, like he was sitting on a 

horse, holding onto stirrups. He was 

about 3.5 – 4 stone, had a skull like 

face with the most beautiful eyes. 

He could only use one hand, and he 

had this ‘Heath Robinson’ style 

electric wheelchair and he drove 

around on this chair, steering it with 

a control box between his legs. He 

had a very large head and being a 

very prominent person with a little 

body - I just found him very inspiring. 

I have a lovely photo of him on my 

old desk in my sitting room – showing Simon reading his poems in the 

middle of Covent Garden surrounded by a group of punk rockers who 

are sitting cross-legged on the floor, fascinated at this very disabled 

young man, listening to him reading poetry. This epitomised Simon – he 

could reach out to the most unlikely people, radicals who might go 

Photo on Jane’s desk 
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around knifing people; yet Simon could draw people around him and get 

them listening to him. 

He loved student politics from day one and he also really appreciated 

other people’s opinions - he was warm hearted with an incredibly dry 

sense of humour.   

So, I spent a lot of time in his company. I knew nothing, because before 

coming to Hereward, at my special school, I had been doing things like 

making papier-mâché dinosaurs, whereas Simon had gone to a better 

school than I, and was more advanced than me.  

The other students took the piss out of me because I had my hair in 

bunches and my mother dressed me in Rupert the Bear type trousers, 

with the jersey and all that. I was very young in every way and he would 

stick up for me and help me when I was falling behind in class. He really 

was very kind to me.  

We think we had the same impairments, spinal muscular atrophy (SMA), 

at the time it was called Verding Hoffman disease at the time. When you 

got that diagnosis, you were described as ‘floppy’, indeed, it was also 

known as ‘floppy baby syndrome’ and your parents were told you’d 

probably die young and that was it really. So we had all that in common 

and he was very very... well I always thought he would become a 

philosopher - as he studied philosophy and got a very high ‘A’ level 

grade award and went directly on to study it at Southampton University; 

whereas I had to retake the exams and I stayed on at Hereward for an 

extra year without him.  

He was slightly older than me. He smoked like a trooper, even though 

we knew it was really bad for our condition and could kill us. I never 

smoked because it made me so ill and almost stopped me breathing. 

Whereas Simon was always very defiant, and didn’t want to think there 

was something he didn’t do just because the doctors had told him he 

shouldn’t.   

Like me, he never ate good food and we lived on fresh air, milk, chips 

and cookies – mainly because Hereward dished up such revolting food 

you wouldn’t even give it to your dog! And that was another thing he 

went on strike about! 
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Simon was very charismatic, if he called a strike - people joined in. He 

hung out with the older students who had been there from the start (We 

were, I think, in the third intake and the youngest intake group at that 

time).  

I remember the art lecturers, saying “look out we have another **** 

here!” (Referring to an older rebellious student who had just left, who 

was always challenging the rules and doing bad things).  

Hereward College student’s union was run just like the sort you would 

expect to see at university during Simon’s time there; but after he left, it 

changed, as the age limit of student intakes was reduced and reduced. 

We were one of the last 16-17 year old intakes. 

He was very advanced and mature for his age – mature to the same 

extent that I was totally naive and immature. It therefore helped for me to 

follow around with him, someone with same impairment as me, and I 

saw possibilities open up in front of me - based on what he did and 

thought – albeit I didn’t have his confidence or his determination! I was a 

nice middle class girl that said “yes sir, no yes, three bags full sir” and, of 

course, Simon would say “you must be joking, I’m not going to do that 

crap!” Simon also used very explicit language and I used to be in awe of 

him, wishing I could talk like that.  

Spending time with Simon was a real education for me, just having left a 

‘nice’ special school, and it blew my mind and body. He talked about sex 

all the time and he was confident with it, and I would think ‘how on earth 

are you going to do that!’ He would have close relationships with people. 

I don’t think he knew if he was Gay or straight - and I don’t think he knew 

‘till the end of his days. I knew he had a girlfriend at Southampton but he 

didn’t have a girlfriend at Hereward and that was a source of depression 

for him I know.  

That was the one thing I was capable of, that he wasn’t and I had lots of 

boyfriends and as he was weaker than I was - and that really was a 

tough thing for Simon.  

He started writing what I would call quasi disability political material 

when he was in his 2nd year, and I was becoming very curious by this 
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time. He talked about the Social Model of Disability before either of us 

had ever come across it.  

Simon said we had to rage against the system, rage against the 

machine – as he called it. So he used the language of disability politics 

very organically and he was, I think, unique in this respect - he was very 

determined that he would live independently away from his mum and 

dad and we would talk interminably about how he was going to do that. 

Remember, all this was at a time before Direct Payments existed.  

That was why university was good for him.  

Like me, he begged borrowed and stole human beings to act as 

Personal Assistants. The thing that is very important to realise about 

Simon was whilst he was at university, I’m sure he was the very first 

Disabled Person who went on to live independently on what was then 

called the ‘Social Security Domestic Assistance Allowance’. It was pre 

Direct Payments – It was designed as a scheme intended to furnish 

homes and buy things like cookers and it also gave an allowance for 

Disabled People to buy their care. It was a very small amount, 

something like £10 a week, and Simon met a guy who also studied 

philosophy at Southampton University and he managed to get him to 

work as a Personal Assistant for Simon voluntarily. I think he lived with 

Simon at his house until Simon died. 

I remember at the funeral there were hundreds of us - so he must have 

affected all those people in the decade he was a politically active 

Disabled Person.  

I kind of lost touch with Simon when he left Hereward College - you 

know what it is like when you are a student - you just get on with your life 

and I did that after he left. But I always knew what he was doing 

because a man called Mick Joyce kept me informed. (Mick is still living – 

you should contact him as he will be able to tell you about Simon at 

Southampton University). Mick was also tetraplegic - he also went to 

Hereward college - he was a very bright man, a lawyer at Southampton 

and he could tell you all about his university days. 
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Simon went straight from his Degree in Philosophy into a PHD on 

Politics and Philosophy, so that shows you how bright he was - and I’m 

sure he got a first in his philosophy degree too. 

Ian: When did Simon go to Southampton? 

Jane: He went there about 1977-78 I think. (Mick can confirm this) 

Ian: Where you aware of his work in Project 81 and HCIL/SCIL? 

Jane: I got back in touch with Simon again when I joined BCODP which 

was in 1982. So, of course, it was just wonderful to see him again. It was 

very easy to pick up where we left off when we met up again.  

By then he had a Punk style spiky haircut, so he had gone from being a 

hippy to a punk rocker! I had gone from a hippy to a boring ordinary girl 

at university!  

He told me he was involved with a 

group planning to set up a CIL and we 

discussed personal assistance 

because, by then, I had become very 

interested in the campaign for Direct 

Payments. Around that time, he was a 

key organiser with Frances Hasler, 

myself and a few others for the 

BCODP demonstration about the 

Independent Living Fund [ILF] at the 

Elephant and Castle - of course 

Simon wrote a poem about that. 

[NB: This poem is reproduced on 

page 160-161 of this book] 

He then went on to write a paper 

called something like [?The name was 

queried? the ‘burden of employing a Carer’, or ‘denouncing the caring 

model’ or something like that.] Anyway, it basically took us from the 

caring model to the Personal Assistance model. The paper went on to 

become one of the blueprints for Personal Assistance and Disabled 

People using the term Personal Assistant or PA, instead of Carer. Simon 

Photos of BCODP ILF demo 
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was one of the first to challenge the term’ Carer’. This paper is very 

important to find, as it was almost like the equivalent of the Social Model 

of Disability for the Independent Living Movement. Colin Barnes may 

have a copy, and I suggest you ask Frances as well, as she will 

remember what it was called. I think he was doing this before Adolf 

Ratzka, and I would certainly query that Simon might have been doing it 

even before Adolf; whereas everyone thinks Adolf was first. 

Simon wanted Direct Payments to be part of a universal system - with 

Disabled People having a right to it - but the Government said no - they 

wanted to keep control of it and gave it to the Disability Income Group 

(DIG) .Simon was one of a group of people challenging this and that is 

where the ‘Rights not Charity’ slogan came from. Simon coined that 

term, don’t let anyone tell you otherwise – it was definitely Simon. He 

came up with it in one of his poems.  

We wanted a right to Direct Payments via some form of universal system 

and not as part of a charitable trust, which is of course what the ILF was 

created as. Later on, the slogan was morphed and became ‘Rights 

Now!’ as part of the campaign for anti-discrimination legislation. 

Ian: This is really fantastic Jane. The SPECTRUM History book will be 

published in November as part of our 30th Anniversary celebrations – but 

this book is going to need be the start of a longer story to fill in all the 

gaps and interviewing you now is brilliant at filling in some of the parts to 

this story. 

Jane: Yes you should, and that will be great. The wider history would 

also be great, if it can be done - and the problem of course, is the time 

and energy which will always be a problem. It is just so important that we 

retrace our history, and get to the essence of the truth through people’s 

memories. The book I wrote with Mike Oliver [Disability politics: 

Campbell J & Oliver M., 1996, London: Routledge]  tried this - it would 

do you no harm to talk to Mike Oliver and get his advice and maybe 

even his help. 

Please don’t be fooled into thinking the Independent Living campaign 

and the Independent Living Committee at BCODP was all about the 

boys – John Evans and Philip Mason - because it wasn’t - us girls, Sian 
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[Vasey], Frances [Hasler], myself, and a few others, had a huge 

influence as well, but as usual the boys got all the credit! 

My relationship with Simon was a very important part of my 

development. I wouldn’t have had half the inspiration and understanding 

of what it is to be a Disabled Person in the world, if I had not met him; so 

I have a huge amount to be thankful for, meeting him at the age and 

time in my life that I did.  

Ian: Tell me what you know about Simon and the early SCIL? 

Jane: I’m not sure about much I’m afraid, but I do know a bit about 

Simon and [Dr.] Steve Duckworth. Simon collaborated with 

Steve....because, for Simon, Steve was a challenge; he wanted to 

convert a Doctor who was also tetraplegic. Steve Duckworth was at that 

time, don’t forget, at a very early period of coming to terms with his injury 

and becoming a Disabled Person. Simon was able to give Steve a hell of 

a lot of support and all Steve knew about Disabled People, when he met 

Simon, was in his role as a Doctor.   

Steve was an entrepreneur, Simon was not - Simon was not into sales 

or admin or accounts at all. Steve came in and did all that for him. Steve 

could help Simon with all the business infrastructure and Simon was left 

to do the thinking and the creativity - which was what he liked. Simon 

had no inclination at all towards business or admin.  

Working with Simon gave Steve Duckworth a form of income and status 

and something to help him get over his injury, and for Simon it gave him 

time to be creative and time to think - knowing that Steve was running 

the business side of things. 

Alia Hassan used to warn Simon about her concerns about Steve and 

the risks to SCIL, but Simon felt he could handle Steve - of course 

Simon was very inclusive. But Steve was not a team player and 

ultimately went off and ran his business very successfully. 

Steve was an entrepreneur, and we shouldn’t just see that as bad or 

negative, just different.  

Simon was not like that.  
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Simon didn’t want to just belong to one group, he flitted between groups 

as and when he felt like it - it enabled him to think and develop his 

thoughts and be creative - and that is what made him a philosopher 

I would say that Simon was the Disability Movement’s Philosopher, 

whereas Mike Oliver was the Disability Movement’s structuralist.  

That was what Simon was, and that was his contribution. I think Simon 

was as influential and important to the Disability Movement as John 

Evan’s, or anyone else, come to that. 

Of course, no one person can ever be put forward as the owner of the 

Disability Movement as there were so many of us who contributed to its 

development. That is what is so important and unique about our 

Movement - we worked quite collaboratively. Everything I have achieved 

is the result of collaboration – it is still critical today to my work in the 

House of Lords. 

Simon didn’t want to be a leader, didn’t want to Chair anything, he just 

wanted to be in the groove, so he could absorb other people’s views, 

ideas and opinions, and enable him to develop his thinking and trigger 

his creativity.  

Simon was a philosopher come artist. 

Frances [Hasler] is another person who has been very much underrated; 

she rescued me from RADAR you know, and was another person very 

influential to my life. Sian [Vasey] was there at the beginning also, she 

made a huge contribution and has been very much overlooked. 

These people have helped me know who I am, and what I do; and when 

you discover that, you realise you have nothing to fear.  

Ian: Thank you so much Jane. 

End of interview 

 

----<>---- 
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Simon’s best known poem: ‘The Battle for the 

Elephant and Castle’ follows: 

 

This poem by Simon Brisenden is about the demonstration on 28 July 

1988 which was organised after the Government’s decision to set-up the 

ILF (Independent Living Fund) as a discretionary trust (rather than a 

right) was made. 

This led to a demonstration by Disabled People and their allies. It was at 

this demonstration where the slogan ‘Rights Not Charity’ appeared for 

the first time and where there was a sit-down protest with about 150 

people. 

In 2013, Disabled People faced the closure of the ILF and many feared 

the impact this will have on their ability to live independently. This led to 

another protest, where Stuart Bracking read Simon’s poem in the House 

of Commons. 

John Kelly had beforehand added a fourth verse to reflect the continued 

relevance of Simon’s poem today.  

 
The Battle for the Elephant and Castle 
By Simon Brisenden 
 

We were sisters and brothers 
and a whole bunch of others 
not to mention a long line of blue 
we were disabled, united 
and completely incited 
by an anger we knew to be true 
we were 2000 strong 
and half a mile long 
as we marched to the Elephant and Castle 
 
With no sight or hearing 
a kaleidoscope careering 
filling the sky with our voices 
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we marched down the street 
to tell the elite 
we demand a world with new choices 
we had in our sights 
a blow for our rights 
as we marched to the Elephant and Castle 
 
We were at the beginning 
of a new way of winning 
together we could not be denied 
so we strolled up and down 
in old London town 
wearing our badges with pride 
we fought the law 
and we’ll fight it some more 
at every other Elephant and Castle 
 
** 
Still here today 
Still battling to say 
We are fighting for those same rights and choices 
To the highest held court 
We won so we thought 
The pride could be heard in our voices 
We continue so strong 
The battle goes on 
As we march to the Elephant and Castle 

 
** Verse added for House of Commons Event on 26 November 2013 

by John Kelly 

 

----<>----- 

 

 

 

 

 



SPECTRUM – Our History  Spotlight on...Simon Brisenden 
 

Page 162 

 

 

 

 

 

 

 

 

 

 

  



SPECTRUM – Our History  Spotlight on... Our philosophy 
 

Page 163 

  

 

Spotlight on... 

Our structure, culture, values & philosophy 

 

SPECTRUM’s structure, culture, values, philosophy & principles define 

our organisation. We are proud that they differentiate us from the vast 

majority of traditional, paternalistic charitable organisations out there. 

This spotlight includes the following sections: 

 SPECTRUM’s structure 

o SPECTRUM’s legal status 

o SPECTRUM’s constitution  

o SPECTRUM’s Asset Lock 

o SPECTRUM’s subsidiaries 

o SPECTRUM’s Management and accountability 

o SPECTRUM as an entrepreneurial social enterprise 

 SPECTRUM’s culture 

 Our Values 

 Our philosophy & principles: 

o The Disability Movement: ‘Rights not Charity’ 

o The Independent Living Movement: Choice and Control 

o What is Independent Living? 

o The 12 Basic Rights to Independent Living  

o What is the Social Model of Disability? 

o The Social Model of Disability Explained (1) 

o The Social Model of Disability Explained (2)  

o The Language of Disability 

 

For clarity of reading, each section begins on a new page. 
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SPECTRUM’s structure 

 

 

SPECTRUM’s legal status 

SPECTRUM was formed with two basic aims: 

 To campaign for the human rights of Disabled People, and  

 To enable Disabled People to live independently 

SPECTRUM, from its earliest days, considered it inappropriate to adopt 

the legal status of a registered charity, as it was felt that this would 

compromise its fundamental belief that Disabled People should have 

rights rather than depend on charitable handouts for their basic needs.  

SPECTRUM therefore adopted, in 1987, the status of a not-for-profit 

Limited Company. 

In 2007, SPECTRUM changed its legal status to that of a Community 

Interest Company (CIC), with Limited Liability and no share capital. It 

was felt that CIC status more accurately described SPECTRUM’s aims; 

requiring us to reinvest any profits made in the furtherance of our 

community of interest (Disabled People). 

 

  



SPECTRUM – Our History  Spotlight on... Our philosophy 
 

Page 165 

 

 

SPECTRUM’s constitution 

SPECTRUM has two main constitutional documents and one auxiliary 

document: 

 Memorandum of Association. This document sets out the 

company and defines its aims and any limits to how it can function 

 Articles of Association. This document sets out how the 

company is run, governed and owned 

 Statement of Management Practice (now known as the 

Management Committee’s Terms of Reference). This document 

sets out the powers, responsibilities and duties of the Management 

Committee. [See section below about the Management Committee 

for more information] 

Any changes to the two main constitutional documents have to be 

proposed in advance by a ‘Special Resolution’, and then agreed by at 

least 75% of full members who are present at the meeting where the 

Special Resolution is discussed and voted on (at an Extraordinary 

General Meeting). 
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SPECTRUM’s Asset Lock 

The Asset Lock is a fundamental feature of Community Interest 

Companies (CICs). The Asset Lock is designed to ensure that the assets 

of the CIC (including any surpluses generated by its activities) are used 

for the benefit of the community it was set up to serve. 

This means that SPECTRUM’s assets must either be retained within the 

company, or, if they are transferred out of the company, the transfer 

must either be made for full market or transferred to another asset 

locked body which is specified in SPECTRUM’s Articles of Association. 

SPECTRUM’s asset locked bodies are specified in our Articles of 

Association as:  

 Unity 12 CIC  

 Disability Advice and Information Network Ltd (DAIN)  

[NB: DAIN will cease to exist on 31st December 2014, therefore 

SPECTRUM’s only asset locked body will become Unity 12 CIC] 

 

 

 

  



SPECTRUM – Our History  Spotlight on... Our philosophy 
 

Page 167 

 

 

SPECTRUM’s subsidiaries 

SPECTRUM currently has two subsidiary organisations, both of which 

are set up as CIC’s: 

Unity 12:  SPECTRUM currently holds 80% of the shares of Unity 12 

CIC (DAIN currently holding the remaining 20%). In Unity 12, 

SPECTRUM and DAIN are nominated as the asset locked 

bodies. [NB: In January 2015, SPECTRUM will own 100% of 

Unity 12’s shares, due to the closure of DAIN] 

SCILCC: SPECTRUM wholly owns SCIL Continuing Care CIC 

(SCILCC). SPECTRUM is the sole asset locked body. 
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SPECTRUM’s Management and accountability 

Membership 

As an organisation of Disabled People, control and decision making 

responsibility rests with Disabled People. 

This is achieved by a two-tier membership structure in which only 

Disabled People can become full voting members. Non-disabled allies 

are welcome to join as associate (non-voting) members and lend their 

support and views. 

All members have to agree with SPECTRUM’s stated aims. 

Membership of SPECTRUM is open to anyone aged 14 years or over 

who lives or works (paid or unpaid) within the geographical boundary of 

the county of Hampshire.  

The membership, technically, ‘owns’ the company and has ultimate 

decision making power over all of its activities and actions. 

 

Management Committee / Directors 

Only full members of SPECTRUM are eligible to become members of 

the Management Committee.  

Management Committee members become Directors of the company. 

SPECTRUM’s constitution states that there must be a minimum of 2 

Directors and a maximum of 9. 

Full members can become Directors and serve on the Management 

Committee in two ways: 

 By nominating themselves prior to an Annual General Meeting 

(AGM) and being elected by full members by a majority vote, 

during a secret ballot at the AGM 
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 By being ‘co-opted’ by a majority vote of the Management 

Committee. Any Director co-opted in this way must either resign at 

the first AGM following their co-option or nominate themselves for 

potential election by full members at the AGM   

One third of the Management Committee is required to retire by rotation 

each year at the AGM; however they are allowed to re-nominate 

themselves to serve again if they wish to. There is no limit to the number 

of times they can be re-elected to serve on the Management Committee. 

As Directors of the company, the Management Committee have 

responsibility for SPECTRUM’s overall strategy and for overseeing the 

governance, decisions and activities of the organisation, acting on behalf 

of, and in the best interests of, the membership.  

The Management Committee are accountable to the membership for the 

decisions and activities of SPECTRUM.  

The rules that govern the Management Committee’s functions and 

powers are agreed by full members, as defined in SPECTRUM’s two 

main constitutional documents. [See section above ‘SPECTRUM’s legal 

status’ for more information] 

In addition to the two main constitutional documents, the Management 

Committee has also drawn up the following document, which functions 

as a third constitutional document: 

 Statement of Management Practice (now known as the 

Management Committee’s Terms of Reference). This document 

details the functions, activities and rules of the Management 

Committee. This document is drawn up by the Management 

Committee, but must not contradict the powers granted to the 

Management Committee in the two main constitutional documents. 

 

Personnel 

The Management Committee appoints a Chief Executive responsible for 

implementing the strategy and decisions agreed by the Management 
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Committee. The Chief Executive is accountable to the Management 

Committee for all activities undertaken in SPECTRUM’s name. 

The Chief Executive’s role is to decide the best method to implement the 

strategy, Business Plan and decisions of the Management Committee. 

This includes the hiring (and firing of staff) and the day to day 

management of SPECTRUM’s activities.  

Staff and volunteers are recruited to work on different projects and 

priorities, set by the Chief Executive. All staff have defined delegated 

powers and are accountable through a line management structure 

defined by the Chief Executive and approved by the Management 

Committee. 
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SPECTRUM as an entrepreneurial social enterprise 

SPECTRUM is entrepreneurial in its work, developing progressive social 

policy solutions that enable Disabled People, including children, to live 

independently.  

SPECTRUM finances its work with a mix of Local Authority grants and 

contracts, together with a variety of profit making services and other 

grants.  

However, SPECTRUM is at a tipping point in its history, our future is 

unlikely to be secured through statutory sector service contracts or 

grants; we have therefore become more enterprise focussed.  

We have strategically positioned ourselves to deliver services more 

focused on the benefits of the personalisation agenda, the Big Society, 

Welfare and Health & Social Care reforms. SPECTRUM will continue to 

use grants and other funding options to support our campaigning 

function, capacity building needs, as well as providing advocacy, 

information and advice services as appropriate.  

When appropriate, SPECTRUM will fund projects, roles and campaigns 

from surpluses or from accumulated reserves. 

  

As a Social Enterprise, we:  

 Apply business strategies to achieve our aims and community 

interest (philanthropic) goals 

 Trade primarily for a social purpose, rather than primarily for profit  

 View the social aims of the organisations as dominant to our 

commercial activities. We therefore have a ‘double bottom line’  

 Focus on generating income through the sale of goods and 

services to a market but, use any profits to maximise social and 

community benefits. 

