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Foreword  

By Baroness Jane Campbell of Surbiton DBE  

I met Lorraine Gradwell when I went to my first 

disability movement conference. Although I had 

studied history and politics and consider myself a 

political feminist, it had never occurred to me to apply 

the same analysis to disabled people. Listening to the 

speakers talk about the social model of disability, I 

experienced an overwhelming light – bulb moment. 

Most of the leaders at that time were unsurprisingly, 

educated disabled men and I remember looking for 

women speakers on the programme. There were two 

and Lorraine was the one I vividly recall. Not because 

I believed in everything she said, (quite the opposite, 

we were to have many sparky exchanges on tactics 

over the coming years), but because she was able to 

encapsulate our historical oppression in such an 

accessible and engaging way. These writings are 

testament to that  skill and offer a story board which 

explains disabled people's liberation journey in the UK 

even though many of the examples are Manchester-

based.  

In this series of Lorraine's writings, you will find 

a rich tapestry of how disabled people fought to take 

control over our lives and change our destiny, 

documented in a refreshingly honest way. Her 
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experience of living and breathing disability politics at 

the top and at the grassroots, shines through this 

collection, as a demonstration of how vital the genuine 

involvement of disabled people in social changes is if 

it is to work for everyone in society. 

These essays reveal how Lorraine's 

commitment to social collectivism influenced our 

development as a civil rights movement. The UK 

disabled people's movement gave and still gives great 

weight to this principle in its campaigning activities 

and organisational structure. It was the hallmark of our 

success in the 1990s  that gave us the power to break 

through the glass ceiling. Lorraine's leadership was 

wholly driven by this principle. She taught us all how 

to democratise our campaigning organisations, so that 

all disabled people would feel involved and would be 

given the ingredients to throw off the shackles of 

dependency. The slogan "nothing about us without us" 

was never as well established as it was in Manchester 

where Lorraine's insight and campaign methodology 

was embraced wholeheartedly.  

One of the successes of the disabled people's 

movement is demonstrated in the passing of 

antidiscrimination legislation and progressive reforms 

in public services like social care direct payments, 

integrated education and accessible public transport. 

However, as Lorraine warned and predicted, our civil 
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rights struggle for equality does not end in the passing 

of legislation. Real liberation comes when disabled 

people feel and are recognised as equal citizens. As 

these writings reveal, we have come far, but our 

journey is not yet over. 

JC, London 2015   
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Preface  

I wrote these articles between 1988 and 2010: 

they span my working life at Greater Manchester 

Coalition of Disabled People, Manchester City 

Council, and Breakthrough UK Ltd and comprise 

critiques and analyses, music and book reviews, a 

briefing note for Ed Miliband, a flight of fantasy and 

even a song (well, lyrics). They appeared in a wide 

range of publications: many primarily in ‘Coalition’, the 

magazine of the Greater Manchester Coalition of 

Disabled People: all have been credited where 

possible. 

All pieces are as originally written and have not 

been updated: as such they reflect the disability 

environment over the period, what was being said and 

what was being done (or not). Statistics will have been 

accurate at the time, but should be read in context. It 

may seem that some ideas, as well as statistics, are 

outdated: this reflects the organic nature of the 

debates, the developing understanding of disability, 

and the changing political context in which we live and 

operate.  
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The book reviews1 are often short, having had to 

fit into a specified number of words, and include an 

outline of the content as well as comments on the 

value of the book to debates on disability. I have done 

my best to date all pieces although some information 

seems to have been lost in the mists of time and the 

vagaries of technology.  

It seems right here to remember that in Greater 

Manchester there are too many friends and activists, 

people I worked alongside over this period, who are 

no longer with us. People who built our movement and 

made it strong: on the shoulders of giants indeed. If 

these pieces can give a flavour of that strength and 

solidity then I’m well pleased. 

LG, Manchester 2015 

 

                                      

1
 Mostly for two journals: Community Care, and Health Matters.  
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Introduction 

 

Some of the pieces here may seem now outdated, 

such as the DDA briefing, yet they all are still of 

interest in relation to ongoing developments, and can 

serve as a ‘touchstone’ by which we might make 

comparisons.  

 

For example, whatever happened to such initiatives as 

the National Strategy for Neighbourhood Renewal, 

Pathways to Work, the Disability Rights Task Force, 

Local Strategic Partnerships and New Deal for 

Communities? And ‘regeneration’ is not quite the 

industry it was when these pieces were written: 

nevertheless, substitute ‘localism’ and ‘Big Society’ 

and they still ring true: the principles remain - and 

remain largely unaddressed. 

 

Many of the pieces are comments on, and critiques of, 

issues of the time and a lot of the messages, though 

not new, are still relevant. Topics range widely 

through, for example, the disabled people’s movement 

and self organisation, terminology, transport, housing, 

employment, parenting and families.  
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Some of the texts refer to policy documents from 

almost thirty years ago: this collection is a damning 

indictment of the lack of effectiveness of various and 

subsequent government policies and initiatives. 

Governments and administrations should be ashamed 

at their woeful lack of progress and improvement. 
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The Disabled People’s Movement: 

A Tribute to Kevin Hyett 

Kevin Hyett, a founder member of the Greater 

Manchester Coalition of Disabled People and 

Treasurer for the past twelve years died on Tuesday 

17th March 2004. Long time colleague and friend, 

Lorraine Gradwell pays tribute to Kevin’s important 

contribution to the development of the Disabled 

People’s Movement over the past twenty five years.  

Much to my regret, l cannot claim to be a founder 

member of the Coalition, having been dragged along 

to the first open meeting at County Hall in Manchester 

by Neville Strowger. My first clear memory of Kevin 

was not the same one he had of me: he remembers 

arguing with me at that very first meeting that 

considered setting up a new organisation. He had said 

that an organisation - l think the Disabled Drivers Club 

- was political and l (a bit green then) said it wasn’t 

and we argued about it, or so he says. My memory is 

of being paired with Kevin to plan an Open Meeting on 

the “Politics of Disability”. Having been nominated to 

the Steering Group to set up this new organisation, 

some wag probably thought it would be a good 

learning experience for me. I remember an early 

planning session at Stretford Sports Centre, prior to 
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my swim and then an hour of table tennis with Kevin, 

Neville and others, and Kevin shaking his head at me 

and not understanding how l could say the “right 

things” without having demonstrated any analysis at 

all. Incidentally, few today know of Kevin’s Thursday 

“ping pong” nights - he developed a “killer” serve that 

was almost impossible to return and one night he was 

even persuaded to have a swim, an experience he 

rarely talked about and never repeated! Of course, the 

final hour in the bar was no doubt an added attraction 

for him.  

Kevin has been involved in the establishment of many 

initiatives and organisations, including the British 

Council of Disabled People (BCODP), the Coalition, 

and latterly Breakthrough UK. But just as crucial as 

helping set them up had been his ongoing 

commitment to these organisations and the very 

practical support and input, which he has given 

consistently. BCODP, he fervently believed, should 

have a membership composed only of organisations, 

and should be 100% controlled by disabled people. lt 

was set up with 51% control - radical enough in the 

early 80’s - but this was never good enough for Kevin. 

He delighted in going to the AGM and Conference and 

pushing each time for the limit to be stretched, 

revelling in being seen as an awkward and radical 

troublemaker. The last effort, often working tactically 

with other Coalitions, achieved a policy of 75% 
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control, but typically for Kevin this was seen as just a 

stage in the process of working towards the 100%. No 

doubt if we could talk to him now about the current 

regrettable state of BCODP2 he would bark “Well, 

what do you expect?”  

Kevin’s commitment to GMCDP was total. From the 

very beginning as described by Ken3 in his piece, to 

the early days, some fifteen years ago, when the staff 

team was small enough to meet with all the officers in 

his flat for our twice monthly planning meetings, 

through a rapid expansion of activities, staff, and 

credibility, Kevin was always there. He brought 

principles and values, but also a canniness about 

finance, about staffing, about running an organisation. 

Typically, he introduced most of us to computing and 

GMCDP staff were early users of email. He insisted 

on trying to teach us how to use DOS to organise our 

files - what a relief when we found Windows! Much to 

my delight he was also the first person ever to “crash” 

a Coalition computer - presumably because he had 

enough knowledge to cause the computer to give in...  

ln the early campaigning days the Coalition often sent 

people to conferences and events to challenge the 

status quo and spread the word. It was always 

                                      

2 UK Disabled People’s Council: 2013. 
3 Ken Lumb, another significant activist. 
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entertaining going to these events with Kevin, mostly 

due to two particular qualities of his. Firstly, he 

believed implicitly in the Coalition and what we stood 

for and took pleasure in promoting our point of view — 

and if that involved a verbal battle of words and wills 

then so much the better, Kevin relished the argument 

and it was a good spectator sport. Secondly, there 

was the debriefing and celebrating in the bar in the 

evening, regaling ourselves with tales of how the 

battles were won and heaping ridicule on the 

unfortunate opponents. I was always glad he was on 

my side...  

In the mid 1980s, when equal opportunities was still a 

relatively new and exciting concept, Coalition 

members were involved in the consultations around 

setting up a new Equal Opportunities Unit in 

Manchester City Council (MCC). Kevin was centrally 

involved in the calls for the Council to require that the 

jobs be advertised for disabled people only - probably 

the first local authority to do this. Kevin continued to 

be involved with the groundbreaking and powerful 

Disabled People’s Steering Group (DPSG) until it was 

disbanded, a victim of government legislation. When 

the Direct Payments scheme was established in 

Manchester Kevin was again centrally involved: I was 

asked by MCC to set up the scheme whilst l was 

progressing Breakthrough and Kevin took a close 

interest in developments. When the scheme left my 
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workload he and l were active members of the users 

group, with him constantly pushing for more user 

involvement and user control, and disappointed when 

the scheme became just another form of local 

authority provision rather than taking the intended 

route of being contracted out to control by disabled 

people.  

Always a little ahead of the game in many respects, 

Kevin’s thinking pushed the boundaries and he was 

keen that we should not “stand still”; for example, he 

has been a prime mover recently in trying to develop 

the plans and secure funding for a conference on the 

social model of disability, believing implicitly in the 

model whilst recognising that how it is applied needs 

to reflect changes and developments in society and in 

the disabled people’s movement.  

Kevin’s involvement with Breakthrough came through 

a rather different route to his other activities. 

Breakthrough was a result of long discussions within 

MCC and DPSG about employment support for 

disabled people. These discussions led to a new 

strategy for MCC which involved setting up a new 

organisation, controlled by disabled people, to provide 

more appropriate employment support. l was 

appointed by MCC to develop this initiative and one of 

my tasks was to recruit a Board of Directors for the 

new organisation. l knew I needed a strong and astute 
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Chair who would relish the challenge of setting up a 

new type of organisation - not a campaigning 

organisation but one that would aim to deliver 

services, under contract, based on the social model 

and on principles of independent living. Well, who else 

could l turn to?  

As Chair of Breakthrough, Kevin was keenly aware 

that we were again breaking new ground. Not a typical 

disabled people’s organisation, yet controlled by 

disabled people; not a campaigning organisation yet 

aiming to impact on and change policy at all levels; a 

registered charity to boot! If he had any qualms about 

being the Chair of a charity l never heard them; Kevin 

was always clear that, as a service delivery 

organisation, we could take the financial benefits that 

charitable status brought and still run according to our 

principles. He was also clear on the differences 

between the Coalition and Breakthrough, and of the 

potential values of the two organisations working 

together whilst remaining separate. With Kevin’s 

support and guidance Breakthrough has gone from 

strength to strength, building on the crucial political 

foundations developed through the Coalition and 

trying to apply the principles of the disabled people’s 

movement to the ‘delivery of services’.  

In “small business” terms we have been very 

successful, doubling our staff and our income in five 
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years, delivering services in Manchester and 

Liverpool. But Kevin was also clear that we needed to 

get out there and sell our message to the 

establishment. “l want you out there on the golf 

course” he would tell me - always being available for 

the necessary debriefing when the golf course proved 

a little too much, and rejoicing with me when we 

scored a “hole in one”. It’s hard to see how Kevin’s 

contributions to Breakthrough and to the Coalition can 

be replaced.  

I’ve realised, on re-reading this piece that I have 

sometimes talked about Kevin as if he is still here, and 

I have used phrases such as “Kevin says, or, Kevin 

remembers...” I find a bitter-sweet comfort in this and 

so have left the words in the present tense. I’ve 

worked so long and so closely with Kevin that many 

times I knew just what he was going to say about 

something. I hope this is something that will stay with 

me now that he’s gone.  

Finally, I never heard Kevin express any liking or 

admiration for Simon and Garfunkel, and I haven’t 

found them in his collection, but they are a favourite of 

mine (he’s more for Status Quo and Blondie) and 

since he can’t argue with me now I’m going to quote 

from a Simon and Garfunkel song that I think aptly 

describes Kevin:  
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In the clearing stands a boxer, and a fighter by his 
trade,  

And he carries the reminders of every glove that laid 
him down 

Or cut him, till he cried out in his anger and his shame 
“I am leaving, I am leaving” 
But the fighter still remains 
 

‘The Boxer’  

by Simon and Garfunkel 

(Coalition, May 2004)  
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Professional? Who, me?  

We all know, most of us from firsthand experience, 

how the lives of disabled people have been controlled 

to one extent or another by professionals, be they 

doctors, architects, social workers, teachers, 

physiotherapists - even drivers of door-to-door 

transport. These people have had the power to say 

what we will or will not do, when we will or will not do 

it, even where we can or cannot live. These are 

people who make a profession out of having certain 

skills and knowledge which are necessary to us, but 

who only let us access them on their own terms, not 

on ours. Is it any wonder then, having apparently been 

subject to their whims and fancies that we tend not to 

hold these people in too high a regard? The very word 

“professional” is tinged with overtones of mistrust and 

dislike, and phrases like “living off our backs” and 

“they wouldn’t have a job without us” and even 

“disabling b****ds” are not uncommon in the disabled 

peoples’ movement!  

Asserting Independence 

The very foundations of our movement are based on 

the principles of independence, yet we find that there 

is a still increasing army of professionals - who call us 

their clients or customers - that we need to challenge 

and confront in order to assert our own independence 
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and control over our lives. One way in which we have 

chosen to assert our independence is through our own 

organisations; we have set them up in order that we 

might address the issues that we have defined, no 

longer being content to settle for the dictates of the 

non-disabled powerful professionals. “Setting up our 

own organisations” is a simple enough phrase, easily 

written, spoken or signed. How much more 

complicated is the act! Ten or eleven years ago 

disabled people in Greater Manchester were in the 

very process of starting to set up their own 

organisation - the Coalition - in recognition of the fact 

that the very people who for years have been 

professing to “help” us had in fact been warehousing 

us, segregating us, dividing us and controlling us. All 

in the names of welfare and charity.  

The Coalition started off with a handful of committed 

people with an idea: to set up an organisation 

controlled by disabled people, through which we 

ourselves could begin to tackle the discrimination that 

we meet. Little did we know, at that time, just what we 

were starting! 

Absolute Beginners?  

At GMCDP we have been running that voluntary 

organisation for nearly ten years now; we employ, or 

have employed, a total of nineteen disabled people - 
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not counting our sessional trainers working through 

the DAT project — and we currently handle well in 

excess of £100,000 a year. In those ten years we 

have had to handle all aspects of employing staff, 

from hiring and firing, grievances and disciplinary 

matters, supervising and managing, guiding and - yes 

- congratulating.  

We have learnt about word processing and 

databases, spreadsheets and desktop publishing, 

modems and scanners and tape streamers. We have 

had to negotiate with funders, landlords and 

customers; we have had to prepare business plans 

and carry out feasibility studies, and try to understand 

constitutions, taxation laws, benefit rules, financial 

management, the Data Protection Act, the Charities 

Act, and last but not least the laws concerning libel! 

One thing we have learned is that when you are a 

member organisation and an employer then you have 

obligations; you must deal with matters accurately, 

fairly, and as promptly as possible. If your organisation 

is not competent and capable it will not thrive, it might 

not even survive.  

A Changing Culture  

l think that if, ten years ago, we could have looked 

forward to see what we were creating we may well 

have felt somewhat daunted. Luckily we had no 
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crystal ball to put us off, and the Coalition has grown 

steadily over those ten years. However, the scene in 

which we operate today is vastly different from that of 

ten years ago; the after- effects of Thatcherism and 

the contract culture are forcing many voluntary 

organisations to be more business-like and to 

concentrate more on service delivery than on 

campaigning and developing community action. Also, 

community care legislation requires that 85% of the 

services provided through local authorities come from 

the private or the voluntary sector, and many local 

authorities are moving towards contract agreements 

with their voluntary sector rather than grant-aid.  

Many disabled peoples’ organisations will have to 

wrestle with decisions about their future priorities and 

funding; either play the contract game - there will be 

plenty who do if we don’t - and enter into some kind of 

service agreement, or refuse to become a service 

provider and start to look elsewhere for funding. 

Whatever we decide about the future direction we 

wish to take, if our organisations are to survive and 

grow then we need to know what we are about.  

A Wealth of Knowledge  

All the knowledge and the skills that the GMCDP 

Executive Council, Officers and staff have developed 

over the last ten years are invaluable both to the 
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Coalition and the wider disabled peoples’ ‘movement: 

knowledge about relevant legislation, how the 

government works, how local authorities are 

organised and how to influence them all. We have 

developed not only the skills mentioned above in 

relation to running an organisation and managing 

staff, but also committee skills, assertiveness, 

negotiating skills, and that yuppie word - networking!  

Look at this - we have become good at what we do  

Does this mean - steady now - that we have become 

professional? And if so, is that so bad? If someone 

does a job well we say they’ve done it “like a 

professional”, or you might be pleased with the work 

that, for example, a decorator does, feeling they have 

applied a “professional finish”. Capable, competent, 

able and skilful are some of the definitions of 

“professional”; I would apply any and all of these, to 

the work of the Coalition and its staff and committees. 

Perhaps “professional” is another word we should 

reclaim? 

(Coalition, October 1993)   
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Disability Rights and Wrongs 

Author -   Tom Shakespeare 

Publishers -  Routledge 

 

 

 

 

 

Don’t get me wrong – I subscribe to the social model 

of disability wholeheartedly and have used it as a 

guide and touchstone for the last twenty five years of 

my working life, ever since I was introduced in fact. 

And I know it’s bad form if you’re a social model 

enthusiast to agree with Tom, but I have to say that he 

does have a point. This doesn’t mean that I agree with 

all, or even most of what he says in his latest book – 

but he does have a point. 

In his latest book Tom Shakespeare ‘now argues that 

social model theory has reached a dead end’. The 

chapters are wide ranging, although they are all based 

on Tom’s preferred ‘critical realism’ analysis, and are 

divided into three sections – conceptualising disability; 

 

Here be dragons! 
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disability and bioethics; and the social relations of 

disability; this last section itself has chapters on care, 

support and assistance; disability rights and the future 

of charity; love, friendship, intimacy; and the role of 

non-disabled people in the world of disability. The 

book covers a lot of ground and, I would argue, needs 

two or three separate reviews: I’m going to 

concentrate on Tom’s critique of the social model, 

since that is what underpins the rest of the book. 

As an attempt at a non-academic summary (it’s quite 

an academic book) I would say that Tom’s central 

thesis seems to be that the social model (SM) is not 

enough, it was never enough, and it’s kind of led us up 

the garden path. Tom believes that the SM does not 

take account of the fact that we experience our 

impairments differently and therefore respond to them 

differently; nor does it recognise that impairment itself 

is a central influence on our relationship with the rest 

of the world, even within a barrier free situation. 

Neither does the SM recognise the diversity and 

fluctuation of impairment, nor the fact that impairment 

changes – for example – ‘disabled children can grow 

up to be non-disabled adults’. 

There are some situations which cannot be addressed 

by the social model – for example, the impact of 

nature on our impairments is harder to tackle says 

Tom: wheelchair users and rocky mountains don’t 
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really go together; people with visual impairments 

miss out on the sunsets and people with hearing 

impairments miss out on the sounds of birds, winds 

and waves. What would be the barrier removal 

solution that would address these situations? 

Inherently, this book argues, impairment does bring 

disadvantage (fatigue, pain, memory loss, distress, for 

example) and the social model does not address this. 

Furthermore Tom argues, the effects of some 

impairments on the individuals, such as ‘serious 

mental illness’, cannot be ignored and their impact on 

the individual is significant in influencing the extent of 

disability experienced. He also cites research carried 

out with people who have survived strokes, and they 

reported such impairment effects as speech and 

language, vision, walking, and so on as barriers to 

employment - illustrating that impairment is central to 

the experience of disability. Moreover Tom argues that 

there is a ‘continuum’ (or a kind of scale) of 

impairment – some people might have or experience 

an impairment that has little impact on their life, while 

for others the impact of their (different) impairment is 

profound. 

In short, Tom clearly signals his belief in the need for 

a ‘relational approach to understanding disability’. 
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“By relational I mean that the disability is a relationship 

between intrinsic factors (impairment, etc) and 

extrinsic factors (environments, support systems, 

oppression, etc.” 

Now, as a social model fan I would say that the model 

is based on the recognition of the relationship 

between impairment and ‘the world out there’. 

However, it seems to me that what Tom is arguing is 

that it’s not just the fact of the impairment that 

influences the disability, but also the individual’s 

response to the fact of the impairment. 

And this can be hard to argue against. 

At a very fundamental level I have to acknowledge 

that there are some matters we find hard to address 

via the social model: with all the reasonable 

adjustments in the world some disabled people will not 

be able to work in open employment, for example. 

People with very limited awareness of their 

surroundings and the people around them will not 

really benefit from direct payments; people who find 

social relationships impossible, what are the barriers 

that we need to remove to ensure their independence 

or autonomy? These, and other questions raised by 

Tom do need addressing by the disabled peoples’ 

movement, as well as by academics and indeed the 

‘disability industry’. 
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But... “in practice the theory is different” 

This is where my grounding in self-organisation and 

my ‘practice’ approach start to assert themselves 

strongly: theorising is well and good; creating new 

ways of looking at problems is also well and good – 

that’s how the social model was developed after all. 

But these new ideas need applying, they need testing 

in the field and I would argue that we’re really only just 

getting round to testing and evaluating the use of the 

social model. 

And whilst I think that Tom does have a point, there 

are some grave dangers. Tom’s approach 

individualises disability (as opposed to impairment, 

which of course is individual). It offers to policy makers 

and service providers the open door to ignoring the 

radical structural changes that would enhance our 

lives in favour of individual and ‘special’ solutions 

because all our situations are different. Basically, 

although Tom calls it a ‘critical realism’ approach, it’s 

really that wolf the ‘bio-psycho-social’ (bps) model4 in 

sheep’s clothing: the trouble with the bps model is that 

it paves the way for the argument that all will be well if 

                                      

4 This means taking into account the biological (to do with the 
body / mind), psychological (to do with how you perceive and/or 
deal with things) and social (out there in society) factors which 
influence a person’s situation. 
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only we increase our confidence and change the way 

we think about things. 

And yes, there is a need for a holistic approach, yes 

we all need to be mindful of our health and wellbeing 

(including our impairments) but not to the extent that 

we fail to hold wider society to account for the 

structural and environmental exclusion that we face, 

and for the pervasive negative and discriminatory 

attitudes that are still so prevalent. There is an 

important role for ‘disability academics’ here. 

And yes, we have adopted the social model and clung 

fast to it, like a life raft in a stormy sea. Is it any 

wonder? In the face of all the charitable, medical and 

welfare based power structures, not to mention the 

political ones we have needed to challenge, we 

needed a rock to cling to; the social model has been 

that rock. As a general and universal tool it’s a bit like 

a Swiss army knife – it’s infinitely adaptable and multi-

purpose and easy to carry around: why on earth would 

we weaken ourselves by no longer using it? 

In conclusion, Tom’s book is very useful in that it 

raises ‘hard to address’ issues and challenges the 

‘disability research community’ and disabled activists 

to raise their game. However it is also inherently 

dangerous to our hard-won achievements because it 

questions their foundations without defending them 
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strongly enough. Tom has a responsibility here. It’s 

just not good enough to propose such a potentially 

damaging expansion to the ‘disability research 

agenda’ without making stringent efforts to ‘protect’ 

the progress we have made. 

Our lives are not an academic exercise ...  

(Coalition, February 2007)  
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Disability Politics and Community 
Care 

Author Mark Priestly 

Publishers Jessica Kingsley  

ISBN  1 85302 652 2 

Despite all the rhetoric about “empowerment” and 

“user control” and “consultation” it remains a fact that 

the vast majority of services for disabled people are 

expressly designed, planned, costed, delivered and 

evaluated by non-disabled people, using principles 

and criteria which are largely alien to the daily reality 

of disabled people’s lives. 

Having worked very closely with a disabled people’s 

organisation, Derbyshire Centre for Integrated Living, 

not only in terms of collecting the data, but also in 

shaping the process of this research, Priestly has 

striven to “establish how control could be devolved in 

setting up the project” and thus pushes emancipatory 

research higher up the agenda. By involving disabled 

people themselves and relating the policy and practice 

questions to developments in Derbyshire he 

effectively illustrates the appropriateness and value of 

“attempts to develop a policy agenda based on 

participation, integration and equality.” 
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Whilst the work sometimes suffers an identity crisis 

between academic rigour and straightforward analysis 

using plain English, the messages – and most 

importantly, the rationale and principles behind them – 

are clear. The “competing philosophies of community 

care and integrated living” are explored, their 

differences and similarities acknowledged: whilst “both 

agendas claim to value user participation, choice, self 

determination, and independent living outcomes.” the 

rhetoric of community care rarely translates into 

practice. 

Few planners and commissioners are imaginative 

enough to recognise the benefits that will flow from 

providing relevant and appropriate services, and 

possibly are unsure how to achieve enabling, rather 

than disabling, forms of community support. This work 

shows ways forward, addressing service quality 

related to the principles of equality and citizenship and 

“reviewing the barriers to integrated living posed by 

community care policy implementation”. 

Grounded in the principles of the disabled people’s 

movement, this work is essential reading for 

commissioners and purchasers who take themselves 

seriously. 

(1998)  



LORRAINE GRADWELL 

25 
 

The Disabled Peoples’ Movement 
Revisited 

I’m going to start this article with the assumption that 

there is a disabled peoples’ movement - a bit tricky for 

me because I’m not actually convinced that there is 

one any more, not much of one anyway. But I thought 

if I go looking for it, and examine the places where you 

would think it would be, or evidence of it would be, 

then maybe I’ll convince myself... 

Let’s start nationally, with BCODP, whose staff (not 

officers, mind) felt moved to write to the last “Coalition” 

to urge people not to write off BCODP yet. In recent 

years BCODP has had major funding and staff 

problems. The appointment of [the] Director did not 

help the organisation, whilst the split with NCIL 

caused organisational havoc. BCODP also made a 

significant policy move away from a membership of 

organisations controlled by disabled people to include 

individual disabled people. On the surface this may 

seem a very democratic move, but what is lost is 

accountability. More recently, BCODP have been 

exploring ways to work with Scope, and have signed 

up to Radar’s “New Spirit Coalition”: a bold move? Or 

an example of poor judgement? 

The hapless Disabled Peoples’ Parliament, a BCODP 

initiative, may have seemed like a way to regain an 
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element of democracy in an otherwise empty 

landscape. Ill fated from the start, it was poorly 

organised and poorly attended, since the only people 

whose costs were paid were the organisers. BCODP 

are now in the embarrassing position of having to 

decide how to respond to Scope’s offer to take it over. 

Now, I wonder whose idea that was? 

And mention must be made of the National Centre for 

Independent Living (NCIL) - which messily and 

damagingly broke away from BCODP, causing 

organisational and financial mayhem, and which is 

now hosting regional meetings around the country to 

boost membership - NCIL membership, that is. 

Incidentally, NCIL is another “partner” signed up to 

Radar’s “New Spirit Coalition”. 

Local Coalitions / CILs used to be the backbone of the 

movement, sending delegates annually to the BCODP 

AGM and Conference. The more radical - or forward 

thinking perhaps - submitted motions or resolutions 

every year to gradually push up the minimum 

percentage control by disabled people to the current 

75%. Our local organisations would arrange local 

events and activities to bring disabled people together 

to discuss what mattered to us as disabled people, 

and to develop our understanding of the way in which 

society excludes us. Of course, we all have our own 

responsibilities to try to keep our local organisations 
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working the way we intended; this is not easy. Twenty 

years on in Manchester many of the people who were 

part of setting up and nurturing the Coalition have 

moved on, one way or another, and it has not been so 

successful at replacing them. Neither have we been 

good at moving with the times. We have generally 

failed as organisations to understand changes and 

their implications. Nor have we been good at taking 

account of our successes - such as a generally wider 

understanding of disability as social oppression - or 

our “challenges” (mustn’t call them failures!) - such as 

the major charities now starting to take up position as 

“champions” of our rights (more about this later). 

We must also remember that the local setting has 

changed. We find generally that funding is harder to 

come by, whilst local authorities, agencies, and a rag 

bag of local partnerships demand our time and input 

to their agenda, making our own agendas so much 

harder to maintain and develop. Funds are far more 

easily available for service delivery than for 

community development, perhaps leading us down 

the road of no return where it is hard - if not 

impossible - to engage people in debate whilst you are 

assessing them for a service. 

Then we have the Direct Action Network (DAN) who 

organise non-violent actions both locally and 

nationally in protest at specific actions - such as the 
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Leonard Cheshire “Red Feather Ball” in Manchester 

some two years ago - or in support of a wider 

campaign, currently “Free our People”. However, 

whilst there are clearly some very supportive and 

clear-thinking people involved, DAN itself is fast 

becoming an exclusive club operating through 

“danmail” on the internet. It is infamous for ganging up 

and shooting down anyone who dares to express a 

contrary view on line; hardly the action of a supportive 

movement. Also, anyone who attended the “Red 

Feather Ball” action can have little doubt that the non-

violent approach is a principle that is no longer held to 

by a significant minority. This is not to say that there is 

only one way to protest, no, but it is dishonest to “sell” 

DAN as one thing when it clearly is often something 

else. 

Moving on: do disability researchers have a role in the 

movement? Time was when the links between a 

relatively vibrant BCODP and the still-small disability 

research community were strong and productive. The 

ground breaking “Disabled People in Britain and 

Discrimination” by Colin Barnes was a notable product 

of this relationship. But what now? BCODP is still 

there, although clearly not vibrant, and not really a 

“player”, whilst the research links are to NCIL - a 

relationship which has yet to prove itself. 
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Meanwhile the disability research community is much, 

much bigger. The increased size of the disability 

research community is surely a good thing: more 

researchers equals more research, and that’s an 

improvement - right? Well, not necessarily. I have 

been horrified recently at the adoption by the 

Department of Work and Pensions of what they call 

the “bio-psycho-social” model of disability, which 

seems to have quietly slipped onto the agenda without 

a serious challenge from the research community. 

Maybe most of them are too busy on the internet, 

debating the relevance of the social model, to notice 

what’s happening? As for the “bio-psycho-social” 

model, well, that’s a whole other article. 

