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Foreword 

 

 

Maggie Davis is a life-long activist, and with her soulmate Ken Davis 

they not only fought and campaigned locally and nationally but they went 

further and made it happen. Not to be too coy about it, they really got 

shed loads of 'stuff' done. 

 

1. Many people can sit in the pub and tell the world what's wrong with 

housing. Setting up your own sustainable solution for independent 

living for disabled people is only achieved by a few, even if it takes 

four years and abuse untold until now. Grove Road. 

2. And then learn the lessons, pick it apart with honesty, and remake it 

as independent living in a semi. Clay Cross. 

3. And add starting the first Coalition of disabled people in the country. 

Derbyshire. 

4. And the first advice and information call line for disabled people. 

DIAL. 

5. And one of the first Centres for Independent Living. Derbyshire CIL. 

6. And a pioneering campaign against pedestrianisation which excludes 

disabled people from town and city centres. Chesterfield 1989. 

7. And pioneering the needs of disabled women being understood and 

met by the health service. Community Health Councils, Nursing 

Councils, Health Authorities. 

 

For over 30 years almost every disabled person who was leading or 

developing a campaign sat at their table and drank from their tea pot.  

 

This book is your chance to taste a drop of their elixir. 
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Preface 

 

What type of book is this?  

 a memoir of two activists,  

 a history of a key part of the disabled people’s movement,  

 an account of institutional abuse,  

 a source book of data points for other researchers,  

 a political thesis,  

 a catalogue for an archive? 

In some ways this book containing all these different aspects. 

 

It started out as a history of the Grove Road project. I had long felt that 

this innovative, user-led, accessible housing project was not well 

understood. It was frequently referred to, but only vaguely, even by 

some academics. Many people thought it was in Derbyshire (it was in 

Nottinghamshire), and as soon as I tried the usual internet-based or 

book-based searches hardly anything further came through. 

Maggie Davis and Ken Davis had made a start on writing an account of 

the Grove Road years in 1995 with the help of Anna McKenzie. This 

provided some good factual groundwork. 

Then recently, in talking with Maggie Davis I soon learned that, to fully 

understand Grove Road we also had to understand her time at Pearce 

House in Essex and in other institutions in the ten years before moving 

in at Grove Road. 

Which takes us into horrendous accounts of prolonged physical and 

emotional abuse, now detailed for the first time in print, which previously 

were too awful to talk about. Some names have had to be excluded for 

legal reasons. 

Which takes us on to UPIAS – the Union of the Physically Impaired 

Against Segregation – and the campaigns to close down segregated 

housing for disabled people as well as establishing the radical idea of 

the social model of disability. 
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Maggie managed to escape from Pearce House, and she and Ken lived 

together as a couple for the first time at Cressy Fields - but they had to 

get married first because the institution wouldn’t let them share a room 

otherwise. 

So, this isn’t a book to read straight through like a novel or diary.  

Perhaps it is more like a map – you can start wherever you need to and 

hopefully you will find the items you are looking for.  

And in terms of the UK’s independent living movement, which has been 

much depleted by the political project of Austerity, hopefully this book 

helps reduce the risk of losing more knowledge from the previous 

campaigns of activists such as Maggie Davis and Ken Davis and others. 

Any corrections and suggested additional materials are welcome, and 

may be used for a second edition if needed. Any errors are mine. 

Tony Baldwinson, October 2019 

 

V&A Museum 

In 2017 Maggie Davis was involved in the History of Place project run by 

Screen South Ltd, and project staff received and catalogued a number of 

papers relating to Grove Road. These papers, including architectural 

drawings, were then passed to: 

Drawings and Archives Collections 

British Architectural Library (staffed by RIBA) 

V&A Museum, London SW7 2RL 
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Introduction 

 

 

Grove Road housing scheme 

 

In 1976 Maggie Davis and Ken Davis finally moved into an independent 

living housing project, shown above. They had designed it from scratch 

and fought to complete it for over four years. The necessary supportive 

professionals came in much later. 

It was a new building with six flats - three on the ground floor designed 

for wheelchair users, and three on the first floor for volunteer non-

disabled tenants known then as “supporters” to provide PA (personal 

assistance) support on a rota basis. 

This was before any direct payments were available for PA support and 

where most disabled people lived in inaccessible family homes or in 

segregated institutions. 

This is the story of Grove Road ...  

                                                            … and within that story is another 

one to consider, that of Pearce House where Maggie Hines (later, 

Maggie Davis) was confined for over a year from 1973 while waiting for 

the Grove Road house to open, and subject to sustained abuse by some 

staff in retaliation for her efforts to create independence, respect, and 

dignity for fellow residents and for herself. 

We start with Maggie Davis’s account from the 1960s.  
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Before Grove Road, 1960s 

 

Maggie starts: I remember from a very young age being very fond of my 

dad. He would often sit me on his knee and explain to me the 

importance of fairness and kindness. Later, when I could understand I 

learned he was a communist. All my life I have held out for what I feel is 

right, even though when I was working it got me a reputation for being “a 

trouble-maker”. I have lost count of how many times I have heard that 

phrase used about me. 

After school I had really wanted to go on to art school, but being from a 

working class family in Essex we couldn’t afford that so I became a 

nurse instead. 

I started at Guy’s training hospital in London. They had a new intake of 

nurses every four months, and there were 32 of us who started together. 

I think our intake was a bit of a new social experiment: the hospital was 

very elite and took many young women from private schools, but our 

intake was from all backgrounds. I don’t know how closely they studied 

us, but later they said that our intake had been the most effective yet. 

As well as being elitist the health service was also very sexist. We soon 

learnt that they only expected us to stay a short time while we each 

found ourselves a husband.  

There was a saying we nurses all knew: 

Guy’s was for wives, 

Tommy’s was for ladies, 

and Bart’s was for tarts. 

And parts of the health service were also sectarian. I was told early on 

that many people at Guy’s did not like to employ Catholics - “don’t let the 

ward sister know, she’ll give you a bad report,” I was told. Two bad 

reports and you lost your job. At the end of each day shift it was general 

practice in all British hospitals for the nurses and the sister to stand 

together around the table in the middle of the ward and say prayers. 

Sister made a point of going through the Lord’s Prayer and including the 

extra verse at the end that was only said by Protestants - I made a point 

of saying it as well to give her no ammunition. 
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My interview to get into Guy’s was a bit bizarre when I look back. The 

matron had a very posh voice and she was a true beauty. She draped 

herself languidly across the chair, like on a chaise long, while asking me 

questions.  Well, I couldn’t care less, and I just told her what I thought. 

And not in a posh accent to boot! 

“I may as well tell you now Maggie, that you don’t have an earthly 

chance of working here,” she said. 

I giggled. 

“And I don’t think it is very funny,” she said. 

“Well, I do,” I replied. 

“Why is that?” 

“Well, because I have already got into the Central Middlesex 

hospital.” 

At the end of this interview my parents, who had been told to come with 

me, we called in on their own and they were told I had a job at Guy’s. 

I later found out that the matron at Central Middlesex had been her 

deputy and she respected her. It seems because I was good enough for 

her former deputy I was good enough for Guy’s. 

Nurses in their first year lived in the nurses’ quarters within the hospital 

grounds and we were not allowed to go out late socially. But one night 

my friend Jane and I decided to go “over the wall” to a party. Somehow 

the next day the ward sister had found out. 

“I know you and another nurse went out last night. You must tell me who 

you went with.”  

I refused, and this lasted all morning with sister asking people questions 

everywhere. At lunchtime she came back to me. 

“I now know who you went with. You should have told me,” she paused, 

“but I will say this, you are loyal.” 

As I remember it, while I was there a few of the doctors who also had to 

live in the grounds and they started pushing for better quarters. Their 

current quarters still had bomb damage from the war. One evening they 

held their own party and deliberately started a fire. They had given the 

nurses an early warning to get the patients and the trolleys ready, and 
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apparently also had told the fire brigade, but sadly I was told that some 

patients died. It was said that a factor was that only one of the other 

doctors on duty at the time was sober.  

Thinking back to this time it was very hard on people, and quite a few of 

the nurses and doctors had breakdowns under the strain. The work was 

very, very hard - just one thing wrong and you were out. My second 

placement was on a children’s ward which I was not very good at, but 

my third placement, back with adults, was excellent so I was OK. 

*** 

By the mid-1960s I had finished working at Guy’s and had spent some 

time working abroad in Beirut, now promoted as a sister. While I was 

there I was involved in an accident when another car drove into ours.  

By the end of 1966 I was back home in Essex, but I wasn’t feeling 

settled. I got some private nursing work in London, staying with a friend 

and her family. While I was there, on 24 June 1967 the phone call came 

through that my father had died suddenly at home in Essex. I returned to 

number 34 to live with my Mum, and my brother and his family were 

nearby but over the river at Herne Bay in Kent. 

I’d been looking around for a regular job and had got one in Essex as a 

works nurse for Procter and Gamble, which later became Unilever. I had 

to wait a month before I could start, so after the funeral I went back to 

London to do a bit more private nursing in the meantime. 

The woman I was looking after was staying at the Dorchester Hotel in 

central London. She had previously had many small strokes and could 

no longer communicate, and one evening she had a further stroke. I 

phoned her private doctor and asked him to come about 6am the 

following morning. Meantime I got all the equipment ready and a chair 

nearby to monitor her condition. I sat beside her prepared for a waking 

night. 