 



SPECTRUM – Our History  Spotlight on... Our philosophy 
 

Page 172 
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SPECTRUM’s culture 

 

The following definition of culture suits SPECTRUM:  

“A pattern of basic assumptions – invented, discovered, or 

developed by a given group as it learns to cope with its problems 

of external adaptation and internal integration – that has worked 

well enough to be considered valid and, therefore, to be taught to 

new members as the correct way to perceive, think, and feel in 

relation to those problems” [Organisational Culture and 

Leadership, Schein, 1985] 

SPECTRUM’s culture comprises the attitudes, experiences, beliefs, 

mission, vision, aims and values of the organisation.  

This shared culture defines why we work together, what we seek to 

achieve and how we should achieve this.  For SPECTRUM to be strong, 

successful and effective, it is important that everyone within the 

organisation ‘buys-in’ to this shared understanding to be able to work 

together effectively. It follows therefore, that SPECTRUM has to ensure 

that its induction and working practices provide an environment for our 

culture to be accepted by all those involved.  

It is also important to note that, as a part of the ‘Disability Movement’, 

SPECTRUM’s culture has been developed and shared by those 

organisations that also ‘belong’ to the Movement. This Movement is an 

important part of what SPECTRUM is.   

SPECTRUM’s leaders and managers have a particular responsibility to 

nurture the culture of the organisation; particularly in their own practices 

and values.  

SPECTRUM’s management style is non-hierarchical, open and 

transparent. SPECTRUM believes that all those involved in the 
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organisation should have equal rights to speak out, and to be listened to. 

We engage all parts of the organisation in our planning processes.  

Above everything else, SPECTRUM’s central cultural belief is that 

Disabled People own, run, manage and control SPECTRUM. We are 

deliberately an organisation ‘for the people, by the people’. 
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Our Values 

 

SPECTRUM’s values define the ethos and ethics of the organisation: 

 SPECTRUM is run, controlled and managed by Disabled People  

[A Disabled People’s User Led Organisation (DPULO)] 

 SPECTRUM is democratically accountable to a membership 

consisting of Disabled People and non-disabled allies, where only 

Disabled members have a vote  

 SPECTRUM is non-impairment specific, we welcome and include 

all Disabled People irrespective of their impairments. By 'Disabled 

People' we refer to people with a physical, sensory, intellectual, 

psychological, emotional, or any other hidden impairment.  We 

therefore include people with learning difficulties, mental health 

system survivors, cancer survivors and those living with HIV/AIDS 

 SPECTRUM works to and promotes the Social Model of Disability 

and the philosophy of Independent Living, which includes the ‘12 

Basic Rights’ 

 SPECTRUM believes that Disabled People’s lives should be 

defined by human rights rather than by charitable goodwill 

 SPECTRUM believes that all Disabled People should have choice 

and control over all aspects of their lives, and a right to live 

independently    

 SPECTRUM is non-discriminatory in all aspects of our work. We 

do not discriminate against any group or individual and recognise 

that Disabled People often belong to other groups that also 

experience discrimination. We call this multiple oppression 

 SPECTRUM promotes equality and freedom of speech and 

practices it throughout our activities. We are open and transparent 

and encourage ideas, encouragement and criticism from all, 

irrespective of status or role – all input is valued equally  
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 SPECTRUM believes all people should be treated with respect and 

dignity at all times 

 SPECTRUM is above all, a people-based organisation, we 

presume trust, and create a safe and empowering environment 

which is encouraging, and collaborative 

 SPECTRUM believes that all organisations promoting 

empowerment and social change should be peer based and fully 

accountable to, and representative of, the community they work 

within. Our community is Disabled People 

 SPECTRUM promotes a positive image of Disabled People, 

encouraging Disabled People to develop a positive self image of 

who they are 

 SPECTRUM uses empowering language, chosen by Disabled 

People and other oppressed groups, to describe how they wish to 

be viewed and treated   
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Our philosophy & principles 

 

 

The Disability Movement: ‘Rights not Charity’ 

A growing realisation of the low status of Disabled People in our society 

spurred Disabled People into action, resulting in an international 

Disability Movement. Across the world, Disabled People started to 

challenge the institutions that oppressed them. 

Disabled People have become aware that, to achieve equal status with 

non-disabled people, they must organise themselves. We cannot 

achieve equality in isolation; that there is 'STRENGTH IN UNITY' and, 

that other people cannot, and will not, do it on our behalf.  Self-activity 

and self-determination is the key. 

The community in which Disabled People live has many barriers, not 

only physical (inaccessible buildings etc.) but also institutional and 

attitudinal. These barriers have developed over centuries and must be 

broken down; whilst we and our allies promote a positive image of, and 

approach to, Disabled People. 

As Disabled People we realise that the only way to change these 

patterns is by self-representation and exerting control over policies and 

decisions which directly affect our lives. Even now, these are usually 

taken by politicians and ‘professionals’, who feel they know best and are 

still only just awakening to the idea that it may be necessary to consult 

us, let alone take us into the decision making process itself.  

In the main, what little involvement that has taken place in the past, has 

tended towards 'tokenism' allowing the same people to make the same 

decisions with their conscience clear. The hands of ‘Power’ have not 

changed. 
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Disabled People have shed the medical and tragedy/charity/medical 

models of disability which have, for too long, guided the decision makers 

and provided a convenient excuse to deny Disabled People full 

citizenship. We now claim full citizenship and human rights as our right, 

favouring, as we do the Social Model of Disability.  

Disabled People therefore demand ‘RIGHTS NOT CHARITY’. Our lives 

should be governed by human rights, not by charitable goodwill. 

 

[NB:  It is generally accepted that SPECTRUM’s founder, Simon 

Brisenden, first coined the slogan ‘RIGHTS NOT CHARITY’] 
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The Independent Living Movement: 

‘Choice and Control’ 

Within the Disability Movement, the Independent Living Movement 

developed the concept of ‘Centres for Independent Living’. CIL’s, run by 

Disabled People, have been particularly inspiring and empowering to 

Disabled People in the UK, and our own CIL’s have now been accepted 

by Government as best equipped to enable the empowerment of 

Disabled People. [Improving the life chances of Disabled People, Prime 

Minister’s Strategy Unit, 2005]  

Our aim is for Disabled People to have the choice and control between 

living an institutionalised life, (in residential care, or in their own home) 

and Independent Living; and not being dependent on relatives. 

Our Independent Living philosophy is that all individuals can live 

independently in the community, alongside their non-disabled peers, as 

long as they are enabled to communicate their needs (physical, social 

and emotional), and have those needs met. People who need support for 

everyday living can, therefore, be independent if they have choice and 

control over all aspects of their support needs; of who provides it, how 

they provide it, and when they provide it.   

SPECTRUM assists Disabled People by encouraging them to overcome 

the barriers to their independence. The most important thing we help 

people to realise is that independence is not a matter of doing everything 

for yourself but of having choice and control over your life. 

ULO’s, like SPECTRUM are the voice of Disabled People and must be 

heard if the principles of ‘care in the community’ are to respond in reality 

to our needs.  

SPECTRUM develops partnerships between Disabled People, service 

commissioners and providers, so that services provided in the community 

are effective and meet Disabled People’s wishes & needs. 
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What is Independent Living? 

Independent Living is the first of two defining philosophies of 

SPECTRUM. For many Disabled People, an understanding of these 

philosophies is genuinely a life changing experience.  

 

 

 

 

 

 

 

 

 

 

 

Many people believe that Independent Living is about doing everything 

for yourself and therefore, as Disabled People often need assistance in 

their everyday life, we cannot live independently. 

Disabled People challenge this assumption. We say that independence 

is not about doing everything for yourself; no-one lives in isolation from 

the rest of humanity, we all depend on each other, this is why we all live 

together as a society. Indeed, in general, the wealthier someone is the 

less they tend to do physically for themselves – but they are obviously 

still considered to be independent! 

It is this fundamental understanding that gave birth to the Independent 

Living Movement. Choice and Control are two of the most important 

Having control over 

your life and a say 

over what happens 

to you 

Independent 

Living is not... 

Independent 

Living is... 
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factors that are denied to many Disabled People. Disabled People refuse 

to accept the denial of Choice and Control over our own lives. 

Having the finance and support to enable Disabled People to employ our 

own PA’s to assist us with everyday life, or purchasing the services or 

equipment we need, is a way of facilitating Independent Living.  

By employing our own staff, or by purchasing the services or equipment 

we need, Disabled People can control how our needs are met, allowing 

us to lead the independent lifestyle of our choice. 

 

The 12 Basic Rights to Independent Living  

SPECTRUM believes all Disabled People should have the right to live 

independently. Disabled People have identified 12 Basic Rights, which 

are essential to make Independent Living a reality:  

1. Full ACCESS to our environment  

2. A fully accessible TRANSPORT system  

3. Appropriate TECHNICAL AIDS/EQUIPMENT  

4. Accessible / adapted HOUSING  

5. PERSONAL ASSISTANCE to enable an independent lifestyle  

6. Inclusive EDUCATION and TRAINING  

7. An adequate INCOME  

8. Equal opportunities for EMPLOYMENT  

9. Appropriate and accessible INFORMATION  

10. ADVOCACY (towards self advocacy)  

11. Empowering COUNSELLING services  

12. Appropriate and accessible HEALTH CARE provision 
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What is the Social Model of Disability? 

The Social Model of Disability is the second of two defining philosophies 

of SPECTRUM. For many Disabled People, an understanding of these 

philosophies is genuinely a life changing experience.  

However it became clear to SPECTRUM many years ago that Disabled 

People often found it difficult to understand and relate the Social Model 

of Disability to their lives. This was because the model was often 

explained using overly long and academic texts. To tackle this barrier, in 

1996, SPECTRUM’s Ian Loynes, in partnership with Young Arthritis Care 

[who he volunteered for at the time], developed a leaflet written in a 

different, and hopefully easier to understand, way. 

 

The text of this leaflet follows:   
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The Social Model of Disability Explained (1) 

More and more Disabled People are talking about the Social Model of 
Disability. For many, understanding it has changed their lives. 
SPECTRUM sees it as its defining philosophy, but it is still widely 
misunderstood. This document aims to explain the Social Model of 
Disability in non-academic terms. 

The document serves as an introduction to these concepts. They are 
usually explored in more detail on Disability Equality training courses and 
Personal Development courses (available from SPECTRUM and many 
other organisations run and controlled by Disabled People). These 
courses enable Disabled People to relate the principles of the Social 
Model to their own life. 

The Social Model of Disability has changed many people's outlook on life 
- and it could change yours. If, after reading this, you would like to talk to 
people whose lives have been dramatically enhanced as a result of the 
Social Model of Disability, please contact SPECTRUM or your local 
organisation of Disabled People. 

  

A different way of looking at ourselves  

The Social Model of Disability enables Disabled People to look at 
themselves in a more positive way which increases their self-esteem and 
independence. 

Disabled People often feel a loss, for all the things they would like to do, 
but feel they cannot do; a loss of goals and dreams that seem 
unobtainable. Disabled People often feel they are a burden on family and 
friends, and a problem for doctors who cannot cure them. 

This traditional view of disability is called “the Medical Model of 
Disability”, because it sees people as a medical problem. As a result, 
Disabled People are expected to see their impairment as their problem, 
something they will have to make the best of and accept that there are 
many things they simply cannot do (and cannot expect to be able to do). 

The Social Model of Disability starts from a different perspective.  

It ignores how ‘bad’ a person’s impairment is. Instead it establishes that 
everyone should be considered equal and demonstrates that it is society 
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that has negative attitudes about Disabled People, and it is society which 
erects ‘barriers’ that prevent Disabled People from participating and 
restricts their opportunities. Society is therefore said to ‘disable’ them. 

 

How does the Social Model of Disability work?  

The social model looks beyond a person’s impairment at all the relevant 
factors that affect their ability to be a full and equal participant in society. 

 

What else is relevant? 

The Social Model of Disability states that it is heavy doors and 
inaccessible public transport are just two examples of what makes 
travelling such a hassle - not the fact that someone has impairments. 

Every Disabled Person can make their own list of the barriers that limit 
their participation. When these barriers and other people’s negative 
attitudes are considered, it is easy to see how Disabled People’s 
opportunities are limited by a multitude of barriers. 

The Social Model of Disability states that the solution is to rid society of 
these barriers, rather than the alternative Medical Model of Disability 
which relies for a solution, on curing all people who have impairments. 
(Which in many cases is not possible, or desirable or wanted). 

For a practical example: Many people living with reduced eyesight are 
given a simple piece of equipment - a pair of glasses. Without them they 
would be excluded from full participation in society and would therefore 
be disabled by it. 

Similarly, the social model solution to the fact that a wheelchair user is 
disabled because they cannot use public transport is simple - make 
public transport accessible to everyone! 

 

Examples on the next page... 
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Examples of how society could make Social Model of Disability 
changes to enable Disabled People to participate equally  

 

 Medical model problem   Social model solution 

 Painful hands, unable to open ---> Better designed lids, 
jars or doors  automatic doors 

 Difficulties in standing for long ---> More seats in public places 
periods 

 Unable to climb steps into ---> Ramps and lifts in all 
buildings  buildings 

 Employers won’t give you a ---> Educate employers to look 
job because they think you  at Disabled People’s 

couldn’t do it because of your   abilities rather than looking 

impairments   for problems, and make  

  ‘Reasonable adjustments’   

This Social Model of Disability approach to disability, which sees the 
problem as society’s barriers and attitudes, rather than the person’s 
impairment, allows Disabled People to lift the blame from their shoulders 
and place it squarely onto society’s. The Social Model of Disability 
empowers Disabled People to challenge society to remove the barriers 
that disable them. 

 

Medical Model says  

 You are a sufferer 

 You are the problem 

 Your impairment needs curing 

 You cannot make decisions about your life 

 You need professionals to look after you 

 You can never be equal to a non-disabled person 
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Social Model says  

 ‘Disability’ is not an individual problem 

 Disabled People cannot compete on equal terms because society 
has constructed too many barriers 

 Society has a duty to remove these barriers 

 Disabled People have the same RIGHT to full equality as all other 
citizens 

 

As a result of understanding the Social Model of Disability, many 

Disabled People now understand that it is society’s reaction to their 

impairment that is more damaging than the impairment itself. 

  

A comparison of the Medical Model of Disability and Social Model 

of Disability 

Medical Model                       

Personal problem  

Individual treatment       

Medicalisation                                                     

Professional dominance   

 

 

Medical Model 

Expertise 

Adjustment 

Individual identity 

Prejudice 

Attitudes 

Care 

Control 

Policy 

Individual adaptation 

Personal tragedy 

 

Social Model 

Social problem  

Social action 

Self-help 

Individual and collective 

responsibility 

 

Social Model 

Experience 

Affirmation 

Collective identity 

Discrimination 

Behaviour 

Rights 

Choice 

Politics 

Social change 

Social oppression 
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It was Disabled People themselves who defined the Social Model of 
Disability. They defined disability as:  

“the disadvantage or restriction caused by a society which takes 
little or no account of people who have impairments and excludes 
them from mainstream activity.” 

 

The Social Model of Disability difference between “Impairment” and 
“Disability” as defined by Disabled People, is as follows 

 

Impairment: Lacking part or all of a limb, or having a defective limb, 
organ or mechanism of the body. 

Disability: The disadvantage of restriction or activity caused by a 
contemporary social organisation which takes little or 
no account of people who have impairments and thus 
excludes them from participation of in the mainstream 
of social activities.  Disability is therefore a particular 
form of social oppression. 

 

These classifications do not deny the problem of disability, but locates it 
squarely within society.  Individual limitations (of whatever kind) are 
perceived as only one factor, but far more important is society's failure to 
ensure that the needs of Disabled People are fully taken into account in 
its social organisation. 

 

Therefore, according to the Social Model of Disability, Disability is a 
social state, not a medical condition. 

 

 

Further reading  

 Disability politics: Campbell J & Oliver M. (1996 London: Routledge) 

 Pride against prejudice: Morris J (1991 London: Woman’s Press) 
 

This is the end of the text of the leaflet that we developed.  

What follows next is a more academic description of the Social Model of 

Disability: (With academic words retained) 
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The Social Model of Disability Explained (2) 

Article attributed to Wikipedia 2014, with minor amendments. 

 

The Social Model of Disability is a reaction to the dominant Medical 

Model of Disability which in itself is a functional analysis of the body as 

machine to be fixed in order to conform with normative values. The 

Social Model of Disability identifies systemic barriers, negative attitudes 

and exclusion by society (purposely or inadvertently) that mean society 

is the main contributory factor in disabling people. While physical, 

sensory, intellectual, or psychological variations may cause individual 

functional limitation or impairments, these do not have to lead to 

disability unless society fails to take account of and include people 

regardless of their individual differences. The origins of the approach 

can be traced to the 1960s; the specific term emerged from the United 

Kingdom in the 1980s. 

 

History 

In 1975, the UK organisation Union of the Physically Impaired Against 

Segregation (UPIAS) claimed:  

"In our view it is society which disables physically impaired people. 

Disability is something imposed on top of our impairments by the 

way we are unnecessarily isolated and excluded from full 

participation in society." 

In 1983, the disabled academic Mike Oliver coined the phrase ‘Social 

Model of Disability’ in reference to these ideological developments. 

Oliver focused on the idea of an individual model (of which the medical 

was a part) versus a social model, derived from the distinction originally 

made between impairment and disability by the UPIAS. 
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The ‘social model’ was extended and developed by academics and 

activists in the UK, US and other countries, and extended to include all 

Disabled People, including those who have learning difficulties, or 

people with emotional, mental health or behavioural difficulties. 

Oliver did not intend the ‘Social Model of Disability’ to be an all 

encompassing theory of disability, rather a starting point in reframing 

how society views disability. 

 

Components and usage 

A fundamental aspect of the social model concerns equality. The 

struggle for equality is often compared to the struggles of other socially 

marginalised groups. Equal rights are said to give empowerment and the 

‘ability’ to make decisions and the opportunity to live life to the fullest. A 

related phrase often used by disability rights campaigners, as with other 

social activism, is ‘Nothing About Us Without Us’ 

The Social Model of Disability focuses on changes required in society. 

These might be in terms of: 

 Attitudes, for example a more positive attitude toward certain mental 

traits or behaviours, or not underestimating the potential quality of life 

of those with impairments, 

 Social support, for example help dealing with barriers; resources, aids 

or positive discrimination to overcome them, for example providing a 

buddy to explain work culture for an employee with autism, 

 Information, for example using suitable formats (e.g. Braille) or levels 

(e.g. simplicity of language) or coverage (e.g. explaining issues 

others may take for granted), 

 Physical structures, for example buildings with sloped access and 

elevators, or contrasting colour schemes, or 

 Flexible work hours for people with circadian rhythm sleep disorders 

or, for example, for people who experience anxiety/panic attacks in 

rush hour traffic. 

The Social Model of Disability implies that attempts to change, ‘fix’ or 

‘cure’ individuals, especially when used against the wishes of the 
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patient, can be discriminatory and prejudiced. This attitude, which may 

be seen as stemming from a Medical Model and a subjective value 

system, can harm the self-esteem and social inclusion of those 

constantly subjected to it (e.g. being told they are not as good or 

valuable, in an overall and core sense, as others).  

Some communities have actively resisted ‘treatments’, while, for 

example, defending a unique culture or set of abilities. In the deaf 

community, sign language is valued even if most people do not know it 

and some parents argue against cochlear implants for deaf infants who 

cannot consent to them. People diagnosed with an autism spectrum 

disorder may argue against efforts to change them to be more like 

others. They argue instead for acceptance of neurodiversity and 

accommodation to different needs and goals. Some people diagnosed 

with a mental disorder argue that they are just different and don't 

necessarily conform. The Biopsychosocial Model of Disease/Disability is 

a holistic attempt by practitioners to address this. 

The Social Model implies that practices such as eugenics are founded 

on social values and a prejudiced understanding of the potential and 

value of those labelled disabled. It is noted that over 200,000 Disabled 

People were the first victims of the holocaust. 

A 1986 article stated: "It is important that we do not allow ourselves to be 

dismissed as if we all come under this one great metaphysical category 

'the disabled’. The effect of this is a depersonalization, a sweeping 

dismissal of our individuality, and a denial of our right to be seen as 

people with our own uniqueness, rather than as the anonymous 

constituents of a category or group. These words that lump us all 

together -'the disabled', 'spina bifida', 'tetraplegic', 'muscular dystrophy’, - 

are nothing more than terminological rubbish bins into which all the 

important things about us as people get thrown away." 

The Social Model of Disability is based on a distinction between the 

terms ‘impairment’ and ‘disability’. Impairment is used to refer to the 

actual attributes (or lack of attributes), the abnormality, of a person, 

whether in terms of limbs, organs or mechanisms, including 

psychological. Disability is used to refer to the restrictions caused by 
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society when it does not give equivalent attention and accommodation to 

the needs of individuals with impairments. 

The Social Model also relates to economics. It proposes that people can 

be disabled by a lack of resources to meet their needs. It addresses 

issues such as the under-estimation of the potential of people to 

contribute to society and add economic value to society, if given equal 

rights and equally suitable facilities and opportunities as others.  

In Autumn 2001, the UK Office for National Statistics identified that 

approximately one fifth of the working age population were disabled (7.1 

million Disabled People as opposed to 29.8 million non-disabled people) 

and in this analysis also provided insight into some of the reasons why 

Disabled People were unwilling to enter the labour market, such as that 

the reduction in disability benefits in entering the labour market would 

not make it worthwhile to enter into employment. A three pronged 

approach was suggested: "incentives to work via the tax and benefit 

system, for example through the Disabled Person’s Tax Credit; helping 

people back into work, for example via the New Deal for Disabled 

People; and tackling discrimination in the workplace via anti-

discrimination policy.”  

This, combined with increasing campaigns by Disabled People to be 

accorded rights (under the slogan ‘Rights, not Charity’, led directly in the 

UK to the Disability Discrimination Act (DDA) 1995 and the Disability 

Rights Commission; which was replaced in 2010 by the Equality Act and 

The Equality & Human Rights Commission. Disabled People have often 

criticised these Acts, based as they are on the Medical Model, rather 

than the Social Model of Disability.  

 

Law and public policy 

In the United Kingdom, the Disability Discrimination Act, defined 

disability using the Medical Model - Disabled People are defined as 

people with certain conditions, or certain limitations on their ability to 

carry out ‘normal day-to-day activities’. But the requirement of employers 

and service providers to make ‘reasonable adjustments’ to their policies 

or practices, or physical aspects of their premises, follows the Social 
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Model. By making adjustments, employers and service providers are 

removing the barriers that disable - according to the Social Model, they 

are effectively removing the person's disability. In 2006, amendments to 

the act called for local authorities and others to actively promote 

Disability Equality. This enforcement came in the shape of the Disability 

Equality Duty in December 2006. 