And what of Disability Arts? Still struggling to actually 

define “disability arts”, and to decide if and how much 

disability arts can mobilise disabled people and alert 

us to the nature of our own exclusion. And yet, the 

influence of our leading performers in “connecting” 

with disabled people can’t be disregarded. 

Just a passing mention must be made in reference to 

the European Year of Disabled People (EYDP), which 

ended last December not with a bang but a whimper. 

It’s interesting that 1981 - the International Year of 

Disabled People - gave rise to large amounts of 

activity and organising amongst disabled people 

themselves and contributed, partly at least, to the 
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development of BCODP and GMCDP. By contrast, 

EYDP has had little impact on our collective 

organisation. Was it that we didn’t grasp our chances, 

having learned lessons from the International Year of 

Disabled People (IYDP)? Or was it that other 

organisations have learnt to “talk the talk” and got 

there before us? Or a bit of both - since some disabled 

peoples’ organisations that I know of tried, 

unsuccessfully, for funds. And efforts at a national 

level to try and get the funds directed towards 

organisations controlled by disabled people were also 

unsuccessful. 

Mention must be made of other players in the field. 

The major charities, for instance, are quickly lining up 

to put on “the emperor’s new clothes” of inclusion and 

civil rights. When Radar describes itself as the leading 

organisation of (disabled people),and when Remploy 

promotes itself to employers and government as “the 

biggest employer of disabled people”, well, we surely 

must realise that we still have a fight on our hands? 

Radar’s “New Spirit Coalition” will be an attractive 

option for many disabled people and “disability” 

organisations: why it even sounds radical, if a little 

touchy-feely. 

And what of the government? At the risk of dipping my 

toe into sinking sands, I have to say that “joined up 

thinking” is not making itself apparent. Whilst the 
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Prime Minister’s Strategy Unit are commendably 

adopting the social model as an underpinning principle 

of their “Life Chances of Disabled People” report, they 

have so far completely failed to acknowledge and 

examine the role that charities play in our lives. And 

don’t forget the DWP and their “bio-psycho-social” 

model. Not only that, will the whispers about radical 

changes to the benefits system - Tony Blair’s way to 

stop us being a burden on the budgets - prove to be 

true? Maybe we’ll know by the time this is published. 

The Disability Rights Commission (DRC) thinks it is a 

central part of the disability (note the word) movement, 

and maybe it is. Many people and organisations active 

in “addressing” disability issues would think so; but not 

your average disabled person in the street - most of 

who have not heard of the DRC, according to the 

DRC’s own survey, let alone a ‘disability movement’. 

And anyway the DRC’s days are surely numbered as 

the government proposals for a single Commission for 

Equality and Human Rights (CEHR) move on. And 

can I just deal with a small point here: I am reliably 

informed by someone who was at the CEHR Task 

Force meeting that it was not [someone] representing 

BCODP who “won” a dedicated disability place on the 

new Commission. Oh no, the announcement was 

made, to the Task Force, by the Minister herself - a 

fait accompli indeed! 
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So, where is this ramble through the disability 

landscape taking us? If you recall, I was looking for 

the disabled peoples’ movement. My dictionary 

defines a “movement” as “a group of people with a 

common ideology” and/or “the organised action of 

such a group”. I’ll come back to this. 

Interestingly, there is another definition - “a trend or 

tendency in a particular sphere” - and it’s time in this 

article to bring in the notion of the disability movement 

because, much as I dislike it, I think that is largely 

what I have been describing. There is a trend or 

tendency to address disability as a legal and civil 

rights issue, something which has been campaigned 

for by disabled people and their organisations, and 

which of itself is no bad thing. However, on its own it is 

not enough. What is clear is that this “trend or 

tendency” can include Scope, Radar, and Leonard 

Cheshire, the DRC and the DWP, simply by their 

jumping on the civil rights bandwagon. But it cannot 

take the place of a disabled peoples’ movement - that 

group of people with a common ideology, who may 

organise action in support of that ideology.  

No, that’s up to us. 

It’s tempting at this point to offer solutions, but that 

would be to fall into the trap of defining solutions from 

an individual point of view and that’s not the point at 
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all. Some ideas, though, about what’s missing. Old 

fashioned concepts and ideas such as:  

Analysis; how and where do we come together to talk 

about the developments “out there” and closer to us, 

and how do we understand what things mean?  

Collective thinking: within organisations, but also 

across geographical and “political” boundaries, 

creating safe spaces where we can have those 

discussions. Integrity; in our dealings with others and 

with each other. 

A “reaching out” to each other, accepting that our 

thinking will not always be identical. 

Accountability, both to ourselves and to each other, 

and through our organisations.  

Nationally it would be a start if BCDOP sat down with 

NCIL, rather than Scope or Radar, to talk about a way 

forward. Locally, maybe we should all look to our 

laurels, roll our sleeves up, and try and remember 

what it was we joined for...  

(2004)  
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Begging Belief 

Some may get the impression that Scope is puzzled 

as to why it still does not have the support of those 

disabled people who work for inclusion in mainstream 

life (Bridging the Gap). It thinks the appointment of 

[their new official] is a coup: it may not realise that 

they do not bring a following of disabled activists. 

[Another similar appointment] will lose much of the 

following they had. 

Scope, like the other major disability charities, is a 

multi-million pound business which, I would argue, 

provides contracted service provision to segregate 

disabled people in the name of care and charity. 

Through its methods of begging on our behalf, but 

without our permission, it implies that disabled people 

are pitiable, and that Scope will ease the situation. It 

suggests that disabled people will achieve equality 

through the filling of charity plastic sacks with 

unwanted gifts, or people enjoying (sponsored) 

adventure holidays. 

In reality, this absolves the mainstream of the need to 

stop creating barriers, while donors enjoy the glow of 

self-congratulation and kid themselves that they have 

done their bit. 
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Here’s an alternative model. Breakthrough UK Ltd is a 

small social enterprise and a charity controlled, 

managed and mostly staffed by disabled people. We 

use a barrier removal approach to support 

independence, particularly through employment. We 

deliver consultancy and training in how to remove 

disabling barriers. We bid for, and never beg for, 

funds. When Scope, like us, has a largely disabled 

senior management team, when it employs 70% 

disabled people, and when it stops using “charity” to 

address discrimination and barriers, then it can be 

proud. But not yet. 

(The Guardian, letters, 2 June 2004)  



A LIFE RAFT IN A STORMY SEA 

36 
 

“Keep up the Pressure”  

The Civil Rights (Disabled People) Bill remains central 

to the national campaign for anti-discrimination 

legislation (ADL) for disabled people. The Bill’s most 

recent sponsor, Dr Roger Berry MP, attended a trade 

union conference earlier this year [1994]. I seized the 

opportunity to interview Dr Berry for Coalition:  

At the Unison Annual Conference held in 

Bournemouth last May [1993], a fringe meeting took 

place at which Dr. Roger Berry, sponsor of the Civil 

Rights (Disabled People) Private Member’s Bill, was a 

speaker. Disabled members of Unison who were at 

the conference, either as delegates or as members of 

the Newssheet Team, interviewed Dr. Berry after the 

fringe meeting. There had been considerable 

embarrassment when the venue for the fringe meeting 

had proved to be inaccessible and was hurriedly 

moved! Naturally enough, this provided an opening 

question for the interview. 

Roger Berry, when asked to comment on provision for 

the meeting, said “Unison was assured that the 

original venue was accessible, but clearly nobody had 

checked.” The lesson, he said, is very obvious - we 

need to check what people are saying. This led to a 

question about positive action to challenge 

inaccessibility - had Roger Berry come across a 
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strong need expressed by disabled people to use 

direct action in such situations? His response was that 

this is a time - i.e. in the ADL debate - where direct 

action is very important - for example, to force the 

issue.  

Dr Berry was then asked to give an update on the Civil 

Rights Bill. He explained that there had been “no 

development since lunchtime the Friday before last 

when the Bill was effectively talked out. Every day in 

the House I have asked questions about the Bill and 

raised the issue of ADL. The government do not want 

this Bill. Firstly, it will cost money, and secondly, they 

are into deregulation and the Bill is about regulation”. 

Nicholas Scott had organised the wrecking 

amendments, maintained Roger Berry. They had been 

drafted on government instructions but the individual 

MPs should withdraw them. Of the Tory MPs who 

tabled the motions, Lady Olga Maitland was under 

immense pressure, but Michael Stern had tabled 56 

amendments and therefore should be seen as a major 

target by campaigners. However, Dr Berry recognised 

that it was unlikely they would voluntarily withdraw, 

and the best that could be hoped for was more time.  

A question was asked about the (then) proposed six 

month consultation offer - was there a collective view? 

Roger Berry responded that VOADL had not arrived at 
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a view, nor had the All Party Disablement Group. He 

said that it was Nicholas Scott who had raised the 

notion of a six month consultation, but pointed out that 

it was not proposing comprehensive legislation.  

The government, Roger Berry said, is not offering a 

comprehensive piece of ADL, but is talking about a 

Private Member’s Bill.  

Asked about the content of the Bill, Roger Berry said 

that, having decided to take ADL for his Private 

Member’s Bill the first thing he did was to phone 

BCODP (the British Council of Organisations of 

Disabled People) to ask whether there should be a 

redraft of the previous Bill, or whether he should “run 

with the Bill as it is”.  

The advice from BCODP, he said, was to run with the 

Bill as it was, given the context at the time. In 

retrospect Dr Berry said he wished they had improved 

the Bill because there were parts that needed 

rewriting.  

He recognised, for example, that the original draft was 

weak on employment but was strengthened at the 

Committee Stage. He also said that many sections 

were drawn specifically from the Americans with 

Disabilities Act and that he felt the Bill was stronger 

than it was twelve months ago.  
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The point was made by disabled people present that, 

if the current Bill should fall, disabled people’s own 

organisations should talk to Roger Berry about our 

concerns and our requirements to tighten the Bill - for 

example, the definitions of disability in the Bill need to 

be amended. It was recognised by disabled people 

present that the disparate views of organisations 

campaigning for the Bill presented a problem. Political 

tactics, coupled often with the need for swift action 

and decisions, needed to be considered by both 

Roger Berry and the movement.  

However, Roger Berry clearly described himself as a 

facilitator and said that disabled people should decide 

what they want, and he would do what we wanted. 

When asked for his view on the fact that several 

disabled people’s organisations were not happy about 

the content of the Bill, Roger Berry expressed surprise 

and said that not a single organisation had contacted 

him to say it was not good enough. 

Turning back to the campaign, the point was put that 

the Government appeared to be on the ropes, 

especially with all the media coverage that ADL was 

getting, but would the Government stand its ground? 

Dr. Berry was adamant that no Private Members  Bill 

will go through if the Government wants to block it.  
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Given this, he said, the only way to make as much 

progress as possible was to make sure there was a 

high profile lobby of Westminster, the red postcard 

lobby had been tremendously effective whilst the 

actual first vote had been 231 in favour plus the four 

tellers - and no votes against.  

Incidentally, it was pointed out, within twenty four 

hours of the “Red Postcard” lobby the Charity 

Commissioners had ruled that such campaigns by 

charities were illegal.  

The second reading of the Bill and the Committee 

Stage had been very important, said Dr. Berry. 

Nicholas Scott had not opposed any part of the Bill nor 

put forward any amendments - he knew that politically 

he could not be seen to be opposing the Bill.  

When Nicholas Scott had misled the House the 

Labour party knew that he had lied to the House and 

that they had to use that fact. The last public 

statement from John Smith, Labour Leader, before he 

died had been about this Bill and the government 

continued to be acutely embarrassed. The importance 

of keeping up the pressure on the government was 

stressed.  

Finally, Roger Berry was asked if he had any 

messages to disabled people and to non-disabled 

people; to the last group he said that they needed 
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always to remember that this is a Civil Rights issue, 

and that they too should lobby their MPs and support 

subsequent Bills.  

To disabled people he had this to say: “The only 

reason we have got so far is because disabled people 

continue to make demands. We are seeing the results 

of effective organisation - campaigning works. We 

must keep it up.” 

(Coalition, November 1994)  
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Sporting Connections 

As a young disabled person, at a mainstream school, 

my contact with other disabled teenagers was 

minimal. Indeed, I did my level best to avoid being 

seen with other disabled people in case I was 

identified as “one of them”. That is, until the day when 

this guy in a wheelchair took a fancy to my (non-

disabled) friend. He’d seen us together - his mate 

drove the day-centre bus and he did the rounds in the 

passenger seat, much less boring than the day centre! 

He knew where I lived because he had seen the taxi 

dropping my friend and me off at my home after 

school. So, he started putting notes through my 

letterbox, saying why didn’t my friend and I go to the 

“sports club” on a Friday night? He and his (non-

disabled) mate would pick us up, in the Social 

Services bus, and take us to the Community Centre 

where the sports club met. In this way began my short 

but exciting “career” as a disabled athlete - and my 

introduction to the concept of the eternal triangle and 

unrequited love; but that’s another story. 

The significant issue here is that, not only did I no 

longer wish to dissociate myself from all other 

disabled people, suddenly I was falling in love with 

one of them and voluntarily spending every Friday 
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night in the company of people I would previously 

have run a mile from. 

On those Friday nights I learnt to accept and befriend 

people with a wide range of impairments, abilities and 

social skills. I chose to meet up with those who 

became my friends for social occasions, and I learnt a 

lot about the interactions between disabled and non-

disabled people. I joined in with collective action as 

our committee raised funds for a minibus, for sporting 

equipment and to pay for weekends away at sports 

events. Our methods may well have been a little 

questionable - rattling tins on the street with the best 

of them, as well as sponsored wheelchair marathons, 

but we developed team spirit and bought our bus! 

By now I was in serious training - swimming 50 or 60 

lengths five times a week and lined up for selection to 

the England Swimming Team for the Commonwealth 

Games in New Zealand. Although at mainstream 

college, with no other disabled students around that I 

can remember, I was spending a lot of my time in the 

company of disabled people both locally and 

nationally. I still went to the local club on a Friday, but 

also to archery practice twice a week. At weekend 

events, up and down the country, the sports were 

almost secondary to the social life and I was 

introduced to yet another concept - the one night 

stand, which most people entered into wholeheartedly! 
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At the time - early 1970s - I was not at all politically 

aware, and disability politics were not a matter I would 

have understood or recognised - even if the issues 

were being discussed in my circles, which they were 

not. 

And yet...  

In my late teens I was involved with others in an 

organisation which was set up and controlled by 

disabled people, which brought disabled people of 

many ages together at many levels, which involved 

non-disabled people in a supporting role, and which 

gave many of us a sense of pride or purpose, 

regardless of whether or not people agree with the 

competitive angle of these activities. 

Personally, I made use of mainstream and “dedicated” 

sports facilities, became a local celebrity and role 

model, travelled to New Zealand to compete in the 

Commonwealth Games (gold medal, wheelchair 

slalom!) and achieved a level of integration, in an 

often hostile society, which would have been unlikely 

without my competitive sport. That these activities 

contributed to my confidence, my sense of personal 

value, and changed my view of myself as a disabled 

person is unquestionable. 

Of course, there were and are many shortcomings to 

disability sports. The ruling bodies of “disability sport” 
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do not work to principles of equal opportunities, either 

in their employment practices or the services they 

deliver. As recently as 12 February [1997], nineteen 

regional and national officers from the English Sports 

Council and other disability sports organisations met 

to discuss the way forward for disabled people in sport 

- none of these nineteen were disabled people. 

Many sports clubs had far too much control by non-

disabled people, and many were aligned to spinal 

units and therefore had heavy involvement by medical 

professionals. Indeed the whole concept of sport as 

therapy, developed by Sir Ludwig Guttman of Stoke 

Mandeville, was questioned by many of us who saw 

our activities as something we had chosen to do, 

rather than an extension of rehabilitation. Also, the 

clubs that were aligned to the spinal units were, on the 

whole, better resourced than those such as ours, 

running out of a community centre on a Friday night. 

There were the “hierarchies” of impairment which 

ruled that “paraplegic was better than polio, was better 

than spastic”; we knew it wasn’t true but we knew that 

it operated on the sports scene and elsewhere. And 

there was the danger of becoming a hero, the “tragic 

but brave” sporting type who overcame all obstacles; 

undoubtedly, some people revelled in this attention - 

but the majority of us recognised this false adulation. 
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There were, and are, many problems inherent in 

disability sports, not least the fact that any “political 

outcomes” are almost by chance, rather than planned. 

But my point is that they are a means of bringing 

disabled people, and especially young disabled 

people, together in a way that can expose them to the 

politics of disability and can often lead to a questioning 

of society’s structures and organisation, even if this is 

almost an unconscious questioning. 

Rather than trivialising the impact that sport can have 

on the lives of disabled people, might it not be better if 

we, as a movement, recognise that this is “where a lot 

of disabled people are at” and seek to make links and 

influence how these activities are provided and by 

whom? We make much of the disability arts scene as 

a way in which we can come together, seek 

affirmation from each other, develop a culture of 

disabled people. But - dare I say it - what if you’re not 

the arty type? And what if you are, but you still like to 

train, or compete, or just play sports with your mates? 

It’s time the movement gave some attention to 

activities which attract a lot of disabled people but 

which we denigrate because it is often seen as 

therapeutic, controlled by non-disabled people and 

competitive. 

I well remember planning a very early Coalition 

meeting, with a colleague, on the “politics of disability”. 
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Halfway through the planning session he looked up at 

me quizzically; “What is it?” I said. “Well,” he said, 

“you’re saying all the right things, but I don’t know 

why!” Perhaps my early experiences were more 

valuable than I ever realised. 

(Coalition, May 1997)  
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Briefing for Ed Miliband MP 

Minister of the Third Sector 

This piece is worth its own little preface: I was at a 

conference in Manchester where Ed Miliband was a 

speaker. At the time he was the Parliamentary 

Secretary to the Cabinet Office, as Minister for the 

Third Sector, with responsibility for voluntary and 

charitable organisations, and, well, the piece is self 

explanatory. I was disappointed that I heard no more 

about it.  

Supporting the Third Sector – Organisations of 

Disabled People 

Context: we met briefly as you were leaving the 

Manchester Comprehensive Spending Review (CSR) 

2007 consultation event on the role of the 3rd sector. I 

had asked from the floor what consideration was 

being given to the fact that the voice of disabled 

peoples’ organisations5 (DPOs) is not currently strong, 

and many are closing due to loss of funding. You 

replied that, whilst not up to date with the detail about 

this matter, you were prepared to look into it. On this 

basis I offered to do a short briefing paper, an offer 

                                      

5 That is, organisations constitutionally controlled by disabled 
people themselves. 
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you welcomed, and I am pleased to send this to you. I 

know that you and your officers have a meeting 

scheduled with the Disability Rights Commission, and 

I hope this note proves to be useful. 

The Improving the Life Chances of Disabled People 

report from the Prime Mister’s Strategy Unit (PMSU) 

(January 2005) set out a vision for government that by 

2025 disabled people should have the same 

opportunities and choices as everyone else, should be 

respected as equal members of society, and should 

be able to participate as equals in every aspect of 

family and community life. 

It recommended the establishment of the cross-

government Office for Disability Issues, which has just 

published its first Annual Report, including the 

intention to develop links “with HM Treasury on their 

cross-cutting reviews for the Comprehensive 

Spending Review 2007”. The report also 

acknowledges that the fact that the Spending Review 

2006 did not take place has impacted on the ability of 

departments to deliver some areas of work, which now 

need to be considered during the CSR 2007 process. 

The Life Chances report also recommended the 

establishment of a National Forum for Organisations 

of Disabled People – currently being recruited, with a 

new focus, and renamed as “Equality 2025: the UK 
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Advisory Network on Disability Equality”. There were 

also 60 recommendations, covering the four main 

areas of Independent Living, Early Years and Family 

Support, Transition to Adulthood, and Employment. Of 

particular significance is recommendation 4.3, with a 

Department of Health lead, which says that “each 

locality should have a user-led organisation modelled 

on existing CILs6 by 2010”.  

These very welcome initiatives are to be developed in 

a context of major change and developments, all of 

which will require major input and contributions from 

disabled people and their organisations: for example, 

The DDA 2005 placed a new duty on all public 

bodies to promote equality for disabled people 

and to publish their Disability Equality Strategy 

(DES), including details on how disabled people 

have been involved, 

Pathways to Work / JobCentre Plus (DWP) 

stated intentions to commission more from the 

private and voluntary sectors, but to procure 

only from major providers, 

The development of the Local Area Agreements 

and the changed structure of the Local Strategic 

                                      

6 CIL - Centre for Independent Living: a model of service 
design and delivery by disabled people, originating in the USA. 
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Partnerships, requiring input from disabled 

people. 

However, we have recently seen the loss, or threat of 

loss of funding for at least six DPOs in the last twelve 

months. This is leading to the gradual loss of the 

“activist” user voice which was highlighted as so 

important at the CSR consultation meeting in 

Manchester on the 26th July. The Minister made other 

important points at that meeting, as follows, with my 

added comments about the role of DPOs: 

the important role of the third sector in building 

social capital and bridging social divides - DPOs 

bring a wealth of social capital and make unique 

contributions that cannot be brought by other 

organisations. 

the importance of 3rd sector delivery of services, 

recognising the need for the engagement of the 

individual - for example, in the delivery of direct 

payments to disabled people research has 

shown this service to be of a higher quality when 

delivered through DPOs. 

social enterprises, illustrating the changing 

nature of public and private sectors – a growing 

number of DPOs are recognised and/or 

identifying themselves as social enterprises. My 

organisation – Breakthrough UK Ltd – was 
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highlighted by the PMSU as a good practice 

example in the employment field. 

the need to ensure that resources reach small 

organisations ‘on the ground’ – DPOs are 

generally small, local organisations responding 

to local needs, but they are losing contracts and 

funding to larger providers who are not DPOs. 

ensuring that the basics of the relationship with 

government is right, including three year 

contracts, applying full cost recovery, not 

requiring excessive reporting – this is 

additionally vital for small organisations facing 

the organisational and operational barriers that 

confront disabled people. 

The barriers faced by organisations of disabled people 

are often barriers to involvement, such as poor 

transport, minimal communication provision, poor 

access to local meetings, and so on. Energies are 

often used up tackling such barriers, which work 

against DPOs opportunities to be part of the networks 

that support organisational growth and development. 

Specific examples are: 

Commissioning and contracting 

Services developed by disabled people to help 

disabled people live independently – like personal 
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assistance support schemes – are increasingly being 

put out to competitive tender by local authorities. This 

often means that larger organisations bid for the work 

and offer lower unit costs whilst user-led organisations 

are disadvantaged if they are competing with these 

larger organisations, generally not having bidding 

resources. This is a particular issue for organisations 

led by or involving people with learning disabilities 

who may require more time and for documents to be 

available in accessible formats. 

Peer support and self-assessment are often not fully 

valued within the new tendering processes. Arguably, 

these and other key roles, such as consultation, can 

only be done by user-led organisations. 

Policies concerning the voluntary and community 

sector 

Initiatives to build the capacity of the voluntary and 

community sector have not, so far, identified the 

particular value and needs of DPOs or user-led 

organisations.  

Similarly, ChangeUp, the government programme to 

ensure that there is a strong infrastructure to support 

the voluntary and community sector by 2014, has not 

so far addressed the particular value or needs of user-

led organisations.  
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Service users and their organisations experience 

barriers to being involved in decisions taken by public 

bodies 

Representation of service user views to public bodies 

is a key role for user-led organisations. Disabled 

people experience barriers to being consulted about, 

and involved in, decisions taken by public bodies. 

They include: 

 Not enough time is given for proper consultation 
and involvement 

 Meetings are too fast 

 There is too much written material for people to 
read 

 There is not enough time to find out what is 
happening 

 There is an assumption that if a service user is 
invited onto a committee or group then that 
means they are involved: in fact, often they face 
too many barriers to being really involved 

 There is a lack of respect for the experience of 
using services 

 People are not paid for their time and expertise. 
 

In summary, disabled people and their organisations 

are essential to the government’s plans for the 3rd 

sector and for policy and service improvements. 

However there are many barriers to involvement, and 

many organisations are literally ‘going to the wall’ as 
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their funding is withdrawn or given to other major 

providers. The Disability Rights Commission is 

working with a committed group of DPOs – of which 

Breakthrough is a part - to try to both tackle this matter 

and to raise awareness at the highest levels. As 

government efforts to consult are growing, the ability 

of the sector to respond is diminishing and many 

groups are struggling to survive.  

I hope this briefing is useful, and I would of course be 

happy to expand further. 

(August 2006)  
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Defining Ourselves: 

Defining Impairment within the Social 
Model of Disability 

Pam Thomas, Lorraine Gradwell, Natalie Markham  

The social model of disability has been with us for a 

while now and we are pleased that it is thriving and 

gaining ground. We believe that even though we may 

be making some progress with the acceptance of the 

social model of disability, whereby disabled people 

define disability, non-disabled professionals are 

controlling the definition of impairment and will 

continue to do so, and this threatens the development 

of the social model of disability. 

There have been earlier debates questioning whether 

the social model takes account of issues relating to 

impairment. We believe that while the social model 

defines disability as a social oppression, impairment is 

a different issue which the social model does not 

ignore, but does not define either. This difference 

must be emphasised: disability is social oppression; 

impairment is a part of the individual. 

We share concerns that giving impairment too much 

attention will move the focus away from disability as a 

social oppression. The problem is that at the moment 
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non-disabled professionals in ‘disability’ services may 

accept the social model in principle, but do not 

understand a definition of impairment which says 

‘impairment is impairment’, and this contributes to 

their confusion as to the difference. 

So we are not writing about the experience of 

impairment or a theory of impairment within the social 

model. This in no way changes the definition of 

disability. This is important because although 

impairment does not cause or justify disability, it is 

always present when disability occurs. 

In using the social model of disability there continues 

to be confusion between impairment and disability 

which requires more clarification. 

So we are suggesting a definition of impairment within 

the social model of disability for consideration by 

disabled people and welcome comments and views. 

DISABILITY is the disadvantage or restriction of 

activity caused by a society which takes little or no 

account of people who have impairments and thus 

excludes them from mainstream activity. (Therefore 

disability, like racism or sexism, is discrimination and 

social oppression). 

IMPAIRMENT is a characteristic, feature or attribute 

within an individual which is long term and may, or 
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may not, be the result of disease, genetics or injury 

and may: 

1. Affect that individual’s appearance in a way 

which is not acceptable to society, and / or 

2. Affect the function of that individual’s mind or 

body, either because of or regardless of society, 

and / or 

3. Cause pain, fatigue, affect communication 

and / or reduce consciousness. 

This covers people with learning difficulties, physical 

impairments, sensory impairments, facial 

disfigurement, speech impairment, mental illness, 

mental distress. Impairment neither causes nor 

justifies disability; however only people with 

impairments are subject to disability; they may also 

experience other forms of oppression simultaneously. 

Disabled people are those people with impairments 

who are disabled by society. 

Long term effect is likely to last from birth or onset 

throughout a life time, or is likely to recur at least once 

beyond a period of twelve months. 

Let us know what you think, does this define 

impairment in a way which is acceptable to disabled 

people? 
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We thank those disabled people who have already 

sent their comments which have been incorporated 

into the definition: Ian Stanton, Anne Rae, Michele 

[Scattergood], Alden Chadwick. 

(Coalition, July 1997)  
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A rose by any other name... 

...would smell as sweet. Of course. The implication 

being that the substance or content is the same, no 

matter what the name. And in a superficial sense this 

is true. As a disabled woman I remain the same 

person no matter what you call me — or do I? 

I often get called a ‘service user’ or ‘client’; I rarely get 

called ‘handicapped’ these days but I have been 

called ‘cripple!’ in the street. And at the airport I was 

called a ‘wheelchair charlie’ by the ground crew. My 

children call me Mum. 

In truth, the names we get called — and the status of 

the people doing the naming — can have an 

enormous impact on our lives. As another old saying 

goes ‘mud sticks’, and if you refer to someone in a 

particular way for long enough then both the named 

and the namer come to absorb the underlying 

message which describes and categorises a person or 

group of people. 

Disabled people have traditionally been ‘named’ by 

the medical, welfare and charitable powers and 

described in terms of what is ‘wrong’ with us. Many 

names which are now seen as insults are derived from 

medical terminology — mongol, spastic, cretin, idiot — 

even the more generic ‘invalid’, ‘handicapped’ and 
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‘disabled’ have roots in negative concepts of being at 

a disadvantage, being neither valid nor able. 

Language is a moveable feast and the disabled 

people’s movement has been built on an examination 

of what it really is to be a disabled person. Disabled 

people have debated and analysed their situation and 

arrived at ‘the social model of disability’. This is in 

contrast to the ‘medical model of disability’ which says 

that the individual has something wrong with them (eg, 

they cannot hear) and because of that they are unable 

to carry out a whole range of activities, such as 

holding a conversation and using the telephone. 

The social model says that all people are different but 

that society does not take account of everybody’s 

differences; so, for example, if all children learned 

British Sign Language (BSL) at primary school then 

deaf people would not need to lip-read and use 

interpreters. If the existing technology which produces 

text telephones were incorporated into everyday 

phone systems then deaf people would have access 

to this form of communication. The people would be 

unchanged, no miracle cure needed, but the barriers 

would be removed. 

This rather simplified explanation demonstrates that 

the social model provides the solution to most, if not 

all, of the exclusion that disabled people face. If 
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society were to remove the barriers that it constantly 

places before us, then the disability would be 

removed. 

The disabled people’s movement has adopted the 

words ‘impairment’ and ‘disability’ to describe 

ourselves and our situation. It is important to 

understand the distinction. 

Disability is the disadvantage or restriction of activity 

caused by a society which takes little or no account of 

people who have impairments and thus excludes them 

from mainstream activity. Impairment is a 

characteristic, feature or attribute within an individual 

which is long term and may or may not be the result of 

disease, injury or congenital condition. 

Disabled people, then, are those people with 

impairments who are disabled by society, this includes 

people with physical impairments, people with visual 

impairments, deaf people, people who are hard of 

hearing, people with learning difficulties and people 

who have or have had mental health needs or mental 

distress. Impairment neither causes nor justifies 

disability, which, like racism or sexism, is 

discrimination and social oppression. 

It is easy to see why the term ‘people with disabilities’ 

is unhelpful — it implies that we ‘own’ the disability, 

while it is society which disables us. 
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I was once in a conference workshop explaining the 

social model and a participant shook his head and 

said, “Phew, that’s a bit heavy isn’t it?” Well, maybe it 

is, but without a clear analysis of what it means to be 

a disabled person and, leading on from that, some 

commonly held understanding of where the problems 

arise and how to tackle them, then the situation of 

disabled people in our society will not improve. 

The social model also requires that, instead of 

grouping disabled people into, for example, deaf 

people, blind people, wheelchair users and so on, and 

trying to identify solutions for individuals, we look 

instead at the common barriers which exclude 

disabled people from mainstream activities and 

services. 