The next I knew I was in a hospital bed on a ventilator with curtains 

drawn around my bed and various staff beside me. It was 24 July 1967 

and I was in St George’s hospital at Hyde Park Corner. I had been found 

unconscious beside my patient in the hotel nearby by the doctor, which I 

know saved my life. 
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I soon realised I was paralysed from the neck down and, the stark truth 

is that I just wanted to die.  

I was transferred to the Atkinson Morley neurological hospital in 

Wimbledon for further investigations. This included an x-ray of my neck, 

and they came and told me it was “a terrible mess.” 

In turn they wanted to transfer me to Stoke Mandeville hospital, and 

although I hoped for an early transfer it took around two months before I 

could move there. 

I had a friend from my time at Guy’s who was working in casualty (A&E) 

at St George’s the morning when I was brought in. He told me exactly 

what my condition had been and what they had done. My blood pressure 

was 40 over ‘too low to register’, and they hadn’t expected me to live. 

Then they washed out my stomach in case I had taken drugs. My friend 

was furious as he knew me very well and told them I had no reason to 

want to die. I was engaged at the time and wanting to be with my fiancé. 

He was also angry because their treatment would have damaged my 

neck injury even more.  

Once I had arrived at Stoke Mandeville by October 1967 I was put on 

ward number four.  

I felt sure that the registrar there didn’t know what to do with me. He 

asked me if I could think of anything that would have damaged my neck 

so much. I suddenly remembered the horrendous accident in Beirut. I 

later learnt from the insurance reports that we had been travelling at 20 

miles an hour when we were hit by another vehicle going 100 miles an 

hour. I could walk afterwards but I had an enormous whiplash injury. 

“That’s it,” said the registrar.  

“Do you ever think you’ll walk again?” he added. 

“No,” I said. 

“You are quite right,” he said. 

Then he just turned and walked away. 

As a nurse I knew this fact, but as a human being I was devastated by 

his brutal attitude. 

All I wanted to do now was to die. I said as much, and was referred to a 

psychiatrist. I explained to him that my dad had died on my younger 
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sister’s birthday, that exactly one month later I had become paralysed, 

and that I had to give up the love of my life who was finishing his studies 

as a doctor. 

“No wonder you are depressed,” he said, giving me some anti-

depressants and telling me to come off them “when you are feeling 

better.” After three months I felt no better but I decided to stop taking 

them. 

As well as the sexism, there was racism everywhere. While I was a 

Stoke Mandeville it was the job of a nursing auxiliary to wash any 

patients who could not wash themselves, like myself who was now 

paralysed. While I was in Beirut I had got a good suntan, and without 

having much to do during the summer days, I kept it topped up. Then I 

realised that I had not been washed for many days. I asked the nursing 

auxiliary why she hadn’t washed me. 

“I thought you were foreign, you were so brown,” was her 

incredible answer.  

Apparently my brown skin meant to her that I couldn’t speak English and 

she had assumed we could not communicate. 

*** 

One point of encouragement was when my old tutor at Guy’s training 

hospital, Sister (Beatrice) Brysson-Whyte, visited me at Stoke 

Mandeville and she told me there was no reason why I couldn’t be a 

tutor too. At the time there were a number of disabled nurses as well, the 

teams just fitted around what tasks each person could do. She had 

organised an accessible flat for me in the nurses’ quarters and had 

made arrangements to train some of the nurses to be my PAs. Sr 

Brysson-Whyte received an OBE award in 1981, and by then she was 

the Director of Nurse Education at Guy’s hospital. 

I also knew that there was at least one nursing tutor who was disabled – 

she had arthritis – and I’d heard later of some disabled nurses who 

worked at Bart’s hospital. 

But my new role all fell apart when a new, temporary matron at Guy’s 

rejected the idea. I was visiting Guy’s with Pam, my physiotherapist. The 

new matron felt I should just go away and live down the road at the 
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Leonard Cheshire home in Dulwich - “you can go and live with other 

people like yourself,” she told me.  

I was devastated by her attitude and myself and Pam left as quickly as 

we could.  

At Stoke Mandeville they had tried to move me out fairly quickly in 1967 

to go back to live with my mother at Meadow Road in Grays, Essex, but 

the house wasn’t adaptable. So I stayed in the hospital on a ward, then 

in the attached hostel, and was doing as much as I could over the 

coming years: a post-grad course in spinal injuries, a job as a 

receptionist in the main hall which paid me 98p a week (nineteen 

shillings and sixpence) to May 1969, and a course in typing.  

I could take the post-graduate course in spinal injuries because I was a 

qualified nurse, but they wouldn’t let me complete the course. When it 

came to the practical components I was excluded from the class 

because they said I was a patient!  

All the time the powers that be were trying to move me on: horrible 

places such as the Putney Home for Incurables, a similar hospital for 

“incurables” in Streatham, and the Leonard Cheshire home in Dulwich. I 

still have a letter from June 1968 where they talk about needing to “find 

a suitable niche” for me, which included contacting the General Nursing 

Council. 

Sometimes there were very supportive social workers. One example was 

when I was in the spinal unit and trying to move back to Essex to live 

near my mother and brother. I was told I had to visit the committee at the 

Putney Home for Incurables, but I desperately didn’t want to go there.  

A social worker, Joan, noticed this and she told me there would be tea, 

orange juice and nibbles on the table when I met the committee, and 

that I should try to spill food down my front and to dribble my drinks.  

“The level of support is so basic there, they don’t want to take 

anyone who needs a lot of care,” Joan told me.  

It worked! They told me that I wasn’t suitable!  

“Wouldn’t you prefer to live where you are, with the friends you 

know?” was how they said it. 
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Another time, I went to London to talk with Joan Dawe (Driver) at the 

Leonard Cheshire home in Dulwich where she lived and wanted to 

leave. Joan was an inspiration to me, and she encouraged me to refuse 

a suggestion that I should also move into this Leonard Cheshire home. 

So, I managed to resist them all, and therefore in their minds there was 

nothing left to do but to put me in the hostel attached to the spinal unit at 

Stoke Mandeville.  

My time in that hostel was appalling.  

One time I had to call the police because staff where pushing - 

assaulting - and forcing my friend Ruth to move despite her putting on 

her wheelchair brakes and telling them to take their hands off her. I was 

told off by the hospital staff for calling the police, and Ruth was punished 

by being transferred to ward five and told it would be an elderly person’s 

home for her if there was a next time. I pushed myself across the 

hospital site to visit her every day. 

What saved Ruth in the end was that she was a very good disabled 

athlete. This made her a favourite of the head doctor, Sir Ludwig 

Guttmann - he called her his best sportswoman - and eventually he got 

her moved back to the hostel. 

I found myself put under a great deal of pressure. I was often moved into 

a different bedroom in the hostel to keep me apart from other people 

because, “I caused trouble.”  

One time I returned after 9pm and the hostel night staff refused to help 

me out of the car into my wheelchair (“it wasn’t night staff duties”), so I 

had to drive around the hospital looking for someone else to help me. 

Another time one of my visitor’s was a governor on the board at Guy’s 

hospital where I had done my training. He was told by the hostel staff, 

“She really is quite bright, isn’t she?” 

The hostel and the spinal unit it was attached to were both run by the 

same consultant. He worked closely with a couple who were in daily 

charge of the hostel and lived in a gatehouse nearby. One of the couple 

also had a day job in the main hospital. They were not a sympathetic 

couple, I felt, and were very loyal to the consultant. I felt that the 

consultant clearly didn’t like me, and he would say things to me such as: 
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“Maggie, I don’t care what you say as long as you don’t overstep 

the line,”  

and worse,  

“You could do with having a baby.” 

I wasn’t the only disabled person who was appalled at how the spinal 

injuries unit at Stoke Mandeville was being run. Danny Hearn was there 

in the 1960s after injuring his back while playing rugby, and in 1972 he 

wrote a book, Crash Tackle, which included a chapter saying exactly 

what he thought of his time living there. He particularly criticised how 

each week the patients were “paraded like animals” in front of visitors. It 

was in a front-page exclusive article in the local paper, the Bucks 

Advertiser, and I still have a copy of that edition on 27 January 1972. 

Well, the heavens opened on his head the following week with pages 

and pages of letters, essentially calling him a liar. The newspaper editor 

back-tracked and that following week said in a headline, “Hearn hasn’t 

got his facts right.” 

Around this time I realised I was having a breakdown, which other 

people I respected had started to notice as well. I was hardly eating and 

my weight was down to six stone (38 kg, 84 lbs). 

 

Danny Hearn, book publicity, Bucks Advertiser front page, 1972 
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Maggie and Ken meet, 1972 

 

I got to know Ken Davis first through Ruth. She and he were friends from 

his earlier time at Stoke Mandeville, and they had kept in touch after he 

left to try and live with his family. I knew very quickly that I was 

‘interested’ in Ken, as they say, and that he felt the same way about me. 

For one we were both members of CND, the campaign for nuclear 

disarmament.  

Within a month of first meeting we had started making plans to live 

together, preferably in or near Derbyshire which Ken knew well, and we 

had decided to design our own housing within the community. We knew 

that arranging our daily personal assistance would be the key to 

escaping the institution. By 1973 we were engaged. 

Ken had a swimming accident and broke his neck in 1962 while 

stationed with the RAF abroad in Aden. He was flown back to Stoke 

Mandeville, and later had left there to live with his frail mother and with a 

lot of help from his brother. He was brought up in Morton, Derbyshire, 

and had worked as a miner at the colliery, where his father had been a 

clerk, before joining the RAF. Ken would drive long distances to visit me 

regularly. 