In 2010, The Disability Discrimination Act (1995) was amalgamated into 

the Equality Act 2010 along with other pertinent discrimination 

legislation. It extends the law on discrimination to indirect discrimination. 

For example if a Carer of a Disabled Person is discriminated against, 

this is now also unlawful. From October 2010 when the Equality Act 

came into effect it is now unlawful for employers to ask questions about 

illness or disability at interview for a job or for a referee to comment on 

such in a reference, except where there is a need to make reasonable 

adjustments for an interview to proceed. Following an offer of a job, an 

employer can then lawfully ask such questions. The Equality Act also 

extends protection to transgendered individuals. 

In the United States, the Americans with Disabilities Act of 1990 (ADA), 

is a wide-ranging civil rights law that prohibits discrimination based on 

disability. It affords similar protections against discrimination to 

‘Americans with Disabilities’ as the Civil Rights Act of 1964, which made 

discrimination based on race, religion, sex, national origin, and other 

characteristics illegal. Certain specific conditions are excluded, such as 

alcoholism and transsexualism. 

In 2007, the European Court of Justice defined disability narrowly 

according to a medical definition that excluded temporary illness, when 

considering the Directive establishing a general framework for equal 

treatment in employment and occupation (Council Directive 

2000/78/EC). The Directive did not provide for any definition of disability, 

despite discourse in policy documents previously in the EU about 

endorsing the Social Model of Disability. This allowed the Court of 

Justice to take a narrow medical definition. 
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The Language of Disability 

The following is the text from a SPECTRUM booklet that explains why 

language is important when describing Disabled People. Inappropriate 

language can be offensive and disempowering. 

 

Introduction 

The aim of this booklet is to bring your attention to the language 

Disabled People prefer to be used when describing us.  This is not only 

because it delivers positive images, but also because some words / 

terms / phrases categorise or label people and consequently reinforces 

negative stereotypes. 

Whilst debating the Language of Disability, it is important to understand 

that language in general is constantly evolving, and, accordingly, the 

Language of Disability is also evolving and therefore an ongoing debate.  

Society's misconceptions about Disabled People are constantly being 

reinforced by disabling terms like 'cripple' and 'handicapped'.  Their 

continued use contributes significantly to the negative self image of 

Disabled People and at the same time perpetuates discriminatory 

attitudes and practices among the general public. 

A lot is said about 'Political Correctness' which has become a phrase 

of ridicule for many people.  However this stance trivialises an important 

principle – that the language we use to describe people, should be 

language that those it describes are comfortable with, avoiding terms 

that are offensive or inaccurate.  It is true that 'Political Correctness' can 

be taken too far. However, it is very important that we do not get 

embroiled in what can be taken as humorous comedy when dealing with 

the serious issue of how we describe Disabled People. 

It is important to understand the role languages plays in the identity of 

Disabled People and the reduction of ‘disableism’.  In the same way that 

Black & Minority Ethnic communities, Gay People and Women have 
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identified the power of language in reducing racism, homophobia and 

sexism. 

Disabled People are sensitive to the way words and terms can 

perpetuate discrimination against them.  To counter linguistic 

discrimination, Disabled People have actively promoted their own 

definitions of words and terms that they prefer. 

To understand the context of these definitions, it is important to 

understand the differences between the Medical Model of Disability and 

the Social Model of Disability. (See previous sections within this 

spotlight) 

An understanding of the Social Model of Disability will help you to 

understand better, the context of The Language of Disability. 

 

The Language of Disability 

Impairment: is the functional limitation within the individual caused by 

physical, mental, sensory or other impairment. 

Disability: is the loss or limitation of opportunities to take part in the 

mainstream life of the community on an equal level with others due to 

physical, attitudinal and social barriers. 

The term 'The Disabled' implies a homogeneous group separate from 

the rest of society.  We are all individuals and should not be treated as if 

we are all the same. 

The term 'Handicapped' is offensive to Disabled People it has 

associations with 'cap-in-hand' and begging.  The preferred term is 

'Disabled People'. 

The phrase 'People with Disabilities' is incorrect.  People have 

Impairments, they do not have Disabilities. (Refer to the Social Model of 

Disability, above; as well as the notes section on the last page of this 

booklet.) 

Medical labels to describe Disabled People are undesirable and often 

misleading, as no two people with the same condition are alike, neither 
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will they have the same needs, or aspirations.  Medical labels tend to 

reinforce stereotypes of Disabled People as 'patients' who are powerless 

and wholly dependent on the medical profession. 

Words or phrases which invite pity, or reinforce impressions of frailty or 

dependence are negative to Disabled People. 

It is therefore dehumanising to refer to a person in terms of a condition. 

Therefore, Disabled People do not like being referred to as a: 'Spastic',  

'Epileptic',  'Cripple', 'Retarded', 'Defective' or a 'Victim of',  

'Crippled by',  'Suffering from',  'Afflicted by', but prefer to be referred 

to as a: 'Person who has (name of medical condition)’ or possibly a: 

‘Person who has experienced (name of medical condition)’. 

Another example of inappropriate language is 'Invalid' because this 

equates disability with 'Not Valid' or 'Worthless'.  

A wheelchair represents 'Independence', and 'Freedom' to a Disabled 

Person, and is not the 'Confining Burden' as it is often thought of by 

non-disabled people. Disabled People prefer to say 'Wheelchair User'. 

Similarly, people are never 'Wheelchair Bound'.                                  

People with an 'Intellectual Impairments' prefer to be described as 

'People with Learning Difficulties', and definitely not 'Mentally 

Handicapped'. It is important not to confuse learning difficulties with 

mental illness – these are not the same. 

Another group of people who are often misunderstood are those who 

have had 'Mental Health Difficulties / Treatment'.  This group prefer to 

be called 'Survivors of the Mental Health System' or ‘Mental Health 

System Users’. 

People who are Deaf or Blind are said to have 'Sensory Impairments', 

as do people with limited hearing or sight. 

Disabled People prefer the term 'Personal Assistant' instead of 'Carer', 

as 'Personal Assistant’ (or PA) carries the implication that Disabled 

People retain choice and control of their lives.  It is support and 

assistance that Disabled People require – to enable the Disabled Person 

to do what they choose, not to be looked after and ‘cared’ for. 
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The term 'Carer' is often used to refer to unpaid family relatives/friends. 

Often the term 'Disabled Toilets' is used to describe facilities designed 

to be suitable for Disabled People. However, this is inappropriate.  The 

toilet is either 'Accessible' or 'Not Accessible'; a Disabled Toilet 

implies that the toilet is non-functional, which is obviously not accurate!   

  

Further Notes about using the term 'Disabled Person' rather than 

'People with Disabilities': 

A. To place the noun 'People' before 'Disability' is often viewed 

positively because it emphasises that individuals with impairments are 

'something', which historically has often been denied. People also 

often feel the placement of 'People' before 'Disability' is positive 

because it places the person before their 'disability’. 

B. However, used this way, the term 'Disability' refers to a medical 

condition; which can easily be substituted by 'Person with Cerebral 

Palsy', for example. 

C. By linking 'Disability' with 'Impairment', this phrase conveniently 

side-steps the consequences of institutional discrimination against 

Disabled People - poverty, dependence and social isolation. 

D. It is an explicit denial of a political or 'Disabled Identity'. 

E. Accordingly to the Social Model of Disability, people have 

impairments, they do not have disabilities; Disability is caused by 

society’s inability to meet the needs of the person’s impairments. 

F. For Disabled People, the word 'Disabled' before 'People' or 'Person' 

has come to signify identification with this 'Collective Identity'. 

G. Phrases such 'People with Disabilities' undermine that identity. 

We hope that you have found this booklet interesting and will stimulate 

you, enabling you to feel more comfortable in using language that 

Disabled People feel comfortable with. 

Finally, it should be noted that this booklet is not exhaustive and 

that the Language of Disability changes all the time, just as the 

general English Language does. 
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Spotlight on... 

Our Management Committee Directors  

As at September 2014 

 

The following 59 people have served on our Management Committee 

(MC) as Directors, between 1984 - 2014: (sorted into alphabetical order) 

 

Years Served     Years Served 

Chris Andrews .......... 6 

Kevin Beirne ............. 4 

Miriam Blakey .......... 3 

Anne Boles............... 2 

Gordon Bright ......... 11 

Simon Brisenden ...... 4 

Steve Brown ............. 3 

Phyllis Budd ............. 1 

Doreen Butland ........ 4 

Tim Cappleman ........ 1 

Malcolm Cooper ....... 2 

Sarah Dearing .......... 4 

Jeff Downing ............ 4 

Stephen Duckworth .. 4 

Julian Fiorentini ........ 2 

Patricia Frost ............ 2 

Liz Galfskiy ............... 1 

Alan Goodey ............ 6 

Frank Griffin ............. 3 

Amanda Hames ........ 2 

Maureen Harris ......... 1 

Alia Hassan .............. 8 

Ebrahim Hassan ....... 6 

Keith Hawkins ........... 3 

Pam Hawkins ........... 3 

Gill Holloway............. 2 

Mel Horne ................. 4 

Kay Jones ................ 5 
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Ann Kinder ............... 1 

Robert Kinder ........... 5 

Steven Kingsford ...... 2 

Paul Kobryn ........... 15 

Albert Kushlick ....... 10 

Linda Laurie ............. 4 

Mark Lendon ............ 2 

Rebecca Longley ..... 3 

William Maguire ....... 5 

Janet Marshall .......... 2 

Paul McCann ........... 1 

Kathy McCoy  ........... 2 

Kathy McCoy ............ 3 

Valerie Moushigian ... 3 

Simon Ninsiima  ....... 2 

Robert Norman ........ 2 

Byron Oliver .......... 22 

Lynda Parsons ......... 2 

Hazel Peasley .......... 8 

Sue Pike ................... 2 

Steve Polden .......... 12 

Cheryl Robinson ....... 3 

Derek Spacagna ....... 6 

Nigel Tomlinson ........ 3 

Bob Trent ................. 1 

Ron West  ................ 2 

Cheryl White ............. 3 

Gill Whitworth ........... 9 

Gillian Wilson............ 3 

Katherine Windsor .... 1 

David Young ............. 1  

 

Byron Oliver was elected to serve on the MC in 1993, and has 

remained on the MC ever since. As at 2014 he is the longest serving MC 

member, having been on the MC for 22 years. 

Three additional MC members have served for longer than 10 years: 

Gordon Bright (11 years), Paul Kobryn (15 years) and Steve Polden 

(12 Years).   

NB:  Details before 1990 are approximate as they are partly reliant on 

human memory & assumption. 
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Spotlight on... 

Our personnel - staff, volunteers & students  

As at September 2014 

 

The following 266 people have served SPECTRUM as staff, volunteers 

and student Social Workers, between 1984 - 2014: (sorted into 

alphabetical order) 

 

Total staff = 123, Total volunteers = 81, Total students = 62 

 

Staff 

Emmanuela Abela 

Charles Anderson 

Chris Andrews 

Kathie Askew   

Jean Baker 

Clare Bartlett 

Shahida Begum 

Preetam Bhoobun * 

David Blake 

Anita Blizard 

Ros Boaler 

Steve Boswell 

John Browning 

Teresa Burnage 

Frances Caws 

Daria Charleza * 

Katarzyna Cirino 

Wendy Clark 

Becky Clegg 

Vivian Clubb 

Sharon Coe 

George Collins 
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Sonya Collins 

Steve Coltman 

Victoria Conduit 

Suzanne Cooke 

Neil Crook 

Jackie Cunane 

Camilla Denneth  

Emma Downie 

Jeff Downing 

Robert Droy 

Kim Elliott 

Maxine Fairfax 

Amy Fenn 

Roger Fenn 

Julian Fiorentini 

Kathy Fitzgerald 

Karen Flagg 

Amanda Foster 

Katie Foster 

Valerie Furter 

David Gibson 

Felicity Goater 

Laura Goss * 

Michael Grimmett 

Ami Guy 

Jennifer Harris 

Maureen Harris 

Elizabeth Hartley-Rowe 

Alia Hassan 

Rajinder Hayer 

Lynn Hemming 

Rob Hirst 

Chris How 

Chris Hunt 

Gemma Jack 

Tess Johnson    

Barbara Jones 

Dalilah Kalla 

Thanh-Van Lac 

Susan Laing 

Vivian Lobb  

Sarah Lock 

Rebecca Longley 

Jeremy Long-Price 

Lesley Long-Price 

Ian Loynes 

Gail Loynes 

Roberta Lovett 
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Sharon Lucas 

Neil Luckett 

Ann MacGillivray 

Eduardo Magcalas 

Caroline Mapley 

Anne Marie Wellgreen 

Janet Marshall 

Kathy McCoy 

Gerry McKeown 

Jennie Musson 

Dorothy Oliver 

Sarah Parker 

Hazel Peasley  

Jackie Perkins 

Melanie Petrie 

Steve Polden 

Jamie Pratt 

Sue Prinn 

Philip Privett 

Kerry Radley 

Mark Redman 

Julie Richardson 

Will Rosie 

Ross Runham 

Chris Ryder 

Gabrielle Savage * 

Jean Seifert 

Jennifer Semmens 

Steve Sharples 

Emma Sheldon 

Angela Shirley 

Martine Sinclair 

Rebecca Smeeth 

Fiona Stevenson 

Duncan Stocker 

Jane Stockey 

Paul Sturrock 

Nigel Theobald 

Angel Thorneycroft 

Sophie Turley 

Michael Twinn 

Berni Vincent 

David Vincent 

Wayne Vincent 

Gordon Wade 

Julie Wall * 

Wendy Wallen 

Afifa Wardak 
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Julie Wareham 

Mark Watson 

Tasha Wellstead * 

Jackie Whitehead 

Josephine Wimbledon 

Gerry Zarb 

NB: Staff marked ‘*’ are PA’s that have worked for SPECTRUM, but 

have not been directly employed by SPECTRUM 

 

Volunteers 

Chris Andrews 

Chrissie Baraclough 

Kevin Beirne 

Chris Boswell 

Ken Bray 

Gordon Bright 

John Browning 

Clare Bunstone 

Frances Caws 

Connie Chapman 

Rebecca Clegg 

Suzanne Cooke 

Joe Cranmer  

Doris Cranmer 

Carol Daly 

Mark Davis 

Mark Davis 

Sarah Dearing 

Barry Devlin 

Sue Duffy 

Marc Dunn 

Cara Dyer 

George Ealden 

Julian Fiorentini 

Liz Galfskiy 

Colette Galloway 

Nigel Gaunt 

Maureen George 

Flo Gibblet 

David Gibson 

Kim Gunston 

Nat Hardie 

Alia Hassan 

Sandy Horton 

Anne Hoskins  

Christopher Howe 
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Brian Hyde 

V J Harvey 

Michelle Jeffery 

Paul Jones 

Linda Kanti 

John Kathy 

Steve Kingsford 

Mark Lendon 

Sarah Lewis 

Rosie Lock 

Lesley Long-Price 

Gail Loynes 

Ann MacGillivray 

Sheila Manhanga 

Lise Marron 

Paul McCann 

Kathy McCoy 

Bev Moulds  

Lee Murray 

Gill Nixon 

Liz Nizolek  

Donna Noble 

Soheila Nostrati 

Eunice Pfupajena 

Robin Phur 

Mavis Picknell 

Steve Polden 

Brian Prince 

Cheryl Robinson 

Cathie Romans 

Naomi Sands 

Tim Shine 

Karl Shipley 

Martine Sinclair 

Derek Spacagna 

Andrea Stubbington 

Anna Teoh 

Nigel Thomlinson 

Pauline Tizard 

Wendy Wallen 

Ron West 

Charles Wheeler 

Gill Whitworth 

Adam Williams 

Katherine Windsor 

Philip Yardley 
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Student Social Workers 

Mercy Agyei Afari 

Stella Alasah 

Donovan Appah 

Charlotte Avery 

Leila Badi 

Kristina Bean 

Dionne Biddy 

Clare Blake 

Noel Britton 

Benjamin Chingombe  

Cassie Coles 

Sabrina Dacres-Smith 

Camilla Denneth 

Laura Dougall 

Gita Ganger 

Claire Ghosh 

George Gorman 

Rosie Green 

Samantha Green 

Robinah Guweddeko 

Alex Hallett 

Lucinda Hewitt Dutton 

Jonathon Hopley 

Lauren Jeram 

Shelley Judd 

Andrew Keen 

Anna Kilsby 

Harriet Layfield 

Emily Lovegrove 

Charlotte Luckman 

Latkay Magba-Kamara 

Norbert Maradzika 

Bridget McMulkin 

Juanita Mhoni 

Doug Monro 

Linda Mortimer 

Farai Murinda 

Drue Murphy 

Kemi Osanayie 

Derian Park 

Natalie Pearce 

Diella Penney-Kirkwood 

Laura Pickup 

Angelica Powlesland 
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Zoeie Probert 

Emma Ralph 

Nikki Russel 

Rebekah Sanderson 

Chantal Scott 

Simbareshe Sekete 

Caroline Smith 

Gaby Smith 

Stephanie Stables 

Samia Stubbs 

Katie Swift 

Evelyn Tette 

Scarlett Timmins 

Sarah Tongue 

Jo Turley 

Sophie Walsh 

Jennifer Winterbottom 

Evans Wobil 

 

NB:  These lists of staff, volunteers and student Social Workers are 

believed to be accurate, but there may be some missing 

information, particularly during the early years of SCIL, where 

records may be incomplete or missing, and are partly reliant on 

human memory & assumption. 
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Spotlight on...  

Our logos and straplines 

 

SPECTRUM has had a number of different logos and straplines during 

our 30 years. This spotlight puts them together for the first time. 

 

1984-1999: Our first logo 1999-2005: Neater, more       

Used in red or black   accessible, ‘Integration’ changed

      to ‘Inclusion’. Used in red or black  

 

 

 

 

 

 

2005-2012: Modern look  2013-Today: New Identity with 

Usually pink, occasional blue  more vibrant colour. SPECTRUM 
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SCIL’s Disability Equality Training logo 

 

Designed in 1993, our DET register 

used a different logo to SCIL’s, 

mainly because the Disability 

Equality Training we delivered used 

self employed trainers who may 

have worked for other organisations. 

Therefore it was felt a unique logo 

was needed to represent our DET 

brand. As the amount of training we 

delivered reduced in the early 2000’s 

the logo gradually ceased to be 

used, and is now obsolete.  

 

 

 

SPECTRUM’s subsidiaries 

We have two subsidiary organisations: 

Unity 12 CIC     SCIL Continuing Care CIC 

2004-Today     2007-Today 
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SCIL / SPECTRUM straplines 

A strapline is sometimes called a catchphrase. They are used to promote 

an organisation’s key message. In our case we use a strapline to 

describe how we would like others to see us.  

Our strapline have evolved over the years, as follows: 

 

1987-1999: Intermittently used in early years, common after 1995 

‘An Organisation of Disabled People’  and/or ‘Choice and Control’ 

 

1999-2012: Changed to reflect our wider reach and equality stance 

‘Promoting Equality Across the South’ and in our training department: 

‘Promoting Disability Equality Across the South’ 

 

2013-Today: Changed with our new name 

‘Think you know Disabled People ... Think Again’ 
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Spotlight on... 

Our financial history 

 

SPECTRUM’s development has hinged on two key assets; human 

beings, and money. Almost this entire book has been about human 

beings, our most important asset.  

However, money is also important, providing us with a means to achieve 

our ends. This spotlight looks at how our finances have developed over 

the 30 years of our history. 

 

 

SPECTRUM income 
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SPECTRUM income – Grouped by decade 

 

 

 

SPECTRUM reserves, and reserves as a percentage of 

income 
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SPECTRUM group income – including our 

subsidiaries (Unity 12 & SCIL Continuing Care) 

 

 

SPECTRUM group income – Grouped by decade - 

including our subsidiaries 
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Spotlight on... 

Why we rebranded ourselves 

 

This spotlight uses the presentation we made at the grand launch of our 

rebranding as SPECTRUM Centre for Independent Living on 

Wednesday 30th January 2013 in Winchester. 

It covers, why we needed to rebrand, how we went about the process of 

rebranding, and why we felt the new branding and identity was so 

appropriate for SPECTRUM’s future. 

 

 

 

Today, we will be launching a new name and an exciting new 

look for SCIL, one of the most successful User Led 

Organisations; run by Disabled People, for Disabled People. 

We will be celebrating our incredible story, our exciting 

new identity, and our plans for the future. 

Welcome to the next chapter of our story ... 
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Why SCIL needs a new name 

 Since 1984, SCIL has had ‘Southampton’ in name. 

 We began as Southampton CIL Simply because Simon Brisenden 

wanted a more local version of Hampshire CIL, and he lived in 

Southampton. 

 However, as we have developed, much of our work has been 

outside of the city. 

 We have been aware for many years that our name is a barrier for 

some people, and politically, a barrier in Hampshire and a 

credibility issue nationally. 

 As SCIL is all about removing barriers, we have discussed 

changing our name in the past. 

 

Welcome to the next chapter in the story of SCIL 

This is a momentous day for SCIL, so much more than just a 

change of name. 

Understand why we need to change our name, and the 

opportunity this change creates. 

 

 

Most importantly, feel our passion for what we do, and our 

vision for the future of progressive social policy. 

 

Let’s re-energise ourselves for the challenges of our collective 

journey ahead ... 
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10 years ago we spent months looking at different 

names: 

 Southampton & SW Hampshire CIL, 

 Southern Hampshire CIL, 

 Wessex CIL. 

 The more we 

considered, the longer 

the name became ... 

 After much debate we 

decided to do nothing! 

 

 

 More recently, once 

again we felt our name 

was becoming a 

significant barrier, to Disabled People, politically and confusing to 

our potential customer base. 

 

At our 2011 AGM, members passed a motion, agreeing to change 

our name and authorising the MC to consider suitable alternatives. 

 Initially, we felt there were two 

options: 

 Change the ‘S’ to another 

‘S’ word 

 Come up with a wider 

geographic name 
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 We looked at the Scrabble dictionary:  

 Words beginning in ‘S’ = 9,777! 

 Sexy, Superior, Super, Strategic ...... 

 

 

 

 

 

 

 

 

 We hoped to find the perfect name... We didn’t! 

 We looked at geographic options: 

 Solent CIL 

 Southern CIL 

 Wessex CIL 

 Southamptonshire CIL!  

 We felt these wouldn’t solve the basic problem, they would just 

create a different barrier. 