These barriers can generally be grouped under three 

headings, namely, physical, organisational, and 

attitudinal. Physical barriers are steps, stairs, 

inadequate signs, lack of visual fire alarms, and so on, 

while organisational barriers are the systems and 

processes which exclude us, even though the 

environment may be accessible. A classic example is 

the ‘accessible’ toilet, stuffed with mops and buckets 

(go and look). Or maybe your organisation has text 

telephones, but neither trains staff to use them nor 

proactively publishes their availability. 
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Finally, attitudinal barriers underpin all the others, and 

continue to discriminate against disabled people in all 

walks of life. There is plenty of research to show that 

the attitude of employers, for example, is a major 

reason why disabled people do not get jobs. The 

traditional view of disabled people, as passive, 

dependent, and needing care, prevails in all walks of 

life, and assumptions are made about our wants and 

needs. We are not necessarily thought of as partners 

and lovers, parents, or children of elderly dependent 

parents. These stereotypes influence service planning 

and delivery and ensure that disabled people continue 

to be excluded from mainstream provision. 

In terms of healthcare and the widest range of health 

services, disabled people are seen in a very particular 

way. Thus it is that no matter whether I present at the 

clinic with athlete’s foot or pregnancy, it’s all viewed 

via my impairment. Services aimed specifically at 

disabled people — rehabilitation services, for example 

— are generally designed and implemented in an 

accessible way, but mainstream services are a 

different matter. First, disabled people need to know 

that the full range of healthcare services is accessible 

to them throughout their lifetime, from school clinics 

and ante-natal care to sports injuries clinics and 

services for elderly people. Second, disabled people 

need to be confident that they can accompany and 
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support their children, friends, partners and parents in 

their access to healthcare. 

This is, of course, a pretty tall order and if it is tackled 

from the medical model approach it will never come 

remotely close to being achieved. The social model, 

however, requires the removal of barriers, and once 

removed the benefits apply to many, many people, not 

just a single person. 

In order to remove barriers we must first identify them: 

this is not the simple process it might seem. Many 

physical barriers are easily noted — those steps at the 

front entrance, the poor lighting in the main corridor, 

the lack of an induction loop at reception — but it is 

easy to overlook other physical barriers, while 

organisational and attitudinal barriers are much harder 

to identify and move. 

Expert input is required from disabled people’s own 

organisations which have built up a wealth of 

experience in this area (for a local contact call the UK 

Disabled People’s Council) and can often provide 

advice and training on all aspects of access. 

As Humpty Dumpty said: ‘A word means exactly what 

I intend it to mean, no more nor less’. In terms of 

planning, delivering, monitoring and evaluating 

services it is essential that we all understand the 
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terminology we use, and this is why definitions are so 

important; they underpin our understanding. 

The social model is still a new way of understanding 

the situation of disabled people, and requires a whole 

new mind-set for many people. But the last century 

has surely demonstrated that the medical model has 

done practically nothing to effect change for disabled 

people. The tremendous changes of the last fifteen to 

twenty years in relation to our activities and access to 

mainstream society demonstrate the success and 

validity of the social model. 

And finally: people often reveal one of their greatest 

worries as ‘saying the wrong thing’. Don’t let this stop 

you exploring the issues with others — by ‘saying the 

wrong thing’ you will enter into discussion, exchange 

ideas, and widen your understanding. Above all, have 

the debates and make the changes. 

(Health Matters,1999) 
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Out of Place  

AUTHOR  Lois Keith 

PUBLISHER Crocus Books (published by 

Commonword Ltd.) 

“Memories need to be taken out and looked at from 

time to time, spoken about by others, revisited, to 

prove that they are true.” 

Commissioned as the first recipient of the “Sue 

Napolitano Award for Disabled Writers”, Lois Keith 

tackles a wide variety of issues in “Out of Place”. The 

book tells the story of Eva and Susi and their 

respective families. Susi’s crime was to be a Jewish 

teenager in Vienna in 1938: Eva’s crime was to be a 

disabled child. 

Each of them persecuted for different reasons, Susi 

and Eva escape the Nazi terror on the kindertransport 

to build a new life in England – though a life based on 

a lie, which has an enduring influence on their lives. 

There is a clever comparison of the practical impact 

that the persecution in Vienna has on the girls and 

their families, and chilling passages about the medical 

establishment’s involvement in planning to eliminate 

Eva. 
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Although she does not experience the overt 

persecution that was a feature of Nazi-controlled 

Vienna, Eva nevertheless has a very different 

reception than Susi in her new country. Spanning 60 

years, the story weaves from the present to the past 

and back again, and a picture of the very different 

lives of the two “cousins” gradually becomes clear. As 

Eva describes herself – “All my life I had been seen as 

a little oddity, sweet but damaged. I was different, 

outside of things, dislocated.” 

The gap between their respective realities grows 

wider, as the story follows them both through 

adulthood, yet still manages to link back to the past. 

The particular features of life as a young disabled 

woman in the late forties and early fifties – and indeed 

the early 21st century – are more than apparent to 

Eva. “I was welcome and I was loved but I was Eva in 

the corner of someone else’s home... it suited me this 

role, and it didn’t suit me at all.” 

With this novel Lois Keith has made a clever attempt 

to portray, in a popular fiction format, the fact that 

disabled people were murdered by the Nazis, with the 

active collaboration of the medical establishment. 

Also, that they suffered a persecution that was as real 

and cruel as that experienced by Jewish people. And 

that our society still does not accept us as it does 

others. 
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And here lies one of the problems – it is a difficult task 

and the book, maybe understandably, falls a little 

short of the mark. I wasn’t sure whether I was reading 

a social commentary or a popular novel: indeed, it 

could be both, but it wasn’t quite either. 

The reality of the Holocaust and disabled people is still 

very little known in the general population: I feel this 

book would carry a more powerful message if Eva 

were just a little more feisty and a bit less accepting. 

For some reason I’m trying hard not to be critical but 

my feelings, having finished the book, were that it 

didn’t quite “hit the spot”, and I speculated whether 

someone who knew less about the subject matter 

would find it a more powerful read. Perhaps. 

And yet I did enjoy the book, and am impressed by the 

range of time and subject matter that it covers: and, 

while not riveting, still managing to be readable. 

Curiously, or perhaps not, the part of the book that 

touched me most was not any of the issues around 

Eva’s impairment or her treatment. It was the scene 

where the two girls are leaving on the kindertransport 

and their families are saying goodbye, knowing that 

they are unlikely to see them again. This had the 

mother in me weeping, whilst the disabled woman in 

me was relatively untouched. 
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Still. At the recent launch of “Out of Place” at the 

Green Room in Manchester Sue Napolitano’s partner 

and I speculated a little on whether or not Sue would 

have liked it. We decided that, Sue being Sue, 

probably mostly, but not entirely. So I’m in good 

company. 

(Coalition, August 2003)  
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Disability is not Measles: new 
research paradigms in disability  

EDITORS  Marcia Rioux and Michael Bach  

ISBN  1895070341   

Don’t be put off by the title, or the language. What it is 

saying is that because disability is socially 

constructed, then to research it as if it were a 

biomedical condition (like measles) is not appropriate.  

The book demonstrates that research needs to step 

back and question the methods and the theory behind 

the methods that are being used in the field of 

disability research. In other words, ‘we must question 

how the questions are being asked’.  

It argues that disability research originally focused on 

the state and workings of the human body. It looked 

ultimately for a cure but settled for treatment or 

‘improvement’.  

As theories and practices of rehabilitation developed 

research opened up to address service delivery, 

another incomplete approach.  

While there have been shifts in the research agenda, 

the domination of ‘experts’ and their traditional 

methods have changed little.  
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A focus on the social, economic, political and legal 

construction of disability is necessary to give disability 

research an appropriate basis for a critical 

perspective.  

Research and research methods need to take into 

account the day-to-day reality of our lives – from our 

perspective, not from that of the researcher.  

There are also ethical, even legal, considerations – for 

example, studying the genetic make-up of people from 

non-white racial groups is ‘sceptically viewed’, as is 

research into ‘genetic engineering that could be used 

to prevent female children’.  

The book argues that disability ‘ought not to provide a 

rationale for research that is unacceptable for other 

groups in society’.  

The ‘underlying assumption of the lack of status’ of 

disabled people has influenced research and research 

methods.  

The social model of disability has come from disabled 

people’s own analysis, and the work being done by 

contributors to this book builds on the social model. 

Hopefully the stage is set for fruitful collaboration.  

(2000)  
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Are Disabled People Service Users? 

And vice versa? I have been asked to write a short 

piece on the differences between a “user-led” 

approach and a “disabled people-led” approach and I 

thought it necessary to begin by looking at what we 

mean when we say “service user” or “disabled 

person”. 

According to the disabled people’s movement, and 

incidentally Manchester City Council policy, a disabled 

person is someone who encounters discrimination 

related directly or indirectly to the fact that they have 

an impairment. So if you cannot see, you have an 

impairment; but if the documents produced at work 

are not in Braille then you become disabled because 

they are not accessible to you. Similarly, if you use a 

wheelchair then you have an impairment – it’s the 

steps and stairs that make you disabled. 

However, a disabled person is not necessarily a 

“service user” who, by definition, is someone who 

makes use of a service provided for themselves (as 

an individual) or for a larger group of people. We 

might safely assume that a “service user” would 

generally have an interest in developing the relevant 

service so that it operates to maximum benefit and 

effectiveness for themselves and for other – possibly 

even potential – service users. 
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A “service user” is also necessarily defined by the 

service they receive – they may be male, female, 

black, gay, straight, whatever – but the common factor 

is that they all use a particular service, and therefore 

are defined first and foremost by their particular 

relationship with the service provider. 

So, if you are on the “Ring-and-Ride” user group your 

main concern will likely be with the provision of door to 

door transport, the development of that scheme and 

the securing of its long-term survival. If you are on the 

direct payments user group then your main concern, 

generally, will be the development of that scheme in 

the most appropriate manner so that it supports 

autonomy, independence and control for disabled 

people over their own lives. Similarly, if you are on the 

user-group for an advocacy scheme then you will be 

keen to see the scheme develop so that it meets your 

own, and others, advocacy needs in an appropriate 

manner. 

If you are a disabled person on a committee or group 

that covers more than one area or topic– maybe not 

even a service as such – then your concerns are 

probably wider. Many local disabled people’s 

organisations, for instance, have been set up with a 

wide agenda to tackle discrimination – not to develop 

and support particular services – and therefore they 
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are not controlled by service users but by disabled 

people. 

They will consider the wider matters which impact on 

disabled people, such as inaccessible environments, 

education and training, information provision, housing, 

personal assistants (PAs), transport, and so on, but 

also the local and national social, political and 

economic context. 

This might mean for instance that, whilst recognising 

that “Ring-and-Ride” provides an important service for 

its users, we know that it cannot undertake to support 

people into work because it will not officially take 

work-related bookings. Therefore, disabled people 

who are taking a wider view must question such a 

scheme because it does not take employment into 

consideration, even if it appears initially to lead some 

disabled people to disagreement with “users”. 

Of course, many “user-led” groups do take the wider 

view, whilst many “disabled people-led” groups are 

single-issue groups. However, I have tried to illustrate 

that there can be an important difference between 

“user-led” and “disabled people-led”, and to outline 

what this difference can mean to the approach of a 

group or organisation. 

The nub of the question, at the end of the day, comes 

down to issues of who exercises control and direction. 
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Many disabled people have involved themselves for 

years in developing their own organisations in order to 

analyse and address disability issues as they see 

them. Some have refused to take on the provision of 

services because they feel it would divert their 

energies and dilute their control – “s/he who pays the 

piper calls the tune”. User-led organisations are 

concerned with service provision; it is their reason for 

existing. 

I know that this short article poses more questions 

than answers, but I believe that open debate is the 

most important point of all, and disabled people are 

often excluded even from this. Whether you agree 

with what I have said or not, I look forward to hearing 

or reading your responses in a future issue of the 

[Manchester] Direct Payments Newsletter. 

(September 1998)  
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Disability – controversial debates and 
psychosocial perspectives 

AUTHOR  Deborah Marks 

PUBLISHER Routledge. 

ISBN   0-415-16202-5 (hardback) 

   0-415-16203-3 (paperback) 

Disability Studies is institutionally segregated from the 

mainstream academic disciplines. It is developing an 

“insular tendency”, and claims to be “incompatible with 

rehabilitation, medical, or psychological approaches”, 

are misguided, states Marks, arguing that 

psychoanalysis brings an essential, currently lacking, 

dimension to the debates. The introduction of “the 

more radical and critical strands of psychoanalytic 

thought” is the basis of her approach “to address our 

own sense of ‘identity and difference’ which is not 

addressed by the Social Model of Disability.” 

Chapters cover the social construction of disability; 

causes, issues around categorising “impairment”; 

language and images; valuing lives; the role of 

medical and other professions; and the “investments” 

that workers who are in positions of care / control 

around disabled people make. These “investments” 
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are really about peoples’ attitudes and why they have 

them. 

A non-disabled woman, Marks is keen to explore and 

justify her own “investment” in the field of Disability 

Studies and deduces that the objective outsider or 

“other” can bring a legitimate view to the debate. 

However, she also argues that “some of the 

oppressive ways in which professionals behave are a 

product of the cultural and institutional pressures 

which they face.” Professionals, in short, are not value 

free. 

There are factual errors in this book, and the 

arguments often just miss the point. For example, in 

considering that there may be a case for “simulation” 

exercises in disability training, Marks fails to address 

the question of what on earth is the point of 

temporarily having a “near-impairment” experience? 

(Answer, none, according to every disabled trainer 

that I know). The argument for exploring 

interdisciplinary work is compelling, but couched in 

academic sociological language it is clearly aimed at 

other academics. Nor are such practical and essential 

disciplines as architecture (one of the most oppressive 

disciplines) or human resources considered. 

The need to revisit the Social Model of Disability has 

been raised within the disabled peoples’ movement, 
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and this is where the debate must develop. Non–

disabled allies of any discipline must recognise their 

own role in disabling us, and find the means to 

address that role. And then let us know. In language 

we can all understand. 

(1999)  
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Disability Discourse 

Author Mairian Corker & Sally French (eds) 

Publisher Open University Press 

ISBN  0-335-20222-5 

“Blacks, queers, crips, had all found their voices …” 

The construction and use of the words we, as disabled 

people, have available to describe and discuss our 

situations have for too long been dominated by 

professionals in the medical, charity and welfare 

fields. Indeed, it is only relatively recently that we have 

secured a position of actually being contributors to the 

debates, and therefore sought to develop our own 

discourse. 

The editors of this work, both disabled women, 

describe how the language and means of 

communication they personally use is influenced by 

many and varied factors, such as their relative 

impairments and their different professional 

backgrounds and disciplines, and in actual fact made 

it difficult for them to communicate. Accordingly, this 

work contains contributions to “the development of 

alternative conceptions, including interpretations of, 

(for example) the relationship between disability and 

impairment.” 
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Divided into three sections, the twenty contributions 

cover personal narratives, the social creation of 

disability identity, and cultural discourses. The book 

demonstrates how, as disabled people increasingly 

find – and use – their collective and individual voices, 

the complexity of the issues also increases. The 

personal, social and cultural impact on the experience 

of being a disabled person provides many layers and 

viewpoints, whilst the experience of differing 

impairments has its own particular impact. Finding the 

words to describe these experiences, for a group of 

people too long silenced, is vital. 

Described by the series editor, Professor Len Barton, 

as “a thoughtful and challenging read, one which … 

will stimulate debate and critical responses ... The 

issues here are complex and contentious.” 

Possibly a bit of a challenge for the “average” reader 

of this magazine, its value and interest should spread 

wider than academic circles. I fear it may not. 

(1999)  
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Phew.... That’s a bit heavy, isn’t it?  

Reflecting on a difficult situation in a discussion group 

led me to write this article which examined issues 

around how we gain the experience and skills to 

present and defend our arguments.  

Having been an active Coalition member for more 

than five years now, I recently had cause to remember 

how overawed l used to feel when listening to old 

hands debating, speaking at meetings, or taking on 

the professionals. These disabled people impressed 

me with their knowledge and analysis of disability 

issues, and the skilled ways in which they presented 

and defended their arguments.  

The reason I had cause to remember all this was 

because someone recently told me how she had been 

overawed by me when she had first become involved 

in the coalition - and the thought that someone was in 

awe of me was not comfortable! “How could this have 

been?” l asked myself. I know now that the people l 

had put on pedestals were so skilful because of their 

experience, because of the opportunities they had 

made for themselves to debate and develop their 

views and arguments, and because of the support that 

they gave each other in difficult situations.  
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“What exactly is the social model of disability?”  

Similarly l had become involved in disability politics in 

the early days of the Coalition, l too had access to the 

processes of debate, exploring issues, and developing 

arguments in a supportive atmosphere. This, l tell 

myself is why l - and others, l hasten to add - 

appeared so awesome that some people would not 

even talk to us!!!  

Something else which bothered me was when a 

friend, another long-standing Coalition member said, 

“What exactly is the social model of disability? I mean, 

I think l know, but l’d like to check it out.” 

Now I had been fondly imagining that GMCDP 

members are among the best- informed and most 

‘right-on’ disabled people in the country, and maybe 

they mostly are. But for those who are not, we must 

wonder how it can happen that we fail to make such 

basic debates as the ‘social vs the medical model of 

disability’ available to our members. l well remember 

(nostalgia rules, ok?) a NALGO7 conference that l 

went to with Ian Stanton.  

                                      

7 NALGO, the National Association of Local Government 
Officers, was one of the three trade unions who merged to form 
UNISON 
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This conference was for disabled people who were 

members of NALGO, and in a workshop l was 

outlining the ‘social model’ of disability. The very basic 

example l used, one which I usually use when talking 

to people about GMCDP, and which some people may 

be fed up of hearing! is one which describes how easy 

it is for me to go about my job in the GMCDP office; it 

has level access, good parking, accessible toilets, and 

l can reach all the filing cabinets, the kettle, and the 

microwave! Disability? l say. What disability?  

Disability does not lie with the individual person, but is 

imposed on that person by society. Compare this with 

the buildings in which some people work - flights of 

steps and stairs, equipment which can’t be used 

because it’s not suitable, desks which are either too 

high or too low; we all know which are the particular 

barriers which keep us out... all of a sudden, if we 

were to work in such a building, we are disabled! It’s 

easy to see what has changed, it is not the ‘disabled 

person’, but the situation in which they are trying to 

operate.  

So where does the disability come from? This 

example is meant to show how disability is created by 

society, how disability does not lie with the individual 

person, but is imposed on that person by society and 

is in fact a form of oppression. l then went on to 

explain how a society which carries on creating 
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disabling situations is actually discriminating against 

disabled people, and that this is tantamount to a 

system of apartheid. At this point another disabled 

person in the workshop shook his head in disbelief 

and said “Phew... that’s a bit heavy, isn’t it?”  

He went on to tell me that l was way off beam, that he 

wasn’t disabled, he could go anywhere he wanted, 

anyone would help him up steps if only he asked, that 

to think disability was a political issue was over the 

top!  

Taken aback by the hostility of his manner and his 

attitude, I faltered in my explanation, and was relieved 

that Ian was there to back up my arguments and 

support what l had been saying. Together we felt 

strong enough to challenge the hostile attitude of this 

man. l wonder how many disabled people we have 

managed to support to the extent that they too would 

feel confident in such a hostile situation? Quite a few - 

yet not enough, l fear.  

At the conference for disabled women held earlier this 

year when asked what they would like to see as a 

result from the conference, many women said that 

they wanted space to explore the issues in a 

supportive atmosphere. They wanted experience, 

opportunities to debate and develop their views and 

arguments, and support in difficult situations. In short, 
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they want the opportunities to develop their skills that 

we ‘old hands’ had in the early days. Perhaps we ‘old 

hands’ all need to consider how we can better share 

those skills. 

(Coalition, September 1990)   
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Employment: 

An Act of Recognition 

As Breakthrough UK Chief Executive, I considered the 

Coalition Government’s intentions regarding equality 

and disability... 

As the new government passes the ‘first 100 days’ 

milestone, it is useful to dip a toe in the water and test 

the temperature in relation to pronouncements on 

disability and equality. It’s still early days but perhaps 

a good place to start is with the Coalition’s 

Programme for Government in May. The ‘Equalities’ 

section does not mention disabled people at all, but 

says in section 12: 

‘The government believes that there are many 

barriers to social mobility and equal 

opportunities in Britain today, with too many 

children held back because of their social 

background, and too many people of all ages 

held back because of their gender, race, religion 

or sexuality...’ 

Meanwhile section 28, ‘Social Care and Disability’, is 

almost totally about ‘care’, with a nod to Access to 

Work provision. Nothing much there about equality 

and disabled people then. 
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Current and proposed developments are still located 

within a largely unchanged legislative environment; for 

example, the Disability Discrimination Act (DDA) 1995, 

the Disability Equality Duty 2005 and subsequent acts 

and amendments aimed to end the discrimination 

many disabled people face. However, the single 

Equality Act changes the landscape from October 

2010, and in April 2011 the provisions of the previous 

disability legislation no longer apply. 

The UN Convention on the Rights of Persons with 

Disabilities, ratified by the UK in 2008, requires 

government to take action to remove barriers and give 

disabled people real freedom, dignity and equality. 

The Equality and Human Rights Commission states 

that: ‘When a government has ratified the convention 

it commits to taking practical action to make rights 

real. It should take steps so that disabled people can 

enjoy all their rights; for example, making sure that 

disabled people have full protection against all forms 

of discrimination...’ 

The Human Rights Act (HRA) was introduced in 1998 

to make rights drawn from the European Convention 

on Human Rights enforceable in courts throughout the 

UK whilst, in its preamble, the Universal Declaration of 

Human Rights recognises the inherent dignity and the 

equal and inalienable rights of all members of the 

human family are the foundations of freedom, justice 
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and peace in the world. Fifteen fundamental human 

rights are covered by the HRA, but perhaps of 

particular relevance to disabled people in today’s 

climate is the right to life, whilst many in this country 

advocate and lobby for the ‘right’ to a ‘dignified death’ 

for disabled people. 

So, apart from the explicit lack of recognition of 

disability as an issue of equality in the government’s 

programme, and the absence of any specific disability 

activities in the ‘what we do’ section of the 

Government Equalities Office website, what other 

indicators can we look for to test the water on their 

intentions regarding disability equality? 

The much publicised comment by the prime minister 

about reversing the “bias” to mainstream education for 

disabled children worried many, whilst the impacts of 

“localism” and the proposed Big Society are of 

concern to those who recognise that both large and 

small charities have not always excelled in including 

disabled people, tackling discrimination or promoting 

rights.  

Others fear that the Equality Act will dilute actions on 

disability equality, and that the austerity measures will 

have a direct and disproportionate effect on disabled 

people, including actions to protect against 

discrimination. 
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A clear statement on the government’s intentions 

regarding equality and disability would be reassuring. 

But perhaps the major indicator is, currently, just a 

rumour that the government’s disability advisory body, 

Equality 2025, will be rebranded as ‘Equality’ as the 

government does not believe that equality can be 

achieved by 2025. 

(2010)  
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DDA Part lll Briefing 

Margaret Hodge, Minister for Disabled People at the 

DfEE, had prophesied a “High Street revolution” on 

October 1st, when Part III of the Disability 

Discrimination Act (DDA) 1995 came into force. 

However, the winds of change certainly did not sweep 

along my High Street: how about you? In fact, do you 

know what Part III of the DDA is, or what it means? 

It could possibly mean quite a lot to you, and it is 

certainly worth some explanation. Manchester 

Chamber of Commerce is keen to promote awareness 

of the requirements of the DDA to its members, and 

has asked Breakthrough UK Ltd, a local provider of 

training and employment support to disabled people 

and their employers, to outline the requirements of the 

Act. 

On 2nd December 1996 the main duties on employers, 

now of 15 or more people, came into force, including 

all duties to make “reasonable adjustments”. Duties 

relating to the renting or buying of land or property 

also came into force at this time. Most recently, from 

1st October 1999, new duties are placed on service 

providers to make “reasonable adjustments” for 

disabled people: a service provider is any person or 

organisation involved in providing a service, including 
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goods and facilities, to the public or a section of the 

public. 

But what is a “service”, and what is a “reasonable 

adjustment”? 

“Services” covered by the Act would include, for 

example, hotels, restaurants and pubs; solicitors, 

banks, building societies, the utilities: shops, post 

offices, hairdressers, fast food outlets, and so on. This 

short list is for illustration purposes only, and does not 

include all services covered by the Act. Transport and 

Education are excluded from this part of the Act, 

although some of the services they provide will be 

covered. 

“Reasonable adjustment” means that you should 

provide a reasonable alternative method of making 

your services available to disabled people. For 

example, if you own a small restaurant, then offering 

to read the menu to blind customers will probably 

count as “reasonable adjustment”. However, if your 

restaurant is part of a national chain then it might be 

reasonable to expect you to provide a braille menu. If 

you are a small newsagent with narrow aisles which 

will not accommodate a wheelchair then it may be 

considered reasonable to offer to serve someone at 

the till, and bring what they require. A large store 

would be expected to make aisles larger. 
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How far it is “reasonable” to undertake specific actions 

depends on the size of an organisation or business, its 

resources and its particular circumstances. Given that 

Part III of the DDA is only just implemented, it is yet to 

be tested. 

The government has issued Codes of Practice to give 

guidance on these new duties, with separate Codes 

for Employers and for Service Providers. There is also 

a Code for Trade Organisations such as the Chamber, 

which is currently looking into its own service 

provision. 

What should I do? 

The clear messages here are, firstly, do not panic! 

Part III is very new and will take time to settle down. 

However, the Act does give significant new rights to 

disabled people and so the second message is, be 

prepared! What does this mean? 

1. Find out about the Act and how it applies to 

you. 

2. Brief your staff: make sure they know that it is 

illegal to discriminate against disabled 

customers. 
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3. Check whether or not you are discriminating – 

you may not knowingly discriminate, but that is 

not really the issue. 

4. Take action – audit your service and your 

premises, make changes, let any disabled 

customers know what you are doing, ask their 

advice. 

5. Consider having training for yourself and your 

staff. 

Breakthrough UK Ltd has recently joined the 

Chamber: as well as providing services to disabled 

people, training to employers and service providers, 

and accessible meeting rooms to hire, we also have 

30% of our staff who are disabled people, and we aim 

to deliver good practice in all our activities. We are 

working with the Chamber to both support the 

adjustments which Manchester Chamber of 

Commerce might need in its own services to 

members, which includes us of course, and also to 

consider the support needs that members might have 

as employers or in providing their own services. 

Although Breakthrough UK Ltd does not provide a 

telephone help line (see below) we can deliver a 

training service to other businesses and organisations 

and would welcome enquiries. 
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Many organisations and businesses worry about 

making expensive alterations or buying equipment; in 

truth, experience shows that adjustments are often as 

much about how you do something, and changes 

involve minimal financial outlay. Use the contact 

details below to find out more, or write to us at 

Breakthrough UK Ltd for a discussion about a more 

proactive response to Part III of the DDA. 

Codes and Guidance on the DDA can be obtained 

from Stationery Office Bookshops. 

The DDA Helpline [was subsequently closed] 

The government’s website [was] at 

http://www.disability.gov.uk/dda 

(estimated date, 2000)  
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Breakthrough UK Ltd 

Disabled people have long complained about “training 

schemes” where the “training” either led nowhere or 

lasted the rest of your life, and about “sheltered 

employment”, which often exploits and oppresses 

disabled people. A new scheme in Manchester, set up 

by the Social Services Department but controlled by 

disabled people, hopes to provide “real training for 

real jobs”. 

July 1st 1998 passed quietly enough but it marked a 

significant development in relation to disability, 

employment and training: this was the day when the 

culmination of several years of planning and hard 

work came together to mark the full operation of a new 

initiative called Breakthrough UK Ltd. We need to go 

back to the mid-eighties to find the beginning of this 

initiative, when many local authorities across the 

country were taking on board equal opportunities 

issues in a big way. 

In some areas, Manchester being one of them, local 

disabled people pressed hard for disability to be 

included alongside race, gender and sexuality as the 

major areas being addressed. Local disabled people 

were instrumental in ensuring that the new Equal 

Opportunities Unit had dedicated staff, themselves 

disabled people, working on disability issues both 
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within and outside the authority. Employment was one 

of the issues considered, particularly the fact that 

Manchester City Council (MCC), along with local 

neighbours Salford and Trafford was financially 

supporting the placement of disabled people in 

sheltered workshop provision, Quayside Products. 

Disabled people on the MCC Equal Opportunities sub-

committee argued that this was in fact segregated 

provision which maintained disabled people in low-

paid work with little chance of promotion or 

advancement, and that MCC should redirect the 

money to more appropriate provision. 

To cut short rather a long political story, over several 

years this proposal was agreed as a way forward and 

MCC withdrew from the sheltered workshop provision, 

having made a commitment to find “real jobs” for the 

disabled Manchester residents who had worked there. 

At the same time, two new schemes were to be set up 

- one to find work (paid and unpaid) for disabled 

people and the other to offer training in work - related 

skills. The third strand of this strategy was to set up a 

new company, completely independent of MCC, to run 

these two schemes under contract from Manchester 

Social Services Department (MSSD). 

The two new schemes, called Hexagon and Options, 

were set up and run as mainstream MSSD provision, 
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whilst planning for the new company - NewCo - 

began. MSSD’s first attempt to convene a Working 

Group consisting of representatives of disabled 

people, the private sector and MCC floundered in the 

face of critical input from disabled people present. It 

had always been acknowledged that this was to be a 

politically sensitive project but it now seemed in 

danger of stumbling at the first hurdle. 

Outside the disabled people’s community, both 

Hexagon and Options were seen as innovative 

developments, winning national awards. However, 

one of the problems was that, although agreeing in 

principle with developments, local disabled people 

were unhappy with some aspects of what was 

happening. There were criticisms especially that 

Hexagon was operating as just another form of “day 

provision” rather than offering real training, and that 

disabled people were actually doing real work and 

receiving nothing for it. Options was criticised for 

concentrating on finding unpaid work rather than real 

jobs. Above all, it appeared that this was being taken 

forward by non-disabled people, without a clear 

enough statement of how this was to be addressed. 

Meanwhile, a MCC European Social Fund bid under 

“Article 6”, together with further funds from the 

European Regional Development Fund and from the 

sale of Blackley Adult Training Centre, enabled MSSD 



LORRAINE GRADWELL 

99 
 

to provide for the funds for partial refurbishment of a 

former primary school in Ardwick and the employment 

of staff to develop the NewCo initiative and prepare 

Options and Hexagon for “externalisation” to NewCo. 

Recruitment began in the early summer of 1995, and 

by December a “Strategic Manager” - myself - was in 

place. 

Over the following eighteen months there were very 

many difficulties and diversions around the NewCo 

initiative, not least the staffing problems which 

invariably come with a project which potentially 

threatens the jobs of existing workers. What did not 

happen was the anticipated progress in setting up the 

new company. This led to a decision in September 

1997 to redirect people’s energies and set aside a 

development budget so that the new company - now 

named Breakthrough UK Ltd - could begin to put 

structures, policies and procedures in place ready for 

independence. By the end of December that same 

year Breakthrough was legally incorporated and 

operating its first contract for the (then) Manchester 

Training and Enterprise Council (TEC). 