Ken and I spoke about everything, and he knew I was struggling 

mentally as well as physically. So, as well as his visits and cards he 

would make and post to me audio cassette tapes with some poems and 

songs he thought I might like. Most of the poems he wrote himself, and 

the songs he made with his friend John Hughes. Ken had started writing 

his poems after his spinal injury. Their songs were favourites of various 

local folk music clubs, often resulting in Ken in his wheelchair being 

carried down into smoky basement night clubs to perform. 

Driving was very important to Ken. Early on he had written to a disabled 

friend, Tony Northmoor, who already was driving a car, asking Tony if he 

thought that Ken might be able to drive? Tony said, “Yes, of course you 

will.” 

Ken had been married and they had two children, all living in Derbyshire. 

The impact of Ken’s spinal injury had proved too much for their 
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relationship and they were now divorced, but Ken was desperate to keep 

in touch with his two children, now in Halifax, with Ken living in the 

Danesmoor neighbourhood of Clay Cross in Derbyshire. 

So Ken bought a car with his brother and they started to find a way for 

Ken to drive. To start with, Ken would steer and his brother would work 

the pedals from the passenger seat. Later, they took the car to the Alfred 

Becker company for disabled drivers and had hand-controls fitted.  

Ken told me how he came to join CND. It was before his injury, when he 

was working in the RAF and based in Lincolnshire. He had been driving 

along the country lanes when he saw two hitchhikers and given them a 

lift. They got talking, and eventually they asked him where he worked. 

As soon as he told them it was at the RAF base nearby they told him to 

stop the car. They got out without saying another word.  

Ken told me this opened his eyes to the reality of nuclear weapons, and 

he joined CND but without telling the RAF. He couldn’t believe he had 

been doing nuclear launch countdowns. 

 

 

Ken Davis (1934 – 2008)  
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Pearce House then Grove Road, 

1972-1976 

 

“Grove Road was the first comprehensive housing and support 

scheme in Britain to be set up by and for disabled people, and 

importantly, it incorporated the principle of tenants having control 

over their lives.” (Judy Hunt, 2019, page 93) 

After my accident in 1966 and paralysis in 1967 it took ten years before I 

could escape from segregated living, from these ‘Tarted-up Poor Law 

Institutions’ as I described them at the time to a national newspaper.  

By 1972 Ken and I had helped Paul Hunt and others set up UPIAS, and 

we started seriously on the design of an independent living housing 

scheme in an ordinary street where we could live together as a couple. 

But we knew it would be years before we were given the keys to our own 

flat, and I just had to get out of the Stoke Mandeville hostel as soon as 

possible.  

I was interviewed in 1988 by Judy Hunt for her research on the history of 

the disabled people’s movement. I told her: 

The idea started when I was at the Stoke Mandeville Hostel. At 

first just an escape, somewhere to live. We had gone to a housing 

meeting in London, Selwyn Goldsmith [Department of the 

Environment, central government] and Malcolm Doney [Director of 

Inskip St Giles Housing Association] were there. We had already 

talked to Selwyn, and Malcolm, who was entrepreneurial, said to 

us ‘if you need a housing association, contact me’. We looked for 

old houses at first but couldn’t get a mortgage. We had started with 

the idea – we could live in the community – with the right support 

(Maggie Davis [interview] 1988). (Judy Hunt, 2019, page 93) 

My research for this included going to a meeting in London in 1972 with 

Delia Dudgeon, along with some other people interested in independent 

living. 

The new law in 1970 by Alf Morris MP, the Chronically Sick and 

Disabled Persons Act (CSDP), at first created some hope for change. As 
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disabled people we now had rights to some services from local 

authorities, and new rights in hospitals too. We later realised that these 

rights were not sufficient, and our campaigns had to continue, but Alf 

Morris was an ally I would soon be writing to for help in Essex. 

In the strange jargon of the NHS, in the phrases YDUs or young 

disabled units, or sometimes young chronic sick units, the word “young” 

was used to cover any adult who was below retirement age. You could 

be 59 years old and “young” in the NHS. Of course, at 60 you were 

suddenly a geriatric! 

A social worker at Stoke Mandeville told me about a new YDU that was 

being purpose-built in the town of Grays in Thurrock. Grays is at the very 

south side of Essex next to the Thames estuary, and is where my 

mother lived, so I was very encouraged and hopeful.  

Joan Pearce was a sister at Thurrock Hospital and she was going to run 

this new YDU, and she came to visit me. Having successfully turned 

down the Leonard Cheshire home and the Hospital for the Incurables, I 

applied optimistically for a place at the YDU. She told me I could have a 

place, I would be one of the first disabled people living there. It was 

going to be called Pearce House (Joan’s similar surname was just a 

coincidence) and I could move in as soon as it was built.  

When I got there I don’t think I could have been more disappointed, and 

almost immediately I knew I needed to get out of there too. Basically, the 

hospital managers had decided it was just another medical ward, they 

even put up signs saying “Pearce Ward”, with no privacy, no user 

involvement never mind control, no dignity, and worse – physical and 

emotional abuse. I liked Joan Pearce – she was a true ally – but the 

entire system was against her as well as against the disabled residents. 

I kept a detailed file with all my notes and letters from that time, and in 

2019 I got this file out again. I had deliberately not looked at it for over 

twenty years. It still upsets me, but I want people to know what 

happened at Pearce House. The appendices in this book hopefully 

explain the details.  

I was looking at some details of Pearce House online recently. The 

building still exists, although it has a different function now. But when I 
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then saw some photographs of the building I suddenly felt physically 

sick, even after all these years. 

On my leg I still have the scar from a cigarette burn from my time at 

Pearce House. Smoking indoors was allowed then, and I was having 

some drinks with Peter and some other residents and staff in my room 

when another staff member joined us. After a while she finished her 

cigarette and stubbed it out, but being very drunk she mistook my leg for 

the ashtray. 

There is much more I could have included. For example the time that 

Ken had driven down to visit me when a thick fog descended. He asked 

if he could stay over using the visitor’s bed until the fog had cleared, but 

the staff said no and forced him out to drive the long route home in the 

fog. We had a similar experience previously in the hostel at Stoke 

Mandeville, where the fog had descended and the staff had refused to 

let Ken stay as a visitor until it cleared. Eventually he slept in the 

cloakroom. 

 

St Bartholomew’s Mission Church, Grove Road (to be demolished) 

Maggie Hines, 1973, sketch 
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It took both Ken and me nearly eighteen months of hard work, and 

having to get married (!), before I could escape the YDU. It had to be to 

another institution, nearer Ken’s family and further away from mine, 

while our new home at Grove Road was being built. It was called Cressy 

Fields, and run by Derbyshire council through its social services 

department, known in housing jargon as ‘part three’ accommodation 

(often written with old-style Roman numbers as Part III).  

So, to get a double room at Cressy Fields we had to get married, which 

we did on 10 July 1974. During the ceremony we were both giggling 

because we both were expected to sign the register with their official 

fountain pen, but neither of us could grip the thing! It was a friend of ours 

who had started the giggling as we struggled, which then set us both 

going too! 

 

 

Grove Road flats, just before handover 

 

And even though we were now married, during my last days at Pearce 

House we were not allowed to sleep together. That came two weeks 

later at Essex University when I was on a summer school organised by 

the Open University. The other students just threw us on a bed together! 
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I was studying two foundation courses with the OU, and although Ken 

was a visitor at this summer school he was also an OU student from his 

time in a hospital where he enrolled on a course to escape the boredom. 

But now at Cressy Fields at least we had a room to ourselves, and the 

institution had a regime that was nothing like as abusive as the one I had 

just endured. We were there for two years, focussed on completing our 

new home that we had, together, designed and we had got the building 

work started on-site at Grove Road. We were now living near to the site 

and could visit with the architect, Anthony Pearson who was very 

supportive, and make sure our design was being correctly followed. He 

told me that the project files for Grove Road at the Wyvern Design 

Group (now Wyvern Partnership) were the largest he’d ever seen. 

 

 

A side view of the Grove Road property 

The Grove Road site had what I would call an old “gangers hut” which 

was used for the services of the St Bartholomew’s Mission Church. I 

made a sketch of it (copied here) before it was demolished. As a tribute, 

Rev Terry Short asked that our subsequent group of residents was 

called the St Bartholomew’s Tenants Group, and we agreed. 

As well as this proximity, another advantage of our living at Cressy 

Fields in the early 1970s was that we were able to make bookings and 

hold some of the national UPIAS (Union of the Physically Impaired 
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Against Segregation, founded in 1972) meetings in the building. We 

could keep the nature of the meetings confidential, even from the staff, 

and the venue was good in terms of access for meetings of a good 

number of disabled people, a rare venue quality at that time. 

Then, at last, nearly ten years on from my accident, and fourteen years 

after Ken’s, we finally moved into our new home in Grove Road in 1976.  

We lived there for the next six years, and our design for an ordinary 

home for disabled people with assistance from “supporters” with their 

own flats became internationally recognised as a model for others to 

learn from. There was interest from Japan, Canada, the USA, as well as 

from countries in Europe. It worked both ways: we visited Sweden and 

Denmark to look at what we thought might be useful accessible housing 

schemes to learn more about independent living, as the appendices in 

this book show. 

The housing association Habinteg were reported as saying that their 

development in Glebe Road, Gillingham, which opened in 1987 with ten 

flats, five being wheelchair accessible, was “inspired by” the design of 

Grove Road. The Habinteg housing association itself came out of a 

housing arm of Scope, or the Spastics Society as it was called then. 