 Basically, we were all at sea... Not a clue! 

 We were worried; changing the name of a well established 

organisation with a strong identity, such as SCIL, is a serious 

undertaking.  

 We figured we needed professional expertise if we were to find a 

new name that worked strategically. 
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Eureka! 

 We managed to get funding from ODI to do it 

properly 

 We searched and found the perfect person: 

 Disabled Person, understood our philosophy 

 She was an expert in rebranding 

 

A new dimension 

 Lyn Crooks: SHE WAS INSPIRATIONAL  

 Showed us how we were approaching the problem from the wrong 

direction. 

 Her BRILLIANT 

presentations and 

work with SCIL helped 

us focus what we 

wanted to say about 

the organisation.  

 From this work, she 

developed a research 

brief. 
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Design brief ... 4 ‘routes’ for SCIL’s future 
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The research results were in ... 

 Majority wanted to retain the ‘S’ in SCIL 

 BUT they also valued the identity of a ‘Centre for Independent 

Living’ 

 SCIL has always worked with Disabled People across all 

impairment and equality groups. However, some people falsely 

assume otherwise.  

 We wanted a new name that communicated that we worked with 

Disabled People across all impairment and equality groups. 

 We sent Lyn off to develop a design brief from these results.  

 She developed 3 alternatives – we decided our members should 

help us to decide. 

 

SCIL AGM OCTOBER 2012 

 We presented Lyn’s 3 designs at our AGM, as the final shortlist for 

members to decide which they preferred: 
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 SCIL Members decided... which one of the 3 they preferred was... 
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 SPECTRUM Centre for Independent Living 

[We produced a video especially for the launch of our new identity. 

It is now available on SPECTRUM’s YouTube Channel] 

 

Think you know 

Disabled People 

... Think again 
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Why do we believe 

 SPECTRUM Centre for Independent Living CIC is so good? 

 It uses an “S”, so we still keep the SCIL acronym, therefore 

maintaining SCIL’s identity.  

 We retain the ‘Centre for Independent Living CIC’ which many of 

us value, and it is ‘what we are’. 

 Replacing the ‘geographic’ association with a ‘non-geographic’ title, 

gives us more opportunities to grow and develop, nationally. 

 The SPECTRUM of colours in our logo represents the positive, 

diverse, vibrant, and enlightened organisation we are. 

 The logo uses colour in a bright, but elegant design, which is easily 

recognisable and will become quickly associated with our original 

‘Brand’ of SCIL. 

 We believe that the name “SPECTRUM” will enable SCIL to 

maintain its own Brand, with a fresh and vibrant image; a name 

and logo that communicates SCIL’s values well. 

 We believe that SCIL has a great future; we have achieved so 

much in our first 28 years, proving that Disabled People can 

achieve great things, by working together. 

 We believe that our new name and logo will appeal to a whole new 

audience of Disabled People. 

 SPECTRUM gives SCIL a strong opportunity to re-position 

itself as a User Lead Organisation, not limited by geographic 

boundaries. 

 SPECTRUM gives SCIL an exciting 

new look with high visibility! 

 SPECTRUM positions SCIL as a 

modern go-ahead organisation, with high 

aspirations! 

 We trust you like our new Name and 

Identity as much as we do. 

 We look forward to working together to 

enable all Disabled People to live 

independently.  
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And what of the future? 

Same aims/values, but shaped to the modern age and economy:  

 Social Geography: Now we are not limited by inaccurate 

geographic associations, we will appeal to a wider audience of 

Disabled People and by association, partners and funders. 

 Political Motivation: The freedom of our new name will enable us 

to work more effectively with all our statutory partners. 

 Economic Motivation: With the support of our funding partners 

and the ODI, our new identity will inspire the development of a new 

and highly innovative Strategic Business Plan. 

 Personalised Outcomes Focus: As a signed up member of 

‘Think local, Act Personal’, we will develop a quality standard 

suitable for a ULO, fully compliant with TLAP.  

 Better Partnership Working (SENDPO): With continued 

development of SENDPO, ULO’s working together, sharing good 

practice, combining limited resources. 

 Better Partnership Working: (Statutory Partners) : We all know 

the future will be challenging, we know that ‘spreading-the-jam-

thinner’ is not sustainable and will not deliver personalised 

outcomes for service users. The only way forward is for service 

users and our statutory partners to work together, developing 

services that users value, and services which support independent 

living outcomes. 

 

SPECTRUM’s launch Presentation, 30th January 2013 
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Spotlight on ... 

Our papers & speeches 1984-2014 

 

This spotlight presents some of the key writings of people who have 

been involved with SPECTRUM over the last 30 years.  

The following papers & speeches are included: 

 To deny or not to deny disability: Vic Finkelstein - 1975 

 Independent Living: Simon Brisenden - 1984 

 Independent Living and the Medical Model of Disability: Simon 

Brisenden - 1986 

 SCIL & Policy - A Consultative Document: Bob Norman - 1993 

 SCIL Festival for Inclusion - Article for Daily Echo Comments 

Section: Ian Loynes - Thursday 2nd December 1999  

 Disabled People’s Freedom Drive – Strasbourg: Berni Vincent 

& Ian Loynes - September 2003  

 RADAR 2004 AGM ‘Tipping Point’ speech: Ian Loynes - 2004 

 Association of Directors of Social Services Conference 

Speech: Ian Loynes - 19th Oct 2006 

 User-Led Organisations – What’s in it for users? Ian Loynes - 2009 

 Developing Progressive Social Policy Solutions: Ian Loynes - 2010 

 Letters to Southern Daily Echo, concerning the closure of 

Remploy Factories: Ian Loynes – 12th March and 16th April 2012 

 Challenges to Independent Living – for Guardian newspaper 

article: Gerry Zarb – 29th October 2014 

 SPECTRUM’s 30th Anniversary Conference speech: Gerry 

Zarb and Ian Loynes - 6th November 2014 

 

For clarity of reading, each paper / speech begins on a new page. 
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Please note: these documents have been reproduced faithfully, however, 

since they were written, the Language of Disability has continued to 

develop and these documents do not necessarily reflect those changes. 

 

 

However, before we look at our own writings: one earlier essay 

hugely influenced the development of SPECTRUM, and their 

understanding of the philosophy of the Social Model of Disability. 

This essay, called ‘To 

deny or not to deny 

disability’ was written by 

Vic Finkelstein. Vic was a 

disability activist, scholar 

and avid supporter of the 

anti-apartheid movement 

in South Africa. In 1975 

he penned this famous 

essay that showed how 

disability could be 

overcome and disappear 

with changes in society.  

This essay was so influential, it was also turned into a short film and 

influenced the generation of Disabled People, including those who 

formed and developed SPECTRUM. Vic died in 2011, aged 73. 

 

  

Vic Finkelstein 
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To deny or not to deny disability: Vic Finkelstein - 

1975 

Source: Magic Carpet, New Year 1975 

 

Disabled people have always struggled against the way they have been 

prevented from taking part in the normal activities of their communities.  

More recently, however, these struggles have taken a step forward.  

Disabled people have begun to organise for their emancipation and join 

the growing numbers of groups struggling against social discrimination.  

We are taking a deeper look at ourselves, at the way we are treated and 

at what is meant by disability.  We have noticed that it has nearly always 

been others who have researched, written, analysed, examined our 

history, and proposed their knowing solutions for us.  More and more 

Disabled people have had experience of 'disability experts' and 

increasingly we have come to recognise the humiliation this relationship 

may take for granted.  Can it be that having others research on the lives 

of disabled people rather than us expressing our own experience has 

something to do with the very nature of disability?  What, then is 

disability? 

For many of us, the single factor that unites us together in our struggles 

is that it is our society that discriminates against us.  Our society disables 

people with different physical impairments.  The cause, then, of disability 

is the social relationships which take little or no account of people who 

have physical impairments.  If this definition is correct, then it should be 

possible to prove that other social groups can become disabled, in an 

imaginary society which took no account of their physical status.  In such 

an imaginary society it would be possible for physically impaired people 

to be able-bodied! 

Let us see whether we can turn the world upside-down and show that 

disability is a socially caused problem.  An upside-down world where the 

'able' become 'disabled' and where we can show, too, that far from 
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adjusting and accepting disability perhaps, just perhaps, it is healthier to 

deny and struggle to eliminate disability? 

Let is suppose that those who believe in segregation could really have 

their way.  We will imagine a thousand or more disable people, all 

wheelchair users, collected together and settled in their own village 

where they had full management and democratic rights.  We will 

suppose able-bodied people do not often visit the village and that the 

wheelchair-users control all aspects of their lives.  They make the goods 

that they sell in their shops with special aids, they work the machines 

that clean the streets, run their own educational colleges, banks, post 

offices, and transport system of the village, and so on.  In fact, for the 

villager, being in a wheelchair is like everyone else in their world of 

people that he or she meets in daily life.  They see wheelchair-users on 

television and hear them on the radio.  Able-bodied people, however, are 

rarely seen and little understood.   

In the course of the life of the village the wheelchair-users plan their lives 

according to their needs.  They design their own buildings to suit their 

physical situation.  One thing the wheelchair-users architects quickly 

discover in this village is that because everyone is always in wheelchairs 

there is no need to have ceilings at 9'6" or door heights at 7'2". Soon it 

becomes standard practice to build doors to a height of 5' and ceiling or 

rooms to a height of 7'4".  Naturally the building codes set out in the 

regulations made these heights standard, now everyone is happy in the 

village; all the physical difficulties have been overcome and this little 

society has changed according to the physical characteristics of its 

members.  At last the buildings and environment are truly in tune with 

their needs. 

Let us say that when all the adjustments had been made and become 

fixed, in this wheelchair society, a few able-bodied had, through no fault 

of their own, to come to settle in this village.  Naturally one of the first 

things they noticed was the heights of the doors and ceilings.  They 

noticed this directly, by constantly knocking their heads on the door 

lintels.  Soon all the able-bodied members of the village were also 

marked by the dark bruises they carried on their foreheads.  Of course, 

they went to see the village doctors, who were naturally, also wheelchair-

users.  Soon the wheelchair-user doctors, wheelchair-psychiatrists, 
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wheelchair-user social workers etc., were involved in the problems of the 

able-bodied villagers.   

The doctors produced learned reports about the aches and pains of the 

able-bodied in society.  They saw how the bruises and painful backs 

from walking bent double so frequently were caused by their physical 

condition.  The wheelchair-user doctors analysed the problems and 

wrote their definitions.  They said these able-bodied people suffered a 

"loss or reduction of functional ability" which resulted in a handicap.  This 

handicap caused a "disadvantage or restriction of activity" which made 

them disabled in this society. 

Soon special aids were designed by the wheelchair-user doctors and 

associated professions for the able-bodied disabled members of the 

village.  All the able-bodied were given special toughened helmets 

(provided free by the village) to wear at all times.  Special braces were 

designed which gave support while keeping able-bodied wearer bent at a 

height similar to their fellow wheelchair-user villagers.  Some doctors 

went so far as to suggest that there was no hope for these poor sufferers 

unless they too used wheelchairs, and one person even went so far as to 

suggest amputation to bring the able-bodied down to the right height!  

The able-bodied disabled caused many problems.  When they sought 

jobs no-one would employ them.   

Special experts had to be trained to understand these problems and new 

professions created for their care.  When one able-bodied Disabled 

person applied for a job as a television interviewer, a special medical 

examination had to be arranged to see if he was fit for this work.  In the 

end it was decided that he was not suitable.  It was felt, the wheelchair-

user doctor pointed out in the case-file, that a television interviewer 

wearing a helmet all the time would not be acceptable.  Since the 

cameras would only show the top of his head because the able-bodied 

were always bent double by the harness they had to wear he would not 

be suitable for interviewing.  It is well known, the wheelchair-user doctor 

wrote, how difficult it is to communicate with the able-bodied because it 

is not easy to see their facial expressions and meet eye-to-eye while 

they are bent double.  
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In time special provision had to be made in the village to provide a 

means of obtaining money for these able-bodied disabled to live.  

Voluntary societies were created to collect charity and many shops and 

pubs had an upturned helmet placed on the counters for customers to 

leave their small change.  Painted on the helmets were the words 'Help 

the able-bodied disabled'. Sometimes a little plaster-cast model would 

stand in the corner of a shop, the figure bent double in their 

characteristic pose, with a slotted box on the figure's back for small 

coins. 

But one day, when the able-bodied were sitting together and discussing 

their problems they realised that they were never consulted by the 

wheelchair-users about this in the little society.  In fact they realised that 

there may be solutions to their problems which had never occurred to the 

wheelchair-users simply because they never looked at these in the same 

way as those who had them.  It occurred to these able-bodied Disabled 

people that perhaps the cause of their problems had a social solution - 

they suggested that the door and ceiling heights be changed! They 

formed a union to fight segregation.  Of course some of the wheelchair-

users thought the able-bodied disabled were failing to accept and adjust 

to their disabilities and they had chips on their shoulders because they 

argued so strongly for social change and a change in attitudes by the 

wheelchair-users.  The able-bodied disabled even argued that perhaps, 

just perhaps, their disabilities could be overcome and disappear with 

changes in society.  

----<>---- 
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Independent Living: Simon Brisenden - 1984 

 

The house I live in is a very ordinary sort of town house in a very 

ordinary suburb of ordinary old Southampton.  There is nothing very 

unusual about my situation:  I pay the rent (not always on time) and have 

two rooms as my little kingdom.  In fact I'm just like an awful lot of other - 

ordinary - people. 

So why bother to make a fuss about it?  Why write an article about it? 

Because the message I and my friends have to proclaim is one of vital 

interest to people who care about quality of life. 

I am a Disabled Person, twenty six years old, living an independent life 

for the first time.  Although I need help with most things, I now employ 

three people and can choose my own routine and do the things I want to.   

I have a grant from my Local Authority which helps out with the wages, 

the excess of which I meet through my Attendance Allowance and 

various other benefits.  Although I have to be very organised and careful 

with my finances, the advantages of this way of living compared to the 

other options (parental home, institutionalisation) are very great.  I am 

getting a big kick out of being ordinary. 

I belong to the Independent Living Movement (ILM), which aims to give 

people with disabilities1 the skills and outlook which will enable them to 

choose their own options and control their own lives.  Obviously 

choosing how one lives is the central element in this form of self-

motivated independence.  That is why living in an ordinary house can 

sometimes be a triumph.  A lot of people with disabilities1 simply do not 

get the opportunity to enjoy the ordinariness of everyday living, but are 

forced (there is no other word for it) to put up with a second-class 

existence in institutions up and down the country. 

The ILM began in the USA as the glimmer of an idea in the minds of a 

few disabled individuals who had been set thinking by the civil rights 

fervour of the 1960's.  By the late 1970's there were Independent Living 
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Centres in many places across the length and breadth of America.  

Despite the political climate in recent years and the onset of 

Reagonomics the ILM remains the most coherent and important voice of 

disabled people in America.  Now, in 1984, it has established itself firmly 

in Britain, with strongholds in Hampshire, Derby, Exeter and Manchester, 

to name a few.  Just recently the first Independent/Integrated Living 

Conference was held in Nottingham, and it was organised solely by - and 

for the benefit of - people with disabilities. 

The philosophy of the ILM insists that the disabled individual must take 

the responsibility of organising her/his own universe.  But in order to do 

this there must be resources available within the community to facilitate 

and motivate the responsibility.  There must be transport accessible to 

all, care attendants on a 24 hour basis, financial help, all of which must 

support the individual in the pursuit of personal autonomy within the 

understanding community.  In order to achieve this we must believe in 

the setting up of Independent Living Centres which are controlled and 

staffed (at least in the majority) by people with disabilities and which can 

direct these resources and use them most efficiently.  For it is 

fundamental to the philosophy of the ILM that only Disabled People 

themselves have the necessary experience and expertise to provide a 

planned and effective service promoting independent living. 

As a campaigning movement we have rejected the medical definition of 

disability; we do not believe that 'being disabled' has very much to do 

with any lack of physical or mental abilities. It is rather the hostility of the 

environment in which we live which causes us problems.  If the world 

had been designed by disabled people, none of us would feel disabled, 

despite the fact that we (along with most of the human race) fail to 

conform to some arbitrary definition of physical or mental perfection.  It is 

our environment - society - that the citizens who cannot use the buses or 

get into the shops, just like black people under the apartheid regime, and 

we have our own resettlement areas - the institutions that separate us 

from the community. 

We reject medical intervention except where it is instituted by the 

individual as an aspect of her/his striving to fulfil their chosen life options.  

This has proved a difficult pill for the medical profession to swallow, 

which leaves us with more than a sneaking suspicion that is their 
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authority and control over our lives that they are concerned to protect.  

As part of their rehabilitation we have prescribed that they try to 

remember that doctors serve the people and not the other way round. 

The ILM believes in simple things, the sort of things most people take for 

granted.  We want to see a society in which people with disabilities live in 

the community and enjoy the same benefits - and take the same risks - 

as everybody else.  So on our scale of values being enabled to choose 

your own home scores pretty high; it is a precondition for creating a 

society in which the gap between the experience of non-disabled people 

eventually evaporates away. 

 

----<>---- 
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Independent Living and the Medical Model of 

Disability: Simon Brisenden - 1986 

Disability, Handicap & Society, Vol. 1, No. 2, 1986 

 

Our opinions, as disabled people, on the subject of disability are not 

generally rewarded with the same validity as the opinions of 'experts', 

particularly medical experts.  These reproduce the myths of disability 

through books, articles, lectures and other forms of soothsaying and 

oracle, whilst also having the good fortune to receive a salary for their 

efforts It is not, of course, in dispute that they deal with the facts - the 

question is rather one of whether these facts can be adequately 

interpreted from a strictly medical point of view.  Is the perspective of 

medicine historically blinkered, such that 'the facts' are inevitably sucked 

into a mode of interpretation that has been pre-determined beforehand? 

Are these 'facts' simply processed in such a way that there is necessarily 

built upon them an image of the disabled person as inadequate? 

Presumably it is possible, under certain conditions, to isolate a set of 

'facts', in the form of a list of general physical or intellectual 

characteristics, that apply to each form of disability.  But the use of these 

is limited as there cannot be a formula derived from them that will cope 

with the particular needs of each individual.  Indeed, taken alone, the 

'facts' may lead only to distortion and misunderstanding and to a view of 

disabled people as a category of rejects, as people flawed in some 

aspect of their humanity.  The medical mode of disability is one rooted in 

an undue emphasis on clinical diagnosis, the very nature of which is 

destined to lead to a partial and inhibiting view of the disabled individual. 

In order to understand disability as an experience, as a lived thing, we 

need much more than the medical 'facts', however necessary these are 

in determining medication.  The problem comes when they determine not 

only the form of treatment (if treatment is appropriate), but also the form 

of life for the person who happens to be disabled.  As well as the 'facts', 
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therefore, we need to build up a picture of what it is like to be a disabled 

person in a world run by non-disabled people.  This involves treating the 

experiences and opinions of people with disabilities as valid and 

important; more than this, they must be nurtured and given an overriding 

significance, in order that they begin to outweigh the detached 

observations of the medical 'expect', which have invested in them the 

power of history.  Our experiences must be expressed in our words and 

integrated into the consciousness of mainstream society, and this goes 

against the accumulated sediment of a social world that is steeped in the 

medical model of disability. 

It is vital that we insist on the right to describe our lives, our disabilities, 

and that we appropriate the space and proper occasions to do so.  After 

all, the way something is presented will condition to a great extent the 

way it is received, as any newspaper or television editor will tell you.  If 

the experience of disability is always presented in the context of the 

medical implications it is supposed to have, it will always be seen as 

largely a matter of a particular set of physical or intellectual dysfunctions 

and little else.  In this way the myth is perpetuated that disabled people 

require medical supervision as a permanent factor in their lives.  As in 

society generally, the language used and the situation in which it is 

expressed will determine the message that goes out to those listening.  

There are plenty of colloquialisms that indicate the damage that can be 

done through inappropriate terminology.  Disabled people are seen as 

weak, pathetic and in need of sympathy when they are referred to as 

'cripples'.  A person with cerebral palsy, when referred to as a 'spastic' 

has to suffer the indignity of being equated with a raving, dribbling, idiot -

- these are the facts beyond the medical 'facts'.  What we have to get to, 

instead of this, is the real person inside the image of disability. 

To begin with, we are not 'the disabled'.  We are disabled people or even 

people with disabilities.  It is important that we do not allow our-selves to 

be dismissed as if we all come under this one great meta-physical 

category 'the disabled'.  The effect of this is a depersonalisation, a 

sweeping dismissal of our individuality, and a denial of our right to be 

seen as people with our own uniqueness, rather than as the anonymous 

constituents of a category or group.  These words that lump us all 

together - 'the disabled', 'spina bifida',  'tetraplegic', 'muscular dystrophy' 
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- are nothing more than terminological rubbish bins into which all the 

important things about us as people get thrown away.  Similarly, as part 

of this general burial of our personality, we must note the way in which 

the form of presentation of a disabled person's experience can be 

prejudicial to whether that experience is understood.  It can predetermine 

the image of a disabled person's life that comes over, whilst appearing 

on the surface to be an objective attempt at allowing us to speak for 

ourselves. 

Every year, at a major faculty in Southern England, a doctor interviews a 

disabled patient in a lecture theatre in front of over a hundred medical 

students, as part of a course on disability.  The point of the exercise is to 

introduce the students to the problems that disabled people face in 

society, and to get an authentic point of view from a 'real' disabled 

person who can recount how a life has been affected by disability.  But it 

is an interview with a member of the medical profession - particularly in 

front of such a large audience - likely to be the best forum for reaching 

the nuances and particularities of an individual life?  And does not the 

method of enquiry itself reinforce the established view that disabled 

people are 'passive' and non-disabled people 'active'? Does it not also 

characterise a disabled person's life as legitimately open to prying 

questions in front of an inquisitive public? It all seems to rest upon the 

fundamentally mistaken premise that you can somehow learn about a 

person/s life by asking them questions about the nature of their disability 

- an idea that assumes the person to be defined by the disability.  The 

reality of the matter is that under the guise of objective scientific enquiry 

a particular image of disabled people is being fostered in the minds of 

the audience, and it is an image full of negative implications which are 

themselves disabling.(1)    

I have a fantasy that in some future word people with disabilities will be 

able to insist on the right to interrogate doctors, rather than be 

interrogated by them. In this fantasy, a doctor is placed on a stage in 

front of a large audience of people with disabilities, in order that we may 

come to understand the stigma of a career in medicine, and the effect 

this may have on family and friends.  Someone would then ask the 

doctor a series of searching questions, such as ‘When did your 

profession begin? Was it the result of an accident, or is it a deteriorating 



SPECTRUM – Our History  Spotlight on... Our papers/speeches 
 

Page 245 

condition?' I suspect that we would learn very little about the individual 

beneath the white coat, but the feeling of power might prove too 

irresistible to be ignored. 