With a further development contract from MSSD to 

cover the period to 1st July 1998, Breakthrough began 

to recruit its own staff and to work towards taking on 

the major contracts to cover the next three years. By 

the middle of August there will be twenty three staff, 
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roughly 30% of them disabled people thanks to a 

targeted recruitment scheme, running the building and 

three major employment and training projects. 

Breakthrough then will move quickly from major 

dependence on MCC to as broad a financial base as 

possible. The immediate future will be a “settling 

down” period leading to longer term planning, with the 

aim of delivering services that disabled people want, 

and including a range of activities from business start-

up to skills for living independently. 

Breakthrough is truly innovative - an overused word, 

as we know - in several ways. Firstly it is an 

independent organisation, controlled by disabled 

people but set up by a Social Services Department. It 

is not a “user group”, it is not for consultation 

purposes, but is a private company limited by 

guarantee and constitutionally controlled by a majority 

of disabled people. Not only that, it is also firmly based 

on the social model of disability, and principles of 

independent living, with all staff being required to work 

to these principles. 

Secondly, it is an unusual partnership of local 

authority, private sector and disabled people’s 

organisation representatives; this has caused some 

interesting dynamics as the Board progressed towards 

being a supportive and functioning team. There is still 
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work to be done in this area, with the different sectors 

beginning to share their skills and experiences with 

each other more easily, and a recently successful 

European Social Fund (ESF) grant will support the 

development of the Board of Directors. 

Thirdly Breakthrough, although coming from SSD, is in 

reality an economic initiative which is intended to be 

financially viable within three years. This also led to 

some interesting debates. SSD staff are, naturally 

enough, focussed on Community Care, service users, 

and are concerned with minimising risk - real or 

otherwise - rather than supporting a fledgling, 

potentially risky new financial venture. Both 

Breakthrough and the SSD have been “challenged” 

throughout this process to work towards a joint aim 

from very different directions. 

Finally, Breakthrough, if it works, will be the epitome of 

good practice. Breakthrough could almost be seen as 

an “experiment” in many senses; it is an attempt to 

apply the social model to employment and training 

issues and is, to say the least, an unusual venture for 

a Social Services Department. Perhaps most 

importantly Breakthrough attempts to bring together 

disabled and non disabled people, at all levels of the 

organisation, to work towards the empowerment and 

independence of disabled people in Manchester. 
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And if it doesn’t work? Well, it won’t be for the want of 

trying. However, many people will have learnt a lot 

along the way, and to paraphrase a famous saying - 

better to have tried and lost, than never to have tried 

at all. 

(Coalition, September 1998)  
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Unemployment and Disabled People 

It is not easy to be clear about levels of unemployment 

amongst disabled people. 

Calculations by the Institute of Manpower Studies in 

1992 indicated that there were just over four and a 

half million people of working age “with a health 

problem or disability which limits the kind of work they 

can do”. This may not be accurate because it includes 

health problems, but also it depends on particular 

definitions of disability which do not take account of 

the social model of disability. 

However, what is clear is that a person’s work is 

potentially a passport out of poverty, it provides a level 

of social contact and activity and it can give purpose 

or meaning to everyday life. These factors are 

traditionally denied to those without employment, and 

disabled people experience levels of unemployment 

which are significantly higher than those for any other 

group in society, as they have done since the advent 

of industrialisation in this country. 

Where disabled people do have work, it is often 

concentrated in low paid, low status jobs with little 

chance of career progression. Also, disabled people 

often absent themselves from the labour market - they 

do not apply for jobs because they know that 
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discrimination works against them. Disabled people do 

not have equality of access to education and training 

and they do not generally get appropriate work 

experience. 

Why is it that disabled people experience such 

high levels of unemployment? 

The reasons are many and complex; people with 

impairments are excluded from the activities of a 

society which places “barriers” in their way. We are 

“disabled” by the barriers and become marginalised, 

segregated and discriminated against. This process 

begins in early childhood, when disabled children 

generally receive a lower standard of education than 

their non-disabled peers, a pattern which then repeats 

itself in secondary and further and higher education. 

The situation with regard to training is similar: we are 

underrepresented on mainstream training 

programmes, whilst training directed specifically at 

disabled people has never demonstrated success in 

lowering rates of unemployment amongst disabled 

people. It can be clearly seen that we are at a serious 

disadvantage in terms of having adequate preparation 

to enter the “labour market”. 

Lack of an accessible environment also works against 

disabled people; the transport system is largely 

inaccessible, difficulty in finding accessible housing 



LORRAINE GRADWELL 

105 
 

prevents movement to a new job, whilst the 

overwhelming amount of architectural barriers 

provides solid exclusion. 

The benefits system is a further disincentive to finding 

work; there is no robust facility for disabled people to 

try out a particular job, safe in the knowledge that if 

there are problems then the same level of benefits can 

be reactivated. Also the “benefit trap”, which results 

from the generally low earning power of disabled 

people, contrasted with their relatively higher benefit 

income than non-disabled people, keeps many 

disabled people trapped in a situation where they 

cannot afford to take a job. Based as it is on medical 

definitions, the benefits system encourages disabled 

people to be defined as “incapable” of work, with GPs 

being the “gatekeepers” to this income but having no 

required role in supporting disabled people towards 

employment. 

Attitudes are a major contributing factor to the high 

unemployment of disabled people, attitudes of 

disabled people themselves, of the labour movement 

and of employers. Many disabled people have “learnt” 

to have low self expectations in terms of employment; 

we do not expect to get jobs. We see few role models 

in employment, especially in higher paid jobs. 
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Attitudes of employers include such assumptions as - 

disabled people will have high levels of sickness and 

absenteeism, they will be less productive than other 

workers, they will be a health and safety risk, 

adaptations will be costly and workmates, colleagues 

and customers will feel uneasy and embarrassed 

around disabled people at work. Given that several, if 

not all of these views are held by a majority of 

employers, it is small wonder that disabled people 

often choose to not even apply for jobs. A survey of 

recipients of invalidity benefit found that 60% of those 

who said that their health would affect their efforts to 

look for work cited employer attitude, or the need to 

have a medical examination, as a major barrier. 

Research has also shown that employers are highly 

likely to discriminate against disabled people in 

recruitment and selection processes. As Colin Barnes 

identified in his work on anti discrimination legislation 

in 1991, it was “established conclusively that 

employers discriminate directly against disabled 

people at the initial point of applying for a job.” 

All in all, as disabled people we often learn that a job, 

especially a good one, is not ours to expect. 

So what’s to be done? 

Policies to tackle high unemployment among disabled 

people are placed in two major categories, firstly, 
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those that focus on the supply side of labour - “fixing” 

the people themselves: by rehabilitation and training, 

or if that is “judged” impossible, by providing sheltered 

employment or employer subsidies to compensate for 

an assumed lower level of productivity on the part of 

the disabled person. Secondly there are those policies 

that focus on the demand side - the workplace itself, 

employer behaviour, the nature of the environment 

and the tasks associated with the job, and appropriate 

transport facilities. 

Supply side solutions  

Financial inducement policies have been a supply-

side approach that UK governments have favoured: 

these range from financial incentives to take on a 

disabled person for a length of time, to direct 

subsidies to “compensate” the employer for the “low 

productivity” of the disabled worker. 

The government’s Supported Employment 

Programme (SEP) has developed from the Sheltered 

Placement Scheme. It aims to place disabled people 

in mainstream employment but with a level of practical 

support and a financial incentive, of up to £4,400 pa 

for one employer. Its impact can only be minimal: for 

example, in a city such as Manchester with a 

population of approximately 450,000 and an estimated 

30,000 disabled people of working age, there are just 
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28 SEP places available. The government has 

recently consulted on changes to the SEP, results are 

expected in the spring. 

Other “supply-side policies” typically include such 

measures as education, training and rehabilitation. 

The “New Deal for Disabled People” projects are a 

current example of this very medical model approach. 

The starting point is the premise that the disabled 

person needs “alteration” because the fact of their 

impairment makes them either incapable of work or 

relatively unproductive. 

In addition, the abilities and potential for work of 

disabled people are commonly, and inappropriately, 

assessed by medical rather than vocational criteria. A 

host of professionals are employed in a multitude of 

agencies in order to “fit” disabled people to jobs. 

Indeed, it might be said that these particular supply-

side policies are very effective at employing non-

disabled people! 

Demand side solutions  

Demand side policies are intended to tackle 

unemployment by changing the organisation of work 

and of other aspects of everyday life. 

Positive action programmes, which address the 

demand side, have in the past been a growing area of 
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policy, especially in local authorities. Manchester City 

Council developed its Targeted Recruitment Scheme 

in the early 1990s. For all posts advertised, the 

scheme required that disabled applicants who met the 

requirements of the person specification would be 

interviewed before all non-disabled applicants. Only 

when all disabled applicants have been interviewed, 

and no appointable candidate found, would the non-

disabled applicants be interviewed. Unfortunately, 

since the DDA came into force Manchester City 

Council is prevented by legislation from operating this 

successful scheme. 

Another initiative in Manchester was that which 

withdrew funding from sheltered workshop provision to 

develop and support self employment and small 

businesses run by disabled people. Operated through 

an independent company, Breakthrough UK Ltd, is 

controlled by disabled people and employs 30% of 

disabled people on its staff, due to a targeted 

recruitment policy. 

In the London Borough of Lambeth, in the heady days 

of equal opportunities in the mid 1980s, there was a 

decision taken to “opt out” of exemption from the 

quota scheme. This meant that, until Lambeth met its 

3% quota it could employ only disabled people. Jobs 

were advertised for disabled people only, and in under 

a year Lambeth had met its 3% quota. 
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The downside was that the authority was widely 

reported as epitomising the “loony left” and putting 

essential services and statutory duties at risk, as 

many vacancies remained unfilled. For how could 

disabled people have the qualifications or experience 

to fill senior posts when they had always been denied 

access to the education, training and experience 

required? So although Lambeth met its quota, the 

disabled recruits were generally concentrated in the 

lower paid, unskilled posts. 

Furthermore, little follow up work was carried out to 

ensure that disabled people received the on-going 

support that they needed in order to stay in post. 

However, ten years on in 1995, Lambeth employed 

2.5% of disabled people, the second highest 

percentage among the 34 London Boroughs. 

With the increasing growth of self-organisation by 

disabled people we have seen organisations 

established by disabled people who have made a 

commitment to employ only disabled people, on the 

basis that in order to tackle the discrimination faced by 

disabled people, staff need to have experienced that 

discrimination themselves. Furthermore, the 

organisations aim to provide a model of good practice, 

showing that it is possible to employ disabled people. 

One such organisation is GMCDP, which has been 

employing only disabled people for fourteen years.  
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The Disability Discrimination Act (DDA)  

The DDA has been criticised for failing to fully address 

the significant issues of transport and of education, 

two significant demand-side policy areas which would 

have a major impact on the barriers which operate 

against disabled people in the labour market. 

The definitions of disability in the Act have been 

criticised; also the fact that the DDA itself introduces 

the concept of “justifiable discrimination” – it legalises 

discrimination against us! 

Furthermore, the legislation is still so recent, that it is 

still being tested in the courts, and the Disability 

Rights Commission is not to be established until April 

2000. It remains to be seen how effective the DDA 

might be in addressing the problem of high 

unemployment among disabled people and recent 

research from the Institute of Employment Studies 

reports serious problems in the first 19 months of the 

DDA – not least the lack of “disability awareness 

among tribunal chairmen and members”. 

Supply side policies have historically failed dismally to 

have any significant impact on levels of 

unemployment amongst disabled people; in 

concentrating on modifying the effects of impairment 

they conform to the medical model of disability. 
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Demand side policies conform to the social model; 

even so, those which have existed have ultimately not 

been effective. Some local authority initiatives have 

had levels of success locally, but they have often 

floundered on longer term issues to do with the 

attitudes of both themselves as employers and 

disabled people with low expectations. Recognised 

problems include the fact that providing accessible 

workplaces does sometimes have resource 

implications, and that working structures and 

processes do have to be monitored so that they are 

non-discriminatory. Even disabled people’s own 

organisations, with a policy of employing disabled 

people only, acknowledge that they are “fishing in a 

small pool” for suitably experienced staff. 

What is apparent is that policies to date have not 

made an improvement; in fact it might be argued that 

the situation is deteriorating.  

So what to do? 

During the Second World War disabled people were 

recruited into the workforce to make up for the 

shortage of “able-bodied men”. (This was also a time 

when women benefited by the absence of men from 

the domestic labour market, and saw high rates of 

employment and good provision of childcare.) 
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Between 1941 and 1945, 426,000 disabled men and 

women - many of whom were previously classified as 

unemployable - were interviewed by officials from the 

Labour Exchanges. Of those, 310,806 were placed in 

full time employment, their economic importance 

recognised at a time when their labour power was 

desperately needed. 

This is in no way a plea for a call to arms! Rather a 

call for recognition that the labour power of disabled 

people is no different today than it was in the early 

1940s, but the need that the labour market perceives 

for disabled people is what changes, and keeps over a 

third of us out of work. 

“Work for those who can, and support for those who 

can’t “ is a familiar phrase in relation to the welfare 

reform programme, which the government is pushing 

through. “Education, education, education,” said Tony 

Blair as one of the central planks of his government’s 

plans. And education is, quite rightly, seen as a 

pathway to employment. And, on 13th December the 

report of the Disability Rights Task Force was 

published. The Task Force highlighted a major 

omission from the provisions of the DDA: education! 

This begs the question of how serious the government 

is about civil rights, and about wanting to support 

disabled people into work. 
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At the close of the 20th Century we have a situation 

where the employment prospects for disabled people 

are no better than they were 50 years ago, despite the 

mushrooming of statutory and charitable services 

which are supposed to “support” our progress to paid 

employment. One such service is Remploy, set up in 

April 1945 to provide “work fit for heroes” returning 

from the Second World War, and now the government 

are reviewing provision in the 87 Remploy factories up 

and down the country, employing 6,570 disabled 

people. Oh yes, and Remploy spends £30 million 

each year on employing 1,460 non disabled 

administrative staff! 

Remploy, heavily subsidised by the government, is 

nevertheless making huge losses and is proposing 

factory closures. Margaret Hodge, the Minister 

responsible for these matters, has referred to the 

factories as “segregated factories... ghettos”, and has 

stated that she is adamant that current Remploy 

provision is not the answer to the employment needs 

of disabled people. This has led to intense lobbying of 

the Minister by disabled workers and their trade 

unions, who are opposing the closures, whilst the 

Minister called attempts to maintain the status quo 

“deeply patronising and discriminatory”. Does the 

Minister really understand and adopt a social model 

approach, or is she “learning the language” and using 

it to disguise a simple cost – cutting exercise? 
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Phil Davies, national officer of the GMB [trade union] 

said “What’s wrong with disabled people working 

together and supporting each other?” And in the 

process demonstrating a massive misunderstanding 

of the issues, for a prominent trades unionist. Not only 

that, we haven’t seen GMB rushing to support the 

Coalition, or BCODP, have we? 

The real nub of the debate here is whether Remploy is 

a charitable / welfare concern or an economic initiative 

designed to get disabled people into real jobs. Set up 

originally as the latter, it has developed into the 

former. And the multitude of schemes set up 

ostensibly to support disabled people into work fail to 

make the smallest dent in the levels of unemployment 

experienced by disabled people. Meanwhile, the 

abundant “mainstream” economic / regeneration 

initiatives take little account of the existence of 

disabled people and make precious little provision. Of 

all the projects and schemes in Manchester none of 

them strategically address the issue of unemployment 

and disability, except that developed and delivered by 

Breakthrough UK Ltd. 

The government has a major opportunity here to 

redefine the Remploy provision, in a civil rights 

framework, to provide appropriate work support and 

career development to disabled people, rather than 

ghettos where people have no chance of personal and 
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work progress. Will they do so? Or will one of Bert 

Massie’s first jobs, as Chair of the Disability Rights 

Commission, be the hearing of unfair dismissal claims 

from Remploy workers? 

(estimated date 1997)  
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Missing Pieces 

Book chapter within ‘Working Futures’  

This contribution marks a significant attempt to fill the 

very obvious gap in our understanding of the role of 

the voluntary sector in providing high-quality tailored 

pre-employment support [writes Alan Roulstone, book 

editor].  

The article also offers insights as to the absence of 

evidence of the actual benefits, financial and social of 

the voluntary sector. This sector plays a very diverse 

role, with some organisations adopting employment 

research, support and ad hoc projects as part of a 

much wider brief. These organisations tend also to be 

organisations for rather than of disabled people 

(Campbell and Oliver, 1996).  

There are however a growing number of NGO 

providers who now specialise in the employment field, 

for example the Shaw Trust who hold significant 

government contracts (Department for Work and 

Pensions, 2002). In addition to this are social model 

organisations based on a disability and human rights 

ethos and often employing a significant number of 

disabled people. Clearly the role and benefits of the 

voluntary sector need to be more fully understood and 

acknowledged. Also of importance there is now much 
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evidence that best practice in the voluntary sector has 

not been brought together (ACDET, 2000; Barnes et 

al, 2001; Maynard-Campbell, 2000).  

The often short-term nature of funding of voluntary 

sector organisations exacerbates this problem. There 

is a clear and pressing need to understand and learn 

from the actions of the voluntary sector in the area of 

disability and employment policy. 

The Voluntary and Community Sectors’ Potential 

for Inclusive Employment: 

The voluntary and community sector (VCS) contains 

over 162,000 registered charities as well as a large 

number of unregistered not-for-profit organisations, 

associations, self-help groups and community groups. 

The VCS includes small community-based 

organisations with no paid staff through to large 

charities with thousands of paid staff and multi million 

pound incomes. 

The VCS is much larger than might generally be 

thought; for example the sector in 2002 had: 

 total income of £20.8 billion and an operating 
expenditure of £20.4 billion; 

 assets totalling £70.1 billion; 

 a workforce comprising of 569,000 paid employees; 
and 
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 a contribution of £7.2 billion to UK Gross Domestic 
Product (GDP)8 
 

Despite the challenges and difficulties the sector might 

face, it clearly has much potential to improve the 

employment prospects of disabled people both by 

being an inclusive employer and by offering 

volunteering activities as a pathway to developing 

work related skills., There are also opportunities to 

promote inclusive employment through a range of 

service delivery activities, such as delivering 

Jobcentre Plus programmes or running a Direct 

Payments scheme. 

In this chapter I will focus mainly, but not entirely, on 

the “disability” VCS and especially those organisations 

providing employment-related services. Looking at the 

activities of the larger VCS organisations I will 

consider how helpful they are in promoting the 

employment of disabled people, particularly in the light 

of the “targeting” of this sector by the government to 

deliver a variety of employment support programmes 

for disabled people. Finally, examining the experience 

of organisations run by disabled people themselves 

over the last 20 years, as well as the track record of 

the “disability charities, I will be asking why valuable 

                                      

8
 “UK Voluntary Sector Almanac, 2004” www.ncvo-vol.org.uk 
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lessons about employing disabled people are being 

ignored by policy makers and practitioners alike. 

Defining disability: 

Defining “disabled people” is problematic; with 

disabled people themselves not always agreeing on 

definitions, and the government and other regulatory 

bodies having a wide range of “official” and often 

contradictory versions. At the heart of the confusion 

lies the Disability Discrimination Act (DDA) (1995), 

which carries the definition that organisations, 

including employers and service providers will be 

legally obliged to work to and comply with. The DDA 

says that a person is disabled; 

“if he has a physical or mental impairment which 

has a substantial and long-term adverse effect 

on his ability to carry out normal day-to-day 

activities.”9 

For strategic and policy purposes, Breakthrough UK 

Ltd - the voluntary sector organisation that I manage - 

has adopted the following definitions of impairment 

and disability in order to provide a framework for the 

development of services and activities: 

                                      

9
 The Disability Discrimination Act: (1995). 
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“Impairment is certain individual appearance(s) 

or certain functional limitations of the mind, body 

or senses. 

Disability is the disadvantage or restriction of 

activity caused by a society which takes little or 

no account of people who have impairments, 

and thus excludes them from mainstream 

activity.” 

These definitions are based on the social model of 

disability, which originated with the Union of Physically 

Impaired Against Segregation (UPIAS)10 and was 

subsequently developed by Mike Oliver. Very briefly, 

the social model is a tool with which to explain and 

explore the exclusion and discrimination that people 

with impairments experience. It illustrates how barriers 

are generally externally imposed (for example, steps), 

rather than being intrinsic to a feature or characteristic 

of the individual (for example, a wheelchair user).  

Basing our services on the social model leads 

Breakthrough to a practice of not only supporting the 

individual disabled person to achieve their goals, but 

also of supporting them to tackle the imposed barriers 

which are preventing them from being independent. 

                                      

10
 “Fundamental Principles of Disability”, UPIAS. 
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The voluntary and community sector: 

To try to describe the range of VCS and / or charitable 

organisations is also problematic. As stated earlier, 

the sector includes small community-based 

organisations with no paid staff through to large 

charities with thousands of paid staff and multi million 

pound incomes. 

The sector makes a distinctive social and economic 

contribution to our society, addressing a range of 

issues from supported housing to donkey sanctuaries 

and from wholefood co-ops to door-to-door transport 

agencies. As well as being a complex mix of 

organisations and activities the VCS is a rapidly 

growing sector. In terms of employment growth, 

85,000 jobs were created in the voluntary sector in the 

5 years between 1997 and 2002.  

Moreover, the estimated number of volunteers is 3 

million, the equivalent of 1.5 million full time workers, 

whilst 61% of volunteer-involving organisations have 

disabled volunteers.11 The potential, as employers, for 

providing inclusive employment to disabled people is 

obviously a great opportunity. 

 

                                      

11
 “Voluntary Sector Key Facts: www.vsnto.org.uk 
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Challenges and difficulties  

The challenges and difficulties of the VCS often 

revolve around planning and funding matters, 

especially for smaller organisations, which often have 

to respond to a seemingly perpetual call for 

innovation. At the same time they have to deal with 

the short-termism that results from year on year 

funding, with little provision made for core costs such 

as management. Increasingly, VCS organisations are 

called upon to be more “business like” and, like their 

private sector counterparts, the small VCS 

organisations – including those run by disabled people 

themselves - find there is an uneven playing field and 

often find themselves in unequal competition with 

large, multi million pound charities. 

Whilst remaining committed to social objectives, the 

VCS organisations are, in all this, operating in an 

increasingly contract driven environment, and this 

requires them to adopt a more professional and a 

strategic and business-like approach. This approach is 

reflected by the NCVO / Amicus-MSF Employment 

Policies Survey 2001 which looked into the scope of 

employment practices in the sector, finding out that 

VCS organisations are focusing on “improving 

employment policies and recognising the value of 



A LIFE RAFT IN A STORMY SEA 

124 
 

staff.” Almost 75% had a written equal opportunities or 

diversity policy.12 

However VCS organisations are also major service 

providers, especially in the “social care” sector. 

Significant numbers of the larger VCS organisations, 

generally having charitable status, are in the business 

of providing employment support programmes for 

disabled people, and in this capacity they have a great 

potential to impact on the employment prospects of 

disabled people. For example, the Shaw Trust 

describes itself as the largest UK provider of 

employment services for disabled people, having had 

26,795 clients in 2003-0413.  

Organisations such as the Shaw Trust, and others 

operating in fields other than employment support, can 

be called ‘disability’ organisations, in as much as they 

are operating ‘in the field of disability’. They differ from 

‘disabled peoples’ organisations’, which have been set 

up by, or are controlled by, disabled people and are 

operating within the analysis of disability that was 

developed by disabled people themselves - the social 

model. 

 

                                      

12
 “Employment Policies in the United Kingdom Voluntary Sector”: 

www.ncvo-vol.org.uk 
13

 “Facts about Shaw Trust”: www.shaw-trust.org.uk 
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“Disability” organisations 

At the Radar14 2004 Annual Conference a key topic 

for discussion was how the disability movement, or 

organisations operating in the field of disability, could 

move towards ‘user control’ – clearly of increasing 

importance to disability organisations. This is a 

redundant topic in the disabled peoples’ movement, in 

which organisations are, by definition, controlled by 

disabled people. 

VCS organisations have been active in the field of 

disability throughout the last century and before, often 

beginning as self-help organisations for parents of 

disabled children (Scope15, originally” the Spastics 

Society) or having benevolent or charitable aims 

(Guide Dogs for the Blind16). Today the sector is big 

business. In early 2004 four major charities (Leonard 

Cheshire, Action for Blind People, Mencap and the 

MS Society) announced a collaboration to form a 

“fundraising club” called “Disability United”17: in 

2002/03 these four charities had a combined income 

                                      

14
 Established in 1977 as the “Royal Association for Disability and 

Rehabilitation” Radar describes itself as “an organisation of disabled 
people”: www.Radar.org.uk 
15

 www.Scope.org.uk 
16

 www.guidedogs.org.uk 
17

 www.afbp.org/Disabilityunited 
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of over £280 million18. Similarly, the newly appointed 

chair of Radar outlined his intention to ‘get closer to 

Scope, RNID19, RNIB20‘.21 The power and potential of 

the sector then is huge, especially at the top end. 

It is also clear that the role of the VCS in UK disability 

employment provision is substantial and represents 

some of the most intensive and creative employment 

programmes currently operating in the United 

Kingdom. Much of the sector provides services under 

a variety of government contracts, most notably 

“Workstep”22 and “New Deal for Disabled People”23 

(NDDP) whilst many others, often local VCS 

organisations, seek funding through regeneration 

streams, charitable grants or local authority or NHS 

contracts. Yet others fund or subsidise their services 

through charitable fundraising. 

The Shaw Trust, Scope and Remploy 24 are three of 

the biggest providers of government funded 

                                      

18
 Financial information collected from the Charity Commission website: 

www.charity-commission.gov.uk 
19

 The Royal National Institute for Deaf People 
20

 The Royal National Institute of the Blind 
21

 “Disability Now” magazine, December 2004: “Refocussing the Radar”: 
www.disabilitynow.org.uk 
22

 ‘Workstep’ is the government’s supported employment scheme, aimed at 
disabled people who may find it difficult to get or keep a job. 
23

 NDDP is a ‘job broking’ scheme introduced by the government in 2001 as 
part of the ‘Welfare to Work’ programme. 
24

 REMPLOY was originally set up after World War Two to provide 
employment for returning disabled service personnel: www.Remploy.co.uk 
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employment support programmes - although it should 

be noted that Remploy, a major Workstep provider, is 

not part of the VCS nor a registered charity but a 

private company established and supported by the 

government. 

Some of the current government programmes to 

support disabled people into work are Access to Work, 

Workstep, NDDP, Work Preparation, the Job 

Introduction Scheme and the new pilots - “Pathways 

to Work” which aim to move Incapacity Benefit 

claimants into work. Apart from “Pathways to Work” 

most of these programmes are contracted out by 

DWP to the VCS or Remploy. It should be noted at 

this point that none of these programmes or pilots 

have so far made much significant impact on the 

unemployment figures for disabled people, although 

there has been a slight rise in the last three years to 

2004. 

Is the VCS focus on delivering employment support 

programmes a useful contribution to increasing the 

employment rate and prospects of disabled people in 

UK plc? In the absence of published evidence-based 

evaluation it is not possible to fully examine the 

successes and failures of these programmes: 

however 2.2 million people in September 2004 



A LIFE RAFT IN A STORMY SEA 

128 
 

described themselves as “long term sick”, an increase 

of 59,000 over the previous 12 months.25 

Disabled peoples’ organisations 

In contrast to the large VCS organisations, disabled 

peoples’ own organisations, that is, those controlled 

and usually staffed by disabled people, are rarely 

delivering these employment support programmes. 

Formed usually around an agenda for independent 

living, and based on a disability and human rights 

ethos, these organisations have generally 

concentrated on capacity building, campaigning, peer 

support and involvement, as well as developing and 

delivering the message of the social model of 

disability. 

However, what they are also doing – consistently - is 

employing disabled people. 

For example, the British Council of Disabled People 

(BCODP26) was set up in 1981 by six groups of 

disabled people, who wanted a national representative 

body for disabled peoples’ own organisations. BCODP 

has since grown to represent over 130 full member 

organisations with 51% of their voting membership 

being made up of disabled people; constitutionally at 

                                      

25
 The Office for National Statistics 

26
 www.bcodp.org.uk 
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least 75% of the BCODP executive body is made up 

of disabled people. Surviving in the national VCS, in 

those 23 years BCODP has only ever employed 

disabled people. 

There are other VCS organisations around the country 

which are run by disabled people: in Manchester there 

are 2 such significant organisations which are 

controlled by disabled people - the Greater 

Manchester Coalition of Disabled People (GMCDP)27 

and Breakthrough UK Ltd.28 

GMCDP was set up by disabled people in 1985 to 

promote the inclusion and independence of disabled 

people. It has been a landmark organisation, at the 

forefront of thinking and analysis on disability issues 

for 20 years. Its Young Disabled Peoples’ project is 

nationally acclaimed whilst the magazine “Coalition” 

has an international reputation for cutting edge 

comment. GMCDP has successfully survived the last 

20 years in a difficult financial and organisational 

environment, and has only ever employed disabled 

people - without additional funding from government 

programmes other than “Access to Work”. 

                                      

27
 www.gmcdp.com 

28
 www.breakthrough-uk.com 
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Breakthrough UK Ltd was set up in 1997 by 

Manchester City Council as a result of consultation 

with local disabled people over employment support 

provision in the City. Becoming fully independent in 

1998 and controlled by disabled people, Breakthrough 

is a leading edge social model organisation which 

offers job related training and employment support to 

disabled people in Greater Manchester and Liverpool. 

Breakthrough continues to grow successfully and in 

2003/04 passed the £1 million income mark, having 

doubled both staff and annual income in 5 years. 

Breakthrough differs from GMCDP through being a 

service delivery organisation, with an aim to work to 

the social model of disability and the principles of 

independent living. With an additional major aim to 

influence policy and practice, in 2004/05 Breakthrough 

provided an input into two Ministerial advisory 

committees - the Disability Employment Advisory 

Committee (DEAC) at the Department for Work and 

Pensions and the Small Business Council (SBC) at 

the Department for Trade and Industry - as well as 

advising the Prime Minister’s Strategy Unit on the 
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employer aspects of the “Life Chances of Disabled 

People”29 report. 

Using an open recruitment system, and with no 

specific targets, in 2004 Breakthrough has 65% 

disabled people at all levels in the staff group of 40. 

Like GMCDP, the only government programme 

Breakthrough makes use of is “Access to Work”. 

Interestingly, disabled workers nationally have 

identified Access to Work as a key element of 

employment support, despite nevertheless citing 

delays and bureaucracy as major problems with the 

scheme.30 Meanwhile, the majority of employers say 

anecdotally that they are not aware of Access to 

Work, yet the national budget for this provision rises 

year on year, seemingly indicating a degree of 

effectiveness for this programme.   

‘Disability organisations’ as employers 

A May 2003 survey carried out by the magazine 

“Disability Now”31 looked at the rate of disabled people 

employed by some of the major “disability” charities. 