One visit was of three disabled people, all wheelchair users from 

Hampshire who were campaigning for independent living who came to 

see the Grove Road scheme on 22 February 1980. These were John 

Evans, Phillip Mason, and Phillip Scott. John Evans and Phillip Mason 

travelled to Nottinghamshire in an adapted minibus; but Phillip Scott had 

a busy schedule and a wealthy family apparently, so he arrived and left 

by helicopter! 

Around 1982 we had a visit from some disabled activists in Greater 

Manchester - Ken Lumb and Neville Strowger – with a small film crew 

they had raised funds for because they wanted to make their own 

documentary about Grove Road. Details of that video are in the 

appendices.  

In that video I look exhausted – it had been very hard work indeed. 

***  
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The idea of a DIAL, 1970s 

 

DIAL stood for - Disablement Information and Advice Line 

 

As said before, we had been living in a double room at Cressy Fields for 

two years while our Grove Road flat was built and ready to move in. 

But during the years we were developing the Grove Road project, the 

amount of knowledge we had gathered from so much searching was 

building up. We wanted to put all this knowledge from searching to good 

use. 

We were also touring all over with a slide show about Grove Road (a talk 

given by us with images projected on a screen from a set of 

photographic transparencies or slides). One talk we gave was in an 

institution near Edinburgh where we met Margaret Blackwood, another 

disabled activist. We also met Carl Ford while we were visiting the Le 

Court Leonard Cheshire home in Hampshire. Carl was a great friend, 

such as lending us a mobile hoist and bringing it to us the next day so 

that Ken could leave an awful hospital where he kept getting infections. 

These slide show talks led to questions, such as where to buy a sink that 

a person in a wheelchair could use? The only place to get such a sink at 

the time was from Sweden. The architect had found it and we had one 

installed in Grove Road. 

I loved that sink!   For the first time in ten years I could wash my hair 

over a sink, simply like everyone else. 

Cressy Fields had an old cloakroom that wasn’t being used, and we 

persuaded the managers in Derbyshire social services that we could use 

this tiny room as an office for a new service, which we called DIAL – the 

Disablement Information and Advice Line. We had one phone and some 

files, and we ran it on a shoestring. The room was only about five square 

metres in floor space. 

And it was from the experience of running this DIAL that we met people 

such as Dave Gibbs and Dorothy Hemm, and the seven needs of 

independent living emerged as our community’s synthesis of all these 

enquiries.  
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We persuaded the managers to let us continue using this tiny ‘office’ 

after we had moved out in 1976. The idea of a local DIAL service grew in 

popularity, being copied extensively, resulting in the DIAL UK national 

umbrella organisation. 

By 1980 we had received 5,000 enquiries at the DIAL office and had 

managed to get a small grant from Derbyshire council. This provided us 

with a foot in the door - we had credibility with the council, and provided 

us with a stepping stone for the following year.  

One key piece of information I had learnt and wanted to share with other 

disabled people was how I had over-estimated how many hours a day of 

PA support I would need. Moving into Grove Road (as I said in the 1982 

video) I was thinking I would need up to 20 hours a day of PA support. 

But the difference an accessible home can make – along with the other 

needs for independent living being met – is liberating.  

For the first six months in Grove Road I was so exhausted just because 

there was so much I could now do for myself. After that hectic start 

things settled down and I paced myself and shared more of the tasks. I 

soon only needed around 8 hours a day of PA support, and at times this 

could be as low as 1 hour a day. I kept a log book to help me track this 

trend. 

The International Year of Disabled People in 1981 gave us the 

opportunity to develop DIAL further, holding a joint conference with the 

county council, and launching Derbyshire Coalition of Disabled People, 

the first such coalition in Britain, which opened on 12 December 1981. 

We had two staff, a coordinator and a clerical assistant, and a small 

grant of £20,000 and from there we set out on bigger ambitions. 
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After Grove Road, Clay Cross, 1980s 
 

Around 1980 Ken and I were also starting to think what was next for us 

after Grove Road? We loved the freedom and control it had given us, 

and the refuge from abuse, but we wanted to go further. Grove Road 

was still ‘a project’ with a committee and such like. 

Because of Grove Road and DIAL and then the Coalition, we pretty 

much were national experts. This put the noses out of joint for a few 

non-disabled government officials who saw themselves as the 

accessible housing experts but we pressed on with good grace. 

One of the lessons we both learnt at Grove Road was that we actually 

needed less care support from others than we had first estimated. By 

living in a fully accessible flat and following the seven needs of 

independent living there was a lot more we could do for ourselves than 

we could if we were still in an institution. We had thought we would be 

staying at Grove Road for ever, but now we were thinking again. 

So, we started talking about what would be next, and we decided that 

we wanted to live in an ordinary house in an ordinary street - just like 

everyone else. Also, if we moved out of Grove Road the flat would allow 

some other disabled people to escape an institution and start to live an 

independent life too. 

Ken had some family members living in the town of Clay Cross in 

Derbyshire, and Ken was increasingly involved in the Derbyshire 

Coalition of Disabled People, which had its office based in Clay Cross as 

well. Living as we were in Grove Road in Nottinghamshire, a distance 

away from this work, we had found that we had less time together as a 

couple because of Ken’s constant commuting.  

I was heavily involved in the Nottinghamshire community health council 

(CHC) but I knew I could do the same with the North East Derbyshire 

CHC. My whole adult life had been in the health sector, and within this I 

wanted to work hard on disabled women’s issues. For example, there 

were no accessible places in the women’s refuges nearby suitable for a 

disabled woman – well, I got one made! The CHCs liked to have me on 

the inspection visits to residential services because, being a wheelchair 

user, I was able to quietly mingle with the residents and find out things 
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that were held back from the formal programme – they called me their 

spy! 

So, with all these requirements in mind, we started to make enquires 

and look for a possible new home, moving from Nottinghamshire to 

Derbyshire, and in particular to the town of Clay Cross. It took a lot of 

work. We looked at rental options with a housing association, or with the 

council, but in the end the solution was to get a mortgage and buy a 

house, if we could adapt it to our needs. 

We arranged a mortgage in principle, started to research grants to pay 

for adaptations, and went looking for a house to buy rather than rent. 

Eventually we found a semi-detached house in Clay Cross where the 

rooms were large enough for us as a couple of wheelchair users to live 

together.  

We came across a housing grant which we might be able to use. To 

qualify, the house had to be almost beyond repair, needing “the guts 

tearing out of it” as we were told. Well, that suited us fine because we 

knew we would have to make some major structural alterations anyway 

to get the accessible housing we needed. I remember Percy Stoker, an 

officer at Derbyshire County Council, giving me a piggy-back up the 

stairs at a house Ken and I were interested in buying and carrying me 

round the top of the house so I could see the layout of bedrooms that 

might need to be adapted. 

From creating the Grove Road project and from running the DIAL 

enquiries service, we were experts now in what had to be done.  

Whenever journalists visited us in Clay Cross for a photograph and a 

quote we pointed out to them that the money spent on the adaptations - 

which would last us for many years – would only have paid for six 

months in a care home for both of us.  

Incidentally, when we moved from Grove Road into our own semi-

detached house in Clay Cross, there was still a lot of building work which 

needed to be completed, so for the first few weeks we had to share our 

house with inevitably noisy builders. Ken kept his sanity by going out 

each day to run the Coalition office mostly and sometimes the DIAL 

office too. For me, after a few weeks I could stand the noise no more are 
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I kept my sanity by ringing Judy Hunt and dashing on a train to London 

the same day to stay for a week with her and her friend Janet! 

 

*** 

 

From the 1980s, there is more that has already been written about the 

disabled people’s movement around Derbyshire, so I am not covering 

those years onwards here. Two key sources for the 1980s onwards are: 

Ten Turbulent Years, a review of the work of the Derbyshire 

Coalition of Disabled People, by Ken Davis and Audrey Mullender 

in 1993, 

and 

No Limits, by Judy Hunt in 2019, especially pages 144 to 149. 

 

Extract from No Limits: 

 

Timeline 

Derbyshire Coalition of Disabled People   DCDP   (1981 – 2000) 

 

Derbyshire Centre for Integrated Living   DCIL     (1985 – 2000)  

     then both merge into one: 

 

Derbyshire Coalition for Inclusive Living   DCIL     (2000 – 2011)  

     then it extends their name to: 

 

Disability Derbyshire Coalition for Inclusive Living  

                                                                          DDCIL   (2011 – 2018) 

 (Judy Hunt, 2019, page 144, emphasis added) 

 

*** 
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DDANN - the Derbyshire Direct Action 

Network, 1989 

 

DAN was the disabled people’s Direct Action Network, a group of 

disabled people involved in civil disobedience, rallies, protests and 

marches in the 1990s and 2000s. The writing up of the history of DAN is 

currently a work in progress (due 2020), but one of its predecessor 

campaigns was DDANN – the Derbyshire Direct Action Now Network. 

 

 

Chesterfield 1989, Anti-Pedestrianisation Protest,  

Left to right: Jack Fitton, Brian Lewis, Ken Davis, Alan Houldsworth 

 

In 1983 the Derbyshire Coalition of Disabled People and others had 

successfully resisted plans to pedestrianise Chesterfield town centre, a 

proposal which would have meant that many disabled people would be 

excluded from accessing the town centre because in-town designated 

parking for disabled people had not been included in the design. 