The word 'disabled' is used as a blanket term to cover a large number of 

people who have nothing in common with each other, except that they 

do not function in exactly the same way as those people who are called 

'normal'.  Consequently, this large number of people are considered 

'abnormal'. We are seen as 'abnormal' because we are different; we are 

problem people, lacking the equipment for social integration. But the 

truth is, like everybody else, we have a range of things we can and 

cannot do, a range of abilities both mental and physical that are unique 

to us as individuals.  The only difference between us and other people is 

that we are viewed through spectacles that only focus on our abilities, 

and which suffer an automatic blindness -  a sort of medicalised social 

reflex - regarding our abilities. The dustbin definition of us as 'the 

disabled' is a way of looking at us not as people with different abilities, 

and consequently different needs, but as non-people   with non-abilities; 

not as people who can construct  a life out  of our different abilities, but 

as helpless individuals who have to be forced into a life that is 

constructed for them.(2) We are the outcasts in a society that demands 

conformity to a mythologised physical nor, the pursuit of which leads to 

neurosis and is the cause of much guilt and suffering.  The impossible 

demands made on us by this norm, against which we are measured and 

found to be inadequate, are at the root of our oppression. 

We have been entirely defined by what are seen as our inabilities and 

are given the blanket label of 'the disabled'; a label which is pregnant 

with hidden ideological overtones.  It teaches us a conditioned 

uselessness, which is not based upon our actual physical or intellectual 

capabilities, but upon the desire to make us believe that we are a drain 

upon society's resources.  It teaches us to be passive, to live up to the 

image of ourselves as objects of charity that we should be grateful to 

receive, and to ignore the possibility that we may be active people who 

have something to contribute to society. 

This labelling process leads to us being excluded from all spheres of 

social life, and allows people to treat us either as morons or as creatures 

from another planet.  Yet it is in fact  the posture of society at large that 
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constitutes the most  disabling part of being disabled, not the physical 

effects of whatever condition one happens to have, unless it leaves the 

individual utterly bed-ridden or completely fatigued.  On the whole, it is 

the organisation of society, its material construction and the attitudes of 

individuals within it, that results in certain people being disabled.  We are 

only people with different abilities and requirements, yet we are disabled 

by a society that is geared to the needs of those who can walk, have 

perfect sight and hearing, can speak distinctly, and are intellectually 

dexterous. If society was organised on a more equitable basis, many of 

the problems associated with not being physically 'perfect' (as if such a 

concept had any logical basis), would disappear.  The most obvious 

example of this has paradoxically been most clearly ignored, despite 

half-hearted efforts at legislation to rectify the situation.  I refer to the 

problem of access to buildings and facilities in the community, and to the 

callous disregard with which our needs are ignored despite the efforts of 

sundry committees, working parties and other bodies on our behalf.  We 

are disabled by buildings that are not designed to admit us, and this in 

turn leads to a whole range of further disablements regarding our 

education, our chances of gaining employment, our social lives, and so 

on.   The disablement lies in the construction of society, not in the 

physical condition of the individual.(3) However, this argument is usually 

rejected, precisely because to accept it involves recognising the extent to 

which we are not merely unfortunate, but are directly oppressed by a 

hostile social environment. 

The question of definitions bears very directly on the outlook of the 

medical profession, which has exhibited an unwillingness to revise the 

way it views people with disabilities.  The problem, from our point of 

view, is that medical people tend to see all disabilities solely from the 

perspective of proposed treatments for a 'patient', without recognising 

that the individual has to weigh up whether this treatment fits into the 

overall economy of their life.  In the past especially, doctors have been 

too willing to suggest medical treatment and hospitalisation, even when 

this would not necessarily improve the quality of life for the person 

concerned.  Indeed, questions about the quality of life have sometimes 

been portrayed as something of an intrusion upon the purely medical 

equation..  This has occurred due to a failure of imagination, the result of 

the medical profession's participation in the construction of a definition of 
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disability which is partial and limited.  This definition has portrayed 

disability as almost entirely a medical problem, and it has led to a 

situation where doctors and others are trapped in their responses by a 

definition of their own making.  They cannot respond in ways that go 

outside the parameters of a view of disabled people which they 

themselves have created.  They are stuck within the medical model of 

disability. 

The limited parameters of this model have been passed on to other 

professionals and to people with disabilities themselves, leading to 

unimaginative responses by service providers, and to low expectations 

on behalf of themselves by those who have a disability.  This depressing 

situation may, to some extent, be changing, but disabled people still 

suffer from being viewed and defined within this medical model, with its 

implication that someone will - and should- always be in and out of 

hospital. 

This way of looking at things ignores the sociological and psychological 

aspects of disability.  It ignores the fact that frequent hospitalisation and 

medical treatment is itself one of the most disabling factors about being 

disabled.  We should instead look at a life as a whole, and allow people 

with disabilities to take decisions for themselves based on many other 

factors as well as medical ones.  We have to look at a person's 

independence and ask how this can be assisted and promoted without 

taking the right of control away from the individual.  The individual should 

always be allowed to determine how a specific medical suggestion fits 

into the overall economy of their life. 

In order to break down this disabling definition of disability as exclusively 

a medical problem, with medical and para-medical solutions (which in 

most cases mean no 'solution'), we must distinguish between a disability 

and a disease, for there is frequently a confusion of the two.  Whereas a 

disease has a demonstrable physical manifestation (with the exception 

of the controversial area of mental illness), a disability is by no means 

this sort of tangible thing.  It results from the things one is not able to do 

because the organisation of the world around you.  Its causes are 

predominantly rooted in external social factors.  It is usually entirely 

inappropriate to see someone with a disability as a person who 'suffers' 

from a disease, because this will not contribute to an understanding of 
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the life they lead.  It may well constrict the possibilities of such a life by 

drawing the individual back within the medical model and its debilitating 

emphasis on physical limitations and low expectations.  Many disabilities 

are clearly not diseases, because they result from traumatic accidents, 

but even in cases where a disease can be named as the cause of certain 

characteristics is not helpful to see the individual as a 'diseased' person.  

It is certainly not appropriate in cases where a disability is congenital and 

has existed as a factor in someone's life since the day they were born.  

In this situation a person is simply leading a life which is in some ways 

different to the expected norm.  To look at this person as having a 

disease is to ignore the fact that the disability has always been 

integrated within all aspects of their life, and does not represent a 

change from some 'norm' which was never applicable to them.  The 

disability is simply part of being the person they are, in the context of the 

social world they live in.  Indeed, there is literally no case in which a 

disabled person should be seen as 'diseased', because no disease 

related to disability (or anything else for that matter) extends so 

completely into a person's life as to define that person.  To meet a 

disabled person and  respond by asking them what 'disease' they have, 

is at best irrelevant, and at worst it is a way of enforcing your view of us 

as abnormal, a different and unfortunate species of being.  It is far better 

to respond to someone not as if the disease defines the person, but as if 

the person is concerned with leading a full and interesting life. 

In the independent living movement we reject these definitions that limit 

and control us, because they do not describe our aspirations in society.  

In fact, the medical definition or model has to a great extent contributed 

to placing us outside society, in special institutions and ghettos.  We 

desire a place in society, participating as equal members with something 

to say and a life to lead; we are demanding the right to take the same 

ricks and seek the same rewards.  Society disables us by taking away 

our rights to take decisions on our own behalf, and therefore the equality 

we are demanding is rooted in the concept of control; it stems from our 

desire to be individuals who can choose for themselves.  People with 

disabilities are increasingly beginning to fight against structure that 

deprive us of control, and responsibility for, ourselves, and hence leave 

us with no real chance of participation in society.  We are the victims of a 

vicious circle; for the control that is denied the disabled individual by the 
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medical profession, social services, relatives, etc., conditions that 

individual to accept a dependent status in which their life takes place by 

proxy, resulting in them being unable to visualise independent ways of 

living. 

The control that we demand over our own lives is one that accepts that 

we are as irresponsible as everyone else and that we may not always do 

the right thing from a medical point of view.  This is what I mean by the 

right to take risks.  If we are to be treated as individuals who are due the 

same respect as other people, then we must be allowed to choose a way 

of living that confronts all the options and risks throughout life that are 

inherent to living in, rather than outside, society.  We believe 

fundamentally that all individuals have the right to live independently in 

the community regardless of their disability.  But it is important to note 

the sense in which we use the word 'independence', because it is crucial 

to everything we are saying.  We do not use the term 'independent' to 

mean someone who can do everything for them-self, but to indicate 

someone who has taken control of their life and is choosing how that life 

is led.  It cannot be applied to someone living in an institutional setting, 

therefore, because the routine of their life will be predetermined, to a 

greater or lesser extent, by the needs of the professionals in charge of 

the institution.  However, it can be applied to the most severely disabled 

person who lives in the community and organises all the help or 'care' 

they need as part of a freely chosen lifestyle.  The most important factor 

is not the amount of physical tasks a person can perform, but the amount 

of control they have over their everyday routine.  The degree of disability 

does not determine the amount of independence achieved. 

We believe that the choice of independent living is not a privilege 

conferred on us by a generous society, but is the right of all individuals, 

regardless of disability, to live in the community.  We see it as a right that 

has to be restored to us rather than a freely given gift.  Yet the benefits 

far outweigh the disadvantages of the struggle, and the struggle 

becomes less difficult as more and more people with disabilities assert 

their right to live independently. 

NOTES: 
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1) The extent to which 'experts' have managed to immobilise new 

perspectives on disability has been noted by other writers.  For 

example, 'the goals and solutions arrived at by the experts often 

serve to keep  the disabled within the constraints of the inferior and 

dependent role reserved for the disabled as a category and to 

discourage any significant deviations from it'.  CONSTANTINE 

SAFILIOS-ROTHSCHILD, Disabled persons' self-definitions and 

their implications for rehabilitation, in: ANN BRECHIN, PENNY 

LIDDIARD & JOHN SWAIN (eDS) (1981) Handicap in a Social 

World, p.6 (London, Hodder & Stoughton/OU Press). 

2) 'Woe are those who are powerless, helpless and helped' Sue, in 

JO CAMPLING (Ed.)  (1981)  Images of Ourselves: women with 

disabilities talking, p. 46 (London, Routledge & Kregan Paul). 

3) For an amusing and effective exposition of  the argument that 

society creates disability see VIC FINKELSTEIN'S classic essay, 

'To deny or not to deny disability' in: BRECHIN, LIDDIARD & 

swain, op. cit., pp.34-6 

 

----<>---- 
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SCIL and Policy - A Consultative Document:  

Bob Norman (SCIL MC member) - 1993 

 

1 Aims 

Outlined in SCIL literature - the key concepts being Independence and 

Integration. 

 

2 How are these objectives to be achieved? 

A: Historical Background and Analysis 

Academic studies by Professor Mike Oliver, Vic Finkelstein, Jenny 

Morris, Colin Barnes et al. (see bibliography at end of article) indicate 

strongly that people with impairments remain poverty-stricken, 

marginalised and alienated from the mainstream of society in Britain 

today. Oliver's studies (derided by some critics as Marxist) and historical 

research for the Channel 4 programme 'Out of Sight' indicate that this 

has been the case for most of the nineteenth and twentieth century’s. 

Oliver's central hypothesis is that this process was initiated by the 

development of capitalism and industrialisation, which precluded 

disabled people from workplaces such as factories and mines (where 

their presence was considered dangerous). This created a 'culture of 

dependency' whereby people with impairments were perceived.   

As unemployable and inadequate, 'social outcasts' to  incarcerate (often 

for life) in institutions such as asylums, workhouses and 'hospitals' (not 

all societies have or do treat disabled people in this way - 

anthropologically, there are examples of a non-discriminatory approach 

or even the accordance of high social status.) 

This philosophy of the stigmatisation of impairment reached its zenith in 

Hitler's Germany. Known as 'eugenics', it resulted in the liquidation in 

concentration camps of at least a quarter of a million disabled people in 
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Nazi Germany (together with other 'socially undesirable' groups such as 

Jews, gypsies, homosexuals etc.). Nor is eugenicism confined 

historically to Hitler's Germany - the British Eugenic Society was formed 

in the early twentieth century, and included many prominent public 

figures amongst its members (such as the one-time Prime Minister, 

A.J.Balfour). Indeed, it could well be argued that 'eugenics-by-the-back-

door' is being practised in Britain today - witness the screening and 

abortion of foetuses with impairments and the legalised killing of PVS 

patient, Tony Bland. 

Clearly, discrimination and prejudice against people with impairments 

are endemic in present-day British society. Colin Barnes (research 

director of the BCODP) argues that such features are institutionalised 

and reinforced by both national and local government strategies and 

policies - Britain is one of the few Western countries not to have passed 

anti-discrimination legislation, and such legislation that is in place is both 

ineffective and inadequate). 

The creation and growth of the Welfare State since 1944 has continually 

reinforced 'the medical model' of impairment (i.e. disabled people are 

poor, helpless creatures to be pitted and 'cared for' by people who 

considered themselves not to be impaired). Any person with an 

impairment can recall and recount numerous stories of 'sanitisation' and 

'rehabilitation' by the countless army of professionals (doctors, social 

workers, physiotherapists, occupational therapists, DEA's, civil servants, 

etc. - all of whom make a good living from disabled people! 

Thus the 'culture of dependency' is reinforced and the cycle of 

deprivation (both economic and social) that most people with 

impairments are forced to endure throughout their lives is clearly defined 

(witness the high unemployment rate amongst disabled people and their 

en-forced dependence on an ill-defined and discriminatory benefit 

system which has consistently failed to alleviate poverty amongst people 

with impairments). 

The recent phenomena of the predominance of the so-called 'New Right' 

within the Conservative Party can only be perceived as another threat to 

disabled people, their heritage and culture. Based on the 'free-market' 

economy ideas of Friedman and Hayek, it has reached its apotheosis in 
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Thatcherism and now Majorism. Obsessed with the rate of inflation, the 

reduction of which has entailed high unemployment, disabled people 

have little or no chance of selling their labour in such a competitive and 

hostile environment - they now form part of a vast reserve army of 

labour, or underclass. 

Nor has the economic and social disenfranchisement of people with 

impairments stopped there: 

a. Both the transport system and public and domestic buildings 

remain wholly or largely inaccessible. 

b. Social Service cuts have reduced the level of support and 

independence available to people with impairments. 

c. Most disabled children remain segregated in special schools 

whilst many disabled adults are commonly confined to institutions 

and day centres (often against their will). 

 

B: 'What is to be Done?' 

A sociological and historical analysis of other civil rights movements 

(suffragism, black consciousness, feminism, gay rights, animal liberation, 

etc.) reveals strategies of: 

1) Civil disobedience and non-economic co-operation by the 

oppressed to their oppressors. 

2) Militant action and the use of physical force. 

3) Anarchism in the face of overwhelming state power and 

bureaucracy. 

The rise and growth of disabilism has been defined as 'the last great civil 

rights movement' (M.Oliver, op.cit.'The Last Civil Rights Movement', a 

book review in 'Disability, Handicap and Society', vol.5, no.1, 1990). The 

growing groundswell of people with impairments vocalising their 

inalienable right to political, economic, social, and personal freedoms 

(hitherto taken for granted by those deemed by society 'not to be 

impaired') is a development that neither the state (whatever its political 
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make-up) nor regional and local government appears to welcome. At 

best, lip-service is paid to democratic consultative processes, and people 

with impairments are often left feeling angry and bewildered at 

bureaucratic indifference and insensitivity to their needs. The 'medical 

model' of a person with an impairment as a helpless inadequate 

individual continues to be hung heavily round our necks, while the 'social 

model' of an impaired person not disabled by society and environment is 

a gaol perceived but a long way from being fully attained. 

On the other hand, however, there is little doubt that people with 

impairments, both individually and collectively, have reacted with both 

courage and dignity to the predicament with which they are faced - how 

does one attain independence and integration into 'able-bodied' society?  

Similarly, other questions need close examination and discussion: 

1) What is 'disabilism' and how can it best be achieved given the 

already growing divisions within the movement? 

2)Will independence and integration turn people with impairments 

into non-disabled people, thus destroying a culture and history, 

which though largely unrecorded, nevertheless remains proudly 

alive and vibrant? 

3) What is the role of an organisation such as SCIL, with limited 

financial and person-power, within the disabilist movement?  

 

Bob Norman. SCIL Management Committee Member 

(Southampton 1993)     
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SCIL Festival for Inclusion - Article for Daily Echo 

Comments Section: Ian Loynes - 2nd December 1999 

 

Friday the 3rd of December, is the International Day for Disabled People 

and the European Day of Disabled People's Rights. 

Not a lot of people know that, even fewer celebrate the event. Disability 

isn't something that people traditionally want to celebrate. Being disabled 

is often seen as the worst thing that can happen, sometimes even worse 

than death. The media portrayal of disabled people doesn't help, it 

seems that disabled people are either tragic victims or heroes who have 

triumphed over tragedy, there is rarely anything in the middle. 

Why should being a disabled person be seen in such a negative light? Is 

it that disabled people are seen as helpless burdens on society, 

dependant on charity, state handouts, family and friends?  

The traditional view is that it is their impairments that prevent a disabled 

person from doing what they want, and the only way a disabled person 

can get on is to be cured. If a cure isn't available then you just have to 

put up with it and make the best of things, after all there's always 

someone worse off isn't there? 

In the late twentieth century we have seen the emergence of a strong 

movement of disabled people, a movement who challenges these 

traditional views. 

Maybe, they say, it isn't a person’s impairment that prevents them from 

getting on, so much as the barriers, prejudices and discrimination that 

society places in front of disabled people. 

Maybe the reason I cannot get into many public buildings isn't because I 

cannot climb the steps, so much as the fact that the steps are there in 

the first place? Maybe the fact that I found it very difficult to get a job 
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wasn't because I didn't have the skills, so much as employers’ 

assumptions about what I couldn't do? 

It is these fundamental discoveries that challenge the negative views of 

disability. This ‘Social Model of Disability’ offers a way forward, for 

disabled people and for society. Many disabled people argue that it is 

neither possible, or necessarily desirable, to cure everyone of all their 

impairments. 

What is possible is for society to remove the barriers that prevent 

disabled people from being included, to face up to the irrational 

prejudices that non-disabled people often have and to put an end to 

discrimination. The Disability Movement argues that this solution is 

easier, more desirable and cheaper than simply seeing a cure as the 

only way forward. 

The acceptance of this ‘Social Model’ gives a way forward for society, 

but more importantly it provides a ‘liberation’ for disabled people, we can 

stop blaming our impairments for holding us back and look to society to 

put its house in order. Disabled people can begin to feel good about 

themselves and gain great strength in forming together in a movement 

that challenges the societal exclusions and oppression that all disabled 

people face. 

More and more disabled people are joining together to fight for their 

emancipation and to campaign for effective anti-discrimination 

legislation. Doesn't this sound familiar? 

The women's movement, the black movement and the gay and lesbian 

movements have all fought for exactly the same things, rights and an 

end to discrimination. 

Just as all of these movements celebrate their identities, disabled people 

should feel able to celebrate who they are as well. Society has an 

enormous amount to gain from embracing diversity, recognising that we 

are all different, but that we should all have the same rights and the 

same opportunities in life.  

So as we reach the end of the twentieth century, let’s stop seeing 

disabled people as needing patronage, pity, or charity and recognise the 
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right of disabled people to exist as full and equal members of society. 

Now wouldn't that be something to celebrate? 

Notes: 

Ian Loynes is the Co-ordinator of Southampton Centre for Independent 

Living (SCIL), an organisation run and controlled by disabled people. 

SCIL has organised ‘A Day for Inclusion’ at the Gantry on Friday 3rd 

December, to raise awareness of the value of including disabled people 

into society. 

 

----<>---- 
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Disabled People’s Freedom Drive – Strasbourg: 

Berni Vincent and Ian Loynes – 24
th
 September 2003  

 

Presented by Ian Loynes. Written by Berni Vincent and Ian Loynes, both 

employees of SCIL. 

 

Transcript of a speech given by Ian Loynes (Southampton Centre 

for Independent Living, England) at the Freedom Drive Rally held 

on Wednesday 24th September 2003.  

I speak on behalf of the English Delegation. 

We are here today to fight for the right to Independent Living for ALL 

Disabled People in Europe. 

This is not a piecemeal benefits issue. Benefits promote dependencies 

and disempower disabled people. We are today demanding a switch to 

policies that empower Disabled People to take control of their own lives. 

We want what you’ve [non-disabled people] got; we want what you take 

for granted. 

We want to live, not just to exist. 

Is that to much to ask for? 

Is that to much to give us? 

We are just a few Disabled People who have fought and won our liberty. 

However, we all know that there are millions of Disabled People who 

remain in institutions with no liberty. 

We have fought hard for the Social Model of Disability; we must continue 

to fight for its acceptance and adoption at European policy level. 
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We have to fight for the right for Disabled People to be involved equally 

in OUR society and OUR local communities. 

 

We demand the right and opportunity to be givers and not just receivers. 

What we are talking about here is Independent Living and a right for all 

Disabled People to receive Personal Assistance, irrespective of cost. It is 

by controlling our own Personal Assistance arrangements that we enable 

Disabled People to actively contribute to our communities. 

We are talking about here are very basic issues; deciding when we get 

up, when and what we eat, when we go to the toilet. These are things 

that everyone else takes for granted.  

Money spent running institutions is money spent wasting the lives of 

millions of Disabled People.  

Institutions ARE NOT solutions. 

Institutions offer Disabled People no hope and no dreams. We all need 

the right to dream. 

We call on policy makers to divert this money to give us the Personal 

Assistance we need. 

Personal Assistance enables us to lead a life, not just to exist. 

Personal Assistance enables us to control our own lives and enrich the 

communities in which we live. 

We don’t want our lives to be focused on things like getting up, washing 

etc. These should be trivial issues that enable us to LIVE, just as they 

are for everyone else. 

We want to live 

We want to be FREE 

The right to Independent Living will force acceptance that Disabled 

People are humans with aspirations and with dreams.  

We are REAL people, we want what you’ve got; not you’re platitudes. 
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Give us our liberty, give us our human rights. 

We are just a few Disabled People, but look at what we have achieved 

here today. Think what we could achieve as a society if all Disabled 

People were enabled to live independently! 

We want you, the non-impaired people of Europe, to be our allies. Join 

us in our fight. 

What we ask the European Community to do, we accept is a risk. We 

have shown that by taking risks we can reap huge benefits for us and for 

society. We ask the European Community to share in our vision and 

release the untapped potential of Disabled People. 

Give all Disabled People in Europe the opportunity to join us few in our 

quest for Independent Living. 