                                      

29
 

http://webarchive.nationalarchives.gov.uk/+/http:/www.cabinetoffice.gov.uk/
media/cabinetoffice/strategy/assets/disability.pdf 
30

 Roulstone et al, 2003. 
31

 “Disability Now” magazine, May 2003: “Can charities change?”: 
www.disabilitynow.org.uk 
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With 3891 employees Scope did not fare very well at 

3.51%, whilst the Shaw Trust, though not quoted in 

this survey, does rather better with over 16% of its 

1,017 staff being disabled people32. If we look at the 

number of senior managers who are disabled people 

Scope does not perform very well, at 0.9%: the Shaw 

Trust percentage is not quoted. 

I have chosen these organisations as illustrations 

because they are both significant VCS organisations 

delivering in the field of employment support. Would it 

be simplistic to expect them to apply the principles of 

the contracted work they deliver to their own practices 

as employers? Other major VCS organisations also 

employ low levels of disabled people: Leonard 

Cheshire, for example, with 8,000 staff employs 2% of 

disabled people, with 9% of senior staff being 

disabled. Mencap, with around 5,000 staff employs 

2.8% disabled people and 3.7% of senior staff are 

disabled people. 

‘Disability organisations’ as employment service 

providers 

A variety of provisions exist throughout the VCS in 

terms of enhancing disabled peoples’ employment 

chances, although the exact value of the VCS to 

                                      

32
 “Facts about Shaw Trust”: www.shaw-trust.org.uk 
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enhancing disabled peoples’ employment is unknown 

and unquantified. In the absence of coordinated 

evidence collection, it may be helpful to consider 

examples of provision in terms of the major funding 

sources behind the services, although an overall 

evaluation of their effectiveness is not really possible. 

Government contracts, centrally disbursed 

The current major government programmes are 

Workstep; NDDP - using the “job broker” model; Work 

Preparation; the Job Introduction Scheme; Access to 

Work; and the new pilots - Job Retention and 

Rehabilitation and “Pathways to Work”. On the horizon 

is a ‘Vocational Rehabilitation Framework’ developed 

by DWP33. Most, but not all of the programmes listed 

are contracted out to the VCS, with Workstep and 

NDDP being the largest. Although Access to Work 

itself is not contracted out, the assessments for 

support generally are. A defining feature of all these 

programmes is that they focus primarily on improving 

the “employability” of the individual, taking a “deficit 

model” approach. A further feature in common is that 

they are not evaluated within a common framework, 

so understanding their relative effectiveness is 

difficult. 

                                      

33
 www.dwp.gov.uk/publications/vrframework/ 
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Local / regional initiatives 

There are many VCS organisations operating locally 

in the field of disability and employment. The 

Association for Supported Employment34 has over 200 

member organisations, often raising funds locally 

through local government, NHS and regeneration 

sources. Additionally, the large charities will operate 

locally and source their services through local funders. 

“Organic” services 

These also are often developed in partnership with 

local funders, or may be funded through grant 

applications or resources raised through other means, 

such as charitable giving. The VCS plays a very 

diverse role, with some organisations adopting 

employment research, support and ad hoc projects as 

part of a much wider brief. Also, local disabled 

peoples’ organisations can themselves be seen as 

delivering employment support to disabled people, 

given their exemplary records in employing only 

disabled people. 

As well as our record in employing high percentages 

of disabled staff, some examples of related activities 

from my own organisation, Breakthrough include: 

                                      

34
 http://www.afse.org.uk 
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 researching the strategies and supports that 

working disabled people use to gain and retain 

employment, so as to better inform and develop 

employment support practices,35 

 

 using independent employment advocates to 

support disabled people through the labyrinth of 

services intended to provide support but often 

not working in tandem nor “joining up” 

 

 focussing on the barriers to work, while 

supporting the disabled person to identify and 

achieve their employment goal, 

 

 working with employers to support their 

recruitment of disabled people and then to 

identify and tackle the workplace barriers, 

 

 developing a pilot Independent Living Skills 

course, subsequently mainstreamed in 

Liverpool, aiming to increase the self confidence 

and awareness of rights of disabled people who 

have attended a local authority day centre for 

many years, 

 

 

                                      

35
 “Thriving & Surviving”, The Policy Press (2002). 
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 having a high percentage of disabled staff on 

our own workforce, including Employment 

Support Workers and senior managers, thereby 

providing positive role models for disabled job 

seekers, 

 

 actively seeking to influence policy and practice 

in line with a social model approach. 

What makes the difference? 

What are the different factors or drivers that have led 

to the three organisations controlled by disabled 

people mentioned earlier employing all, or a majority 

of disabled people in their workforce? And are there 

organisational restrictions that mean that neither 

Scope, the Shaw Trust, Leonard Cheshire nor 

Mencap can match that performance? Financial 

resources are clearly not the problem, with Scope and 

the Shaw Trust for example each having respectively 

for 2003 a gross income of almost £94 million36 and 

just over £42 million.37  Economies of scale also 

operate in favour of these larger VCS organisations, in 

that they have the benefit of centralised human 

                                      

36
 Annual report 2002/03, London: Scope, (www.Scope.org.uk). 

37 Charity Commission, 2003, (www.charity-commission.gov.uk).  
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resources functions and their own legal advisers to 

support good employment practice. Strategic and 

operational planning surely cannot be a problem for 

such large and successful organisations? And yet as 

‘disability organisations’, their record in employing 

disabled people at all levels is not good, while the 

disabled people’s organisations are consistently 

setting benchmark standards.  

My assertion is that what is (or has been) missing is 

the organisational commitment to adopt inclusive 

employment practices and to actively recruit and 

retain disabled staff, a commitment which is at the 

very core of the three disabled people’s organisations 

mentioned earlier. Interestingly, Scope appears to be 

starting to address this very problem, having recently 

announced a “reserved posts policy”38 and 

recognising that “we have yet to practise what we 

preach”. They have set a target of employing 20% of 

disabled staff by December 2007.  

However, what also appears to be missing is a 

willingness to learn from disabled people’s 

organisations. The collective record of just the three 

organisations mentioned earlier, of some 50 years 

experience of employing only or mostly disabled 

people while operating successfully in a rapidly 

                                      

38
 ‘Can charities change?’ in Disability Now, May 2003. 
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changing and relatively volatile sector, must surely be 

valuable ‘business to business’ learning. Or perhaps 

the ‘disability organisations’ feel that they know how to 

employ large numbers of disabled people, since for 

some of them this is their core business. And yet they 

seem to fail to ‘practise what they preach’. It surely is 

not that they lack the expertise to turn strategic 

learning into successful delivery, being multi-million 

pound operations? What can explain their failure to be 

‘good’ employers of disabled people, while their ‘poor 

relations’, the smaller, disabled people controlled 

organisations manage it consistently? This returns us 

to the assertion that any real commitment to 

employing disabled people is lacking.  

How can this situation be remedied and the lessons 

learned? Three immediate ‘early wins’ are possible.  

First, following on from the report, Life Chances of 

Disabled People39, the government could commission 

research which would examine and explain the 

methods and approaches by which relatively small 

organisations can demonstrate such good practice.  

                                      

39
 Prime Minister’s Strategy Unit, Improving the Life Chances of Disabled 

People, in Interim Report, London: Cabinet Office, 2004. 
http://webarchive.nationalarchives.gov.uk/+/http:/www.cabinetoffice.gov.uk/
media/cabinetoffice/strategy/assets/disability.pdf 
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Second, major government funding streams could 

build in requirements to deliver against these ‘good 

practice benchmarks’ so that the major disability 

organisations could work towards being inclusive 

employers.  

And third, organisations which are clearly leading the 

way in employing disabled people could be actively 

sought out, supported and resourced in order to 

expand and develop their activities.  

Conclusion 

It is reasonable to suggest that the exact value of the 

voluntary sector in enhancing disabled people’s 

employment is unknown. Despite delivery contracts 

for a number of government policies and programmes 

being deliberately aimed at this sector, including 

building on New Deal for Disabled People, Workstep, 

Work Preparation, and so on, and despite the huge 

potential of the VCS itself as an employer, the 

contribution remains unquantified at both a micro and 

a macro level. However, we have seen that most 

‘disability organisations’ operating in this field 

generally perform badly in terms of employing 

disabled people, while disabled people’s own 

organisations perform extremely well.  

The experience of employing disabled people that has 

been built up by organisations run by disabled people 
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themselves over the last twenty years holds valuable 

lessons, which have been ignored by policy makers 

and practitioners alike. There is a clear and pressing 

need to understand and learn from the actions of the 

Voluntary sector in the area of disability, and 

employment policy and practice, and to make some 

fundamental changes.  

(2005) 
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Enabling Technology – disabled 
people, work and new technology  

AUTHOR  Alan Roulstone 

PUBLISHER Open University Press 

Employment is generally regarded as conferring social 

status, providing an income and ideally contributing 

towards an individual’s well being and sense of worth. 

For disabled people we should add that “structures of 

exclusion and segregation are significant in disabled 

people’s lives.” Research suggests that disabled 

people face undue levels of unemployment relative to 

non-disabled people. Of all disabled people of working 

age about one third participate in employment, one 

third of the remainder are deemed “permanently 

unable to work” and the remaining third are classified 

as unemployed, retired early, keeping house or in 

education. 

In a world rushing towards information overload, 

teaching keyboard skills in infant classes, is new 

technology enabling some disabled workers to gain 

enhanced access to employment and a more enabling 

work environment? 

Working through in-depth interviews with disabled 

people themselves, this work examines the general 
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promises of new technology and looks at its impact - 

positive and negative - on their working lives. The 

government funded “Special Aids to Employment” 

scheme is critically explored, as are the detailed 

experiences of thirty disabled people, in terms of work 

and new technology. Roulstone also outlines policy 

implications of his research findings and re-evaluates 

the role of new technology. 

The development of new technology exists within 

traditional assumptions and practices, based on the 

premise that there is “something wrong” with disabled 

people, Employment support to disabled people is 

traditionally the preserve of occupational therapists 

and rehabilitation professionals working within the 

“deficit model”, which accepts this “something wrong” 

with disabled people, and recognises that their role is 

to help disabled people “to escape their bodily 

problems.” 

Roulstone shows how this emphasis on rehabilitation 

means that new technology is seen as “compensating 

for” the deficient body, rather than addressing 

disabling barriers which are endemic to the workplace. 

He concludes that only with a rights-based policy 

context will disabled people have the choice to use 

new technology to facilitate their access to paid work. 

Barriers such as negative attitudes, disabling 

structures and a generally inappropriate use of new 
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technology are identified, and new policy initiatives 

suggested. 

The strength of this work lies in the comments from 

disabled people themselves, who recognise only too 

well the subtlety of an environment and practices 

which have systematically excluded them since the 

industrial revolution. As one participant commented “I 

can take the advantage of the new technology ... But it 

is probably going to be denied to me.” 

(1998)  
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Disabled People and Employment  

AUTHOR  Sally French 

PUBLISHER Ashgate Publishing Limited 

Sally French’s work “aims to investigate employment 

from the direct experiences and perspectives of 

disabled people themselves” – a perspective too often 

ignored. Although adopting a social model approach, 

this work focuses entirely on visually impaired 

physiotherapists (VIPs) and therefore concentrates 

heavily on a specific range of barriers to employment. 

Nevertheless, the principles still apply – disabled 

people experience barriers, and those barriers are 

mostly the result of negative attitudes and misguided 

assumptions. 

Beginning with a broad introduction to models of 

disability, and how disability impacts on employment, 

French then brings in the issue of attitudes of health 

and welfare professionals, and how they can influence 

the careers of disabled people – both as clients and 

colleagues. A fascinating history follows, of how 

people with visual impairments came to be trained and 

accepted – in some places – as physiotherapists.  
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This is explained as an - 

“historical accident inasmuch as physiotherapy 

originates from massage, which visually 

impaired people traditionally practised - this 

leads up to the present day, the closure in 

recent years of the North London School of 

Physiotherapy for the Visually Handicapped, 

and the impact of “equal opportunities” on the 

profession.” 

Four chapters follow on barriers encountered by VIPs, 

in education, employment, and on a personal level. 

French identifies four major coping strategies which 

were highlighted by VIPs – “openness and assertion; 

minimisation of disability; compensation; and 

avoidance of difficulties.” It is significant that these 

strategies become “easier to use” with seniority! 

Significantly, although all the research participants 

were VIPs, the nature and perception of the barriers 

they encountered varied widely, as did their choices of 

which barriers to tackle and how. However, it is noted 

that, even though VIPs have been a part of the 

profession for over one hundred years, they “have 

been ‘assimilated’ into the physiotherapy profession 

(allowed to enter it as it stands) but have not been 

‘included’ within it”. This, of course, would entail 

altering the environment and working practices to 
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enable them to work in a non-disabling workplace – an 

approach still too far removed from reality.    (2001)  
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Pathways to Work 

Here, around 2007, I looked behind the policies to 

examine the harsh realities that still faced disabled 

people who wanted to work.  

Why are we still not working? In the 21st century, 

unemployment is still a major issue for disabled 

people, and therefore for the government; the cost of 

the Incapacity Benefit payments has more than 

trebled since 1997 and the government are promoting 

employment as the route out of poverty for disabled 

people. Although the employment rate of disabled 

people has risen from 44.1% in 2002 to 47.2% in 

2007, despite a raft of government programmes and 

initiatives, there is still a huge gap between the 

employment rate for disabled people and that for non-

disabled people, which remains relatively constant at 

about 79%. And among people with learning 

disabilities, those with mental health issues, and deaf 

people, paid employment remains a remote pipe 

dream for the majority.  

But why should this be? Since the New Labour 

government swept into power in 1997, promising ‘work 

for those who can, support for those who cannot’ the 

number of disabled people in employment has risen 

by an average of just 3%. What is it about these 

feckless disabled people that they can’t get or hold 



A LIFE RAFT IN A STORMY SEA 

148 
 

down a job? Perhaps we should look closely, not just 

at the shifting sands of employment policy and 

programmes, but also at the wider world of disability 

policy.  

The last ten years have seen tremendous changes in 

the world of disability; the Disability Rights 

Commission has been and gone, and we now have 

the Equality and Human Rights Commission, which 

may yet be too new to judge; the excellent ‘Improving 

the Life Chances of Disabled People’ report from the 

Prime Minister’s Strategy Unit has led to many 

initiatives, including the establishment of the Office for 

Disability Issues (ODI). It also led to the setting up of 

‘Equality 2025’ which is intended to be a channel for 

the views of disabled people to government – not 

exactly the national organisation for organisations of 

disabled people that the report originally 

recommended.  

The British Council of Disabled People (BCODP) set 

up by disabled people in 1981 to be the accountable 

and representative voice of organisations of disabled 

people is no more, although it is transformed into the 

United Kingdom Disabled People’s Council (UKDPC), 

and is working in partnership with Scope – a move 

which has surprised many long term disability 

activists. Many Centres for Independent Living (CILs) 

have disappeared through either a lack of funding or 
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unfair competition from the big charities, but a 

Department of Health project which aims to establish 

a ‘User-Led Organisation’ in every local authority area 

by 2010 is well underway and the concept of the 

‘service user’ is now well understood by local 

authorities.  

“this new lack at the national level creates a ‘gap 

in the market’ for the large charities to exploit 

and put themselves forward as the experienced 

and authoritative voice on disability”  

In terms of employment, the government’s big idea is 

‘Pathways to Work’, refined from the New Deal 

programmes and developed with a ‘Condition 

Management’ element, a very medically-focussed 

approach designed to help people ‘manage’ their 

illness or impairment. This brings a major focus on 

rehabilitation and occupational health, with the 

developing interests of the large insurance companies 

who have clearly foreseen the potential for a wider 

market for their services.  

Meanwhile, Remploy has been instructed by the 

government to ‘modernise’. The political turmoil 

caused by the proposal to close the majority of the 

Remploy factories, and the opposition from people 

and organisations who should know better, has 

revealed the depth of protective and dependency-
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creating attitudes that still exist towards disabled 

people.  

Imminent changes to the benefits system are coming 

with the Employment Support Allowance, which 

includes two levels of benefit depending on your 

capacity for work (the return of the ‘deserving poor’ 

concept?) and which also includes a quicker and more 

stringent ‘Personal Capability Assessment’, on the 

basis that the sooner the assessment happens the 

more chance there is of getting someone back to 

work.  

There has also been a lot of activity on the anti-

discrimination / diversity / human rights front. As 

mentioned above, the DRC no longer exists but has 

been in part replaced by the new single Commission; 

many people in the field are concerned that the vast 

majority of knowledge and experience on disability 

that was built up has not transferred to the new 

Commission, and will be lost.  

Some have expressed concern that this new lack at 

the national level creates a ‘gap in the market’ for the 

large charities to exploit and put themselves forward 

as the experienced and authoritative voice on 

disability. Indeed, Leonard Cheshire is already writing 

to the Chief Executives of local authorities, offering to 

work with them on a range of issues.  
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The Discrimination Law Review was aimed at 

simplifying current legislation, making it easier to 

understand and more effective at tackling 

disadvantage. Again, many were concerned at some 

of the government’s proposals in the consultation 

paper ‘A Framework for Fairness’ last summer, feeling 

that clarity and strength around disability matters was 

in danger of being lost.  

On the Independent Living front, the ODI has 

undertaken a cross-government review on 

Independent Living. It has found evidence that 

traditional approaches to support for disabled people 

have failed to reduce the significant inequalities 

experienced by them and their families. The 

development of user-led organisations is being 

supported by the Department of Health, and Ministers 

have expressed clear support for the expansion of 

Individual Budgets.  

The funding of ‘social care’ is poised at a crisis point, 

with many local authorities funding support only to 

those people deemed to have substantial or critical 

needs, with some moving to critical only. Meanwhile, 

the government has signed up to the first international 

human rights treaty of the 21st century – the United 

Nations (UN) Convention on Disability Rights, which 

covers areas such as the right to life, to personal 
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mobility, to health, to education, and to work and 

employment. 

Which brings us back to the matter at hand – the 

seemingly intractable unemployment rates of disabled 

people.  

“22% of individuals ‘in households affected by 

disability’ are at risk of living in income poverty 

compared to 16% of households where no one 

is disabled”  

The disabled people’s movement originated the Seven 

Needs for Independent Living; significantly they did 

not include employment, the logic being that if the 

needs for independence were met then disabled 

people could compete for jobs on a level playing field 

with non- disabled people. We don’t yet know if this is 

true, because it has never really been tested. 

Government employment programmes have paid 

scant attention to the analyses of the disabled 

people’s movement, which have focussed on the 

societal barriers to inclusion and independence.  

Rather they have focussed almost entirely on the 

individual, on making them more ‘employable’. Only 

recently is the DWP looking more seriously at the 

impact that the actions of employers have on the 

unemployment of disabled people.  
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Of course, the DDA 1995, and subsequent 

extensions, has in principle addressed the issue of 

discrimination at work, and - along with the Special 

Educational Needs and Education Act (SENDA) – in 

education. But the extent to which DWP and the DRC 

worked closely on developing programmes which not 

only developed the career prospects of disabled 

people, but also took account of the persistent and 

often open discrimination that disabled people face, is 

not at all clear.  

However, if access to the built environment, to the 

transport infrastructure, to accessible and appropriate 

information, to suitable housing and technical aids, to 

personal assistance and to peer support were 

available, why then it seems reasonable to suspect 

that disabled people would operate on more of a level 

playing field from which to judge the true nature of 

their ‘unemployability’.  

As it stands, disabled people’s access to education 

and training remains poor; opportunities to move 

house with your career can be prohibitively expensive; 

transporting your ‘care package’ to a new local 

authority area is usually an administrative nightmare 

and a real threat to the assessed levels of support 

provided; negotiating an Access to Work package of 

support can take months, and can last longer than 

your probationary period. For example; in 2003/04 
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only 37% of disabled 16 year olds achieved 5 A*-C 

grade GCSE’s, compared to 53% of non- disabled 16 

year olds whilst 28% of disabled 19 year olds had 

experience of higher education compared to 41% of 

non- disabled 19 year olds. Similarly, data from 

2005/06 states that 22% of individuals ‘in households 

affected by disability’ are at risk of living in income 

poverty compared to 16% of households where no 

one is disabled.  

“... negotiating an Access to Work package can 

take months”  

DWP are currently consulting on a Review of Disability 

Employment Services (RODES) and have a clear and 

present opportunity to base their services on the 

actual – rather than the assumed - reality of life for 

disabled people. There is a chance here for the 

government to demonstrate exemplary partnership 

work by ‘joining the dots’ of disability policy, rather 

than having different departments taking forward their 

own policy areas in parallel to others. A key player in 

this is the ODI, whose brief includes working across 

government and encouraging the various parts of 

government to work together.  

It is crucial also that the ‘social care’ agenda takes 

employment needs fully into account, and fits 

creatively with Disability Employment Services. 



LORRAINE GRADWELL 

155 
 

Another key player could be Equality 2025, with a real 

opportunity to flex their muscles and take disabled 

people’s own analyses direct into the government.  

And what of the Equality and Human Rights 

Commission?  

Surely there is a key role here for them to ensure that 

the DWP Disability Employment Services are 

available to the whole community of disabled people, 

regardless of gender, sexual orientation, race, faith or 

age.  

Might these things happen? I do hope so, but I 

suspect not, the agenda being so wide and creative, 

and the government – some are beginning to say – 

possibly not so keen on promoting independent living 

as they have said.  

So finally, I offer a model of good practice in 

employing disabled people: Breakthrough UK Ltd is a 

voluntary sector organisation with an annual income of 

just over £1 million that has operated successfully for 

ten years, providing employment support to disabled 

people. It has developed organisational policies, 

management systems, and staff management 

practices that have resulted in the employment of 38 

staff, 65% of whom are disabled people who were 

recruited openly. No government subsidies (except 

Access to Work), no specialist employment 
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programmes, no quotas, just good management, good 

practice, and the will to do it. It’s not rocket science, 

honestly.  

Note: All statistics here are from the ODI 2007 Annual 

Report and Appendices. 

(estimated date 2007)  
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Thriving and surviving at work: 
disabled people’s employment 
strategies   

Book by  Alan Roulstone, Lorraine Gradwell, 

Jeni Price and Lesley Child   

Published40  for the Joseph Rowntree 

Foundation by The Policy Press  

ISBN   1861345224 

[For copyright reasons, this is a summary of the 

book.]. 

From the Summary Sheet: 

Research on disabled people and employment has 

previously focused on the barriers to getting and 

keeping work, the connection between work and 

benefits, or policy analysis of rehabilitation, workplace 

disability management and retaining people in work. 

Little attention has been paid to how disabled people 

who are in employment manage to survive or indeed 

thrive in the workplace. This study by Alan Roulstone, 

Lorraine Gradwell, Jeni Price and Lesley Child 

                                      

40 http://www.jrf.org.uk/sites/files/jrf/793.pdf   
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explored the strategies used by disabled workers to 

get by in the workplace, and looked at the nature and 

role of support received by disabled workers.    

The research found that:   

Disabled workers used a diverse and often complex 

range of strategies to thrive and survive in the 

workplace. There was no universally beneficial 

strategy that could be applied by all disabled workers. 

What worked for one disabled worker may be 

unhelpful or even risky in a different workplace.  

Strategies used most often included being assertive 

but not aggressive in asking for support, and being 

open about impairment, disability and barriers. In 

addition, a wide range of supports were used, such as 

moral and financial support, empathy, ‘give and take’, 

and mutual support and advice.  

A number of disabled workers felt that using strategies 

gradually was successful, because understanding the 

organisation first helped to develop suitable strategies.  

Disabled workers needed gradual strategies in order 

to understand employment environments, 

management styles, personnel changes, corporate 

priorities and impairment changes.  
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Formal and informal support, both past and present 

and also both inside and outside work, was central to 

disabled workers’ survival and their enjoyment of 

work. Informal or unwritten support within work was 

particularly important for disabled workers.  

Major sources of support mentioned were colleagues, 

Jobcentre Plus ‘Access to Work’ provision, family and 

friends, employers and managers, organisations of 

and for disabled people, and trade unions.  

The researchers conclude that much still needs to be 

done to understand and respond systematically to 

disabled workers’ needs. Despite their existing 

strategies and support, disabled workers want access 

to more structured, formalised and appropriate 

support.   

(2002)  
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Regeneration: 

The afterthought at the back of the 
queue? 

More disabled people live in poverty than any other 

group, and we often experience exclusion over and 

above that of all other members of society. Many of us 

have little choice or freedom over where and how we 

live: some cannot even choose such basics as when 

to get up or go to the toilet. At a neighbourhood level 

we often cannot even get into the shops or the 

community centre. Local initiatives do not take our 

needs into account. 

Despite the fact that disability is now recognised, in 

law, as an issue of discrimination, and that it is widely 

accepted to be a human and civil rights issue, and that 

we live disproportionately in poverty; despite the fact 

that we are three times as likely as any other group to 

be unemployed, and that we remain unemployed, on 

average, twice as long, and that when we do have 

work it tends to be in low-paid jobs: despite all this 

being recognised - our very existence and our 

systematic exclusion from society was not addressed 

in the government’s recent proposed framework for 

the National Strategy for Neighbourhood Renewal. 
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Disability has been traditionally seen as a welfare, 

medical, or charitable matter. Thanks mainly to 

disabled people’s own efforts a civil rights agenda is 

now in place and disability is seen more as 

segregation and exclusion – ironically, often delivered 

by those very agencies acting ostensibly “for our own 

good”. Disabled people have been relegated to 

institutional “homes”, to a lack of public transport, with 

little real access to education, training, and real jobs. 

The services which are meant to exist for our benefit 

fail us, and even abuse us. We are lucky when we can 

get out of our homes independently. This is real 

exclusion. 

The proposed strategy says “The waste of potential 

holds back the country’s prosperity.” This is true also 

of disabled people. If we are, ironically, excluded from 

current and proposed social exclusion remedies this is 

a true waste. If neighbourhood renewal is to mean 

anything to the upwards of 10 million disabled people 

in this country then it must explicitly include disabled 

people, and address the causes of our exclusion. 

The Disability Discrimination Act has been on the 

statute books for five years now, although some parts 

of it are still to be enacted, and additions have been 

called for by the Disability Rights Task Force. 

Independent living is becoming a reality for more 

people as the Direct Payments Act becomes more 
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extensively implemented, albeit without co-ordination. 

The Building Regulations have been gradually 

improving physical access to buildings over recent 

years, and are due to be reviewed. The coming into 

force of the Human Rights Act is imminent. 

However, despite a proliferation of agencies, there is 

no real evidence that any of the current employment 

or regeneration strategies and programmes have 

made a significant difference to the situation of 

disabled people in terms of their exclusion from 

society. What legislation there is necessarily devolves 

from a national centre and has little day to day impact 

on strategy and / or policy at a neighbourhood level. 

Access to training and employment support 

programmes; capacity building; lifetime homes; 

accessible public transport; ability to take part in local 

democratic structures – rarely, if ever, are such 

initiatives designed to specifically include disabled 

people in neighbourhood renewal strategies. 

So how could disability issues be addressed? 

Success will require the demonstrable inclusion of 

disabled peoples’ issues in regeneration initiatives, 

with a clear plan for monitoring and evaluating our real 

inclusion in initiatives and activities. Disabled people 

would gradually become more involved in local 

initiatives – they would cease to be “invisible”. Non-
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disabled people would become more aware of how to 

organise in an inclusive way and would no longer see 

provision for disabled peoples’ involvement as 

“special”. Ultimately, disabled people would be – and 

would be seen as – contributing citizens with a 

potential which is realised, rather than discounted and 

wasted. 

Finally, a society which currently sees little or no 

injustice in excluding disabled people even from the 

social exclusion debate would begin to experience a 

more positive response to the existence of disabled 

people in our neighbourhoods. And the government 

would avoid potentially putting in place further 

exclusionary barriers which will remain for twenty 

years or more. 

(estimated date 2000)  
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Regeneration – is it failing disabled 
people? 

The first thing that people involved in regeneration 

need to know about disabled people is that we are 

certainly not “looked after” by social services 

departments and charities and therefore safely 

ignored in regeneration initiatives. Disabled people do 

live in localities, do spend money, do have families, 

take children to school, look after other family 

members and do go out to work. That is, when we can 

get past the barriers that society puts in our way. 

Those of us involved in supporting disabled people 

into work, and towards independent living, have been 

dismayed at the lack of attention given to disability 

issues by regeneration initiatives at all levels. The 

governments’ National Strategy for Neighbourhood 

Renewal consultation exercise was embarrassed by 

the fact that disabled people did not feature in the 

strategy – even though we make up to 30% and more 

of the population. The resulting Action Plan offers little 

more, despite the active responses received from 

disabled people and our own organisations. 

The Twenty Year Strategic Plan of the North West 

Regional Assembly effectively ignored the existence 

of disabled people: to their credit, they then 

commissioned research which resulted in a detailed 
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and excellent report “Committed to Inclusion – 

Accepting the Challenge: The North West and 

Disability” which sets out clearly how disabled 

peoples’ issues can be addressed at all levels. We 

await its implementation with bated breath, and just a 

hint of cynical anticipation. 

(2001)  
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Sustainable regeneration means 
including disabled people too 

Talk of creating inclusive, sustainable 

communities is just hollow rhetoric when 

disabled people continue to feel invisible, says 

Lorraine Gradwell. 

The Government’s regeneration agenda is rightly 

about sustainability, about community, about places 

and about how diverse communities can be engaged 

meaningfully in shaping their localities. The Equality 

and Human Rights Commission (EHRC), established 

from the merging of the race, gender and disability 

commissions in October 2007, also incorporates work 

on faith and belief, age, and lesbian, gay, bisexual and 

transsexual people. 

The EHRC works to ‘eliminate discrimination, reduce 

inequality, protect human rights and to build good 

relations, ensuring that everyone has a fair chance to 

participate in society’. 

The Government also has a major agenda around 

choice, independence and dignity for disabled people, 

to be delivered through the Department of Health 

publication Transforming Social Care. The Office for 

Disability Issues has recently published the 

Independent Living review which looks at, among 
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other issues, ‘equal access to health, housing, 

employment, education and transport services and 

opportunities’. 

My focus here is about disability, and how 

regeneration activities can contribute - or not - to 

these agendas. Clearly regeneration is, or should be, 

centred on people. Yet increasingly I worry that as a 

female wheelchair user I am relatively invisible to 

regeneration practitioners in respect of their activities 

and developments. I’ve sat on my share of partnership 

boards, contributed to community strategies and 

inputted to local and multi area agreement 

discussions, so I understand a little about the 

regeneration environment, and I’ve found it 

surprisingly difficult at times to get disability taken on 

board, even though I come with a long history of 

involvement in the disabled people’s community, and 

policy experience up to Government level. 

Mark Ryder, a director at the British Urban 

Regeneration Association, says regeneration ‘uses 

the “three-legged stool approach” - environmental 

enhancement, economic prosperity and community / 

social’. 