Things came to a head in 1989 when the proposals were restarted by 

the borough council, with a mass protest organised by Derbyshire CIL 

and Chesterfield Access Group resulting in many arrests and court 

hearings. Protests included continuing to park in the town centre despite 
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it now being illegal. The same agreed statement was read out by all the 

various defendants. It is quite long, and included in full in the report, Ten 

Turbulent Years (Ken Davis and Audrey Mullender 1993). 

One of the workers at the time for the Derbyshire Coalition was Alan 

Holdsworth (his stage name is Johnny Crescendo) as a Community Link 

Worker who went on, with others, to become a national organiser of 

DAN. The local campaign was known initially as DDANN - the 

Derbyshire Direct Action Now Network.  

There is a view currently is that an early action by DAN’s founding 

members was to protest about national government proposals to cut 

many benefits for disabled people. This protest was a march by disabled 

people to the head offices of the Department of Health and Social 

Security (DHSS) in the Elephant and Castle area in London. As a result 

of this action the Independent Living Fund (ILF) was created to support 

disabled people’s independent living. 

 

***  
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Joan Dawe (Driver), London, 1960s 

 

Maggie recalls that Joan Dawe was a great role model for her as a 

young disabled woman. “She was not at all soft-headed, there was no 

stopping her,” said Maggie. 

Joan was impaired with quadriplegia (paralysis of her arms and her legs) 

and to Maggie’s knowledge the first severely impaired single disabled 

person to live independently in the UK, and at the time without any 

official support. 

In 1966 the Cheshire Smile journal reports she had won two gold medals 

in table tennis at the Stoke Mandeville national games, and that she had 

been selected for the British team in next international games. 

Joan had been living in a Leonard Cheshire Home in Dulwich, but 

sometime in the 1960s she managed to get herself a small flat with a 

hoist she could use herself, and she got herself a job as a telephonist. 

She then met another disabled person, Paul Driver, and they married. 

At one point there was a government benefits rule that if two disabled 

people were married they were entitled to a small car, a Mini. Joan had 

told Maggie with a smile, she had got married “only for the Mini.” Joan 

added that she didn’t see the need to be married to someone just 

because she loved them. 

Joan later divorced Paul and married Robin Dawe, and they moved to a 

bungalow in Buckinghamshire, a county that includes the Chiltern Hills. 

In 1983 Joan attends an event as a Counsellor for the Chilterns Group of 

the Spinal Injuries Association, SIA. 

TB. 
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The Disability Income Group, DIG, 1965 

 

The following letter from two disabled women was printed in The 

Guardian on 22 March 1965, leading to the creation of DIG, a powerful 

national campaign which eventually led to the creation of the Attendance 

Allowance which was over 20 years before Direct Payments started. 

*** 

Dear Editor, 

Common sense informed the whole of Mary Stott’s article (March 15) 

in which she outlined the existing pockets of need and distress which the 

Welfare State appears to ignore; perhaps even to encourage by its 

insistence on the existing rules and regulations. 

But we should like to talk about a particular aspect of her article: the 

need for provision of a disability pension for all who are disabled, the 

amount being in proportion to the degree of disablement. This need is 

more readily admitted in the case of an earning member of the family, 

but when the mother of the family, whose main care is the home, finds 

herself unable to run her home without a considerable amount of help, 

incurring great additional expense, then few people would support the 

idea of a pension for her, it seems. 

And yet those who dissent would readily agree to the children being 

taken into care (at great cost to the community) while the disabled 

woman is taken into a “home” and the husband tries to live on his own, 

visiting the children and his wife. The cost of this in terms of suffering for 

all members of the family is incalculable and we admire with all our mind 

and heart the work of Ann Armstrong in this connection. 

A recent article in your columns on “the chronic sick” was relevant to 

this, for sometimes almost a lifetime can be spent in institutions, and 

with the expenditure of thought and the money which would otherwise 

be given to hospitalising the invalid it would be possible to keep families 

together. We would suggest the foundation of a group, to which all 

societies, such as those with muscular dystrophy, multiple sclerosis, 

poliomyelitis, and other long term diseases would contribute their ideas 

and authority. 



31  

 

 

This group could be called the Disablement Income Group - or DIG. 

It would exist only to correlate the work of other groups in regard solely 

to getting recognition for the right of disabled persons, irrespective of the 

reason for that disablement, to pensions from the State to enable them 

to live in a reasonable degree of independence and dignity in their own 

homes. 

The principle of this idea is accepted and acted upon in other 

countries in Europe, such as Norway and Sweden; and possibly in 

others as well. At this point we declare an interest: we both have multiple 

sclerosis. But, taking up Mary Stott’s challenge because “someone had 

to do it,” we invite any person or society interested to write to us about 

DIG - the Disablement Income Group. 

Yours faithfully 

Megan du Boisson, Berit More 

Rellen House, Busbridge Lane, Godalming, Surrey. 

 

*** 

 

By 1967 there were two local branches of DIG in Derbyshire, one in the 

town of Derby and then a second in the area of Erewash nearby. 
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The Guardian, 23 December 1966: 

Article 

 

Growing up geriatric  

Michele Gilbert (pen name of Pamela La Fane, to avoid reprisals) 

 

At the age of 16, in 1943, I entered a geriatric ward. There was nowhere 

else for me, it seemed. An acute attack of rheumatoid arthritis had left 

me completely incapacitated and in need of permanent care. As there 

was no one at home to give this the authorities had no alternative. So for 

23 years the geriatric ward of the Chronic Hospital has been home to 

me. 

During my first night in hospital I was awakened at 3am for a wash. I 

thought I must still be dreaming, but as I peered round the darkened 

ward I could discern that others were receiving similar treatment. I felt 

like a character in a Dickens novel, and in the days that followed I came 

to realise more and more that the social evils which aroused Dickens 

had not all been left behind in the darkness of the nineteenth century.  

There were 26 patients in the ward, not all elderly. It was decorated in 

the usual institutional dark brown and green, relieved occasionally by 

dingy cream. Down the centre stood a long oak cabinet and this was the 

principal object of the nurses’ loving care. Every afternoon, regardless of 

staff shortages of patients’ immediate needs, that cabinet was polished 

for at least half an hour. When it was mirror-bright it was covered with a 

clean sheet (sometimes there was a patient who would have been glad 

of that clean sheet), and under the sheet, for extra protection, was a red 

blanket. 

I witnessed the daily ritual from my bed. I had been put there on arrival 

and was told that as I couldn’t walk (in actual fact I could) or do anything 

for myself I would have to stay in bed permanently. The days were 

monotonous, the routine unvarying, and the rules and regulations in their 

number and inhumanity might have been devised for the punishment of 
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criminals. My crime, and that of hundreds like me, was that of being a 

“young chronic.” 

After the early wash came the early breakfast - at 6am. This was simply 

dumped on the locker and there it remained till someone had time to 

feed it to the helpless patient. Many a time I have fallen asleep while 

waiting and been rudely awakened by someone anxious to shovel in the 

congealed bacon and stone-cold tea as rapidly as possible and be done 

with the job. 

It wasn’t long before I was in trouble with the authorities because I 

wanted something to occupy my perfectly normal mind. They suggested 

I might, as I was so anxious, make an iron holder. I could get a piece of 

canvass and some wool from the woman who came to the hospital once 

a week. (She wasn’t really an occupational therapist.) It amazed them 

when I made it clear that even this was not enough to satisfy me. I 

wanted books! And writing materials! I was cluttering up my locker and 

making the ward look untidy. I even had books on the window sill. What 

did I want them for? I could read only one book at a time, couldn’t I? 

Didn’t I realise I was in a hospital? 

Yes, I realised that. All too well. I realised that this bed and locker were 

my home and would be for the next 50 years or more. I wanted to take 

correspondence courses, to learn. This meant more books, as well as 

papers. On one occasion an irate sister confiscated everything I needed 

for my studies and locked them in a cupboard. It was only my doctor’s 

intervention that got them back for me. When after several years I at last 

managed to get a typewriter, the comment was: “And where do you think 

you are going to keep that?” 

One day in 1949, just after the coming of the National Health Service, a 

group of doctors came round, examining everyone and making notes. 

We learned that our old Chronic Hospital was to be integrated into a 

regional hospital group with the local general hospital as the nerve 

centre. Dared we hope? The first and most important change that 

affected me was that I was ordered out of bed. “Whatever do they want 

to start getting you up for?” grumbled the nurses, as they bundled me 

into the wheelchair I’d had as a twenty-first birthday present and which 

had hardly been used. “You’ve been happy in bed all these years.” 

Fancy. I’d never known that my feelings “all these years” were what is 



34  

 

 

known as “happiness.” Did it never occur to them that we could be 

human enough to feel despair and frustration at the barrenness of our 

existence? 

Then those visiting doctors, appalled to discover how long I had been 

inactive in bed, wanted me to have treatment, and ordered that the 

newest methods should be tried in my case. “A waste of money,” 

grumbled the nurses, and every excuse was brought up for not getting 

me out of bed, for not giving me that treatment that had been ordered. I 

had to fight for it, and if I did get it I was deposited back in bed 

immediately afterwards - the naughty child who must be punished for 

some tiresome behaviour. One day a doctor came round and asked me 

if I wanted to go back to bed so early. After that, my time “up” was 

extended. For a long time the ward sister would not speak civilly to me 

because I had dared to say that I didn’t really want to go back to bed at 

two o’clock in the afternoon. 