Together we are strong 

Together we are BETTER. 

 

ENDS 

 

 

----<>---- 
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Radar AGM ‘Tipping Point’ speech: Ian Loynes - 2004 

 

Factors to consider for organisations wishing to transform to 

organisation ‘of’ Disabled People  

In my speech today, I will hi-light the main factors that I feel need 

addressing in any move to set standards to assist organisations ‘for’ 

Disabled People to effectively embrace the requirements of becoming 

organisations ‘of’ Disabled People. 

I make no apologies for speaking plainly on this issue. 

First, SCIL’s credentials: We were born of the emerging Disability 

Movement in the early 1980’s by a group of young Disabled People 

unhappy with society’s expectation that they would either live with their 

parents or live in an institution and be largely dependent on the ‘charity’ 

of society for the rest of their lives. 

SCIL saw the value of a radical movement of Disabled People self-

determining their own life-styles, campaigning for Disabled People to be 

included in the civil rights agenda, and defining for ourselves the way we 

wished to be seen and treated. Principles such as the ‘Social Model of 

Disability’, ‘Inclusion’ and ‘Independent Living’ were defined by this 

positive movement of Disabled People who in the process empowered 

themselves and for the first time defined disability as a political issue. 

Remember, this was at a time when Disabled People were largely 

‘looked after’, shut away from society and generally seen as objects of 

pity, worthy of charity. 

This was also a time when most charities had been set up by well 

meaning ‘pillars of society’ who wanted to ‘do their bit’ for people less 

fortunate than themselves. If you will, mechanisms of ‘social conscience’. 
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Society was glad to ‘deal’ with Disabled People like this. Society had a 

clear conscience, Disability was feared, stereotyped and little if any 

consideration was given to these ‘creatures’ being human beings or 

having any rights. 

That was then, we all live in a brave new world now…(don’t we?) so why 

is this relevant to the ‘Tipping Point’ project? 

To find a future we all need to understand the lessons of the past: 

Well, it was Disabled People as a movement who fought for a part of the 

civil rights agenda, fought for the right to speak for themselves, to 

determine their own futures and to have the same opportunities in life 

that non-disabled people take for granted. 

To the Disability Movement, the charity sector were (?and still are?) seen 

as the oppressors, people who disempowered us, ‘looked after us’, and 

people who claimed to represent the views of Disabled People without 

asking us. Charities were seen as the enemy. 

For many years the Disability Movement campaigned for a new world 

order where Disabled People would be fully included in the rich treasures 

that society provides. For many years we had little if any support from 

the charity sector. This is arguably because the only way Disabled 

People could become empowered was by usurping the power that 

charities held over us. 

Then all of a sudden, a ‘Tipping Point’ was reached. 

So here we are today in a world where it is now ‘sexy’ to talk about 

empowerment, user-control and independent living, a world where more 

and more traditional charities understand the imperatives of change. 

So why is there still very much a ‘them and us’ situation between the ‘of 

and for’ organisations? 

Why is it that organisations belonging to the Disability Movement are not 

embracing charities that say they have or want to change, why are such 

vitriolic statements exchanged? 

More to the point, what can RADAR do, and ‘Tipping Point’ achieve to 

help resolve the open hostility out there today? 
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Well I say it’s about recognition… it’s about motive… it’s about reality 

over rhetoric... Most of all it’s about honesty and POWER. 

Recognition: Too many of the big charities often act as if they have just 

discovered what the Disability Movement actually spent decades fighting 

for. The Movement should be recognised for what they have achieved. 

Charities need to recognise the value of the Movement and welcome 

and encourage it to grow in strength and power. The Disability 

Movement is the emancipatory voice of Disabled People. 

Motive: The whole movement towards user-control needs to be done 

with the right motives; not because it’s good PR, not because funders 

expect it; but because it is right and proper for Disabled People to be 

100% in control of their own lives and the organisations which seek to 

support and represent them. 

Reality over Rhetoric: Charities are more and more developing 

progressive mission statements and visions. All too often the reality of 

the lives that their services users experience does not meet these grand 

vision statements. More-over, words like ‘inclusion’ ‘empowerment’ 

‘social-model’ and ‘independence’ are misused in an effort to ‘sex-up’ the 

reality of what is actually going on. Charities must expect to be criticised 

when they use these words but continue to provide segregated, 

disempowering services. National standards need to be set, defining and 

measuring these terms and principles. 

Honesty: By all means develop progressive mission statements, but 

let’s be honest about current shortcomings, let’s be honest about what 

has to change. Let’s be honest if the organisation has a progressive 

mission statement but the grass-roots of the charity still has a traditional, 

paternalistic reality. 

Power: User-control isn’t just about having a majority of Disabled People 

on your governing body. 51% means nothing if they are disempowered 

individuals unable to challenge their organisation’s activities. User-

control is about where the power base is. Having a few unpaid Disabled 

People as Trustees, who only comment on agenda items put forward by 

well paid non-disabled executives is not user-control. User-control will 

only exist where the power base (which is normally held at senior 

management level) consists of Disabled People. User-control is when 
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the activities of the organisation are identified, developed and governed 

by the people they seek to serve or represent. 

 

All this analysis may seem a bit one-sided, and maybe it is. However, I 

know at first hand that much of the Movement’s cynicism and mistrust 

towards Charities is born of painful experiences in the past; combined 

with widespread misuse by charities of the basic principles which 

undermines the Disability Movement. 

RADAR’s ‘Tipping Point’ has a key role to play in developing standards 

to enable charities to develop into genuinely user-controlled 

organisations. Fundamental change of this nature is not easy.  

National standards have to be credible to be effective. It must therefore 

be Disabled People, as represented by the Disability Movement at the 

forefront of defining and developing these standards.  

National standards will enable the credentials of charities to be openly 

examined.  

National standards will enable charities to understand what Disabled 

People expect from them.  

Transparency of this nature can only help to create an environment 

where working together becomes the norm. 

Disabled People have much to gain if this happens… and much to lose if 

it doesn’t. 

 

Thank You. 

 

----<>---- 
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Association of Directors of Social Services 

Conference Speech: Ian Loynes - 19th Oct 2006 

 

Speech presented in the Oxford Hall, Brighton Metropole 

Introduction: Ian Loynes: Trustee, National Centre for Independent Living 

(NCIL) and Chief Executive of Southampton Centre for Independent 

Living (SCIL) 

Subject: How can Independent Living and User-led Organisations 

survive in the current social care climate? 

I speak as a representative of NCIL and a Coalition of Centre’s for 

Independent Living (CIL’s) and other User-led Organisations (ULO’s) 

covering the UK  [Disabled People, Older People and Carers). 

Importantly, I am also a user of social care services. 

My speech today will examine the current state of Independent Living 

and ULO’s in this Country, and conclude by suggesting the essential 

issues that need to be resolved if we are to continue to move forward.  

At last year’s ADSS Conference, a unique ‘parallel’ conference took 

place (called to high-light a growing crisis in the funding of ULO’s). Over 

60 delegates from across the UK attended this conference at short 

notice and funded their own costs to do so. We were very grateful that at 

short-notice the ADSS allowed our concerns to be high-lighted in the 

incoming Presidents speech. Julie acknowledged that current 

procurement procedures were “killing” ULO’s. 

Whilst many of you were enthusiastic about helping with this crisis, we 

feel there is still an enormous amount to do if ULO’s are to survive. One 

of the great achievements has been the agreement of a Protocol 

between the NCIL & ADSS. This provides encouragement and 

guidelines to LA’s in how they should contract with ULO’s in the future.  
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This Protocol, for the first time, recognises the importance of ULO’s in 

enabling the Government’s drive to give users more choice and control 

over their own lives. This will underpin the services that users need to 

live independently 

And, oh yes, we should not underestimate the achievement of me being 

given this platform this morning! 

So where are we today? 

Has anything changed in the last year to alleviate the concerns of users 

and their organisations?.... Probably not (apart from the protocol) 

 

However, on Independent Living There is good news: 

Government policy after policy continues to promote the importance of 

independent living with users being in control of their own services. 

The new Disability Equality Duty – this presents a real challenge for LA 

commissioning and service design (most have not yet realised just how 

big a challenge this is) 

The Independent Living Review group has been set up by Government 

to recommend how Independent Living can become a reality for all 

Disabled People. This group will be inputting into next year’s spending 

review. 

Equality 2025 has been formed to ensure that equality for Disabled 

People becomes a reality. Equality 2025 is a forum of Disabled People 

that Government will have to consult with on all future policy. 

All good stuff isn’t it?? – But only if YOU ALL take it seriously and work 

with it. 

 

Bad news time now… 

But as the CSCI high-lighted yesterday, the support being provided to 

users is increasingly failing to provide dignity, independence and quality. 

The CSCI are good champions and deserve your support. 
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LA eligibility Criteria’s are continuing to tighten and often now only 

provide subsistence support to ‘critical’ users. 

In other words, the accepted cost benefits of independence and 

preventative support are being lost. Lost in the ever decreasing circle 

that social care is becoming. Indeed the DRC have stated publicly that 

social care is not sustainable in its current form. 

We should not have to still hear horror stories in 2006. Stories of people 

with learning difficulties still being beaten and systematically abused by 

the people who are paid to protect them. These people should be hit with 

the full weight of the law – but often are not. The press call it “mercy 

killing” when it is clearly murder! 

 

Moving on to ULO’s: 

Yes we have the brand new NCIL-ADSS protocol.  

Do YOU know about it?  Have YOU read it?  

If not you need to make it your business to find it when you get back 

from this conference. I want you, the ADSS, to tell me how we are going 

to persuade LA’s to use it and to understand its importance.  

At the moment, despite the new Protocol, ULO’s will and are continuing 

to die. This is mainly because of large, non-user-led organisations under 

bidding us in tenders. You are familiar with these organisations – but are 

you as familiar with your local ULO? 

These tender documents often fail to recognise the most important 

issues for users – they want to be supported by their peers, they want 

role models, & they want to talk about the art of the possible. The 

Government recognises these as crucial, but they are substantially 

absent from LA procurement procedures. 

What we are losing here are the very organisations that have shaped 

very important social policy advance in the last 25 years. The very 

organisations that have forced users to the top of social policy agendas. 

The organisations that are taking our funding do not and cannot provide 

any of this.  
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The stakes are therefore very high and URGENT action is still needed if 

we are to prevent a social policy disaster. 

 

So, what do I suggest to resolve these real difficulties? 

As the Government has correctly identified, Independent Living and 

Disability Equality are essential bedfellows. These are central planks in 

Government social policy. Local Authorities now have a duty to ensure 

that Disability Equality is implemented in all areas. 

We need to work together [ALL OF US!] to find progressive solutions. 

The ADSS is ideally placed to facilitate this debate. You need to ensure 

that ULO’s have a principle role in this debate – we know the answers – 

we just need listening to! 

My main message here though is that Independent Living and Disability 

Equality is not just about Social Care. You, as social care leaders, are 

best placed to recognise that people need more than social care to live 

independently. You are therefore best placed to broker solutions with 

other directorates – this will help you with your budgets. 

 

How can ULO’s survive? 

Well the answer has to be about redirecting resources. We have to put 

more money into services that liberate people. 

Remember, you have a white paper duty to ensure that there is a ULO in 

every LA by 2010 – modelled on existing CIL’s – Do you know how you 

are going to achieve this? If you are lucky enough to have a ULO, what 

are you doing to nurture it? 

ULO’s are developing the initiatives and the essential skills and 

strategies they need to help themselves to survive. 

But LA’s also have a major responsibility to their users. These people 

are usually the most disadvantaged of all citizens.  
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The procurement of services has to be fit for purpose – Supporting and 

empowering users is not the same as buying photocopy paper – so why 

do we use the same processes for both!! You need to challenge this. 

You need to recognise what ULO’s offer that standard service providers 

do not: If you don’t know then I urge you to take time to find out.  

These include: 

 Willingness to participate in LA initiatives that are not on a service 

specification 

 ULO’s provide expert input to progressive policy development – 

something that disempowered users are often not able to do. 

 Considerable dividends can be gained from LA’s investing in UPO’s to 

promote independence – Invest to save 

 

So, in conclusion… 

We do have major challenges, and yes more resources are needed but 

will be slow in materialising – redirection of resources is the solution. 

And yes, procurement systems do have a role to play in facilitating cost 

effective solutions. 

However, we need to ensure that the current shortcomings that have 

been identified are addressed. If we fail to do this we will throw the user 

led baby out with the bath water. 

Independent Living, equality and empowerment have to be the future of 

corporate LA agendas (not just social care). 

We need to ensure that we retain the essential ingredients of ULO’s if we 

are to create a society that gives Disabled People, Older People and 

Carers a quality of life equal to everyone else’s. 

And remember - If we as users didn’t exist you wouldn’t have a job! 

Thank you 

----<>---- 
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User-Led Organisations – What’s in it for users?: 

Ian Loynes - 2009 

 

Building sustainable ULO’s 

1995: Prime Minister’s Strategy Unit’s “Improving the Life Chances of 

Disabled People”: 

“Disabled people are best placed to take the lead in identifying 

their own needs and in identifying the most appropriate ways of 

meeting such needs” 

Recommendation 4.3: By 2010, each locality should have a user-

led organisation modelled on existing CILs. 

At a minimum, these organisations should provide: 

 information and advice;    

 advocacy and peer support;  

 assistance with self-assessment;   

 support in using individual budgets to meet needs;  

 support to recruit and employ personal assistants;  

 disability equality training;   

 consumer audits of local services. 

 

However, the important aspect to creating and sustaining 

successful ULO’s are: 

 WHY users should control their support organisations; and  

 HOW to ensure these organisations are based on existing CIL’s  

 (i.e. working to the Social Model of Disability, Peer-support and 

the principles of Independent Living) 

 



SPECTRUM – Our History  Spotlight on... Our papers/speeches 
 

Page 272 

SCIL’s Range of Enabling Services: 

Supporting the empowerment of Disabled People through: 

 Advice and Information on Self-Directed Support 

 Peer Advocacy & Peer Mentoring 

 Personal Development & Participation 

Promoting Disability Equality through: 

 Training & Consultancy 

 Consumer & Access Audits 

 Practice & Learning Opportunities 

SCIL Campaigns for the rights of Disabled People and represents their 

views. 

 

ULO’s today: 

 Finding it hard to survive – lack of Local Authority support and 

tendering rules  

 Whilst we argue that we should have a right to a place at the table, 

the reality is that there are many happy to deny that right.  

 

ULO’s Principles: (Department of Health Design Criteria)  

 Run and Controlled by Disabled People or Carers 

 Peer-support  

 Independent Living & Social Model of Disability 

 Campaign for human rights 

 Provide advice and support to enable Disabled People to live 

independently 

ULO’s have been at the forefront of every important social policy 

advance in last 25 yrs 

But we must accept where the world has moved to; and move with it, 

finding new ways to be relevant. 
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Local Authorities cannot implement their Personalisation Agenda 

or their equality duties without effective ULO’s? 

 ULO’s are keepers of Independent Living & Social Model Faith 

 ULO’s have a critical role in enabling users to have an empowered 

voice – no-one else should speak FOR Disabled People 

 ULO’s must be Campaigners (not just service providers) 

 ULO’s must challenge policies (Local & National) which limit the 

inclusion of Disabled People 

 

But how can ULO’s sustain themselves? 

 Successful organisations are successful because they are different 

– high quality and high principles WILL show through 

 Must be more business like – what we have is valuable and 

unique, sell it (social enterprises) 

 Must be enabled to provide a range of services that generate income 

 Must work to empower Disabled People to develop their skills 

within ULO’s rather than expect them to just appear 

 Become “Critical Friends” to Local Authorities 

By thinking “Outside of the Box”…. 

 

 

 

 

 

 

 

----<>---- 
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Developing Progressive Social Policy Solutions:   

Ian Loynes - 2010 

 

In my opinion Hampshire’s Personalisation Experts Panel and the 

concept of ‘Experts by Experience’ more generally is about bringing the 

views, experiences and philosophies of Disabled People, their 

organisations and relevant others together with the aim of developing 

Progressive Social Policy solutions which enable Disabled People to 

have a decent existence in the world we live in. 

In many of the presentations I make these days I am trying to make the 

point that User Led Organisations, and particularly those like Centres for 

Independent Living, Coalitions of Disabled People etc, have for the last 

30 years been at the forefront of every significant social policy advance, 

and that without them we would not have the Social Model of Disability, 

Direct Payments, Independent Living etc.  

My point is that if we want society to continue to be enriched by User Led 

Organisations developing innovative, user-focused solutions and 

alternatives, then we have to create an environment where these small, 

user-developed organisations can exist and flourish. If we allow User 

Led Organisations to continue to die out then as a society we risk going 

back to the dark ages in social care terms. 

I also make the (perhaps controversial) point that in my opinion, 

Southampton Centre for Independent Living does not represent the 

views of ALL Disabled People. What we do is to represent the views of 

Disabled People who are not content with being passive service 

recipients but want to control their own lives and develop their own 

solutions for their needs.  

I characterise this by saying Southampton Centre for Independent Living 

represents the views of people who have a Progressive Social Policy 

view of the way forward for Disabled People. We do not try to represent 
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the views of people who, for instance think Day Centres and Sheltered 

Workshops are good ideas.  

I think if we tried to represent all these views then we would: 

(a)  present a confused and contradictory message, and  

(b)  cease to have any positive input in social policy terms.  

 

What I see as Southampton Centre for Independent Living's mission is to 

seek to help all Disabled People to understand our message, and how 

this can enable them to become empowered and control their lives and 

celebrate who they are - all a bit evangelical I know, but that is what gets 

me up in the morning! 

I also think that this is how User Led Organisation's should sell 

themselves to Local Authorities - we can be useful to them best in this 

way. 

I find this a very interesting subject, as I do the issue of 'representing all 

Disabled People' and this is also why I think the Personalisation Experts 

Panel is such an innovation body worthy of all our efforts to develop. 

 

Ian Loynes, Chief Executive  

 

March 2010 

 

----<>---- 

 

 

 

 

 



SPECTRUM – Our History  Spotlight on... Our papers/speeches 
 

Page 276 

 

 

Letters to Southern Daily Echo, concerning the 

closure of Remploy Factories: Ian Loynes – 12th 

March and 16th April 2012 

 

These letters were published in response to the Minister for Disabled 

People’s decision to close Remploy factories that were not financially 

viable. As a result, we received hate mail and one death threat.   

 

Letter 1: 12th March 2013 

Dear Sir, 

Southampton Centre for Independent Living is an organisation run by 

Disabled People. We welcome the decision to close the Remploy factory 

in Southampton. 

Why is SCIL supportive of the Minister’s Decision? 

Remploy, along with many other institutions, was set up to provide 

employment to wounded soldiers returning from war. Over the years, 

these institutions evolved to the point where all Disabled People had to 

look forward to was to be passed from one institution to another, steadily 

becoming more excluded from society.  

In the1970’s Disabled People started to challenge these institutions, 

saying that Disabled People should live and work in the community; just 

like everyone else and that “Institutions were not solutions”.  

Moving forward to 2012, Disabled People have shown that living and 

working in the community enables us to have quality lives, and contribute 

to society just like non-disabled people.  

SCIL champions progressive policy developments such as this. 
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Letter 2: 18th April 2012 

Dear Sir, 

I write in response to [xxxxxxxxx]’s Letter of the 9th April, concerning the 

closure of Remploy factories.  

The Government’s decision, on the future of Remploy, raises important 

issues with respect to how Disabled People are enabled to work in the 

future and I am glad my letter (26th March) helped facilitate this debate.  

I believe that Remploy’s factories exist on an outdated premise that 

Disabled People cannot work in ‘normal’ organisations; and that 

sheltered workplaces protect them from the discrimination or abuse they 

might receive if they worked elsewhere.  

Times change, since 1996 it has been illegal for employers to 

discriminate against Disabled People. The Government’s ‘Access to 

Work’ scheme has been set up to enable Disabled People to obtain the 

support they need to work equitably with non-disabled workers.  

Consequently, as the Government has highlighted, evidence shows that 

Disabled People, with the right level of support, enjoy far better 

opportunities when they work in mainstream organisations. As a result, 

vastly more Disabled People now work in the mainstream than in 

sheltered workplaces such as Remploy.      

It is much far cheaper to support a Disabled Person to work in 

mainstream employment than in a Remploy factory (Remploy costs 

£25,000 per worker, per year, compared to £2,900 on average in 

mainstream employment).  

There is also no evidence to support the claim that Remploy employs 

people that no-one else will; there are many Disabled People with similar 

levels of impairment that successfully work in mainstream employment. 

The Government has committed to provide a comprehensive 18 month 

package of support for every Remploy employee to find new 

employment. SCIL will ensure that the Government is held to account on 

this commitment, on behalf of all Disabled People. 
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I fully accept that employment opportunities are difficult for everyone at 

the moment, and that Disabled People will find it more difficult than 

others to find employment. However, the longer this decision is deferred 

the longer we limit the opportunities for Disabled People to better 

themselves through the opportunities provided by mainstream 

employment.   

SCIL has specialised in working to help Disabled People build 

confidence, skills, experience and self-respect so they can compete for 

employment alongside non-disabled people. We have many, many 

examples where we have facilitated employment for Disabled People 

who have been written off by everyone else. SCIL has already offered to 

provide this support to all 18 Disabled People at the Remploy Factory 

and we hope this offer will be accepted. 

SCIL has shown that the best way for Disabled People to become 

empowered to live as they wish is with the ‘peer-support’ of other 

Disabled People who have had similar experiences, and to share the 

solutions we have found to the barriers we have had to overcome.  

 

Yours sincerely 

 

Ian Loynes 

Chief Executive, SCIL 

 

----<>---- 
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Challenges to Independent Living – for Guardian 

newspaper article: Gerry Zarb – 29
th
 October 2014 

 

The last 30 years has see a remarkable journey for a simple but powerful 

idea – that Disabled People should have choice and control over their 

support to enable them to live as full and active members of their 

communities.  

The belief that a life of isolation and dependency in institutional care was 

both inevitable and ‘normal’ has been consigned to history. We now 

have widespread acceptance that choice and control are not just 

possible, but essential and vital components of mainstream policy and 

practice on personalised care and support.  

Yet, at the very time we are celebrating the achievements of the last 30 

years – like Direct Payments and Personal Budgets for all –Independent 

Living and choice and control are under renewed threat as a result of 

severe pressures on public finances.  

The reality is that the floor of support from public sources has been 

lowered and will remain low for the foreseeable future. The challenge 

now is to find new and creative ways to deliver care and support and to 

build stronger collective resources and partnerships without losing site of 

the essential principles of choice and control. 