It is worth briefly examining the three ‘legs’ in respect 

of disabled people. Environmental enhancement is 

perhaps the area where there has been most progress 
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in respect of access for disabled people, although the 

requirements of wheelchair users are probably 

highest, out of a ‘disability hierarchy’, on the agenda of 

planners and developers while the access needs of 

deaf and visually impaired people, for example, are 

less well catered for. Paradoxically, there remains a 

woeful lack of accessible housing for people with 

mobility impairments, illustrating how there are 

pockets of good practice not yet connected together, 

and out of step with each other. 

Economic prosperity: a huge agenda for the 

government; however the progress in supporting 

those ‘furthest from the labour market’ has been 

minimal over the last ten years and national policies 

remain difficult to ‘localise’ and translate into 

meaningful work. The majority of disabled people 

continue to live in poverty, and the majority of children 

living in poverty are in ‘disabled households’. 

Community / social involvement: public bodies have a 

statutory duty to involve disabled people in the 

planning and delivery of policies and services. In 2007 

the Disability Rights Commission reviewed, for 

example, the disability equality schemes of the nine 

Regional Development Agencies (RDAs) in England, 

finding that three ‘had impressive mechanisms for 

involving disabled people’ while the others needed to 
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do more to fully comply with the duty - a pattern 

replicated across the public sector at all levels. 

Compare this with Vancouver BC, Canada, where 

proposals go through a three level parallel process: 

immediate neighbourhood; city-wide views; and 

disadvantaged groups - that is, communities of people 

as well as communities of place. The result is a 

tremendously accessible city. Surely it is clear that 

unless the planning of all aspects of regeneration 

explicitly includes disabled people - and other 

excluded groups - and addresses their issues then it 

can have no real chance of being sustainable. 

‘Diversity’ must explicitly include ‘disability’. While the 

planning, commissioning, procurement and delivery of 

regeneration activities do not consistently and fully 

address this aspect of the work this will mean that 

transport systems and infrastructure, housing, 

economic development, public spaces and community 

cohesion, and regeneration itself, will inevitably fail. 

The structures already exist - perhaps we should talk 

about it. 

(New Start journal, April 2008) 
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Social and welfare, or cultural? 

If what you are is difficult for funders to categorise, 

and much of what you do is also difficult to measure, 

then organisations like GMCDP will inevitably 

encounter problems, I argued in this article. I 

suggested that a different approach is required by 

funders and others if the exclusion of disabled people 

is to be tackled in a meaningful way.  

You could certainly be forgiven, or even envied, for 

not knowing much about such developments as 

Neighbourhood Renewal Fund, New Deal for 

Communities, Local Strategic Partnerships, 

Community Networks, Regionalisation, and 

Devolution. Or the “diversity” agenda. Or the growing 

links made between “health” and “social” care. These 

all illustrate the context in which disabled people’s 

organisations are struggling to survive, and are mostly 

based on developing services at a local level. 

The trouble with all this is, as disabled people, where 

on earth do we fit in? You might think it is obvious, but 

wait … the recent big issue for GMCDP has been 

whether or not we are a “social and welfare” 

organisation, or a “cultural” organisation. Not only that, 

who decides just what we are, and why is it that we 

can’t be both? You see, it seems our very future 

depends on being rightly classified, because what kind 
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of organisation we are will decide how, and if, we get 

funded. 

Broadly, the Coalition’s aim is to support the 

independence and integration of disabled people in 

society, and we have always recognised that there are 

many ways of working towards this aim. We have 

tended to do it through debate and analysis, self-

organisation, through providing training and 

information, and through development work with other 

disabled people (they call it capacity building, these 

days). 

Another problem we have always had is that these 

activities are difficult to “count” and monitor, in a way 

that funders like to see evidence of “money well 

spent”. We achieve a lot of these so-called “soft 

outputs”, but how do we know what difference they 

really make to disabled people’s lives? And how many 

disabled people do we reach? Dammit, what services 

do we provide? 

Well, you know, it’s just not that simple. 

Despite the attractive “diversity” approach, it is still a 

generally understood concept that it must be just awful 

to be a disabled person, and any organisation that 

sets itself up to deal with disability must provide 

services to relieve, or at least compensate for, this 

awfulness. But the truth is that a lot of disabled people 
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don’t see it that way. A lot of disabled people see that 

they live in a society, a locality, a neighbourhood 

even, that basically ignores what they need in order to 

function independently and be a contributing part of 

that neighbourhood. There are the obvious things like 

the architecture, the telephones, the newsprint; but 

also there are barriers such as inaccessible public 

meetings; public funds awarded to local projects which 

have, often genuinely, no idea of how to be 

accessible; professionals who believe they “know 

best”, having learned from other well meaning 

professionals. It is folly to believe that these matters 

will be addressed through the provision of “special” 

services. Disabled people know this. 

In the long run, the most effective way of tackling the 

exclusion that disabled people encounter is not to 

provide more of these special services. The most 

effective way is, firstly, to support and facilitate 

disabled people’s coming together, so that they might 

learn from each other and move away from the 

welfare agenda towards independence and true 

integration. Secondly it is for the rest of society to stop 

putting barriers in the way of our participation. 

There is a disability culture, and it underlines our self-

organisation: it’s not just about art and drama and 

poetry, although that is a strong glue which helps bind 

our culture and make it strong. But in the end it is 
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about US, who we are and how we are, most 

especially when we come together on our own terms. 

And this is why it is so difficult to draw the line 

between “social and welfare” and “culture” in terms of 

disability. You see, on the whole only disabled people 

truly understand what it means to be disabled: that is, 

what it means to encounter and have to deal with 

barriers and hostile or “well meaning” attitudes every 

single day of your life and to have your activities 

questioned, and sanctioned, and measured in order to 

merit “welfare” payments. In short, to be part of a 

minority group that is not particularly valued in our 

society. 

We exist at a neighbourhood and locality level (hands 

up all those of you who know the difference!) yet we 

are often ignored and invisible in our own 

communities. We come together at a county level, yet 

our validity is questioned, simply because of structural 

changes and a service driven approach to funding. 

But our approach effectively combines the social, 

welfare, and cultural aspects of disability. The 

Coalition has been one of the most influential disabled 

people’s organisations in the country. The trouble is, 

it’s so hard to measure.                

(Coalition, May 2002)  
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Housing:  

The Road is Long, With Many a 
Winding Turn! 

In this article I described a journey that should have 

been reasonably straight-forward – a move into a 

new-build ground floor flat. Instead, however, this 

turned into a merry-go-round of problems and a 

constant source of anxiety.  

It’s about five miles from Flixton to Sale in Greater 

Manchester, but the journey we’ve made from our old 

house to our brand new ground floor flat feels more 

like ten thousand miles.  

With the kids having left home, and a large three 

bedroom house becoming increasingly less 

accessible, we’d been looking for a while for 

somewhere more suitable. We wanted somewhere 

near accessible local shops, near a Metrolink [tram] 

station (accessible and regular public transport) and 

preferably near water — not too much, surely?  

Late one night in August 2004, searching the internet I 

found what seemed the ideal place - a two bed, 

ground floor flat by the Bridgewater Canal right in the 

centre of Sale. Perfect, we thought. Better still 

Crosby’s, the developers, had only just started 
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building it; we figured if we contacted them quickly we 

could sort out any access problems before they even 

happened, it was a ground floor flat after all. Little did 

we know.  

We contacted Crosby’s and explained our plan; they 

asked what kind of work might be required and we 

explained about the kitchen, bathroom and the need 

for a level patio door. They agreed to work with us on 

access, so we confirmed the broad access 

requirements in writing, paid our 10% deposit and 

signed the contract. The walls of the four storey block 

were about five feet high at this point.  

For the first site meeting in a show flat we made some 

preparations: we took with us copies of the “Design for 

Access” manual drawn up by Manchester City Council 

and now widely used:  we had measured heights of 

kitchen worktops, the toilet and the basin in our 

bathroom; we had even taken photos of our own 

perfectly level patio door threshold, and the loo on a 

plinth in our holiday cottage. We told them that this 

was a chance for Crosby’s to get good publicity. We 

were pretty anxious to be helpful and were 

encouraged by the practical approach that the site 

manager demonstrated, even down to asking about 

best places to put sockets for charging my powerchair.  
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We soon found out that everything had a price, and 

sometimes two prices, when we were overcharged for 

some of the changes we’d requested. We fully 

expected to have to pay extra for the changes to the 

kitchen; we were (I felt) quite understanding when 

they charged us £700 to make the patio big enough so 

I had a chance of not falling off it; we were 

disappointed when they charged us £200 extra for a 

standard-width door to the hall cupboard; we were 

pretty astonished when we were told it would cost us 

£75 for an extra peephole in the front door; but we had 

become quite blasé when we were invoiced for the 

dropped kerbs in the car park! We soon learnt to 

examine every quote with a fine toothcomb: it seemed 

they weren’t very good with their figures.  

We did quite a bit of work to make sure that we had 

the measurements right for the bathroom, and 

confirmed them in a letter in December. It was only 

when we had the second site visit to our flat — rather 

than to a show flat — at the beginning of September 

that we saw that the basin was too high. There was 

much tutting and shaking of heads when I pointed this 

out, and they said that we hadn’t specified a height, 

and it would be “major surgery” to change it now. That 

night I found the letter where we had specified the 

height and faxed it to Crosby’s the next day, with no 

acknowledgement in return.  
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Very early on we had raised the matter of the high 

window fasteners, which made it impossible for me to 

open the windows. Crosby’s said they couldn’t replace 

them because all the windows in the block had to be 

identical. We got caught up in other matters and let 

this ride a little, but came back to it a few months later 

after seeing a Lifetime Homes exhibit at a conference 

early in 2005. Crosby’s agreed to look for other 

suitable windows, and found them pretty quickly, but 

said it would cost us £1,000 plus VAT.  

Our kitchen, however, seemed to be going well, 

despite a false start at the beginning: on our first site 

meeting the designer was a tonic — he had designed 

for a wheelchair user before and had some great 

ideas; we were very encouraged. A few weeks later 

we were told that a new firm had been given the 

contract and would we go to meet the new designer? 

This guy was extremely helpful and courteous, but 

had never designed for a wheelchair user; 

nevertheless, we worked together and by Christmas 

had agreed a design that we felt met our 

requirements. So far so good.  

In June when the plumber went on sight to fit the 

boiler he found that our redesigned kitchen was not 

possible, because the re-sited boiler meant that the 

flue would not pass inspection. Of course, no-one at 

Crosby had picked this up in between Christmas and 
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June. We were given three options — the seriously 

outrageous one being to site the boiler on the lounge 

wall, just what you want in your brand new home!  

The only option we were prepared to consider (other 

than complete redesign of the kitchen, which 

understandably they were not keen on) was one which 

meant the flue would go across the lounge ceiling in 

some ducting. This ducting would have down-lighters 

in it, the kitchen designer told us, so it would look like 

a feature rather than a flue. You can’t have down-

lighters in the ducting said Crosby’s, it’s not safe, so 

we asked for other options. Then they said we could 

have down-lighters but they couldn’t guarantee them, 

so we asked for more options. Then they said they 

would guarantee them after all.  

Our second site visit to our own flat was particularly 

difficult: two weeks away from completion we found 

the sink in the bathroom was too high; the fridge was 

so high that I literally could only reach the bottom shelf 

of the door (omelettes for breakfast, then!); the kitchen 

sockets were higher than had been specified; our en 

suite was being used as the site office (complete with 

fax and kettle); and the one inch threshold on the patio 

door caused my anti-tip wheels to catch and my drive 

wheels to spin in mid air! I pointed out that I had asked 

for it to be level, and the technical response I got was 

“How level is level?”  



LORRAINE GRADWELL 

179 
 

I can understand their frustration, after all — the 

Building Inspector had made them replace the first 

patio door they had fitted, and now the second one 

didn’t work.  

But did they understand our frustration? We had 

bought in September 2004, fully understanding that 

the flat was not due to be complete until August 2005 

and expecting to work constructively on any access 

requirements. As I write we hope to have the keys in 

five days, on the last day of September; we have had 

many meetings; exchanged many emails, letters and 

faxes, and experienced a level of stress which we feel 

must be much higher than that of the other buyers. 

This is because we have had to fight for every access 

detail of our new flat, and have not really experienced 

the “fun” side of planning the move; meanwhile we 

have been living with a friend for the last four months, 

having sold our house in May (thanks, Audrey, for an 

extraordinary kindness that we hope we can repay 

one day) and with most of our clothes and belongings 

in storage.  

In total, our “journey” to our new home has been 

fraught with problems and unnecessary anxiety; we 

feel we have been ambushed at every turn (and I can’t 

help it, highway robbery does come to mind) whilst 

every step forward had been begrudged and made 

difficult. What should have been pretty simple — a 
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ground floor flat, after all — has been made into a 

merry-go-round of problems.  

The Crosby website says that “... we strive to 

distinguish ourselves by going that little bit further ...” 

Well, that’s as maybe, but this time I think you’ve gone 

too far.  

(Coalition, November 2005) 
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Buying in the private sector 

This paper is written in the context of legislative 

developments and social imperatives around 

independent living and disabled people, and 

recognises that access to appropriate housing is an 

essential pre-requisite to independence. 

The “Improving the Life Chances of Disabled People” 

report published by the Prime Minister’s Strategy Unit 

highlighted that - 

‘the Disability Rights Commission has defined 

independent living as referring “to all disabled 

people having the same choice, control and 

freedom as any other citizen – at home, at work, 

and as members of the community.”41 

In his foreword to the report, the Prime Minister said - 

“Barriers – in attitudes, the design of buildings 

and policies, for example – still have to be 

overcome by disabled people, reducing their 

                                      

41
 “Improving the Life Chances of Disabled People”: the Prime Minister’s 

Strategy Unit, 2005; p 70. 
http://webarchive.nationalarchives.gov.uk/+/http:/www.cabinetoffice.gov.uk/
media/cabinetoffice/strategy/assets/disability.pdf  
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opportunities and preventing them from fulfilling 

their potential.”42 

Recent years have seen much progress in 

understanding and delivery of the housing access 

needs of disabled people, specifically wheelchair 

users, in public and ‘voluntary sector’ housing 

provision. The requirements of the Building 

Regulations Part M, of part lll of the Disability 

Discrimination Act which came into force in 2004 and 

of the ‘Lifetime Homes’ guidance are recognised in the 

‘social housing’ field, but does the private housing 

sector take account of these requirements or drivers, 

or of principles such as independent living and social 

inclusion? Where they do not there is a resulting 

negative impact on disabled people and their families 

in terms of family dynamics and economics. 

The government’s push on social inclusion, and its 

logical end result of the ‘mainstreaming’ of disabled 

people in all aspects of society, surely means that as 

independent living becomes a reality then more 

disabled people will be seeking private sector housing 

as owner-occupiers, as well as the usual assumptions 

of being tenants. 

                                      

42
 “Improving the Life Chances of Disabled People”: the Prime Minister’s 

Strategy Unit, 2005; p 5. 
http://webarchive.nationalarchives.gov.uk/+/http:/www.cabinetoffice.gov.uk/
media/cabinetoffice/strategy/assets/disability.pdf 



LORRAINE GRADWELL 

183 
 

In this paper I will outline my recent experience - as a 

wheelchair user - of buying a new-build ground floor 

flat, off plan, in an award winning development in 

Greater Manchester. I will outline the access 

discussions we undertook with the developers, the 

advice we gave, the impact of our negotiations with 

sub-contractors, sales personnel and on-site builders, 

and the effect of these negotiations on our family unit. 

I will highlight policy and legislative/regulatory gaps 

and draw out conclusions with implications for 

planners, developers and builders, as well as for other 

disabled people.  

This paper does not deal with ‘social housing’ issues 

as such, neither does it relate to the purchase of 

existing properties, whether adapted or not. This is not 

strictly an academic paper, but therein lies its value as 

a true and recent account of the significant difficulties 

encountered by a professional couple, one of whom is 

a wheelchair user, who wanted to buy a ground floor 

flat ‘off plan’. 

As a professional, working, couple with grown up 

children and a large three bedroom house which was 

becoming increasingly less accessible, we’d been 

looking for a while for somewhere more suitable to 

live. We wanted ground floor accommodation, near 

accessible local shops, within walking distance of a 
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Metrolink tram station (accessible and regular public 

transport) and preferably near water. 

We found an ideal canal side property development, in 

the very early stages of building, and approached the 

developers to discuss wheelchair access 

requirements. The developers asked what kind of 

work might be required and we explained about the 

kitchen, bathroom and the need for a level threshold 

at the patio door as well as the front entrance. They 

agreed to work with us on access, so we confirmed 

the broad access requirements in writing, paid our 

10% deposit and signed the contract. The external 

walls of the four storey block were about five feet high 

at this point. 

Prior to the first site meeting – in a show flat - we 

made our preparations: we took with us copies of the 

“Design for Access” manual drawn up by Manchester 

City Council and now widely used; we had measured 

heights of kitchen worktops, the toilet and the wash 

basin in our existing home; we had even taken photos 

of our own perfectly level patio door threshold, and a 

toilet on a plinth in our holiday cottage. We took 

photographs and itemised access schedules to 

meetings for the developer to keep. We told them that 

working with us on access in this way was a chance 

for the developer to get good publicity, both in terms of 

providing access and in respect of consultation with 
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prospective buyers. We were pretty anxious to be 

helpful and were pleased at the practical approach 

that the site manager demonstrated at that initial 

meeting, even down to asking about best places to put 

sockets for charging my powered wheelchair. Our first 

site meeting with the kitchen sub-contractor was also 

positive; he had designed for a wheelchair user before 

and had some great ideas; we were very encouraged. 

However, as building continued we found it 

increasingly difficult to monitor progress and be kept 

up to date and found the attitudes of the sales team 

members to vary, from dismissive to bordering on 

intimidation. The significant problems can be 

examined under four major headings - 

Costs and charges 

The developer’s approach seemed to be to treat all 

access requirements as ‘enhancements’ – as if they 

were extra fancy kitchen tiles desired above the 

standard specification - and billed us accordingly: in 

total we were invoiced approximately eight thousand 

pounds over and above the buying price for provision 

of kitchen access improvements, windows with 

accessible openings, an enlarged patio area to give 

safe wheelchair space and a widened cupboard door. 

We were also invoiced for the 2 dropped kerbs in the 

car park, but refused outright to consider this. Contrast 
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these invoiced costs with the assessment from the 

“Improving the Life Chances of Disabled People” 

report that 

“Adopting Lifetime Homes Standards would 

save, on average, £1,100 per dwelling on the 

cost of major adaptations... (in 1997 prices).43 

Project management 

Despite our supplying heights, widths, dimensions and 

illustrative photographs of our access requirements, it 

seemed that the details did not pass from the sales 

team – with whom we were liaising – to the on-site 

contractors. This inevitably led to mistakes being 

made which potentially were costly to rectify. For 

example, we did quite a bit of work to make sure that 

we had the measurements right for the bathroom 

fittings, and confirmed them in a letter to the sales 

team in December 2004. At an early stage we were 

told we would be able to visit on site as soon as the 

scaffolding was down – this was later denied and in 

fact early site visits were not permitted because of 

Health and Safety concerns. It was only when we had 

the second site visit to our own flat – rather than to a 
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show flat – at the beginning of September 2005 that 

we saw, for example, that the basin was too high. On 

site contractors present insisted we had not provided 

specifications, and were adamant that they could not 

now alter the height of the basin, resulting in difficult 

discussions and much anxiety for ourselves. However, 

that evening we were able to fax the copy of our 

original specification and the basin was subsequently 

lowered. 

Quality control 

That second site visit to our own flat was particularly 

difficult: two weeks away from planned completion we 

found that, as well as the sink in the bathroom being 

too high; the built-in fridge/freezer was also so high 

that I literally could only reach the bottom shelf of the 

door; the kitchen sockets were out of reach, being 

higher than had been specified; our en suite was by 

this point being used as the site office (complete with 

fax and kettle); and the one inch threshold on the patio 

door caught my anti-tip wheels and immobilised me in 

the doorway. When I pointed out that I had asked for it 

to be level I was seriously asked “Well, how level is 

level?” - A not very helpful attitude. 

The original kitchen supplier had been replaced with 

another who was very cooperative but inexperienced 

with accessible kitchens. Despite this our kitchen had 
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seemed to be going well: we worked together with the 

sub contractors, which involved visits to their 

showrooms and much communication via email and 

telephone. By Christmas 2004 we had agreed a 

design that we felt met our requirements. However, in 

June 2005 when the plumber went on site to fit the 

boiler in the kitchen he found that our design was not 

workable, because the access proposal to re-site the 

boiler meant that the flue would not pass inspection. 

Nobody at the developers or the sub-contractors had 

picked this up in between Christmas and June. We 

became subject to what felt like undue pressure to 

accept a solution that, we felt, compromised the 

kitchen accessibility as agreed six months previously. 

We negotiated a more acceptable solution but now 

find, after six months of residence that problems 

continue to develop. 

Other matters come slowly to the fore – the bathroom 

fan switch placed above the doorframe, the out-of-

reach keypad for the car park gates, and so on - 

installed by builders who knew they were working on a 

flat sold to a wheelchair user, and similarly approved 

by inspectors. 

Customer service 

The examples given above of discussions and 

negotiations illustrate the difficult, and at times hostile, 
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attitudes that we encountered from sales staff and on-

site staff. Although we had initially been encouraged 

by the developer’s agreement to work with us on 

access matters, we found that our requests were 

generally treated as ‘problems’ and our insistence on 

provision of access met with a ‘begrudging’ attitude. 

One on-site manager was extremely helpful and gave 

us his mobile contact number, suggesting we ring if 

problems occurred to us: we were then told by the 

sales team not to contact him. Where we highlighted 

features that were not in line with specifications we 

were challenged and on occasion confronted. We 

were treated as difficult and at times unreasonable 

customers, and at no time was the potential for 

positive publicity for the developers recognised. 

Matters of social inclusion and sustainable 

development were as of an unknown language. Both 

of us are professional people, and not fainthearted: we 

adopted a strategy of deciding in advance of each 

meeting who would take the brunt of the difficult 

attitudes and who would ‘take a back seat’. We 

wondered how others might deal with such obstructive 

and discouraging attitudes. 

Disabled people do not reside only in the ‘social 

housing’ sector and many people look to the private 

housing market when moving home. “There is no 

evidence that disabled people are less likely to want to 

own their own homes than the rest of the 
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population.”44 However, the drivers, legislation and 

regulations guiding and governing the private sector 

are not consistent with those operating in the ‘social 

housing’ sector, nor is it obvious to disabled house-

buyers where to go for advice or support. 

We were purchasing in an award-winning, PFI 

development where there had clearly been scope for 

local planners to influence. The new library, council 

offices and arts venue had clearly taken access issues 

into account yet the housing development had not. 

Planners have particular scope to influence PFI 

developments which they clearly had only partially 

used in this particular instance. 

Our private sector house-buying experience lasted 

just over twelve months, during which time we 

struggled to find good, or even relevant - advice in 

terms of clarifying building regulations, whether or not 

the DDA (Goods, Services and Facilities Regulations 

2004) applied to all or to part of our purchase, whether 

there had been a failure to apply local Planning 

Guidance: we could get no support through the local 

authority Planning or Building Control sections. 
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We felt that the major cause of difficulties was the 

developers’ resistance to listen to us, and their 

apparent instinct to treat us as if we were expecting 

too much, for example for myself to be able to reach 

central heating boiler controls or to open windows 

myself. At times they asked us why we could not deal 

with these matters after building – undermining our 

whole premise of building in access from the start. 

Moving house is said to be one of life’s three most 

stressful events; the extra considerations that disabled 

people need to take into account compound this 

effect. We had hoped that by working with a developer 

at the earliest stages of build we would be able to 

avoid access difficulties, and arrive at some 

demonstrable good practice. Not only was this not the 

case, but the resulting difficulties and bad feelings 

tarnished what should have been an exciting family 

event. 

Clearly architects and designers, developers and 

planners, builders and building control inspectors do 

not consider access in relation to “normal” housing. 

Modular building – such as the patio door frames – 

can be inherently inaccessible, or accessible, and 

architects and planners could influence the market 

through their specifications. The bulk buying abilities 

of developers could be a powerful influence for 
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change – sourcing modular patio doors with a level 

threshold, for example. 

Affordable housing is a major government priority, as 

is the development of sustainable communities and 

improving the life chances of disabled people. Our 

experience was that none of these initiatives were 

even known to the people we dealt with, through all 

ranges of management of the property developers – 

up to the regional manager. The governments’ stated 

aims will be unachievable if our recent ‘journey’ 

through the private sector housing market is an 

example of the inherent barriers faced by one group of 

disabled people. The opportunities to exit the ‘social 

housing’ market are too few, and the hurdles too 

great, unless changes in policy are developed and 

implemented. If all disabled people, except the 

extremely wealthy, can only be accommodated by the 

‘social housing’ sector then the ideals of independent 

living are unachievable. 

(Paper presented at a housing conference, 2006)  



LORRAINE GRADWELL 

193 
 

Transport:  

Public Transport and Disabled People  

The great transport debate goes on. Here GMCDP 

Development Worker Lorraine Gradwell, acting Chair 

of the Disabled Peoples Transport Working Group, 

looks at recent developments.  

Consultation 

The 1985 Transport Act placed a duty on the 

Passenger Transport Authorities to formulate policies 

for the purpose of meeting the total public transport 

needs of the conurbation.  

In its Public Transport Plan for Greater Manchester 

(1987) the PTA welcomed the “recognition of the 

importance of ensuring that public transport services 

are made available to users with impaired mobility”. 

The Authority also committed itself to ensuring that its 

policies “take full account of the transport needs of 

women, and of the ethnic minorities.”  

To help them achieve these aims, the PTA decided to 

set up consultative mechanisms with four 

“disadvantaged” groups namely, women, elderly 

people, ethnic minority people, and disabled people.  
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When the Disabled People’s Working Party was set 

up it was clear from the beginning about the sort of 

issues it wanted to address, and how it wanted to 

address them, for example, a disabled person has 

chaired the group from the start and those people 

involved have been keen to have the group properly 

constituted, with at least half of the members being 

accountable to local organisations of disabled people.  

Funding and support 

Another piece of recent legislation which has affected 

the way in which the PTA are taking account of the 

transport needs of disabled people has been the 

withdrawal of the Manpower Services Commission 

(now the Training Commission ) Community 

Programme scheme.  

This has affected local provision because until now 

the PTA has allocated practically all of its “special 

needs” budget to the support of “Ring-and-Ride” 

services. This particular form of door-to-door transport 

relied on MSC-CP [Manpower Services Commission, 

Community Programme] funding, employing most of 

the driving and escort staff through the CP scheme. 

Ring & Ride is distinguished by its limited operating 

area and its lack of planning input by disabled people.  

On learning that the CP scheme was to end, and after 

consulting with Ring-and-Ride operators, the PTA 
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proposed to take the existing Ring-and-Ride schemes 

on to mainstream funding, with a reduction of 50% in 

the escort cover provided by the service.  

This was approved by the Disabled People’s Working 

Group with the proviso that escort cover should not be 

refused to anybody who needed or requested it.  

However, one of the main concerns of some people 

on the Working Group is that the Ring-and-Ride 

operation covers only small parts of five of the ten 

boroughs of Greater Manchester, leaving the majority 

of disabled people with absolutely no access to public 

transport.  

In fact, where Dial-a-Ride operations exist in Greater 

Manchester they generally receive no support from 

the PTA, and are often sucked into, or eased out by, 

the Ring-and-Ride system, which is distinguished by 

its limited operating area and its lack of planning input 

from disabled people.  

Whilst agreeing that there will always be a need for 

some form of door-to-door service many disabled 

people’s organisations (GMCDP included) are not 

satisfied with the Ring-and-Ride model because of the 

severe restrictions it places on the mobility of many 

disabled people - in refusing to cross boundaries, for 

example -and because on the whole it has been 

conceived, planned, developed, and is implemented 
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by able-bodied people who typically think a wheelchair 

is a mobility handicap!  

The Ring-and-Ride schemes do have user-groups, but 

they do not deal with the planning of the service, 

rather with general issues arising from the day-to-day 

operation of a scheme which is already up and 

running. Naturally, those disabled people who 

represent Ring-and-Ride on the Working Group are, 

on the whole, going to defend the services they use - 

especially when their coordinator is sitting listening to 

what they are saying!  

Some of the people who represent Ring-and-Ride 

user groups, however, do take a wider view of the 

issues of public, non-segregated, transport being 

made accessible to all disabled people, and this is a 

welcome approach.  

After the PTA’s decision to “bail out” the Ring-and-

Ride system local papers proclaimed “PTA saves Dial-

a-Ride schemes”, in fact local Dial-a-Ride schemes 

were, on the whole, ignored by the PTA even though 

many of them were facing exactly the same staffing 

crisis as the Ring-and-Ride schemes. The PTA has 

assured the Working Group that expansion has been 

halted until proper consultation has been carried out.  

Local papers were also proclaiming that the PTA 

planned to extend their Dial-a-Ride (read Ring-and-
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Ride) scheme into parts of three other boroughs of 

Greater Manchester. This is despite the fact that PTA 

has assured the Working Group that the planned 

expansion has been halted until their current policy 

review is finished, and until proper consultation in the 

boroughs has been carried out.  

Even so, people “on the ground” are aware that 

contacts with local authorities are still being made by 

the PTE specifically in connection with expanding the 

Ring-and-Ride scheme, in fact one PTE officer was 

heard to say that expansion into Oldham, Salford, and 

Trafford was in an “advanced state in principle”, with 

premises already identified.  

Policy review 

The Disabled People’s Working Party elected three of 

its members in July to a sub-group, to contribute to the 

Policy Review on behalf of the Working Party. The 

“election” was held in haste at a special meeting of the 

group because the PTA was anxious to get the review 

under way, they said. The Group which elected the 

three reps was un-constituted and uneven, and the 

whole process was dubious to say the least. This is 

not to undervalue the contributions made by those 

three reps, whose commitment has been total.  

To date (mid-October) the sub-group has met three 

times, I am told that the first meeting was a “getting to 
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know you” session; the second concentrated heavily 

on the new Light Rapid Transit system [the Metrolink 

trams], in which the PTA have already committed 

themselves to accessibility, and the third is taking 

place as I write.  

What I do know is that the agendas for the sub-group 

do not seem to be following the agendas for the PTA’s 

own officers group which is working on the very same 

subject - the policy review - and meeting weekly.  

The PTA hopes to have finished the policy review by 

the end of the year. The Working Group meets only 

four times a year, the next meeting to be in December. 

This means that the Group will not have been able to 

contribute (except through the three reps, who 

obviously cannot report back to a group which is not 

meeting). This all adds up to a growing feeling, 

already made known to PTA councillors and officers, 

that the PTA is indulging in a cosmetic consultation 

exercise. Representatives of the Working Group, 

including myself as chair, have already met once with 

PTA councillors and policy officers to express our 

concern at this state of affairs - it would seem to be 

time for yet another meeting. The PTA are not even 

honouring their own commitments to “take full account 

of the views and needs of public transport users and 

potential users”, let alone the United Nations 

Declaration on the Rights of Disabled Persons, 



LORRAINE GRADWELL 

199 
 

adopted by the UN General Assembly on 9th 

December 1975, which states for example:  

“Disabled persons are entitled to have their special 

needs taken into consideration at all stages of 

economic and social planning.” and: “Organisations of 

disabled persons may be usefully consulted in all 

matters regarding the rights of disabled persons.”  