With the reorganisation of the hospital, which began in 1953, the young 

patients were split up and I found myself more and more in the company 

of old people. If they are not too senile and beyond being 

companionable, they tend to be very jealous of the extra attention I must 

have. Instead of being thankful that they can do things for themselves 

they can be heard complaining to their visitors: “She always has the 

nurses fussing round her; she’s a cripple, been here for years. I suppose 

that’s why. They don’t do it for me.” So the choice is between senile, 

rambling, incoherent companions and alert, sensible, but jealous ones. 

But this is where we came in. I sit here, the elderly women around me. 

Many of the evils of the past have been eliminated. I can now go out 

whenever someone wants to take me, and the staff get me ready. 

Visiting times are relaxed from twice a week to twice a day (again, if 

anyone wants to come). There are more facilities for some kind of 

mental life. An enlightened matron has provided a cupboard for my 

things, as well as shutting her eyes to all the visible “junk,” realising that 

this is my “home.” 

But we are still regimented and ruled by the clock, so that never for a 

moment do we forget that we are “lifers.” The slightest deviation from 

routine seems to set the machinery wrong and panic reigns. Members of 

the staff are continually bewailing the fact that it ’s nothing like the old 
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days now. Thank goodness it is not. I have revived painful memories 

that I would rather forget. But so long as there are young people normal 

in their minds and feelings, lying imprisoned in crippled bodies, in 

geriatric wards, helpless and hopeless, one must remember, so that the 

general public are not allowed to forget. 

 

Text box: 

Throughout England and Wales there are: 

  230 contractual beds for the young chronic sick 

  432 beds in young chronic sick units. 

 

There are in geriatric wards: 

  140 patients between the ages of 16 and 35  

  920 patients between the ages of 36 and 50 

  2,069 patients between the ages of 51 and 60. 

---- 
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The Guardian, 6 January 1967, Letter 

 

Sir,  

Some of your readers may feel that the conditions mentioned in Michele 

Gilbert’s article “Growing up geriatric” must be exceptional.  

In the experience of many of the people we have come in contact with 

this is not so and in some cases the improvements she mentions have 

hardly begun to materialise.  

As we have pointed out to the Minister of Health and his colleagues, 

unless proper services and financial assistance are provided to keep the 

majority of these cases at home, where it is generally agreed they 

should be, this dreadful state of affairs will continue.  

Organisations such as ours, started by the Chelsea Labour Party, DIG 

and others can batter at Ministry doors, but in the long run it is the 

pressure of an awakened social conscience that rebels at the present 

treatment of the Michele Gilberts, and the growing number of potential 

Michele Gilberts, that will achieve positive action. It is up to all of us.   

 

Yours faithfully,  

 

[Marsh] Dickson,  

Campaign Chairman  

 

National Campaign for the Young Chronic Sick 

93 Marlborough Flats 

Walton Street 

London SW3 
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Pamela La Fane - Independent living, 

1968 
 

Born in southern England in 1927, Pamela La Fane developed 

rheumatoid arthritis from 1936 at the age of nine years. Her mother and 

grandmother both worked in the theatre and home was mostly 

temporary digs and flats. 

By 1940 aged about 13 years, she had begun her hospital ‘career’ in 

Oxford, mostly in children’s wards but at times in adult wards when beds 

were full.  

Aged 16 years in 1943 and no longer a child, she was moved to another 

hospital, this time in London, for geriatrics. Here another patient told her, 

“the first ten years are the worst.”  

Later, aged 20 years she managed to get a free subscription for a 

freelance journalism postal course, and slowly managed to get paid 

small amounts for her published articles. She soon acquired a 

typewriter. 

With the start of the NHS long-stay patients also were given an income 

for the first time, 12 pence a week (“two shillings and sixpence”). 

Hospital nursing staff began to be qualified. Before the NHS, “only the 

ward sisters were trained and qualified. The rest of the staff were called 

nursing assistants” and “walking patients” were expected to all sorts of 

jobs including feeding other patients and cleaning. 

One of Pamela La Fane’s next articles was on her “gadgets” she had 

devised to feed herself, put on lipstick, and so on. She wrote later in her 

book:  

“You dark horse,” my physiotherapist greeted me some time later, “you 

didn’t tell me you’d sent an article to our magazine.” I didn’t tell her that 

I’d been paid £2 for it either! (La Fane, 1981) 

 

The years pass by: various operations, various hospitals, the occasional 

day trip out by a volunteer visitor. The medical system expected her to 

stay for life. She asked about alternatives. A council welfare officer told 
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her, “the only places that look after the young chronic sick and disabled 

are the Cheshire Homes. And most of them are out in the country.” 

In 1966 Pamela La Fane noticed a letter in the New Statesman 

magazine, written by Marsh Dickson, a man with a disabled wife. The 

couple had been told he had to give up his job and care for her at home, 

or she would have to go to the local geriatric hospital. He gave up his 

job, but feared what might happen to her if he too became disabled. He 

became the chair of National Campaign for the Young Chronic Sick, a 

lobby group for independent living.  

Marsh Dickson persuaded Pamela La Fane to write a publicity leaflet for 

the campaign, but when the committee read it they offered it instead to 

the Guardian newspaper, and it was published on 23 December 1966. 

The pen name Michele Gilbert was used to avoid any reprisals. She only 

told two members of staff, both allies of hers. 

This article led in turn to a mini-series of programmes on BBC2 in June 

1968 in the ‘Man Alive’ schedule on Saturday nights.  

It also led to a benefactor. There was a retired company director who ran 

a charity “which gives financial help to enable disabled people to live at 

home. And she wants to help you to live out of hospital,” she was told by 

the campaign people. 

Pamela La Fane continued to push for independence, seeking out one 

of the first electric wheelchairs (made in Wales), and pushing the 

hospital and council authorities for a flat that could be adapted to her 

needs. 

On 15 July 1968 she finally left hospital to live in a flat, along with a 

volunteer helper who would receive rent-free housing plus a small 

allowance. Later, this was modified to be a rota of two volunteers. 

For the purposes of television, she may have been filmed within the flat 

during June 1968 as if living there, for the Man Alive programmes made 

by the BBC. 

In the 1970s she had a new POSM (patient operated selector 

mechanism, “possum”) system installed in her flat with its remote 

controls for household items such as opening curtains, switching on 

lights.  TB 
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The Observer, 2 June 1968, TV listing 

 

Page 22: 

 

 

“Campaigning for the young chronic sick 

Actual title : ‘A Life of Her Own,’ first of a three-part series under the ‘At 

a Time Like This’ umbrella. 

Concerns Pamela la Fane, prone solid with rheumatoid arthritis in a side 

ward of a geriatric hospital in South London since she was 16. She ’s 

now 40. The worst of It is, she’s not “ill” and she’s remarkably intelligent 

and buoyant on her own behalf.  

The first programme is scenes from hospital life. Painful viewing. Man 

Alive editor Desmond Wilcox first became interested over a year ago, 

when he read a piece she wrote in the Guardian. Since then, producer 

Richard Thomas has followed her case regularly. Murmured remarks 

about “intrusion”‘ get the short answer that Man Alive subjects invariably 

ring up afterwards to say they now feel much better. If they complain at 

all, it’s cosmetically: “You photographed me when my tie wasn’t straight.” 

Wilcox: “We not only find the stories, but cure the cases.” 

In the second programme, on 13 June, viewers will see how Miss Fane 

[sic] campaigned to try to improve her circumstances and, on 20 June, 

whether or not she succeeded. “These programmes have been 

constructed as a series of cliff-hangers,” says Wilcox, “and I don’t see 

why one shouldn’t.”  Valid new protest, or journalistic outrage?  

Thursdays:  6, 13, 20 June 1968 on BBC2”.  

 

[TV programmes not seen] 
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Margaret and Jack Wymer - 

Independent living, 1969 
 

Margaret first met Jack at an evening social club for young disabled 

people in Norwich around 1953. She was fifteen, he was twenty-three. 

Jack 

Jack was born in July 1930. When he and Margaret first met, Jack had 

been living on a hospital ward for three years.  

He had to leave his “special” boarding school - which he had enjoyed – 

when he reached nineteen years old. 

At first he returned to be with the family, but living with his grandparents. 

His father had died in the Second World War and his mother had four 

children, including Sheila who is also disabled. His grandparents lived in 

a post-war prefabricated (“prefab”) bungalow which was easier for Jack 

as a wheelchair user, and his assistance was given by a rota of his 

grandfather, an uncle, and some volunteer ambulance-men.  

However, this assistance was too much of a strain on his grandparents, 

and Jack had been ‘put’ into the hospital after a year at home, around 

1950.  

“There were no hoists or gadgetry in those days, and money was very 

short” (p19). 

Margaret immediately noticed that, “Jack already had that ‘institutional’ 

appearance” when she first saw him (p21). 

Sheila was Jack’s younger sister, and she was just older than Margaret. 

At the club when they all first met, Margaret remarked to Sheila, “Doesn’t 

your brother look miserable?” 

Margaret 

It is worth noting Margaret’s many movements, because it gives a sense 

of how often young disabled people were shuttled about between 

institutions and over-stretched families. To quote Margaret later, “we had 

to go where we were put” (p33). 
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Margaret was born in March 1938. Margaret was just five years old 

when she started staying most months of each year in a small junior 

school of 24 disabled girls. This boarding school was run by nuns. 

After leaving the school, Margaret’s condition had worsened so she 

spent a year in a children’s hospital in Bath with her parents living 

nearby. There was no improvement.  