There also remains the long-standing challenge of how to ensure that 

the benefits of choice and control are universally available. The model of 

Independent Living as originally developed by Disabled People’s 

Organisations was a product of its specific historical time and, from the 

start, there were concerns that it was not a precise fit for all Disabled 

People (especially Mental Health Service Users and Older Disabled 

People). There has been a progressive adaptation over the years and, 

more recently, personalisation has – in theory at least - extended choice 

and control to all User Groups. As always, however, implementation has 

been variable and there is still much work to be done. 
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SPECTRUM’s 30th Anniversary Conference speech: 

Gerry Zarb and Ian Loynes - 6
th
 November 2014 

 

Presented by Ian Loynes 

I joined SPECTRUM in January 1995, almost 20 years ago – as a Direct 

Payments Support Worker – one of the first wave of funded support 

services for Direct Payments in the UK – Hampshire pioneered Direct 

Payments and whilst this job was meant to be a stop gap for me, I 

realised very quickly that I had found my vocation – a place for me to 

belong – after 32 years of looking! 

Much of the successes we will talk about today are accepted givens in 

our modern society – Few Disabled People even consider the reality of 

the lives of their fellow Disabled People just a generation or two before 

them. 

My recent quest to write the first ever book of SPECTRUM’s History has 

uncovered fascinating research about what life was like for Disabled 

People before 1984 – a real eye-opener. 

If we look back to 1984 Independent Living had only just started 

happening in UK – a small handful of people. Disabled People were 

controlled by doctors and other professionals; needing doctor’s 

assessment to go to university, work. Access to shops, pubs, public 

buildings etc was the exception where it is now, much more expected (if 

not yet the norm!). 

The Social Model of Disability had only received a name in 1983! 

Over the last 30, maybe 40 years, Disabled People have been at the 

forefront of every progressive social policy advance; and, don’t forget, 

we defined the philosophies that where labelled as irresponsible or 

sometimes downright dangerous – but the same philosophies are now 

ubiquitous and the accepted norm in social policy of the 21st Century. 
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Every inch (cm!) we have had to fight over, and, as in any fight we have 

had many casualties, much heartache and injustice to endure. 

But: we, Disabled People did all this – we have changed the world.  

Now, Direct Payments and Personal Budgets are the preferred option, 

access is much better and learning & work opportunities for Disabled 

People are much more common – many of the barriers have been 

removed. 

SPECTRUM and the Independent Living Movement has shown many 

many times what is possible given the right support and empowerment – 

helping Disabled People to thrive and become leaders throughout the 

UK, and the world – the very same Disabled People who others 

discarded as beyond hope, and sometimes systematically abused. We 

pioneered peer-support as the empowering support model. 

We showed that empowerment work, and that it is economically much 

more cost-effective that services that disempower. 

But, for all we have won, we still only scratch the surface – 

empowerment is still not available for all, and real RIGHTS are still very 

rare (most have caveats or can be withdrawn at political will)  

And, at the very time we are celebrating these achievements of the last 

30 years, Independent Living and choice and control are under renewed 

threat as a result of severe pressures on public finances.  

But it is also a result of political ideology. If you believe the rhetoric, with 

Disabled People being labelled as a burden on society, as scroungers, 

as lazy, defrauding the state - and worse. Consequently we find 

ourselves the focus of much of the impact of public spending cuts 

In fact, Dept of Work and Pensions’ own research shows welfare fraud 

involving Disabled People is less than 1%; and according to the BBC 

yesterday [5th Nov 2014], welfare spending on Disabled People is only 

4% of an overall 25% on welfare. This is not the picture the Government 

or the press would have us believe. An inconvenient truth? 

We should therefore not be surprised that we are seeing increased 

levels of disability hate crime. Is it any wonder?  
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So, for SPECTRUM, being able to rise to new challenges has probably 

never been as important as it is now. The climate in which SPECTRUM 

operates has changed rapidly over the last few years with major changes 

in both the way User Led Organisations are funded and the way public 

services are commissioned and delivered.  

To thrive in this environment we recognise that we need to become more 

enterprise focussed, strategically positioning ourselves to deliver 

services more focused on the benefits of the personalisation agenda, the 

Big Society, and welfare and health and social care reforms. But we also 

have to lead the way in showing that Independent Living is not just a 

social care issue but an issue that affects the whole of society: transport, 

housing, politics, employment - to name a few. 

This is both a challenge and an opportunity.  

We need to establish the right balance between taking advantage of the 

opportunities that lay ahead whilst at the same time remaining true to the 

values and services that are important to SPECTRUM and our members. 

In particular, we need to think hard about how we achieve the right 

balance between service provision and campaign and advocacy work, 

and how we can ensure that the resources we need to put towards 

service development and income generation do not compromise these 

other core activities.  

We also need to consider how we can diversify the range of our activities 

and user base while, at the same time, maintaining a clear focus and 

clear identity.  

To show, and keep on showing, that our philosophy is a world away from 

traditional charity based disempowering support and patronage. 

There also remains the long-standing challenge of how to ensure that 

the benefits of choice and control are universally available.  

The model of Independent Living as originally developed by Disabled 

People’s Organisations was a product of its specific historical time and, 

from the start, there were concerns that it was not a precise fit for all 

Disabled People (especially Mental Health Service Users and Older 

Disabled People).  
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There has been a progressive adaptation over the years and, more 

recently has – in theory at least - extended choice and control to all 

Disabled People / User Groups. But, we are still some way off achieving 

universal access to the benefits of Independent Living - so there is still 

much work to be done. 

 

Anyone who feels the job is done, and that the only barrier left is the 

challenges of austerity, needs to wake up and smell the coffee! 

 

The challenge now is to find new and creative ways to deliver care and 

support which matches the needs and wishes of all groups, and to build 

stronger collective resources and partnerships without losing site of the 

essential principles of choice and control. 

And, of course, the world doesn’t stand still while we grapple with these 

challenges. No sooner do we start to get to grips with one challenge, 

than another one comes along. Such is the pace of change in the world 

today.  

Our care and support system was already struggling to cope even before 

the financial meltdown – now it is literally coming apart at the seams.  

We cannot continue to keep spreading the jam thinner – Radical 

solutions are needed. Disabled People know many of these answers 

(after all we live every day of our lives with the consequences of short 

sighted thinking and decisions made by people that have not got the 

slightest idea about the issues at hand)  

 

I say to you today, listen to us, trust us, work with us - co-produce WITH 

us, not against us.  

And the challenges don’t come much bigger than the challenges 

associated with an ageing society. Increased life expectancy combined 

with changes in the nature of family life and household structures, means 

more and more people need support for longer and longer in their lives.  
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Whether through choice or necessity, people are also working longer 

and many predict that working in your sixties, and even your seventies, 

may become the new norm before too long. So, for older Disabled 

People, Independent Living will become inextricably linked to economic 

well being to an even greater extent than it is already. 

Continuing on the ageing theme, the predicted increase in prevalence of 

people with dementia will also create new challenges for Independent 

Living, requiring new solutions.  

 

But I tell you now, there is no need to reinvent the wheel. As we have 

shown time and again, what works to empower Disabled People from 

one impairment group, invariably works in other groups – everytime we 

are told “but this group is different” and every time we show that it is not 

– Independent Living principles work. PERIOD.  

The nature of the challenges we face may be new but it doesn’t mean 

we need to rip up the blueprint that has served us well for the past 30 

years. We have always faced challenges and it’s sometimes easy to 

forget that it’s not that long ago that most people believed Independent 

Living itself was an impossible pipe dream.  

That challenge wasn’t just overcome, it was eventually totally 

demolished by the simple but powerful idea of Disabled People 

developing their own solutions to whatever problems we faced.  

 

We have done it before and – working together - we can do it again. 

 

Thank you. 

----<>---- 
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Spotlight on... 

Simon Brisenden’s poetry books - republished 

 

Simon Brisenden published two books of his poetry:  

 Body Shopping, and  

 Poems for Perfect People  

 

Following Simon's death, his parents allowed SPECTRUM to reproduce 

his poems and use the proceeds to support our work. 

Simon wrote from the heart, expressing his feelings as a Disabled 

Person in a disabling world. He used words expressively and explicitly; 

he used words to shock.  

We are proud to republish both his works, unedited and uncensored, as 

we celebrate SPECTRUM’s 30th Anniversary. 

 

For clarity of reading, each republished book begins on a new page. 
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BODY SHOPPING 

BY 

SIMON BRISENDEN 

 

Simon’s poetry book ‘Body Shopping’ had been missing from 

SPECTRUM’s electronic archive for many years. We are indebted to Alia 

Hassan and Denise Edghill for agreeing to lend their copies for us to 

copy and republish in this book.  

We have not been able to transcribe this poetry book into editable text, in 

time for this book, so we present graphic copies of the poems. Future 

editions of this book will remedy this shortcoming. 
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POEMS FOR PERFECT PEOPLE 

BY 

SIMON BRISENDEN 

1987 

     

CONTENTS         

 Vegetablism 

 Favourite Perversions 

 Talking Dirty 

         Pork Talk 

 Mills and Boon 

 Seasons of Love 

 Scars 

 On The Death of a South African Poet 

 Strange Mystique 

 I Motorway  

 Somebody Elsewhere 

 The Interrogation  

 Mr Insignificant 

 Vandalise It 

 Completely Non-Sexist Man's Blues 

 New Technology  

 He's Looking For a Thing With a Hole In It 
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 Penetration  

 Gay Machismo 

 Shit 

 Pleasure Revolution 

 Out to Lunch 

 Almost Everything 

 Born Again Poet 

 Body Language 

 America Is Waiting In The Kitchen 

 Adult Movies 

 Cruelty Without Beauty  

 What Enemies But Of Mine I Am 

 By Some Oasis 

 Parade 

  England Is 

 Love and Peace 

 Local News 

 A True Story 

 The Pain 

 On The Motorway 

 First Person Absent 

 Poison Letter 

 Jam 

 Rocket Pad 

 When I Grow Up 

 A Mother's Song  

 Oppressor  
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Vegetableism 

 I am a child of the earth 

 I've been a vegetable since birth 

 

 I went to school for vegetables 

 and learnt how to go with meat 

 I grew up and wore the stigma 

 of being something people eat 

 

 and in my very early vegetable days 

 I went through a religious phase 

 and asked God why he had made me 

 just to drown in a pool of gravy 

 but his answer was not detectable 

 so I became a Marxist vegetable 

  and bringing in elements 

 of a feminist critique 

 I formed a vegetable 

 liberation clique 

 

 the vegetable is political I said 

 and tried to undermine the state 

 we advocated passive resistance 

 to the knife the fork and the plate 

 

 and now I am writing a history in three volumes 

 (from a post-structuralist point of view) 

 of all the anonymous vegetable victims 

 who have perished in hot-pot or stew. 
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Favourite Perversions 

 You're Scott of the Antarctic 

 and I'm a polar bear 

 you're Livingstone in Africa 

 and I'm a slave out there 

 you're Tarzan the ape-man 

 I'm a creeper round your tree 

 you're James Dean in his car 

 the steering-wheel is me 

 I'll drive you to distraction 

 I'm your favourite perversion 

  

 you're Al Capone's finger 

 and I'm a bullet in his gun 

 you're the Foreign Legion 

 and I'm the burning sun 

 you're the Roman Empire 

 and I'm its rise and fall 

 you're Queen Victoria 

 and I'm the Albert Hall 

 you're Marco Polo 

 and I'm the continents you've seen 

 you're Bogart in a movie 

 and I'm the African Queen 

 I'm the leeches sucking out your poison 

 I'm your favourite, flavourite perversion 

 

 you're the last of the Mohicans 

 and I'm Running Bear 

 you're the Politburo 

 and I'm the moonlight in Red Square 
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 you're Michelangelo's wrist 

 and I'm Venus de Milo 

 you're nuclear war 

 and I'm a missile in its silo 

 you're a spoilt little child 

 and I'm anything you fancy 

 you're Ronald Reagan 

 and I'm what you do to Nancy 

 I am the President's plastic surgeon 

 I'm your favourite, savour it perversion. 

  

 

Talking Dirty 

 Having you around is becoming a chore 

 all this talking dirty is getting such a bore 

 I really didn't mind at first 

 sharing your concerns 

 all that stuff about orgasms 

 and the law of diminishing returns 

 

 and all that naming of parts 

 really was quite fun 

 when it comes to sex 

 you just name tune in one 

 but lately a suspicion lurks 

 that my function in your life 

 is doing all the dirty work 

 of your emotional housewife 

 

 now you know I'm not a prude 

 and I sort of like it when you're rude 

 but your trouble is my treasure 
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 you're confusing sex 

  with pleasure 

 

 but maybe what we're doing 

 all this cud we're chewing 

 is something quite like screwing 

 

 and because I love you really 

 I won't ask you to stop 

 although it's now become quite clear to me 

 that you're the one on top. 

 

  

PORK TALK 

 God is a worm on the turn 

 he's an impossible accident darling 

 in this clone zone 

 one minute to midnight and he's 

 nowhere in sight 

 

 just pork talk 

 in front of the TV and in bars 

 on the streets and in Macdonald's 

 indoors outdoors up my arse 

 bankers and wankers 

and people in cars 

porking up and down in dirt 

using and losing and cruising 

and looking for a hand up 

some skirt 

my front room your front room 

I wouldn't give them the time of day 
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it's the way they're dragged up 

and drugged up degenerating masturbating 

they're just animals I don't call 

them human they're turning out fools 

from all the schools 

pork talk pork talk pork talk 

  

darling please listen to me I'm getting desperate 

I haven't had a joint since Tuesday 

I'll pay you in cash or I'll pay you in kind 

just give me a chew on your rind 

I'm a disease I'm acne I hate myself 

I'm an impossible shrew who 

you still like to screw when you've 

been out for a few with the pigs 

just a quick half rasher 

and you're a wife basher 

and you never look me right 

in the eye you kick and you punch 

then I get your lunch 

O I'm desperate and inebriate 

on valium and mogadon I'd commit suicide 

but my mother 

say's it's what you take on 

when you live with bacon 

 

         just pork talk pork talk pork talk 

if it's not the miners it's the hippies 

bastards what right have the got 

it's not Russia you know 

I pay my taxes and I want the fun 

of seeing all the fucking queers get done 
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mine's a pint and a chaser and a packet 

of crisps no need to hurry still 

time for a curry and I wouldn't mind 

tackling that bit of pork crackling 

snort snigger fart piss down the wall 

on the way home if I can get that far 

in the car kill a few morons who should 

be in the army anyway if I had my way 

which I probably will 

or I might watch a bit of video first 

to get up a thirst with me mates 

pull up a seat pull up your plates 

then leave beg your pardon 

I've got a pork hard-on 

  

before you learn to walk 

you learn to do the pork talk 

I'm not crude or lewd darling darling 

please turn the light on I know 

there's a fight on but I'm really quite 

right on my best friend's a woman 

I'm not oppressive I'm not aggressive 

I just want the light on so don't get 

a fright on if you can't get laid 

at University you never will and I 

need the lumescence to aid my tumescence 

have drink or a fag that will be 

the cure and try not to roll on 

this pile of manure I'll have a 

joint till you get the point yes its 

 baby far out its cool 

oink....... 
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Mills and Boon 

I hate to be boring but I've already read 

the paperback you carry around in your head 

the first time I read it I believed every line 

but too many readers has broken your spine 

your story has passed through to many mitts 

the thumb-marks legion round your dirty bits 

 

he's got nice hips nice face nice height 

he's worth a little dinner by candle-light 

the wine is smooth and you can tell pretty soon 

he'll be Mills and you'll be Boon 

in chapter one your love comes alive 

you're knitting him sweaters on page twenty-five 

 

you're building a home with imaginary bricks 

and your singular orgasm on page fifty-six 

by page ninety-two you can tell there's a fight on 

you start out Shakespeare and end Enid Blyton 

you keep giving and your spine keeps bending 

but he's the one who writes the ending 

 

and the paper's been wearing much thinner of late 

there's something quite sticky on page one-o-eight 

for after a while even the best story pales 

and gets sold second-hand at car boot sales 

one thing is certain (though all art is lies) 

you're never going to win the Booker prize. 
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Seasons of Love 

The winter is coming 

and it's going to freeze us 

so I'll call you Mary 

if you call me Jesus 

and regardless of the weather 

we'll always be virgins together 

 

you will conceive 

on the first day of spring 

when the sky is a magnet 

to all holy things 

and whatever sails 

at the sea of your breast 

we'll welcome like ship-mates 

aboard the Marie Celeste 

 

in summer we'll burn 

on the altar of our duty 

a candle of wax 

that will melt like your beauty 

all our dreams will gather 

at a famous reception 

to balance the score 

between truth and deception 

 

our possessions will die 

while we are still young 

just like shadows 

at the peak of the sun 

for autumn arrives 
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with a knife to sever 

the immaculate bond 

that made us virgins forever 

 

 

Scars 

The man who cut your skin 

and delivered within 

has he got any scars ? 

 

the man who's sterile slice 

left mind and body in a vice 

has he got any scars ? 

 

the man who bent your bones 

and organized your personal zones 

has he got any scars ? 

 

the man who laid you flat 

and said I'm in charge of that 

has he got any scars ? 

 

you do not cry alone 

in rage 

 

his blood is on this page 
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On the Death of a South African Poet 

We're breaking open the words in our head 

because the words are heavy and bold 

where there was silence there shall be voices instead 

and we shall not do as we're told 

where our words are chained our bodies are dead 

living the endless death of the silent 

so we're screaming out the words in our head 

because our screams are sacred and violent  

 they're closing up the words in our head 

in Johannesburg and Pretoria 

where the sky is gold and the blood is red 

and silence is the food of the oppressor 

but they could not stop the words in your head 

or hold them in the vice of their fear 

for where the skin is black and the poet is dead 

the words still ring out loud and clear. 

 

  

Strange Mystique 

They say 

that every person is unique 

but some of us 

have a strange mystique 

 

can he walk or talk or screw ? 

what exactly can he do ? 

I suppose it shows 

society cares 

that I'm a public subject 
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destined to tick boxes 

in eternal questionnaires 

 

I used to raise defences 

like gates across my face 

dwell in sanitised interiors 

imaginary sanctuary 

so that beneath a cling-film smile 

there lurked a satanic member 

of a far superior race 

  

taking on the guise of homo sapien 

he was holy and fabulous 

untouchable, with the power 

of Gods and devils - 

then he failed his 'O' levels 

and all of his enjoyment 

got lost in unemployment 

 

and the people live in fear of us 

because we are mysterious 

they stop and gape and leer at us 

grab their children pending delirious 

reactions possible infections 

perhaps a leak 

of our mystique 
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Strange Mystique/cont 

I'm a magical mystery tour 

obscure in every pore 

I'm packaged and I'm cellophaned 

my holiness is deep-ingrained 

a social worker to the nation 

I'm such an inspiration 

 

and if my ego gets a tweak 

from calling it mystique 

and if I know I'm beautiful 

although it’s not quite suitable 

I shall remain inscrutable 

not entirely explicable 

and on every questionnaire 

will put 

'Not Applicable' 

 

  

I Motorway 

I motorway like lightning 

heat on the rubber speed 

I move too fast like love 

too frightening 

then catch my relativity 

coming back shagged out 

down the fast lane 

ten years ahead 

and a brain 

like wet bread 
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I vicious delicious scientist of speed 

motorway maliciousness 

foot right down grinning 

accelerating enervating 

 

alive and dead 

I  A to Z 

the life for me  

not prose 

but 

poetry. 

 

  

Somebody Elsewhere 

I'm used to adverse reactions 

and I have a certain sympathy 

it’s just your alienation 

that comes out when you look at me 

and I can sense the desperation 

in the eyes of those who stare 

who is it that they see? 

it must be somebody elsewhere 

 

and the fear in their perception 

strips their own soul bare 

for the subject of their reflection 

is really somebody elsewhere. 
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The Interrogation 

Christianity was built 

upon foundations of guilt 

you little shit. 

 

  

Mr Insignificant 

I went to school 

I got a job 

and after that 

I became a slob 

I'm middle-class 

I'm middle-management 

and they call me 

mr insignificant 

 

I watch TV 

I read a magazine 

I'm never heard 

but I'm always obscene 

I'm a democrat 

I'm SDP 

I believe what I believe 

insignificantly 

 

I love my car 

I drive my wife 

I've got insurance 

on my life 

my wife is comatose 
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and quite indifferent 

when we make love 

it's not significant 

 

I wear a suit 

I like suspenders 

I think Russia 

wants to invade us 

I go to the pub 

I meet my friends 

they say hello 

mr insignificance 

  

I go on holiday 

I see the sights 

I pay my rates 

I know my rights 

I've got a son 

he's not intelligent 

his teacher says 

he's insignificant 

 

and after school 

he'll get a job 

and after that 

he'll be a slob 

he'll be middle-class 

he'll be middle-management 

and they'll call him 

mr insignificant 

 

junior.... 



SPECTRUM – Our History  Spotlight on... Simon’s poetry 
 

Page 328 

 

Vandalise it 

it’s a job creation scheme 

destroying the architects sixties dream 

don't compromise just vandalise 

it’s the logical conclusion of architectural 

delusion 

so hit them right between their lies 

but they were only for the working classes 

and one can only afford a modest sum 

when it comes to housing scum 

our plan is to isolate the smelling 

in modest but pleasant high-rise dwellings 

and before you even know it 

a ghetto on the horizon we'll create 

utility and profit 

it’s what made this country great 

they really don't deserve it 

and bring back national service 

and bringing up children do me a favour 

I blame the silly sods who bothered voting Labour 

and twenty years of washing lines 

of damp and noise and suicides 

and screaming that comes from deep inside 

bury them all together 

dig a great big hole 

I think you'll find that our design 

gives maximum control 

it’s the welfare who cares no repairs 

the lift is broken and up the stairs society 

and one of its releases 

is to break it in to pieces 



SPECTRUM – Our History  Spotlight on... Simon’s poetry 
 

Page 329 

it’s a logical progression 

an honourable profession 

a service to the nation 

so don't just despise it 

go out and vandalise it. 

 

 

Completely Non-sexist Man's Blues 

Thanks for the memory darling 

it was a wonderful affair 

me in my radical dufflecoat 

you with your bright orange hair 

 

for a moment the world stood still 

and life was one long party 

until over some minor disagreement 

you went out and learnt karate 

 

but let's not dwell on bitterness 

I'm still your greatest fan 

of course you'll never find another quite like me 

a completely non-sexist man 

 

I'm not saying you were ungrateful 

or a sordid twisted little bitch 

I gave you the food of my love 

and the diet was a little too rich 

 

nor do I say I'm an expert 

at the various sexual acts 

let's just say I'd be bankrupt 

if I had to pay Value Added Tax 
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and now that you're a lesbian 

I still think you're rather cute 

although I find it hard to be attracted 

to a woman in a boiler suit 

 

so thanks for the memory darling 

it’s the one thing I'll never lose 

as I sit here alone in my bed-sit 

with the completely non-sexist man's blues. 