Maybe the PTA knows better? But how, then, is it that 

they have made such a mess of provision to date? 

Answer - by being totally influenced by operators and 

service providers rather than by potential users. The 

chance to make significant changes is slowly 

dwindling and the PTA seems happy to see that 

happen. It is up to disabled people to press for 

transport provision for all.  

Disabled people, no matter whether they currently use 

Ring & Ride, taxis, their own private cars or whatever, 

must be mindful of the fact that there is still a majority 

of disabled people who do not have access to public 

transport, and who are virtual prisoners in their own 

home. Current members of the group need to be 

mindful of the fact that they have a collective 

responsibility towards ensuring the PTA takes full 

account of the needs of disabled people in the Greater 

Manchester area.  

(Coalition, November 1988)  
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The transport debate continues...  

It seems that scarcely a day goes by without some 

new development in the saga of public versus “special 

needs” transport in Greater Manchester. As the 

Greater Manchester Coalition of Disabled People 

(GMCDP) Development Worker, I outlined recent 

events:  

What’s happening? Officially the Passenger Transport 

Authority (PTA) Disabled People’s Working Group has 

been meeting now since late summer 1987, during 

which time l have chaired that group through some 

“lively” meetings. It is felt by the Executive Committee 

of GMCDP that 18 months is quite long enough, and l 

must admit that l agree. On the 13th February the 

group elected a new chair, Ron Goulden, who is the 

Manchester Disability Forum (MDF) representative to 

the Working Group; I was elected as vice-chair and 

will continue to attend meetings as the GMCDP 

representative.  

l think it is probably true to say that most of the people 

involved in the business of the Working Group have 

learnt a lot in these last eighteen months, PTA 

(Passenger Transport Authority) officers and 

Councillors as well as disabled people and others 

from the voluntary sector. The Group is currently in 

the process of delivering its response to the PTA’s 
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Policy Review, a most important document which 

outlines the future planned for us by the PTA in terms 

of public transport.  

The role of the Working Group has not been easy, 

many members feeling that we were only ever being 

told half a story by the PTA, and that that was 100% 

more than we were ever told by the PTE (Passenger 

Transport Executive).  

As l may have said before, the Policy Review was 

approved by the PTA Policy Committee on the 28th 

October, and several of its recommendations have 

actually been carried out. This sits rather uneasily 

alongside the fact that the deadline for responses to 

that same document is now the end of February.  

So, for example, plans are well advanced in many 

districts of Greater Manchester for the setting up of 

local “Consultative Committees” to deal with local 

introduction of Ring-and-Ride schemes, indeed many 

have actually met several times, even though the PTA 

have only just received the comments on that initiative 

from their own Working Group.  

Feelings are high among many Working Group 

members that the PTA only listen when we say what 

they want to hear. How are we to deal with this when 

our very valid comments are ignored and 

unanswered?  
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Which comments, you might say? A few examples: 

 we do not think that enough research is being 
done into alternatives in transport provision,  

 we do not think enough notice is taken of 
community transport providers, 

 we are not of the opinion that the PTA’s policy 
on door-to-door transport should consist solely 
of Ring- and-Ride,  

 we do not think the right vehicles are being used 
by the PTA, and  

 we do not consider that the PTA are doing 
enough to promote accessibility on mainstream 
services.  
 

The Group has also had comments to make about the 

consultation processes, and about the kindest 

comment that can be made is that the PTA have not 

handled it well.  

So, where are we up to? Plans to extend Ring-and-

Ride into Salford, Trafford, and Oldham are rumbling 

on, albeit “in principle”, which means that it IS 

happening but it isn’t happening officially. It can’t 

happen officially because it is still the subject of 

consultation. Do you see?  

The agenda for the February “Consultative 

Committee” meeting in Trafford which, remember, is 

not officially convened, contained such items as 

“Appointment of Chairman to Local Consultative 
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Group and review of membership” and “Consideration 

of Draft job description for position of Controller 

designate.  

Now these items seem pretty official to me. So, for 

example, (bear with me, because this is pretty 

complicated, not to mention tedious) there are plans to 

appoint a controller in Trafford for a scheme planned 

by the PTA but the PTA do not yet know whether or 

not their Working Group approve the scheme in the 

first place!  

Now, what if the Working Group say that they do not 

think it a good idea? What then? And what if the local 

representatives who attend the local consultative 

meeting say that they do not want exactly what is on 

offer, but something similar? What then?  

But that last one was a trick question - we know the 

answer because it already happened. At the Trafford 

meeting the five disabled people present, all of them 

well versed in the issues, said they wanted something 

different to what was on offer, and all were told in no 

uncertain terms by a local PTA councillor that they 

should take what they were offered ... disabled people 

were told it was “Ring & Ride” or nothing by a PTA 

councillor!  

Indeed, the disabled people voted against a “Ring-

and-Ride” type operating zone whilst the other people 
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present (apparently able- bodied) voted in favour of an 

“operating zone”, those in favour including two 

Trafford councillors and one ex-councillor. And at an 

Oldham meeting disabled people were told that it was 

“Ring-and-Ride” or nothing by a PTA councillor.  

Democracy rules!... Okay?  

These are only two instances, two out of the ten 

districts which make up Greater Manchester: no doubt 

there are others. Now in Rochdale people are not so 

sure that the proposed scheme is what they want, and 

they are organising a conference for local people so 

that they can hopefully be well informed about what is 

proposed and what is possible. They are also 

considering commissioning research of their own, 

from independent transport consultants, as to what 

are feasible transport options for disabled people in 

Rochdale. If people at the conference say that they 

want something other than what is on offer, will the 

PTA take note?  

Other considerations in the PTA’s Policy Review 

include taxis. In London now, all new taxis (black 

cabs) must be capable of carrying a wheelchair (plus 

occupant of course), and by the year 2000 all taxis on 

the road in London must be wheelchair accessible. If 

it’s good enough for London...!  
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Carbodies, the firm who produce the original “London 

Taxi” recently launched their “Fairway”, a production 

line accessible model, developed more as a 

competitive reaction to the “Metrocab” than out of any 

regard for improving transport options for disabled 

people, cynics might say. Nevertheless, new black 

cabs will all be accessible from February 1989 

onwards. When you are looking along the taxi rank - 

watch out for the new registrations! - this is an area 

where real progress could be made.  

Recommendation 16 of the PTA’s Policy Review is 

“That the Authority write to individual districts to 

ascertain taxi licensing policies”. This is an area where 

real progress could be made in improving mainstream 

provision, but no, instead we have proposals for 

disabled people to only be able to book a black cab 

through a “Mobility Centre” (read Ring-and-Ride 

office). Do we really want to have to book our taxis 

through a centre, of which we have to be a member? 

Will there be enough taxis left over for people who 

prefer to book them independently, as the rest of the 

public do? And do we really want to cross Greater 

Manchester in a series of short journeys from centre 

to centre across the county? Door-to-door-to-door-to-

door, as it were! 

And is it true that no-one amongst the planners had 

realised that these mobility centres would have to be 
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accessible, until it was pointed out to them? The 

appointment of staff for the new schemes would also 

seem a dubious process - will an Equal Opportunities 

policy operate, are disabled people happy with the job 

descriptions, are there positive moves to employ 

disabled people?  

The very fact that these questions have to be asked 

shows that the whole exercise is not being carried out 

in a spirit of co-operation on the part of the PTA / PTE. 

Back to the vexing subject of door-to- door transport. l 

must admit that l was rather crestfallen a couple of 

months ago when a senior policy officer from the PTA 

asked me why people didn’t like the Ring- and-Ride 

model.  

Had we really not made ourselves clear’? A full 

answer as to why planners are so keen on Ring-and-

Ride can no doubt be had from the National Advisory 

Unit on Community Transport (NAU) who promote the 

Ring-and-Ride model heavily, but the following 

features are the main ones that make it so irresistible 

for them - a claimed low trip cost, cost-effectiveness, a 

high technology operating system, small operating 

area. A pity all these criteria cannot be applied to 

public transport in general! But it can’t be, because it 

does not reflect what the travelling public wants ... it is 

separate, segregated, inappropriate provision which 
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provides nothing more than a stop-gap service for a 

minority of disabled people. Neither does it reflect 

what disabled people want - it reflects what planners 

say we want. This is why many disabled people do not 

agree with the Ring-and-Ride model. 

When reading the background to the Policy Review 

the image created of the average disabled person 

needing transport is one of someone who is poor, 

elderly, and nervous of going out. Someone who finds 

it difficult to put on their coat, rarely travels more than 

three miles, and only ever goes out to visit friends, the 

local shops, or to play bingo; and what they really 

want is a friendly, escorted, door-to-door service 

staffed by drivers who are well on the way to being 

qualified doctors! This is the transport planners’ 

“special needs” equivalent of the fit, healthy, white, 

male, thirty-year-old, and unencumbered by either 

small children or large shopping bags. Average public 

transport user? No, - they are both a statisticians’ 

invention, albeit a minority part of the travelling public.  

What is hard to imagine is how local transport 

planners will be convinced to try different systems, so 

strong is the Ring-and Hide hold over them that door-

to-door alternatives are not being either researched or 

proposed, despite many disabled people requesting 

that that happens. And where are the resources to 
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commit to such research? Why, with transport 

planners and the NAU.  

Still, we live and learn. Other developments on the 

transport scene include a trip to Sweden to an 

international conference on transport for elderly and/or 

disabled people. About this time last year when details 

of the conference first came to the GMCDP office I 

passed it on to the PTA with the suggestion that they 

fund a delegation from the Disabled People’s and the 

Elderly Person’s Working Groups. This they have 

agreed to, but only one representative from each 

group, plus two councillors, and an as-yet unspecified 

number of officers (employees) of the PTA / PTE. Late 

approaches have been made by the PTA to 

conference organisers to present a paper on PTA’s 

proposed “integrated” transport system, which would 

mean of course that the officers presenting the paper 

would have all expenses met: neat, eh?  

lf this approach were to be successful, then the PTA 

could afford to send more Working Group 

representatives ... couldn’t it? Oh yes, one more thing, 

it was pointed out to me by a PTA policy officer that 

the Working Group representatives who do go will be 

representing the PTA, not the Working Group. Could 

the PTA be worried about a little criticism? Surely not!  
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Plans for the Metrolink Light Rapid Transit system are 

gathering momentum, firms have now submitted 

tenders to operate the system, GM Buses amongst 

them, and the sifting out process is about to begin. 

Many people have expressed concern that although 

the PTA have committed themselves to full 

accessibility of the system and its infrastructure 

(stations, etc), will they be able to enforce accessibility 

throughout the tendering process? The co-ordinator of 

Manchester Disability Forum recently wrote to the 

Clerk to the PTA, Howard Bernstein, about these 

worries, and had a most reassuring reply to the effect 

that the provisions in the tendering invitations were 

explicit and binding, and offering to arrange a meeting 

to discuss the concerns.  

Happy ending?  

It’s not an easy thing to do in these transport articles, 

but for once l find myself in the position of being able 

to end on a happy note. In County Durham the first 

mainstream tendered bus services are now operating 

using the CVE Omni bus, seen by some Working 

Group members at the Naidex exhibition at Alexandra 

Palace at the end of last year. Such a sensible 

vehicle.  

This bus has such a low floor height that the entrance 

is almost level alongside a pavement. It also has 
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adjustable back suspension, so that the floor at the 

back can be lowered still further, plus a built-in ramp 

which slides out easily from under the floor at the 

back. Imagine, you could wheel or walk straight in, 

you could push a pram or a buggy straight in, your 

shopping trolley would not have to be lugged up the 

steps Such a sensible vehicle: not entirely the right 

answer, but a huge step in the right direction.  

As l said at the beginning of this article, l will no longer 

be chairing the Working Group but will continue to be 

a member, representing GMCDP. l wish the new chair 

the best of luck for what is an exacting task, and only 

hope that they remember that the Working Group is 

well placed to have considerable influence on future 

transport provision for disabled people, and to my 

mind that means continuing to challenge the PTA to 

rise to the occasion.  

(Coalition, February 1989)  
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Families, Parents and Sex: 

Disabled parents – dispelling the 
myths 

Author: Michele Wates 

Publisher: Radcliffe Medical Press Ltd. 

“Not Another Book About Heroines” - thank goodness. 

For too long those of us who are disabled parents - 

well, disabled mothers mostly - have been regarded 

by almost the whole world as oddities first and 

heroines second. 

This very readable and straightforward book looks in a 

very practical way - and through the eyes of the 

experts (disabled parents!) - at the day-to-day reality 

of being a “good-enough” parent when you happen to 

have an impairment. Objectively Michele Wates 

illustrates how more and more disabled people are 

becoming parents, and doing a good job despite - 

rather than because of - professional involvement 

which often neither understands nor attempts to 

analyse the difficulties we encounter. 

Focussing greatly on childbirth and young children, 

although also covering many issues to do with 

schools, the book deals with decision making about 
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whether or not to have children; relationships with 

partners, offspring, the wider family and professionals 

in their many guises. It covers the concept of self-

image and how the traditional way that we, and 

others, view ourselves can impact on our confidence 

to carry out our roles as parents in the way that we 

want to. 

The isolation that we often face is addressed; the 

isolation of being alone all day with a new and 

demanding baby, but also the compounding effect of 

inaccessible environments - including clinics, 

playgroups and nurseries, not to mention local shops 

where you traditionally meet neighbours and have a 

natter. 

There is examination of the problem of gaining access 

to resources, getting past the gatekeepers, and 

recognising that those who might hold the key to 

delivering the support we need, i.e. social workers, 

also have the power to take our children into care; this 

leads many disabled parents to understandably give a 

very wide berth to those who perhaps could help them 

greatly. 

The chapter on “allies” examines what it is that has 

made allies of any of the professionals who gather 

around disabled parents, and leads to an exploration 

and explanation of the need for disabled parents to 
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have access to other disabled parents, in order to find 

“personal confidence and collective strength; working 

together with individual and organisational allies to 

improve the antenatal provision, maternity services 

and parent support available to disabled people.” 

The truth is that disabled people have “a right to 

become parents … and to be adequately and 

appropriately resourced to do the task. We are 

ordinary parents and at the same time we have 

particular insights and qualities which we have 

developed in our parenting. We are on our way. Are 

you sure you can cope?” 

(1997)  
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The Baby Challenge 

Author - Mucti Jain Campion 

Publisher – Routledge 

ISBN 0-415-04859-1.  

‘The Baby Challenge’ by Mukti Jain Campion is “a 

handbook on pregnancy for women with a physical 

disability”. It is a recent publication aimed at physically 

disabled women who are contemplating childbirth, but 

will also be of interest to those involved in providing 

antenatal and postnatal support. The preface states 

that the book will be “invaluable to undergraduates, 

lecturers, and practitioners in midwifery, obstetrics, 

and general medicine. Mukti Jain Campion is a mother 

herself - although not identified as a disabled woman, 

therefore l assume she is not - and is a television 

producer who has made a number of films about 

being a disabled parent; she is also an active member 

of the Disability Working Groups of the Maternity 

Alliance and National Childbirth Trust.  

With an informal style, this is an easy book to read 

though there are few illustrations. The paperback 

version is just over two hundred pages long, with quite 

small print; it does not state whether it is available in 

Braille or on tape. There are two parts to the book; 
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part one deals with the various stages of pregnancy, 

from making the first decision to have a child through 

to coming home with the new baby. Part two, which is 

about two thirds of the book, takes thirteen different 

conditions (sic) in order to look at how they may affect, 

or be affected by, pregnancy or childbirth. There are 

four appendices which give mostly useful contacts, 

though the section on contacts outside this country 

may not be of much immediate value to pregnant 

disabled women!  

From the point of view of a disabled woman with two 

children I found this to be a book of some 

contradictions in approach and content. The attempt 

to be of value and interest to disabled women, AND 

the health professionals with whom she may have to 

deal, means that the depth of content for any of these 

readers is quite superficial. l would have much 

preferred a work that dealt more exclusively with the 

experiences and wisdom of other disabled mothers.  

l would also have preferred to see a disabled mother 

as the author; whether or not such a work would have 

been as attractive to publishers is perhaps a factor 

here. Mukti Jain Campion uses her own definition of 

disability (p77) and in doing so falls into the ‘able-

bodied’ trap of somewhat mixing up notions of illness, 

restrictions, and the medicalisation of physical 

impairments; however she then goes on to state that 
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‘neither being pregnant nor being disabled is an 

illness, and therefore the expertise for either cannot 

rest solely with the medical profession’ - one of the 

most valuable statements of the whole book. As 

disabled people ourselves, one of our hardest tasks is 

to tackle the medicalisation of disability - how much 

harder is that task for us when we are pregnant!  

There appear to be several assumptions around 

planning for childbirth, and the existence of a partner. 

Unfortunately, or rather fortunately, disabled women 

are much the same as any other women and they 

sometimes get pregnant when they hadn’t planned to, 

and when there is no long-term, supportive, partner 

around. It would have been interesting to have some 

practical, non-judgemental advice for women in such a 

position. Of even more use would have been advice to 

the health professionals who are meant to be 

supportive to women in such situations ... the truly 

awful experiences that disabled women have to 

endure at the hands of the “health professionals”.  

One of the strengths of this book is the emphasis on 

very practical statements around rights of access to 

information and the right of a disabled woman to enjoy 

the experience of childbirth; it is also strong in 

highlighting some of the truly awful experiences that 

disabled women have had to endure at the hands of 

the ‘health professionals’ such as a GP advising a 
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woman to have an abortion because of the GP’s 

personal beliefs about a particular illness. All 

instances quoted have occurred since 1980, and 

therefore must reflect modern thinking and practices - 

a sobering thought at times. How ‘professionally’ 

valuable the case studies are to members of the 

health professions must be questionable, except from 

an anecdotal point of view, although the author does 

acknowledge that they can only deal with general 

points. I feel that the unsuccessful attempt to balance 

medical and nonmedical interests is most obvious in 

this section of the book.  

What is interesting about the case studies is the 

frequency with which the same problems occur, 

irrespective of a woman’s disability, and the 

consistency of the sources of the problems; - lack of 

appropriate information, bad access, isolation, and 

lack of understanding support from health 

professionals. In her introduction the author highlights 

this fact, and l would advise anyone from the health 

professions to start from this base.  

l would also advise such readers to start with chapter 

six which has excellent advice on attitudes and 

practices. lf only all health professionals started from 

such premises as those described here, then disabled 

women would have much happier experiences around 

childbirth. lf you are someone who works in the health 
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professions, resist the urge to think “I know all that” 

because this book says a lot of things which should be 

self-evident but are often overlooked.  

The title ‘The Baby Challenge’ can be interpreted in 

two ways; firstly it can be viewed in the demeaning 

context of how “brave” and “courageous” a pregnant 

disabled woman is often seen to be, to contemplate 

motherhood from such a position. However I would 

have hoped it was more a challenge to the health 

professions; it seems to be down to the luck of the 

draw whether disabled women get help and support, 

or whether they meet with discouraging and even 

judgemental attitudes. The strength of ‘The Baby 

Challenge’ is that it does indeed challenge such 

attitudes. 

(1990)   
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Sexuality and Disability – a guide for 
everyday practice 

AUTHOR  Elaine Cooper and John Guillebaud 

PUBLISHER Radcliffe Medical Press Ltd. 

This is not a book aimed at disabled people, so let’s 

not get excited. It is aimed at the plethora of 

professionals who have a brief – not given by us 

incidentally – to involve themselves in our sex lives. It 

inevitably reads as intrusive and voyeuristic. 

Attempting, as it does, to deal with the widest range of 

“problems” from pregnancy through to terminal 

illnesses and sex; from people with physical 

impairments living independently through to people 

with “severe behavioural problems” living in 

institutions; and addressing itself to a range of 

situations from people living alone to those with paid 

“carers”, this book falls rather short of its own mark. 

An essentially medical and psychosexual approach is 

taken: the first chapter, dealing with “counselling and 

sexuality” sets the tone. Chillingly, chapter two, 

“Society, the climate in which we live”, deals mostly 

with informed consent and abuse, whilst “Emotional 

factors”, chapter three, gets a scant four pages. 

Chapter four, “How to do it” is very straightforward, 

matter of fact and non-judgemental. The remaining 
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chapters deal with fertility and contraception; young 

peoples’ “special needs”, and takes a cooks tour 

around “some specific disabilities”. 

A curious mixture of helpful information (mail order 

sex aids) and professional intrusion (references to 

“permission-giving situations”) and control 

(“suppressing menstruation using hormones”), results 

in a book which perhaps serves to remind disabled 

people to steer as wide a berth as possible around the 

queue of paid professionals waiting to sort out our sex 

lives. After all, aren’t they part of the system that 

segregates us, discriminates against us and devalues 

us? And then gets paid to “sort us out?” 

“I learned about sex, but not enough. I found I could 

dance and still look tough … anyway.” Billy Joel. 

(1999)  
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Bigger than the Sky – disabled 
women on parenting 

AUTHOR Michele Wates and Rowen Jade 

(editors) 

PUBLISHER The Women’s Press Ltd 

See a disabled person, in the street, at a concert, at 

work, out and about anywhere really, you think of 

many things and make many assumptions - what you 

rarely “see” is a prospective or actual parent. In this 

anthology the editors set out to “examine the links 

between disability and parenting from many different 

points of view” and “to expose myths and challenge 

stereotypes”. 

The editors advertised far and wide for contributions 

and were rewarded with a richness of material that 

more than fulfils their aims. No one pretends that 

parenting is anything other than a serious undertaking, 

but the prevailing views in general society that 

disabled people should not have children or become 

parents are turned upside down by the evidence here. 

As the editors point out “Countless disabled women of 

earlier generations were prevented from parenting by 

institutionalisation, compulsory sterilisations or 

enforced adoptions ...” Strongly informed by an 
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outdated medical viewpoint, which sees only problems 

rather than alternative approaches, the public often 

regard disabled people with young children as 

“irresponsible” or “amazing” (a no-win situation for us 

disabled mothers). 

Or the genetic argument comes into play, advising 

people with a high likelihood of bearing a child with 

impairments to have genetic counselling and testing, 

so as to terminate any “undesirable” pregnancy as 

early as possible. Disabled people with a genetically 

inherited impairment are of course doubly 

irresponsible, to deliberately think of bringing an 

impaired child into the world. 

Of course, as they say, in practice the theory is 

different. This collection illustrates just how different; 

from making plans to be parents, to the actual 

processes - including birth and adoption - to parenting 

growing children and even helping children prepare for 

a parent’s early death. The contributors come from 

around the world and from a range of backgrounds 

and cultures, birth situations and chosen lifestyles; 

what unites them is that they have all embraced the 

pain and the pleasure of parenthood or at the very 

least the serious consideration of it. 

As disabled women we are always wary of “reinforcing 

the negative attitudes of those who criticise the 
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choices we make for ourselves.” The editors have 

collected examples which say, in effect, “stuff your 

attitudes”. 

And quite right too. 

(1999)  
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Disability, the Family and Society  

AUTHOR  Janet Read 

PUBLISHER Open University Press 

SERIES  Disability, Human Rights and 

Society, editor: Len Barton 

The first thing to understand about this book is that it 

is really about non-disabled women, who happen to 

be mothers of disabled teenagers: a book about 

disability, but from the viewpoint of non-disabled 

people. I emphasise this point because the experience 

of disability – in the social model sense – is a defining 

one. Disabled teenagers feel the full impact of the 

barriers society places in their way – their mothers 

observe, and feel “by association”, and are affected by 

the impact of disability, but in the end can choose to 

circumvent these barriers in ways not open to their 

teenagers. 

The book explores “mothers’ perspectives about the 

ways that they find themselves acting as mediators 

between their children and a world that can be hostile 

…”, and describes the “ambassadorial” and mediating 

role that many mothers take on, between their children 

and the immediate family, teachers, social workers, 

professionals in “gatekeeper” positions - the whole 
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world almost. Also highlighted is the way in which 

dealing with the “disability activities” and the higher 

level of “care” needed by many disabled teenagers, 

usually falls to the mother, with a resulting impact on 

her physical and mental health. Motherhood and care 

is theorised, and linked to the issues of disadvantage 

and discrimination which disabled people encounter 

daily. The analysis of the disabled peoples’ movement 

which has led to the social model of disability is 

explained as context. 

But ... as a disabled mother of non-disabled, very 

grown up teenagers, and remembering my own 

teenage years, I am not convinced that this book 

contributes much understanding to the experiences of 

disabled people themselves in a family situation. And 

more’s the pity. 

(2000)  
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Female Forms: experiencing and 
understanding disability  

AUTHOR  Carol Thomas 

PUBLISHER Open University Press 

In this welcome addition to writing in “disability 

studies”, Carol Thomas sets out to further develop 

theorising on the social model of disability and to 

explore and expand the relevance of feminist ideas for 

understanding experiences – especially disabled 

women’s experiences – of disability. Not only does 

she do this in a more accessible manner than most 

academics bother to attempt, but she also ventures 

into some uncharted territory by exploring the 

interface between disability studies, women’s studies 

and medical sociology. 

This work is characterised by its use of disabled 

women’s experiences, as told by themselves, to bring 

a number of themes to life. Furthermore, although the 

book is well and truly grounded in the social model of 

disability, nevertheless it offers challenging insights 

into current and established thought and, significantly, 

addresses the difficult and contentious issue of the 

impact of impairment on “social modellist” thinking. 
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Introducing the term “impairment effects”, Thomas 

succinctly offers a solution to what she calls “the 

definitional riddle”, which is – 

“Disability is about restrictions of activity which 

are socially caused. That is, disability is entirely 

socially caused. But some restrictions of activity 

are caused by illness and impairment. Thus 

some aspects of illness and impairment are 

disabling. But disability has nothing to do with 

impairment.” 

Thomas argues that by disregarding the “psycho-

emotional dimensions of disability” - factors wider than 

“the personal” - the hardliner social modellists ignore 

matters to do with self esteem, interpersonal 

relationships, sexuality, family life and so on. And that 

by doing so they leave these matters as “open season 

to psychologists and others who would not hesitate to 

apply the individualist / personal tragedy model to 

these issues”. She challenges the view that 

‘experience’ per se is about the “private” domain of life 

rather than a public domain of political struggle for 

disability rights and cites the “tremendous social and 

political gains” made by the women’s movement by 

placing ‘personal experience’ at the very heart of its 

theoretical concerns and political actions. 
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A powerful argument is made that the “personal 

experience of living with both disability and impairment 

(and the interaction of these) should be on the 

Disability Studies agenda.”  

This is a challenging development which should 

indeed be taken on board by the academics. But it 

should also be taken up by the disabled people’s 

movement. Disabled women with whom I have 

discussed the “impairment effects” theory have all said 

“Yes! that’s right!”.  

And they all want to read the book! 

(1999)  
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A Touch of Humour: 

Care – A Civil Rights Issue! 

THUNDEROUS applause greeted the end of the 

keynote speech, which had reflected on the changes 

of the last 25 years. Delegates had wiped away 

nostalgic tears on being reminded of the old days, 

when cripples were looked after and knew their place. 

The conference had been well attended - this was, 

after all, the Silver Jubilee - and as the delegates 

jostled each other along the aisles and pushed out of 

the Hilltop Business and Conference Centre Dick 

Scott reflected that, on the whole, he was well pleased 

with his efforts.  

Of course, it was never easy to get the right mix for 

such an event. That crusty old peer of the realm, Lord 

Stern, had been devious - just the right note of 

cantankerous helplessness. The delegates had been 

queuing up to care for him. The main theme - “Whose 

Rights Are They Anyway? - the next 25 years” - had 

created a lot of angry debate as non-disabled people 

described how they had been marginalised and 

undervalued, regarded as pathetic and tragic as they 

became more useless. Retraining schemes, 

assertiveness courses and confidence building had 

eventually been offered, but following the passing of 
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the Civil Rights (Disabled People) Act onto the statute 

books in 1995 few of the workers in the disability 

industries had realised how dramatically their lives 

would change.  

Dick congratulated himself that he had seen the 

changes coming and had established the Scott 

Counselling and Advice Bureau (SCAB) at exactly the 

right time; it was now the leading agency in the 

country. As the phased reforms were gradually put in 

place there was, at first, a trickle of enquiries. The first 

calls were from people who had lost their jobs - if they 

were experienced then Dick had no trouble finding 

new positions for them, although openings were 

dwindling fast. He offered the best of them jobs at the 

Bureau, and those for whom he could not find work 

were placed on retraining schemes.  

The trickle became a flood as the need for “special 

provision” dwindled. As disabled people began to be 

absorbed into the mainstream of society there was 

less and less justification for providing services which 

were aimed only at disabled people. The people who 

had designed, managed and delivered these 

segregated services came to be seen as a social 

problem as their industry collapsed and they could no 

longer find work. Luckily for the country, though, the 

growth in other service industries compensated for the 

collapse of the disability and charity businesses. 
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Public transport had been a surprise: the increased 

frequency and comfort which had resulted from 

access programmes had increased passenger use to 

the point where the public transport industry was now 

expanding way beyond the requirements of the Act. 

Moreover, the upsurge in the building trade had 

stimulated the economy to a level that nobody had 

anticipated; UK businesses now led the world in 

communications and telematics. UK plc was booming! 

Pity there have to be losers, as well as winners, 

mused Dick on his way to the station.  

Absent-mindedly he fished in his pockets for coins to 

put in the collecting box held by a young woman who 

sat in her 6 x 6 beside the interactive ticket console 

module. The “Support the Ex-Carers Society” (SECS) 

were vigorous fundraisers and Dick made a point of 

contributing; after all, they were a part of his livelihood! 

Back at the office the videophone was flashing but he 

was not in the mood to respond. His thoughts kept 

returning to the changes of, particularly, the last ten 

years. At first, in the late 90s, nothing much had 

happened; yes, there had been a lot of legal activity 

as the Disability Commission had flexed its muscles, 

but people had not realised the implications of it all. 

However he had spotted the trends, and had realised 

that the days of national charity which had provided 

him with such a good living were numbered. In fact, as 

legal challenges of discrimination mounted up from 
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non-disabled people who wanted guaranteed 

sheltered employment he knew it was time to get out.  

His old colleagues in related businesses had been 

bewildered; they could not understand why they were 

not needed any more; hadn’t they always done their 

best for people? The truth was that as more and more 

disabled people were able to lead ordinary lives 

without professionals intervening to ‘help’ them, the 

traditional charities no longer had a role to play. Many 

of those that had not done as Dick had, and adapted 

to cater for the new deserving minority - had folded. 

Sadly, the scope for offering services to people such 

as SECS members was limited: they did not need 

purpose-built housing or door-to-door transport; mind 

you, neither did anyone else now. Still, Dick had 

spotted their needs and now his organisation was 

catering for them.  