Then followed a stay in a children’s convalescent home in Great 

Yarmouth, which she says was “a cruel place”. Finally she returned to 

Norwich and the family. She is now aged thirteen years.  

Books were important to Margaret from an early age, and later when 

writing the book of their struggle for independence she credits a writers 

group for their support. At times in hospital she was told off for having 

books beside her bed. ‘They make the ward look untidy,’ said the staff. 

Aged sixteen years, Margaret had severe infection of ‘flu and was in the 

local hospital, not expected to survive the night. She did, but woke up in 

an iron lung to help her breathe. She was happy because she knew now 

she’d be fine. She returned home four months later, but much more frail.  

Geriatric Hospital 

It was Sheila who told Margaret that there was a Relief Care Scheme, 

“whereby disabled people could be taken into hospital for short stays 

while families had their holidays” (p27). In August 1955 Margaret herself 

wrote to a geriatric hospital nearby requesting admittance while her 

parents had a holiday in Scotland. Jack and Shelia were already living 

there, and three other disabled young men. During that fortnight Jack 

and Margaret fell in love, and on her return after two weeks, she told her 

parents that she wanted to live permanently in the hospital (but not 

why!). They refused, saying she was only seventeen and would have to 

wait until she was 21 years old to decide such things for herself.  

With her mother now pregnant again plus having a liver illness to cope 

with, Margaret was send to a hospital again, but this time to a different 

one to Jack.  

A non-disabled friend, Trevor, who had a disabled girl-friend, Freda, 

offered to help Margaret to visit Jack once a fortnight. The journey 

involved two buses and a half-mile walk each way.  
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“Trevor had to lift me on to the bus, and then fold my portable wheelchair 

to carry that on as well. For a faster change-over, it was sometimes 

possible to perch me on a convenient wall nearby, and to have my 

wheelchair folded in readiness when the bus arrived!” (p41). 

When Margaret reached 21 years of age, and against her parents ’ 

wishes at first, she and Jack become engaged. This is 1959. 

New hostel 

On 15 July 1960, and after ten years being in hospital for Jack, he and 

Sheila transferred to a newly-built hostel with full access, single and 

double bedrooms, and new electric wheelchairs for residents to use. The 

hostel was also based in Norwich city centre, allowing easy visits to 

concerts, a cinema and football matches.  

Around this time Trevor and Freda marry and move into a house 

together. Jack and Margaret are frequent guests, but they struggle to 

see the same opportunity for independence themselves as they are both 

disabled. Their only times together alone are on shared holidays “for the 

disabled” staying in camps out of season. 

Getting married 

So, in 1966 they decide to move on from being engaged and set a date 

to get married in order to push things along. They are married on Jack’s 

birthday in 1967. However, a phrase they heard at the time was,  

“Well, if they like to pretend, there’s no harm in it, really.” (p62). 

At this time they first met Elizabeth Barnes, the Assistant Chief Welfare 

Officer, essentially a senior social worker, and she quietly arranged for 

their honeymoon. 

Although they returned to their separate homes, an appointment was 

made to use a “trial flat” at an assessment centre near Oxford. Taking 

more than one visit, and over a year, Jack also found an interest in 

typing with the new electric typewriters, a skill he continued to use all his 

life.  

Their own flat 

In 1968 Elizabeth Barnes suggested that an independent flat was 

possible, and in December she arranged for Margaret and Jack to meet 

with two architects. The project they were working on was to be a new 
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block of four flats, with a two-bedroom ground-floor flat earmarked for 

Margaret and Jack. Elizabeth Barnes also organised more transport and 

assistance so that Margaret could visit Jack twice a week now. 

By February 1969 the accessible flat had started to be built.  

For helpers, the local newspaper had a ‘women’s page’ which carried a 

full-page feature with the headline, ‘Just a little help needed.’ As a result, 

“it was agreed an elderly couple could help us five mornings a 

week, another woman settled for two mornings, whilst a friend of 

mine [Margaret] and faithful old Trevor shared the nights” (p93).  

On 18 December 1969 they moved in. 

A short while later, the new POSM (Patient Operated Selector 

Mechanism, which was pronounced as possum) system of a control for 

multiple indoor devices (phones, doors, curtains, etc) extended their 

independence even further, and in 1976 they got their first wheelchair 

accessible vehicle, a Ford Transit with a lift attached. 

--- 

The Director of Social Services for Norfolk, George Meredith, was invited 

to write the Foreword to the book. In it he commented on some people ’s 

aversion to any form of risk when it concerns disabled people.  

“society would be much healthier, in my opinion, if we could all accept 

more openly and readily that risk and the independence essential for 

human dignity are inter-related.” 

--- 

TB 
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Young Chronic Sick Don’t Want ‘Units’, 

Paul Hunt 1973 

 

Reprinted from ‘Social Services’ newspaper 

24 March 1973  

 

Radical criticisms of current Regional Hospital Board plans for young 

chronic sick units, put forward by the severely disabled themselves, 

have been sent by Alf Morris MP to Sir Keith Joseph for his personal 

consideration. It was following Alf Morris’s Chronically Sick and Disabled 

Persons Act, which drew attention to the plight of younger disabled 

people living in geriatric wards, that Sir Keith Joseph allocated £5 million 

for providing 1,800 places in alternative accommodation.  

But at a recent seminar held at the Centre on Environment for the 

Handicapped, a group of the severely disabled [people] confronted 

doctors, architects and administrators from eight regional hospital 

boards. They objected to the whole concept of the proposed units as 

being segregated, institutional, and medically dominated, and they 

maintained that except in acute illness (like anyone else) their needs 

were essentially social and not medical.  

They were forced to live in hospitals only for lack of alternative care, 

finance and accommodation. This was demonstrated, they argued, by 

the fact that even people who were completely paralysed and dependent 

on a respirator for breathing could live purposeful lives at home when 

they had the right financial and social support.  

It emerged from the seminar that there had been no previous 

consultation with the ‘young chronic sick’, and none of them were 

represented on the committees planning the new hospital units - 

although the Alf Morris Act specifically says that the disabled should be 

members of committees which concern their affairs.  

None of the doctors at the seminar put forward convincing reasons why 

the severely disabled need permanent hospital care, and several were 

quite clear that the only reason for admission at present was the 
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breakdown of social support. It was equally clear that, although the 

hospital board administrators pleaded they were only working to a 

political brief, there had in fact been no directive to provide hospital units 

for the severely disabled as opposed to experimenting with other kinds 

of accommodation.  

The seminar was told that the present RHB plans were backward-

looking and prison-like in conception, and would inevitably create all the 

well-known institutional characteristics in their inmates. What the 

severely disabled urgently needed instead was a new domiciliary care 

service to provide help in their own homes with such daily living activities 

as dressing, washing, lavatory and feeding. In Sweden each disabled 

person had the right to up to four hours a day of this sort of help at 

home. In addition, the Swedish Fokus Society now had schemes which 

provided 24-hour care for the most severely disabled, who lived in 

groups of 12-15 flats integrated into ordinary housing blocks.  

At another seminar in the current series being held by the Centre on 

Environment for the Handicapped, Professor O S Brattgard of the Fokus 

Society gave details of how their housing and care schemes operate, 

and announced that the Swedish government had just agreed to 

underwrite the whole of the Society’s future plans to rescue more 

younger disabled people from institutions. Professor Brattgard said that 

85 per cent of the Society’s tenants used wheelchairs, over 50 per cent 

needed dressing and undressing, 20 per cent required feeding, and 33 

per cent needed help during the night. Some had to have as much as 

eight hours assistance a day. Yet there were no restrictions, and tenants 

enjoyed full rights as ordinary citizens. They were represented on all 

Fokus Society committees, and they shared communal facilities in their 

block of flats with the non-disabled tenants.  

Professor Brattgard said that within two years of moving in, a high 

proportion of previously institutionalised or isolated tenants were married 

or co-habiting; 39 per cent went out to work; and 27 per cent were at 

university or other educational establishment. 74 per cent were going out 

somewhere each day. Yet, Professor Brattgard said, the cost per tenant 

for full care was only half the cost of a hospital bed and two-thirds that of 

a place in a nursing home. 
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With facts like these before us, is it too much to ask that the real needs 

and wishes of the disabled here in Britain should be taken into account 

before retrograde, institutional schemes to house them are 

implemented?   Sir Keith’s reply to Alf Morris is awaited by one group of 

the severely disabled with something more than academic interest. 
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Timelines for Pearce House 

and creating Grove Road 

People at Pearce House: 

Alan Resident  

Claire Resident  

Jim Resident 

Johnny Resident  

Joyce Resident  

Maggie Hines Resident 

Margaret Resident 

Pete Resident  

Phyllis Resident  

Ted Resident  

Wynn Resident 

Vic Finkelstein UPIAS member 

Paul Hunt UPIAS member 

Joan Pearce Sister, supportive 

Lady Hamilton  

Person T Snr Nursing Officer 

Person Y Hospital Secretary  

People involved in Grove Road: 

KD Ken Davis Disabled 

MH / MD Maggie Hines / Davis Disabled 

TS Terry Short Non-disabled 

RB Ruth Brooks Disabled 

Person A, B (redacted) Disabled 

Persons C - H (redacted) Non-disabled 
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Dates Events  (1972 - 1974) 

STOKE MANDEVILLE 

1-Jun-1972 

 
Maggie Hines (MH) is living in the hostel 
attached to the spinal injuries unit at Stoke 
Mandeville hospital. Ken Davis is living with an 
elderly parent in Clay Cross, helped greatly by his 
brother. Person A was also living in a hostel. 
Person B (Person A’s partner) is living with their 
mother in Derbyshire. 
 