 

New Technology 

I used to be a bastard to computers 

demanding instant access to information 

in every sense of the word a user 

discarding them when I was bored 

refusing to talk to them for days 

looking at magazines full of them 

always wanting a more up-to-date one 

getting angry at the least provocation 

walking out on them and feeling guilty 

coming back later with new software 

playing endless games with them 

forever taking them for granted 

expecting them to stay in the house all day 

and light up the moment I touch them 

ignoring the deeper rhythms 

of their inner workings. 

Now I respect computers 

and treat them as equals 

and am even willing to admit 

that some are more intelligent that I. 
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He's Looking For a Thing with a Hole in it 

He's looking for a thing with a hole in it 

he acts like someone has stolen it 

for its his destined role 

to have one to control 

a thing with a hole in it 

 

all his friends have got one 

a thing with a hole in it and 

they say it comes in handy when they're 

hungry or randy and he'd give his heart 

and soul to it as long as its 

got a hole in it 

 

his father had one and he's got this fear 

that everyone will suppose he's queer 

if he doesn't get a thing with a hole in it 

in naval terms he'd like to drop his anchor 

and he really would take time to love 

and thank her for saving him from looking 

such a wanker 

someone like his mother or the one who married 

his brother so that it's clear he's not the other 

way inclined 

 

he's looking for a thing with a hole in it 

because he cannot cope alone with it 

and it's his right by succession to get help 

with his depression and ills became the best sort  

of pills come with a hole in it 
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he's looking for a thing with a hole in it 

and sometimes I think 

I'd like to take him to my bed 

and show him the hole 

in my head. 

 

 

Penetration 

in his dreams 

he is an absolute sensation 

a complete devastation 

at the art of penetration - yet 

at work he is a shirker 

not a thrusting sort of worker 

all his concentration goes on penetration 

in his dreams 

 

to the women in his dreams 

nothing else matters - 

the earth doesn't move 

it shatters onto tiny 

glittering shafts of climax, quite poetic 

yet at work he's rather lax 

suffers indolence attacks and lacks 

ambition 

 

in his dream-world of moans 

and groans he is always remembered - 

yet at work the women in 

Sales and Repairs have such penetrating 

stares that leave him feeling, reeling - 

dismembered. 
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Gay Machismo 

I could be a cowboy 

I could be a mechanic 

I could be a sailor 

or a soldier spreading panic 

everywhere I go 

I take my gay machismo 

 

I really stick my chest out 

I really strut my stuff 

I like to get it smooth 

but I like to give it rough 

American footballers are my heroes 

they're all such gay machismo's 

 

cowboy or mechanic 

my six-gun or my overalls 

or maybe just T-shirt or jeans 

clinging tightly to my genitals 

I'm going to the disco 

to dance my gay machismo 

 

my hair is all greased back 

my muscles are like a brick 

I love to make you quiver 

at the prospect of my prick 

it continues to grow 

thanks to gay machismo. 
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Shit 

children poke it 

adults smoke it 

dogs smell it 

executives sell it 

school kids are taught it 

their parents have bought it 

the unemployed queue for it 

prostitutes screw for it 

teenagers sniff glue for it 

the TV portrays it 

the radio plays it 

the electorate swallows it 

politicians wallow in it 

the DHSS spies for it 

pensioners die in it 

policeman raid for it 

journalists are paid for it 

women clean it 

or are in magazines of it 

and some are killed for it 

because men's minds are filled with it 

soldiers are drilled in it 

pop fans adore it 

junkies try to score it 

white people ignore it 

black people are housed in it 

their youths are aroused by it 

Asians are given it 

communities live in it 

the economy is growing in it 
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profits are flowing in it 

seeds are sewing in it 

 

revolution 

is simply the situation 

in which the people  

wipe the arse of the nation. 

 

 

Pleasure Revolution 

everything is so dangerous today 

reading a book or going out to play 

watching TV you can get a heart attack 

going down the shops you might never come back 

your sexual peak is gone at twenty-one 

life is over before it's begun 

 

you take exams when your mind is a void 

so when you grow up you can be unemployed 

you meet St. Theresa on the way home from the dole 

she saves your body but she throws away your soul 

she turns out to be a female impersonator 

so you give up sex and become a masturbator 

 

you drink too much to ease the pain 

you get cancer of the liver and cancer of the brain 

you want to fall in love but you can't stand the heart-aches 

you look into the mirror but then the mirror breaks 

there's never any money in the palm of your hand 

someone broke the promise in the Promised Land 
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Out to Lunch 

I've been having too much fun again 

I'm completely out to lunch again 

there must be something wrong with me 

I'm living much too pleasurably 

when I know I should be serious 

I'm often quite delirious 

 

and I'm outside looking in 

to the place I once was 

and my body feels like jelly 

and I cannot even speak because 

I'm completely out to lunch again 

I'm my own very best friend again 

and I've got lovely wobbly bits 

and I go wobble gobble wobble gobble 

wobble gobble wobble gobble 

 

it's all the fault of Cleopatra 

the world's first hedonist 

which I've discovered really means 

she was always stoned and pissed 

and being of historical bent 

I know exactly what she meant 

 

I am just a flower 

in the greenhouse of desire 

and I need a little shower 

so I can get a little higher 

so praise my alterations 

and my out to lunch sensations 
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but then the telephone always rings 

or someone comes to visit me 

and someone's got divorced 

or there's going to be a holocaust 

and I try to take it seriously 

but I realise it’s no good 

so my mouth fights a rearguard action 

while my mind leaves the neighbourhood 

 

and I wish I had a secretary 

or better still a wife 

someone to stop the nasty bits 

intruding on my life 

someone to love and need me 

and also clothe and feed me 

who'll make a pot of tea 

whenever I am flat out 

who will iron all my shirts 

and be there to let the cat out 

it would lend such credibility 

to my masculinity 

 

and we would be compatible 

when it comes down to the crunch 

for she would be hospitable 

and I'd be out to lunch. 
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Almost Everything 

I am almost everything 

I am almost an artist 

I am almost a freak 

I am almost in love 

almost every week 

 

I am almost happy 

I am almost a failure 

I am almost a feminist 

apart from my genitalia 

 

I almost have it all worked out 

I almost know what life's about 

 

I am almost everywhere 

I am almost speechless 

I am almost capable 

of showing tenderness 

 

I am almost alone 

almost every day 

but I almost wish 

my friends would go away 

 

I am almost drink too much 

I can almost sing 

I can almost do 

almost everything. 
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Born Again Poet 

I hate poetry 

it’s never done a damn thing for me 

it shows a negative utility 

just lies around all day in books 

into which nobody ever looks 

and it’s really got it in for me because 

when I should be reading Keats or Shelley 

I'm usually watching telly 

and when I've got a bruise 

and nothing to put on it 

the last thing I want 

is one of Shakespeare's sonnets 

 

in the fast food fantasy land 

there's no time for poetry and 

in the post-punk paradise lost 

it’s a positive vice 

makes you seem 

much too nice 

it could ruin a man's credibility 

reading too much poetry 

 

but I just can't seem to shake it 

so I'll just be big and William Blake it 

on the chin and if I ever begin 

to sound like a born again poet 

please let me know it. 
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Body Language 

my gesturing for words 

becomes a stutter 

 

my touching at the sky of faces 

is but a whisper 

 

my moving through the halls of eyes 

has no grammar 

 

my writing on the streets of motion 

has no reader 

 

my dancing on the mirror of colours 

is so deliberate 

 

my body has a language with no alphabet. 

 

 

America Is Waiting In The Kitchen 

and silence is as silence does 

creep around this room of mine 

smell the roses in the air 

take a leaf from the olive vine 

hear the beating of the drums 

smell the smoke from distant fires 

send me a message slowly 

we don't want to break the wires 

 

and violence is as violence does 
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once we had a real good time 

hear the throbbing of my pulse 

I lost my heart down a diamond mine 

I possess only my possessions 

neatly packed in a violin case 

Hitchcock spent the night here 

see the signs upon my face 

 

and silence is as silence does 

closing doors and reading books 

smiling is a bad disease 

it's been known to ruin good looks 

come in here and be starved 

I'll cook you some malnutrition 

leave your rifle at the door 

I'm the keeper of the ammunition 

 

and violence is as violence does 

once we had a real good time 

hear the throbbing of my pulse 

I lost my heart down a diamond mine 

let's begin all over again 

in the spirit of the great wild west 

America is waiting in the kitchen 

it’s much too late to be depressed. 
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Adult Movies 

Hitler's got his tights on 

he's tickling Eva Braun's feet 

he's sent out the Gestapo 

for an Alsatian bitch on heat 

he calls you on the phone 

he asks if you're alone 

and how about getting stoned 

in one of your adult movies 

 

better put your nails away 

they leave too many scars 

you say some of your friends are gay 

but we're all movie stars 

every time you break up 

you put on extra make-up 

and think of new games to take up 

the time in your adult movies 

 

and I swear one day you'll lose me 

inside one of those movies 

 

Kennedy is standing in the doorway 

he's got America between his legs 

he's talking to Hitler's Alsatian 

whose teaching him how to beg 

and he just won't let you go 

because you're kissing Mexico 

and he wants to paint your toes 

in one of your adult movies 
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you're always at some festival 

or kissing someone's cheek 

your life is one long spectacle 

in a different town every week 

the last time I was there 

you put lip-stick in your hair 

and talked about the premiere 

of your next adult movie 

 

and I swear one day you'll lose me 

inside one of your movies. 

 

Cruelty Without Beauty 

with every table for two 

you get a bowl full of spew 

and exactly what you want 

at the anorexic restaurant 

 

you can have your body re-designed 

to suit the ghetto in your mind 

and the menu is obscene 

it's devoid of all protein 

 

in the spoons catch a refection 

of your magnificent malnutrition 

it's the only place for dinner 

where you end up getting thinner 

 

the service is by men 

with a camera and a pen 

they give everyone a label 

as they lead them to their table 
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the owner has a licence 

to promote your disappearance 

and he only goes to bed 

when all his customers are dead 

 

in the morning be begins 

to disconnect their skins 

he serves their mind and heart 

the next evening a la carte 

 

and he sends off all their bones 

to a factory he owns 

where they put them in cosmetics 

made entirely from anorexics. 

 

 

What Enemies But Of Mine I Am 

When to go I go 

in truly sickness of the paradises 

it is and itself move darkly 

through drifts and dreams of waking 

to you a much lust and enemy 

next latest dread of kiss alas 

is go he is curse he 

instinct sucks him from the swamp 

a different go thus time 

what enemies but of mine I am 

 

evil eye like a plunging lower 

compassion past it creeps to conquest 

mixed possession of the mind 
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itch irritate breaking skin 

flowering deeds a little too much 

do not transparent hope of suffering 

kiss and blow this rotten body 

shame I hope I think I love 

curse the bond my heart again 

what enemies but of mine I am  

 

shock the death in the air 

I live decay and devotion 

crucifix upon your sugar breast 

punishment I sing but only touching 

steal the thunder and the breaking 

beauty liar redeemer drowning 

I go love love fireworks 

secret you starve quiet tears 

what enemies but of mine I am. 

 

 

By Some Oasis 

I am a hammer held above you 

I think I hate you because I love you 

I remember you 

you're the one I couldn't forget 

and my revenge is to fester 

like some shadowy molester 

of memories 

 

I would wish you happiness 

but I'm still a realist and anyway 

I hope you're in a mess 

then I'll know it's still you 
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feminist romantic 

sexually sycophantic 

we had a certain stealth 

two moral anorexics 

ruining each other's health 

 

I am still a spike 

and all I have now is reality 

and my friends in the Foreign Legion 

that may name a desert after me 

in this particular region 

 

sometimes the dunes flow smoothly 

but other times in your memory I think 

how  dry this place is 

and I go down and lurk again 

by some oasis. 

 

  

Parade 

You destroy me 

with your parade 

all your clowns and joy 

walking by me 

in your parade 

 

you keep the elephants in your purse 

such delicate extravagance in your palm 

acrobatic so dramatic 

I have to laugh and cry 

lions jump 

at your command 
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beautiful things glide 

and fall spotlights dance 

seals play ball 

 

you flow past in colours 

xylophones and drums and horns 

salute your parade 

and the horses glisten 

down the street 

of your parade 

 

it’s a legendary circus 

with microphones and midgets 

bulging strongmen 

sequined athletical thighs 

 

and alligators 

that kiss your toes 

as you tap-dance by 

with your parade. 

 

 

England Is 

England is a tent city 

rootless, truthless, youthless - 

to be young is to be old 

fed on contradiction 

they live in dereliction 

preserving malnutrition 

as a weapon of the soul 
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England is a street-walker's paradise 

policeman and prostitutes on the make 

only difference is the coppers are coming 

and the prostitutes fake 

 

England is a jerk-off Jerusalem 

behind the facade 

disciples of De Sade 

are watching us all 

on video 

 

England is a tent city 

diseased by dispossession 

they camp across the nation 

hostages to frustration 

to be young is to be old 

is to learn to love 

your mutilation. 

 

 

Love and Peace 

let's go out and kill a hippie 

let's really celebrate 

it used to be the Pakis 

now it's the hippies that I hate 

 

it's all so bleedin provocative 

that love and peace shit 

how much love and peace would there be 

without supplementary benefit ? 

just answer me that if you can 

and what really gets me annoyed 
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is they sit around brazenly smiling 

even though they're unemployed 

 

it’s not friggin California 

thank heavens for our police 

they'll always be there to protect us 

from the threat of love and peace 

what really gets up my nose about hippies 

and I'll tell you this for free 

is they wander round the country 

being openly different to me. 

 

 

Local News 

Here is the local news: 

democracy is alive and well 

or at least it would be 

if it wasn't for the 

 

social security shithouse scumbag swindlers 

feminists Irish black lesbian gay ex-offenders 

unilateralists perverts paedophiles and socialists 

 

conspiring together 

to undermine decency 

 

luckily 

the newspapers are now free 

 

so instead of having to 

go out and buy one 
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you get six 

thrust through your door 

 

which must be what is meant 

by a free press. 

 

 

A True Story 

And then I became the Prince of Wales and made my own video nasty 

and lived in a big big house met the Pope who said a special  

prayer for me and had more money than sense became a mass- 

murderer and women began to adore me appeared on the South Bank 

Show scored the winning goal in the Cup Final and the whole 

country knelt before me got married to Burt Reynolds who was ever 

so horny now I live in Hollywood and it's all based on a true 

story. 

 

The Pain 

On the hot wires 

of my flesh 

you dance with 

thorns of conquest 

you are the bastard 

Son of God 

I am engraved by 

your sweet electric wand 

the lines of my life 

you have sliced 

you are the granite petal 

the fragrant vice 

I am screwed to. 
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On The Motorway 

Mary and Joe 

met on the motorway 

going a hundred miles an hour 

in opposite directions 

this situation  

did not significantly change 

during the rest 

of their connections 

on the motorway 

 

Joe had the motorway 

tattooed on his chest 

and his hobby was being sick 

on tyres that were slick 

on the motorway 

 

it did the trick for Mary 

and they made love at her suggestion 

at the next intersection 

of the motorway 

 

she said you better look snappy 

because I want to be happy 

he said happiness 

is the final condition 

it’s the ultimate collision 

on the motorway 

 

she wanted a piece of the motorway 

so she could breed Pekinese 
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Chihouaha Alsatian crosses 

and support good causes 

and ride horses 

along the motorway 

  

but Joe said the motorway 

was no place or a woman 

and as he said goodbye he told her 

love is a hard shoulder 

on the motorway 

 

so Mary became a teacher 

and taught 'O' level greed 

she said only men succeed 

and only woman bleed 

on the motorway. 

 

First Person Absent 

I'm from the bureau of missing persons 

and I am certainly one for learning lessons 

a product of the leisure economy 

I must have pleasure instantly 

so I plug my brains into the mains 

I'm an angel with electricity 

running through my veins 

I'm under-employed and paranoid 

and I move just like an android 

and do you know how much I love you ? 

you've got a woman 

but do you understand her ? 

are you a victim 

of your own propaganda ? 
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I take pills to improve my skills 

but they give me indigestion 

I've got high-rise indignation 

and premature inebriation 

I like my sex explicit 

just in case I miss it 

when I'm watching television 

which is part of my condition 

I'm polishing up my personality 

to be a TV celebrity 

I'll bring the Promised Land to the Jews 

every night on the news 

so automatically charismatically 

I'd get my own chat show 

and then I'd let you know 

how much I love you 

I don't see you 

from one week to the next 

then you walk into my room 

without regrets 

  

it all connects 

the one who loses 

is the first to blow the fuses 

I've got metal for scenery 

I'm surrounded by machinery 

it waits for the kiss of my ignition 

I'm an apostle for a new religion 

there are no priests just electricians 

 

m getting out of my league 

suffering from metal fatigue 
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I must have sin beneath my skin 

I must have thrills instantly 

electronically intravenously biologically 

my life is so intrinsically boring 

I have to keep on scoring 

and do you know how much I love you ? 

does it come as a surprise ? 

my love is straighter 

than the arrow flies 

  

in the city of deceptions 

the streets are full of bad connections 

and I live in a designer illusion 

where pleasure is a means of destruction 

whenever I get the itch 

I just press another switch 

and all of my desires 

are fed through me by wires 

whenever I'm upset 

I make love to my TV set 

I've got its heart and soul 

under my remote control 

and do you know how much I love you ? 

and have you heard the worst ? 

the bureau of missing persons says 

you'll never find yourself 

unless you find me first. 

  



SPECTRUM – Our History  Spotlight on... Simon’s poetry 
 

Page 355 

 

Poison Letter 

Shoot me with your gay poison 

I want to climb your pleasure mountain 

I want to be injected 

to have my veins infected 

it’s a sin to be selective 

when you can be whole-heartedly defective 

so please shoot me 

totally uproot me 

with that poison 

 

something must have fractured 

when you and I were manufactured 

so instead of being bored 

let's be fervently flawed 

it’s bound to be a shock 

but why go off half-cock ? 

so please if you will 

shoot me to kill 

 

shoot me so I never get better 

and ask you to return 

this sincerely 

poisoned letter. 
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Jam 

Ever since 

I was a kid 

had my hands 

on the jam jar lid 

jam with jelly 

jam with pips 

on my fingers 

on my lips 

jam with cream 

jam with bread 

jam in secret 

jam in bed 

 

jam for breakfast 

jam for tea 

has never been enough 

jam for me 

I like it orange 

I like it red 

I like to sit 

and watch it spread 

I even like  

to lick the knife 

it is the meaning 

of my life 

 

I always knew 

how jam was made 

and what to do 

when the table is laid 
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I like it smooth 

I like it rough 

I never know  

when I've had enough 

from the shops 

or make your own 

I like it best 

when I'm all alone. 

 

Rocket Pad 

When I was much younger 

who would have thought 

that I'd grow up to be 

a famous astronaut ? 

I started by exploring 

certain sorts of motions 

then landed on the moon 

with a shuddering commotion 

I found myself swimming 

in an ancient sort of ocean 

 

and ever since that day 

when I became a lad 

there's always been some fuel 

in my rocket pad 

 

I've been all around the skies with it 

and that's about the size of it 

I've had some understandings 

and some very bad landings 

but I still find it surprising 

that rusty old rocket keeps rising 
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even when I'm snoring 

it goes remote control exploring 

I find myself in the strangest places 

where extra-terrestrials have grins 

on their faces and that's because they know 

where space is 

 

if I send the right message to mission control 

I can still lose my body down a big black hole 

whenever terra firma gets me pissed off 

I just count myself down to lift off 

then hanging on tightly by the handlebars 

I ride my rocket to the stars 

 

feeling glad 

about my pocket pad. 

 

 

When I Grow up 

When I grow up 

I'm going to be a cliché 

working nine to five 

each and every day 

when he grows up 

what's he going to be 

only about half 

as interesting as me 

 

when I grow up 

I heard my mother say 

they're going to lock me up 
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and throw the key away 

when I grow up 

I've got big plans 

to go around the place 

doing the best I can 

 

when you grow up 

let me give you some advice 

never let anybody 

think that you are nice 

when she grows up 

I wouldn't be surprised 

she'll end up on a bed 

being psychoanalysed 

 

when we grow up 

we'll play a lot of games 

go to lots of parties 

and call each other names 

when I grow up 

I'm going to be a cliché 

there'll be lots of things to do 

and lots of things to say. 

 

 

A Mother's Song 

I lost my brain in the supermarket 

of marbles I now number nil 

I had it when I collected my trolley 

but it had gone before I went through the till 

it must have been Tesco's or Sainsbury's 

or a similar sort of place 
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but it's hard to remember details 

when your head has an empty space 

I remember the music resounding 

and the shoppers all milling around 

I was having some brussels weighed 

at twenty-seven pence a pound 

the children were running and shouting 

so in one of those motherly ploys 

I gave them my brain to play with 

to stop them from making a noise 

and since then I've been sort of drifting 

the time just seems to flow 

my yoga class became rather pointless 

as I no longer possess any ego 

 

of course I immediately complained to the manager 

who gave me some biscuits and tea 

he said it probably resembled a cauliflower 

and was purchased for twenty-five pee 

my Dave has been a tower of strength 

he's uttered not a word of discontent 

I'm still the woman he married he said 

and it's hardly essential equipment 

but I think it may dawn on him soon 

that the children are now running amok 

and the dog's not been walkie's for a fortnight 

and the kitchen is covered in muck 

and I vacuumed the garden this morning 

naked except for a hat 

and the meat-pie he's getting for dinner 

is largely composed of our cat. 
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Oppressor 

You used to smell of cheddar 

but you never will again 

for now you wear Oppressor 

the new deodorant for men 

 

it’s got a really man-size smell 

and on woman has strange effects 

they cease to be able to tell 

the difference between violence and sex 

 

you will never again be refused 

when you wear this magic stuff 

they just queue up to be abused 

and they've never had enough 

 

you must have seen it televised 

in that artistically creative ad 

where a man Oppressively deodorised 

is chased by women scantily clad 

 

it gets inside a woman's brain 

and turns them into a slave 

they may leap at you from a moving train 

or burst up out of a grave 

 

so splash it on your front and back 

and down your hairy grotto 

now you're a mobile aphrodisiac 

be prepared must be your motto. 
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“ And my friends, in this story you have a 

history of this entire Movement: 

First they ignore you.  

Then they ridicule you. 

And then they attack you & want to burn you. 

And then they build monuments to you ” 

  

 

Nicholas Klein, address to the Amalgamated 

Clothing Workers of America, Baltimore, 1918 
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