He was worried, though, about the fundamentalist 

cripples. There had been a small but pushy group of 

them at the conference, and Lord Stern was a typical 

example - dangerous even. It was only in the last five 

years that the Fundamentalists Union (FU) had started 

to activate with any kind of effectiveness, but they 

were becoming stronger. Their call was simple - they 

wanted a return to the “good old days” – i.e. to be 

cared for. The lines to the Bureau had literally 

jammed, the day the FU held a sit-in on the ramp to 
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the Lobby Hall at Westminster, chanting: “What do we 

want? CARE! When do want it? NOW!” SCAB clients 

were falling over themselves to offer their services.  

The problem was, now that disabled people were no 

longer kept apart from the rest of society, now that 

they were functioning citizens, they needed no more 

care than anyone else, so it was really hard for the 

SCAB clients to meet the fundamentalists’ demands. 

They were determined to do their utmost, though, and 

had formed an FU-SCAB Working Party to establish 

models of good practice. Dick had no choice but to be 

a member, but he was not happy about it ... if his 

clients found a new role in life and no longer needed 

his services, what on earth would he do for a living? 

(Coalition, February 1995)   
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The Mobility Roadshow Lullaby  

Representatives of the PTA (Passenger Transport 

Authority) Disabled People’s Working Group paid a 

short (as it turned out) visit to the Department of 

Transport’s Mobility Roadshow at Crowthorne, 

accompanied by several officers of the PTE 

(Passenger Transport Executive).  

I felt the visit was disastrous in more ways than one, 

and in October 1989 felt moved to commit the 

experience to verse! If you’re feeling particularly 

tuneful today, the words can be sung to the tune of 

‘Morningtown Ride” - a hit for The Seekers (remember 

them?) in our writer’s distant youth!  

 

Chorus: 

Rockin, rollin’ ridin’, down the motorway.  

All bound for Crowthorne, many miles away. 

Tail lift is shaking, makes a creaky noise,  

“Try it now more slowly” advise PTE boys.  

Seats are hard as marble, chair clamps fall away,  

In the access bus to Crowthorne, many miles away.  

 

 

 



LORRAINE GRADWELL 

235 
 

Verses: 

Buses are their interest, gadgets are their joy,  

people are a nuisance - oh how they do annoy!  

Ramps and clamps and wheelchairs, interrupt their 

play,  

all bound for Crowthorne, many miles away.  

We know best just what you need, we’ll make all the 

plans.  

We’ll fit seats and tail-lifts, to change all these ‘bread 

vans’.  

You won’t know the difference, when we’ve had our 

way  

Who needs to visit Crowthorne, many miles away 

Buses by the cartload, tail-lifts by the score.  

We ask them to buy the bus that has the lowest floor.  

The engineers are downcast - no lifts with which to 

play  

(They’d have to look for other jobs many miles away!) 

Only two hours visit and people want to go,  

Seems they’ve seen enough, thank you, let’s leave 

this dry Roadshow,  

Look at you quite strangely when you say you want to 

stay  

Their nice pub-lunch is waiting, not many miles away!  
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Homeward now we travel, pull in for the loo,  

The “Access Bus” won’t start again, an electrical to-

do.  

Our engineers are helpless, the cellphone wins the 

day,  

A breakdown van is summoned from many miles 

away. 

Once again we’re moving, mechanics did their stuff, 

Fixed the bus, this bumpy bus, the journey has been 

rough.  

Home at last, it’s midnight, what a useless day!  

Bruises, bumps, a wasted trip, many miles away. 

Somewhere there are buses anyone can use. 

Somewhere there are engineers who listen to our 

views.  

Why can we not find them, through the PTA?  

Must we always use our cars to go many miles away?  

(Coalition, October 1989)  
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Simply Seeing Red at the Apollo 

I had gone to the Apollo Theatre in Manchester to see 

Simply Red and ended up simply seeing red!  

What follows is an attempt to put a humorous slant on 

how access, or the lack of it, affects disabled people, 

even when they play according to all the rules devised 

by the establishment. 

Okay, so you knew things were going too smoothly. 

The immediate instinct is to say “sod it” and go home; 

but the tickets were £11.50 and your companion can 

see the act, even if you can’t.  

So.  

So what? You want to hear the act and see it? How 

unreasonable can you get? Do you really expect 

2,000 people to sit down on the seats, provided for 

just that purpose, so that YOU can see the act?  

No, not necessarily. But still you want to see the act, 

after all, you’ve paid the same as everyone else - 

aren’t you entitled to see as much?  

No, apparently not.  

Torn between listening to good music and making the 

inevitable (expected?) protest you storm into the foyer 

and demand to see the manager. The chief bouncer 
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(chosen more for his bouncing abilities than his skills 

as a diplomat) asks have you never been to a 

“standing” event before, and patiently, if a little 

sarcastically, asks didn’t you know that most of the 

rock concerts turn out to be “standing” events? And if 

you can’t stand, then of course you can’t see, can 

you?  

Summoning up your own patience you wonder why, 

when booking your ticket and informing the theatre 

management that you use a wheelchair, they don’t 

have some means of dealing with this problem?  

How do we know you’re coming in a wheelchair?  

How do we know you’re coming in a wheelchair? asks 

this walking example of (couldn’t care less) authority.  

Because, your companion explains, there’s a sticker 

on the booking office window asking you to tell them 

when you buy your ticket.  

Oh, that! Light dawns on his untroubled face, I got that 

from Birmingham Hippodrome. I thought it looked 

good.  

But, I’m sorry, he says, it’s turned out to be a 

“standing” event. I was talking to Mick (invoking the 

name of the lead singer, obviously hoping to overawe 

you) this afternoon and asked him what sort of show 
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he wanted and he said he hoped it would be a 

“standing” show.  

That’s okay by you, you say, but you still want to see 

the act.  

Well, says the failed diplomat, I can’t go out there and 

ask 2,000 people to sit down, now can I?  

You don’t want 2,000 people to sit down, you explain, 

you want a place to sit where you can see over their 

heads!  

Oh, well, comes the reply, do you want us to rig up a 

scaffold so that you can go up on that and see the 

act?  

Realising that you are up against a formidably 

unimaginative opponent (yes, it is a battle) you 

demand to see the manager, to talk to someone with a 

bit of sense, and to have your money back. Now.  

Other bouncers, wandering past, glance 

sympathetically at their leader, “Rather you than me, 

mate” you can almost feel the currents passing 

between them!  

The manager’s busy. You can wait till the end of the 

show, if you want, or you can write to him. What then? 

you ask. You still won’t have seen the show, nor had 

your money back.  
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You wonder aloud if the manager could be too “busy” 

watching the act to speak to stroppy customers. Oh 

no, says his chief bouncer, he’s probably seen them 

more times than he’d care to remember.  

You can see that this guy really does not want to 

continue this little exchange so he decides a change 

of tactic. You know, he says, we have lots of people in 

here in wheelchairs to “standing” events, they don’t 

complain; we even have a blind man comes in - he 

can’t see the show either.  

Now you’re getting fed up; you don’t give a monkey’s, 

you say, if they have elderly granddads with no teeth 

coming in, you came to see the show, you could see 

when you came in, unlike said blind man, and you 

want to see the act now (which is 15 minutes into the 

show); or you want to see the manager, or you want 

your money back and you’ll be down here the next 

morning with more press photographers than he’s 

seen in his life.  

He seems to take this in his stride, but after a few 

more expressions of your doubts as to his ability to 

actually do his job he decides to go upstairs (where, 

no doubt, it is possible to see over said “standing” 

event) and try the manager after all.  

A few moments later he comes back down the stairs. 

Alone.  
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“He sent you back, didn’t he?” asks your companion, 

joining in this newly discovered (to you, anyway) game 

of verbal bouncer-bashing.  

Yes, replies bouncer, bloody but unbowed, as they 

say.  

The manager has obviously told him to get it all sorted 

out and not bother him again with trivial matters. What 

if we go down to the front, there’s probably a spot on 

the left where you can see quite well, says newly-

inspired bouncer.  

Okay, you say, and follow him through crowds of 

people standing and dancing in the aisles (fire risk, 

that; strictly illegal). For some reason you are not quite 

as considerate as usual, when people step out in front 

of you, about not whacking their ankles with your 

footplates. And when they look round with surprised 

and hurt indignation (not to mention hurt ankles), why 

do you feel like whacking them again, harder? You 

worry, but only momentarily, about this instinct!  

Arriving at the chosen spot you are pleased that you 

can now see the act ... from the waist up anyway. In a 

vaguely helpful manner the bouncer moves people 

from your line of vision, and you are nearer the stage 

than you have been for a long time.  
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You know, he says confidingly, this is strictly against 

the fire regulations!  

The only complaints now are of a crick in the neck 

from having to look up all the time, and running the 

risk of further alienating yourself from the rest of the 

concert-going public by demanding, when they 

obstruct your line of vision, that they move.  

However, there are also compensations, of a sort. The 

show was wonderful and you had a good view in the 

end.  

And it’s not everyone who calls a bouncer a pillock to 

his face and gets away with it!  

(An edited version of this article first appeared in The 

Artful Reporter, and this version in Coalition, June 

1989) 
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Miscellaneous: 

Mar y Sol 

Mar y Sol is a new holiday complex which is being 

publicised widely through outlets associated with 

disabled people: Lorraine Gradwell, for instance, 

booked her holiday at the London Naidex exhibition. 

So is Mar y Sol every disabled person’s dream 

holiday?  

Mar y Sol is a complex of apartments and studios in 

Los Cristianos on the south of Tenerife, one of the 

Canary Islands. The complex is built around three 

pools, one of which is heated to around 90oF and has 

a poolside hoist. The pools all have what are called 

“water games”, which means that at certain times of 

the day water-spouts, waterfalls, and streams of 

jacuzzi-like bubbles appear in parts of the pool as if by 

magic!  

The apartments and studios are grouped in “houses” 

or “Casas” around the central pool area, and there are 

lifts to all floors. The pool access is from the 3rd floor, 

with the pools being almost on a level with the second 

floor of the Casas. A series of long but reasonably 

gentle ramps leads to the pool area where there is a 

poolside cafe which opened for business while we 
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were staying at Mar y Sol. If your idea of a holiday is 

to lie in the sun with a book and a personal stereo, 

with the occasional swim followed by a cup of coffee, 

then this is it.  

The promotional literature describes the complex as 

being fully accessible, a claim with which l would take 

issue. However, it is probably true to say that it has 

better access than the vast majority of other “off the 

peg” holidays available. My friend and I stayed in a 

“studio” - a sort of large bed-sit with its own bathroom 

and patio. The kitchen area was very small and basic, 

with all the units being at standard height and very 

difficult to reach from a sitting position. Everything 

seemed unused, which led us to the conclusion that 

we were the first people to occupy that particular 

studio.  

The bathroom was large; it had a shower but no bath - 

and no shower seat, that was an extra at £8 per week! 

This is where necessity prompts initiative, and you 

move one of the patio chairs into the shower! Other 

items which would have been handy were a shower 

curtain, a shelf by the washbasin, and a few clothes 

hooks on the wall, though whether these were missing 

because our studio had not been fully finished we 

never actually found out. The apartments are bigger 

than the studios, having a separate bedroom and 
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therefore sleeping four people. They also have the 

benefit of a bath in the bathroom!  

The apartments and studios were attractively 

decorated and furnished and, apart from the points 

already mentioned, reasonably accessible both inside 

and out. Studios and apartments at Mar y Sol can be 

either rented or bought: the 1988 price to rent a studio 

in January was £185 per week, with a reduction of 

20% because of the unfinished building work. In the 

complex next to Mar y Sol an apartment can be had 

for about £120 a week, as we learnt from a couple 

who owned an apartment “next door” in Victoria Court 

but who paid a daily charge to come on the Mar y Sol 

complex and use the heated pool. They have an ice-

cream making business and close down for three 

months every winter, which they spend in Tenerife. 

Well, you would, wouldn’t you?  

But l digress. To buy a Mar y Sol studio costs about 

£36,000 and an apartment is £59,000; in comparison 

studios are being sold elsewhere in Los Cristianos 

from about £20,000: access doesn’t come cheap!  

Mar y Sol is about halfway finished, and can be 

recognised from a distance by the orange crane 

towering above the complex! There are rumours that 

Mar y Sol is taking such a long time to complete 

because of cash-flow problems due to the “bottom 
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falling out” of the tourism explosion in the Canaries; or 

of the developers, Kurt Konrad CIA, having over-

reached themselves and having to let the existing 

apartments to fund the building of those remaining. 

Kurt Konrad however are large developers with many 

complexes on the island currently being built by them, 

so this seems unlikely. A supervisor overseeing the 

opening of the poolside cafe blamed strikes at the 

island’s main port for holding up deliveries of materials 

and preventing work from being completed. Whatever 

the reason, it seems unlikely (to the untrained but 

highly critical!) eye that Mar y Sol will be finished this 

year.  

Included in the final plans for the complex are a sports 

hall, restaurant and cafe, chemists, gift shops, a 

supermarket, and an underground car park. At the 

moment there is no onsite shopping (the essential 

supermercado); this is a great drawback because the 

Mar y Sol studios and apartments are self-catering 

and the poolside cafe is relatively expensive. There is 

a reasonable supermarket about two hundred yards 

away - so far so good. However the access road to 

Mar y Sol itself is unfinished and unlit; this means that 

not only is it very rough and bumpy through the day, 

but also you can’t see the potholes at night!  

Oh yes, l nearly forgot, Mar y Sol is built on the side of 

a rather steep hill: down to the supermarket, down to 
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the beach, the restaurants, the bank, down to 

everywhere in fact - but always up to Mar y Sol. Still, 

enterprise will out, and the flagging wheelchair 

occupant, and valiant companion, can always hire an 

electric wheelchair to get about independently. At 

roughly £25 for three days it doesn’t come cheaply, 

but it you want to see the local area then it really is the 

best way - unless your companion is a cross between 

Geoff Capes and Daley Thompson! 

Los Cristianos was built on a hill before anyone ever 

thought of dropped kerbs, and the average height of a 

kerb seems to be about three feet. Finding your way 

around is a little like playing dungeons and dragons - 

there are places you can’t reach in an electric 

wheelchair without a great deal of initiative and a little 

“lateral thinking”. We had planned to make a map of 

the village, highlighting the complex routes needed to 

reach some places - and sell it to the guy who hired 

the chairs out, or at least trade it for a few free days! 

Somehow, though, it seemed too much like work. (If 

you want to get around the island you really need to 

hire a car, £45 will hire a Panda - without a sunroof - 

for three days, and petrol is cheap at 25p per litre.)  

Also on the broad subject of access, rumour has it that 

there is a prize for the first sighting of an accessible 

toilet on the south of the island! The knack, we found, 

consists of entering the poshest hotel you can find, 
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trying to look as if you are staying there, and looking 

around nonchalantly for the public toilets. Even this 

tactic, though, failed to identify a toilet which would 

admit a Meyra – it’s not easy to look blasé coming 

backwards out of the loo, especially when you haven’t 

even been!  

On the subject of hiring equipment, when you book 

your holiday at Mar y Sol you are sent a price list of 

equipment which can be supplied by the “Le-Ro” 

agency based on the complex, and which consists of 

three people, all German, two of them trained nurses 

(as well as your Spanish phrase book, a German 

phrase book could be an asset!) in addition to electric 

wheelchairs they will hire you anything from the 

above-mentioned shower seat to a bedpan, or sell you 

syringes and then you pay them to give you the 

injection!  

They drive a van fitted with ramps in which they will 

pick you up from the airport or take you out for the 

day, at a price. They also offer personal care during 

your holiday at £100 per day. If all this seems a little 

expensive, it seems that such items of necessary 

expenditure can be reclaimed through the equivalent 

of our NHS in many European countries; therefore 

many people can afford to pay such prices. It could 

also be argued, however, that items such as shower 

seats, “monkey poles”, and blocks to raise the bed for 
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example, should be standard provision in a place 

which promotes itself as accessible and purpose-built.  

Also, whilst on the subject of standard provision, I had 

the distinct feeling, as I sat on a sunbed by the pool 

with the temperature in the 80s, my regulation issue 

DHSS wheelchair beside me, that I was the poor 

relation in the wheelchair league. I could have left my 

chair anywhere on the complex in the sure knowledge 

that it was safe from theft - it was the worst wheelchair 

there! Other European countries definitely seem to be 

more advanced in their attitude to supplying 

wheelchairs,  

Back to Mar y Sol - a little background is always 

interesting, and as far as I could find out from talking 

to people there, Mar y Sol was the brainchild of a 

German doctor who visited Tenerife with his wife, who 

had multiple sclerosis, several years ago. He was 

impressed with the remission of her symptoms and 

put it down to the beneficial climate of the Canaries. 

Together with two other doctors, one German and one 

Norwegian, they came up with the idea of a “Health 

and Fitness Centre” for people with a whole range of 

“conditions”, and approached a property developer on 

the island to build the complex, or so the story went.  

Mar y Sol is publicised as a “high class Fitness and 

Physiotherapy centre, with gyms, massages, and 
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other wonderful treatments. Thankfully they are not 

compulsory, though they are expensive extras to your 

holiday bill if you choose to try them.  

Is it a good place to go for a holiday? Well, that 

depends on what you want. For a lazing, sunbathing 

holiday, it’s pretty good; the south of the island is ten 

degrees hotter than the north on average, but there 

are drawbacks as I already mentioned. But is it worth 

it? At the moment the 20% reduction brings the price 

to a reasonable level, however the full prices are really 

a little over the top. It seems as though the Mar y Sol 

management feel they have a “captive” market that is 

willing to pay over the odds to be guaranteed the 

relevant facilities. It doesn’t matter how you look at it, 

it still costs to be disabled! 

(Coalition, February 1989) 
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Charter 88 - equality and disabled 
people 

Political movements are not known for their “right-on” 

approach to disability, and disabled people who 

attempt to politicise the issues face an uphill struggle.  

So, it was with some reluctance and not a little 

cynicism that I agreed to lead a workshop for Charter 

88, against the advice of some of my colleagues - as 

they delighted in telling me later. 

I had agreed to be involved because I know that the 

speakers were active in the disabled people’s 

movement and felt that the workshop could not 

possibly be a disaster with such input.  

The input and discussion of the issues was good, the 

attendance was pathetic. Disabled people involved as 

speakers were rightly disappointed that the Charter 88 

supporters placed our issues so low on their agenda. 

It seems that the disabled people who are actually 

involved in Charter 88 are few, although there was 

one there at least; and the non-disabled people 

involved seemingly do not see disability as a burning 

constitutional issue.  

There was some discussion in the workshop about the 

need for anti-discrimination legislation; about whether 
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or not a Bill of Rights would address the segregation 

and discrimination faced by disabled people; and 

about the differences between persuading people to 

adopt good practice and enshrining rights in law so 

that discrimination can be legally challenged.  

There has, until now, been little evidence of the 

discrimination that disabled people encounter in just 

about every activity that they undertake. This has 

changed with the recent publication of a research 

work commissioned by the British Council of 

Organisations of Disabled People which looks at 

different areas of society such as education, housing, 

transport, and details the extent of the discrimination 

being practised.  

BCODP are using the research as a base for their 

campaign for anti-discrimination legislation, a topic 

which would seem to be relevant to Charter 88’s call 

for a written constitution - indirectly at least. There 

were great doubts, however, among participants, that 

disabled people’s issues would be addressed through 

such a development. The very lack of political 

disabled people in Charter 88 itself is a pointer to that. 

And if disabled people cannot take part in the 

conferences, then ... what?  

Later in the workshop, a convoluted discussion on the 

abortion / right to life / euthanasia debate in relation to 
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disabled people was held; the point that was strongly 

made by the speakers was that these issues need to 

be considered as issues without extenuating 

circumstances, and that they do not suddenly have 

different criteria or philosophies just because they are 

being considered in relation to disabled people. 

It was pointed out by the disabled women present, 

some of them parents themselves, that the issue of 

real and informed choice was paramount; as long as 

people see disability only as a tragedy and something 

to be avoided at all costs - even the cost of a child’s 

life - then they cannot make real and informed 

choices.  

The task of politicising disability, of placing it on the 

agenda of political movements and initiatives, was 

seen as being enormously difficult, given the 

treatment that the speakers, invited by Charter 88 

themselves, had experienced.  

The concept of disability as a form of oppression 

rather than a tragedy or an affliction is clearly difficult 

for some people to comprehend. The Charter 88 

conference as a whole was a vivid illustration of how 

disabled people are excluded from society’s 

arrangements, and are then expected to take on the 

responsibility for sorting the mess out. 
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The workshop venue had no accessible toilets, the 

written information was not available in Braille, people 

in wheelchairs could only get into the plenary if they 

were carried, and the way in to just about everything 

was through the back door.  

The disabled people who attended as workshop 

speakers and chairs were so incensed at the failure of 

the conference organisers to ensure that the 

conference was accessible, and then to fail to deal 

with that failure in an appropriate manner, that they 

felt the only way to salvage anything of value from the 

whole experience was to make a protest to the whole 

conference.  

In the Saturday afternoon plenary the four disabled 

people, having been “placed” in a little spot beside the 

stage which was the only place that was even 

marginally accessible, left their allocated spot, 

commandeered a microphone from one of the great 

and good who were lined up at the table to dispense 

words of liberal wisdom, and read out a short 

statement they had prepared over lunch.  

The statement was about the need for access issues 

to be addressed so as not to exclude people; for 

disabled people - representing organisations 

controlled by disabled people - to be involved in all 

such initiatives as this; and about the need for all 
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participants, not just the conference organisers, and 

take on board the points being made. The audience, 

about halfway through the conference and feeling 

good about changing the world, no doubt, applauded 

as we remonstrated with them.  

Equality? Bill of Rights? Charter 88? Don’t make me 

laugh. 

(Coalition, December 1991) 
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“Pride” – music review 

Reviews - Music “Pride” by Johnny Crescendo & The 

P.O.P. Squad  

Ten songs about pride, in one way or another. But 

these are also songs about strength, growth, 

development; Johnny Crescendo’s songs are great for 

refreshing the parts that are getting a bit world-weary 

and for revitalising jaded outlooks! ‘ Johnny’s 

arrangement of Simon Brisenden’s poem “Scars” is 

powerful and an excellent choice, striking far too close 

to reality for comfort - yet making you feel okay about 

the scars that were made before you were old enough 

to have any say in the matter. Also too close for 

comfort is “The Ballad of Josie Evans” which tells the 

very simple story of institutionalisation and the 

apologists. This has to be my favourite song: l like the 

style (old hippy, I’ve been called) and the story 

contains so many ironies that the truth really hurts, 

“and the finger of guilt draws a circle in the sand, and 

who’ll take the blame for the desperate and the 

damned? And which people vote for injustice in the 

land. ls it you?”  

Persevere with catching the lyrics of “I Don’t Wanna 

Be A Wanna Be” - it’s worth it, to remember the hoops 

that lots of disabled people (maybe ourselves in our 

teens?) are eager to jump through in order to be 
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accepted. Contrast this with “Lies” which is a powerful, 

all grown up statement saying “don’t you lie to me!”  

lf l was to be critical about this tape, I would say that 

the musical arrangements are a bit too insistently 

jazzy for me at times; sure it’s very accomplished, but 

the messages are powerful enough without the 

embellishment. Also, “Jasia’s Song”, about Johnny’s 

voyage into paternity, is very sweet, in fact it strikes 

me as being rather too cloying; maybe that’s what 

comes of having a fourteen year old rather than a two 

year old!  

Claire Moony shares the vocals with Johnny on 

“Pride”, the title song of this tape, which is a gentle yet 

compelling piece, but for me the best quote about 

pride comes from The Ballad of Josie Evans –  

“I am, I survive, and my heart still has wings. They can 

take away my freedom, they can drug me with their 

lies but they don’t have my permission and I hang on 

to my pride.” 

(1993)  
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Social Welfare: Scottish perspective 

AUTHOR  Mono Chakrabarti (ed) 

PUBLISHER Ashgate Publishing Ltd. 

With increasing activity and discussion around 

devolution, in the English regions as well as Scotland 

and Wales, this has been a timely collection of essays 

on a range of social welfare issues. As an overview of 

recent developments and the current issues for 

Scotland it works well. 

Based on a series of lectures given to social work 

undergraduate students, the work begins with a short 

introduction on the changing nature of social policy 

and includes chapters on such issues as housing, 

education, health care, childcare, and older people. 

Also covered are wider topics such as poverty and 

welfare; adults in the criminal justice system; children 

who offend; and ethnicity and social services. 

All the chapters contain information and statistics 

relevant specifically to the subject matter in Scotland, 

and place the issues in a wider context. However, 

what is often lacking, I feel, is a comparison with the 

rest of the UK and some explanation as to why 

Scottish developments may have taken the course 

they did. One exception to this is in the housing 
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chapter where it is acknowledged, for example, that 

Scotland has “much more in common with housing 

systems in some European countries than in  

England ... “  

Overall, although focussed on Scotland this book 

could be viewed as an introduction to the issues 

across the UK, and indeed elsewhere. It provides a 

useful background to a range of social welfare issues, 

and sets them largely in the context of the devolution 

agenda and local government changes. It is ambitious 

in tackling such a huge agenda, but nevertheless is a 

useful foundation. 

(2001)  
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On Equal Terms – working with 
disabled people  

AUTHOR  Sally French (Ed) 

PUBLISHER Butterworth Heinemann  

ISBN   0750607513   

This is a book to make you angry. Targeted at health 

professionals it aims to ‘explain the ideas and 

perspectives of the collective voice of disabled 

people’. It then goes on to make suggestions on how 

practice should be changed to ‘work with disabled 

people as allies in their struggle’.  

The first part of the book gives a potted history of the 

development of disability as we know it today. Called 

‘Understanding disability’ it deals with definitions, 

images, expectations and the disabled people’s 

movement.  

In the second part, ‘Working with disabled people’ 

there are specific chapters on gender, ethnicity, 

abuse, learning difficulty. It also deals with practice 

issues in relation to attitudes, research and legislation, 

among others. In chapter eight French states: ‘The 

relationship between disabled people and health and 

welfare professionals has never been an easy one, for 
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it is an unequal relationship with the professional 

holding most of the power.’  

This is the nub of the whole issue. Generally, 

professionals have abused this power since they first 

assumed it.  

It reminds me of the reasons why I personally steer 

clear of the medical profession. These are ‘the 

dismissive patronising, punitive and unhelpful attitudes 

and behaviour sometimes displayed … by health and 

welfare professionals’. Strong stuff.  

Sally French traces the roots of such behaviour and 

goes a long way towards explaining it. The traditional 

ways in which we are viewed, society’s confusion 

around disability and impairment (French’s definitions, 

page 10), the almost total lack of a social dimension to 

the training of health professionals, the ‘organisational 

climate’ – is it any wonder, I can hear you ask?  

Well, it can’t work both ways. If it is the professionals 

who hold ‘most of the power’ then it is pointless to say 

that none of the problems ‘are the fault of individual 

health and welfare professionals’.  

For it that were true, what would be the point of this 

book?  

(2000)  
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Unlocking the Future: developing new 
lifestyles with people who have 
complex disabilities 

AUTHOR  Barbara McIntosh & Andrea 

Whittaker (eds) 

PUBLISHER Kings Fund Publishing 

ISBN   85717 400 3 

The first thing you notice about this excellent book is 

that it comes in two versions, bound together. Version 

one is a summary written in plain, easy to read text, 

with graphics to aid understanding for people with 

learning difficulties: version two is your standard 

written English. Although aimed at managers, 

commissioners and providers the version one text is 

accessible to “people who use services and their 

families”, and the book is in effect a comprehensive 

blueprint for how to move services for people with 

learning difficulties away from “special” provision to 

everyday activities in the mainstream of society. 

“Unlocking the Future” is the latest in a series called 

“Changing Days” and builds on previous experiences 

and lessons learned. It moves from advising on how to 

establish and maintain contact with “people with 

complex needs” to “ways of achieving more individual 
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lifestyles and the processes that are necessary to 

create a truly person-centred service that will result in 

better quality lives for people with complex 

disabilities.” 

Ranging through issues and activities such as 

education, employment, leisure and transition to 

adulthood, the matters of planning, delivering and 

developing, and “keeping users central” are 

addressed whilst the appendices lay out a “step by 

step” process for moving from day centres to 

community, and a personal development plan to use 

with individuals. It all makes such simple sense; you 

wonder why all managers, commissioners and service 

providers are not using this process. 

(2000) 

 

*  *  *  
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Conclusions  

In 2015 the disabled people’s movement is not what it 

was. The last five years have been characterised by 

‘austerity’ and the targeting of disabled people via 

changes to welfare support systems and a harsh, 

punitive benefits regime imposed by the Coalition 

government. This has produced strong, focused, and 

prolific campaigns from sick and disabled people that 

challenge and oppose the benefit changes. These 

campaigns run largely through ‘networks’ of 

organisations and individuals rather than the more 

traditional structures that disabled people’s 

organisations (DPOs) tended to adopt. 

However, even before this, the push for self 

organisation had petered out and disabled people’s 

user-led organisations, or DPULOs, now proliferate, 

thanks to a re-interpretation by the Department of 

Health in 2007 of the recommendation in the 

Improving the Life Chances of Disabled People report 

calling for a CIL-type organisation in every local 

authority area. Many organisations are now service 

deliverers - hence user led - rather than community 

organisers or capacity builders, reflecting the very 

different commissioning environment that now 

prevails. The advent of social media has led to a very 

different model of campaigning  whilst ‘our’ national 
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organisation, the British Council of Organisations of 

Disabled People, (BCODP) with all its faults, is no 

more. It is hard today to identify a national, radical, 

accountable body that has a pan-impairment focus 

and that addresses cross-cutting issues regarding the 

discrimination that disabled people still face, let alone 

one that can provide coordination, resources and 

support at a national level and a unified voice to 

government. 

For the disability activist the world now is a very 

different place: the push for welfare reform almost  

inevitably leads to the presentation of disability as an 

individual matter, which in one sense it is, but without 

encompassing this ‘individual’ presentation in the 

wider framework of disability as a structural construct 

which impacts on disabled people as a population, 

then meaningful change is unlikely. 

The solidarity, the self-organisation, the analysis of the 

wide social impacts of disability, as illustrated in these 

articles, still exist in pockets but I fear an apparent 

lack of interest in re-engaging nationally with these 

concepts. I hope I am mistaken; the understanding 

and application of such concepts will go a long way 

towards our regaining of lost ground and reaching 

consensus. 
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In this series of Lorraine's writings, you will find a 

rich tapestry of how disabled people fought to take 

control over our lives and change our destiny, 

documented in a refreshingly honest way.  

Her experience of living and breathing disability 

politics at the top and at the grassroots shines through 

this collection,  

These essays reveal how Lorraine's commitment 

to social collectivism influenced our development as a 

civil rights movement.  

Lorraine taught us all how to democratise our 

campaigning organisations, so that all disabled people 

would feel involved and would be given the ingredients 

to throw off the shackles of dependency.  

The slogan "nothing about us without us" was 

never as well established as it was in Manchester 

where Lorraine's insight and campaign methodology 

was embraced wholeheartedly.  

                                   Baroness Jane Campbell 
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