Maggie wants to leave the hostel soon and writes 
seeking a place at the new Young Chronic Sick 
Unit being built in south Essex, near her family. 
 

1-Sep-1972 
The four disabled people above start to make 
plans for leaving hostel living or the care of 
relatives, for independent living. 

20-Sep-1972 

Paul Hunt’s letter in The Guardian, and some 
magazines, which leads to the creation of UPIAS 
- the union of the physically impaired against 
segregation. 
 
MH and KD are founder members of UPIAS and 
key organisers. 

1-Oct-1972 
Delia Dudgeon’s letter in The Cord magazine, 
trying to create an independent living scheme in 
London. 

1-Oct-1972 

Person A’s business partner suggests they 
should run a business linked to accommodation 
to provide an income for paying for care support 
needs. Properties are visited in Matlock (a hotel) 
and Hyson Green (a shop). Found to be not a 
viable business model. 
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1-Nov-1972 

The group then explore the option of buying a 
large property with some flats for disabled people 
and some for helpers, including a visit to a five 
bedroom house in Newbold. 

1-Nov-1972 
Fundraising letters are sent to various 
publications, asking for public donations. 

22-Nov-1972 

A meeting is held at the Centre for the 
Handicapped, London, on possible housing 
schemes. Delia Dudgeon had informed the group 
of this meeting, and that Malcolm Doney of the 
Inskip Housing Association, Poole, was expected 
to attend. Inskip HA was shortly planning to 
combine with St Giles Housing Association. 

1-Dec-1972 
Reply letter received from the National 
Westminster Bank saying that two couples cannot 
apply for one mortgage. 

1-Dec-1972 
Reply letter received from the Central Council for 
the Disabled on housing grants and the Special 
Purposes Fund. 

7-Dec-1972 
Reply letter received from the Dept for Health and 
Social Security head office on various options for 
grants and adaptations. 

13-Dec-1972 

Ken Davis visits a possible housing project being 
built in Sutton in Ashfield by the Staveley Housing 
Association, but it is a mini-institution and not 
suitable. 

Jan-1973 

Their research finds five existing independent 
living initiatives in England: 
-      Pamela la Fane had an independent living 
arrangement in Wandsworth; 
-      Jack and Margaret Wymer in Norwich have 
set up an adapted flat with local authority care 
support; 
-      Rugby had the Crossroads care attendant 
scheme sponsored by ATV Ltd; 
-      Derby had a Good Neighbour scheme; and 
-      Cheshire Foundation had a scheme in Neath 
Hill, London, but only for people with low care 
support needs. 
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For references shown here in bold, please see 
the related appendices in this report. 

Jan-1973 

Rev Terry Short, based at St Michael’s Church, 
Sutton in Ashfield, suggests a patch of land on 
Grove Road, Nottinghamshire,     
 
   “Land that I have, or rather, that my Bishop 
has.” 
 
It used to have a Mission Church built on it. 

6-Jan-1973 
A site meeting takes place at Grove Road: KD, 
MH, TS, plus potential helpers – Person C and 
Person D. 

7-Feb-1973 Malcolm Doney visits the Grove Road site. 

25-Feb-1973 
The parochial council approves the principle of 
selling the land for independent living purposes. 

26-Feb-1973 
Inskip HA apply to the Sutton in Ashfield district 
council for preliminary (outline) planning 
permission. 

12-Apr-1973 
The Pearce House “young chronically sick unit” at 
Thurrock Hospital opens. 

PEARCE HOUSE 

30-Apr-1973 
MH moves from the hostel at Stoke Mandeville to 
live at Pearce House. 

6-May-1973 
Ken Davis talking to Sister Pearce, is told that 
the phrase used within the organisation for 
disabled residents at PH is “young geriatrics”. 

14-May-1973 
A visitor from the Salvation Army walks into MH’s 
room without asking. 
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23-May-1973 

MH organises the first meeting of the Residents 
Committee, pins the minutes on a noticeboard the 
next day. Full name: Pearce House Committee 
and Social Club, consists of seven members, all 
elected by the residents. Initial voted members 
include Sister Pearce, because she has been 
elected by the residents. (Later the hospital 
managers demand a place on the committee by 
right, not by vote.) 

16-Jul-1973 

Malcolm Doney writes to KD concerning the 
official delays in progressing the project, caused 
by continuing queries from the local authority, and 
that they might go direct to the Housing 
Corporation if the over-detailed queries continue. 

17-Jul-1973 

A large radio (“radiogram”) arrived because 
Person T had gone out and bought it without 
residents choosing, “totally disregarding the 
wishes of the CWL [residents committee]”. Sister 
Pearce sent it straight back, “unsuitable design, 
but not accepted on principle.” 

20-Jul-1973 

“This afternoon [Person T] came round with the 
Inner Wheel [a charity], came into my room while 
I was typing [and I] was told what a clever girl I 
was to be able to type.” - MH 

23-Jul-1973 

“Big meeting. Sister Pearce and all from [Person 
V] upwards - quite a success ... We can now 
choose our own radiogram. [Person T] played all 
innocent about it. Our committee will now be 
recognised.” - MH 

28-Jul-1973 

TS hosts a meal with KD, MH, Person B, Geoff, 
and Joy to take stock. The council is insisting on 
single bedrooms for non-disabled helpers, ruling 
out couples already interested. 
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6-Aug-1973 

The Hospital Management Committee tells 
residents there can be no Bring and Buy sales, 
no raffles, nothing to raise money, “therefore we 
must query bingo” - MH 

1-Sep-1973 
TS, Malcolm Doney, and the architect meet with 
council officers. 

7-Sep-1973 

A letter from residents to Alf Morris MP 
“rebounded to the Regional Health Board [Person 
N then to Person Z] “and then to Sister Pearce 
who was very upset, got blame, was told she 
should know what was in our mail. She asked 
[Person Z] ‘was she to censure it then?’ “ 

8-Sep-1973 
Another letter sent to Alf Morris MP, this time at 
the House of Commons address. 

19-Sep-1973 

Sister Pearce is told that the Regional Health 
Board, Person N and Person Z are “coming to 
investigate on 1st October. [I] went through [my] 
diary picking out all the notes I had put in.” – MH 

24-Sep-1973 

Sister Pearce at the Hospital Management 
Committee today “tearing her to pieces” about the 
article in the South Essex Times. Person Z said 
“As far as [they are] concerned it is a ward and 
will be treated as such. ... It is built in the 
hospital”. 

18-Oct-1973 

Regional Health Board “coming to Pearce House, 
‘Ward’ was taken down and ‘House’ put up. 
Person J came down, Principal from the DHSS, 
chatted to myself and Ken about [Young Chronic 
Sick] Units. They talked to Sister Pearce in the 
sluice [room], it was the only place she could 
speak privately. They intimated to Sister Pearce 
that they realised that Person T and Person Z 
were the chief ‘dampeners’.” 

19-Oct-1973 
Sister Pearce seemed more cheery and has 
decided to stay on for the time being. 
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24-Oct-1973 

Committee meeting. Person V wants a copy of 
minutes of all meetings to keep [themselves] 
informed, we put them up on the board in the 
dining room anyway, very suspicious. 

7-Nov-1973 
Woman from D of E coming tomorrow Committee 
meeting. Person S came in this morning with 
envelopes for me to do. 

8-Nov-1973 

D of E, [with] Persons Y, Z and N. “It was quite 
[apparent?] to him that the majority of patients 
here were mentally handicapped” quote Person 
N. 

10-Nov-1973 
Sister Pearce says the plans for drawing up 
divisions between four-bedders are agreed. 

11-Nov-1973 
Person V has put an ad in Gazette for a staff 
nurse “must be willing to participate in conjunction 
with residents in a family atmosphere.” 

10-Dec-1973 
WRVS woman said ... to Phyllis “there’s a good 
girl finishing your food.” 

18-Jan-1974 

Ken Davis writes about the Thurrock Gazette 
newspaper article, which was “apparently 
officially commissioned [and had] no prior 
permission from residents to have their pictures 
or their views and feelings printed.” A 
photographer had been sent in to the building to 
take pictures without permission of the residents 
or their committee. 

21-Jan-1974 

Sister Pearce is going to see Lady Hamilton. A 
night nurse from Patience Ward was disgusting, 
[saying] “They are all nuts over there [in Pearce 
House], if any of them get out of bed and fall on 
the floor they’ll stay there - I’ve told them all, they 
understand when I speak firmly to them! If any of 
them are on the deck they can stay there.” 
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21-Jan-1974 

A nursing officer from a unit in Westcliffe visited - 
“You are doing well here, aren’t you?” as I 
pushed by. “Isn’t this a beautiful unit” [and] 
walked into my room without knocking. - MH 

25-Jan-1974 
Rang the bell from 4.40am to 5.45am, so did Ted 
and he was in pain. 

30-Jan-1974 
KD queries some important questions with 
Malcolm Doney; the replies being shared with 
Person A by KD. 

31-Jan-1974 
Person Y came to the committee meeting. Got 
the gates opened. 

4-Feb-1974 
New staff member Person Q starts work. “Again, 
no consultation with residents.” - MH 

4-Mar-1974 

Sister Pearce transferred to Orsett as a tutor.  
 
“Trouble in the camp. Person Q called to Person 
V’s office and put in charge. I was informed that 
Person V wished to attend our committee 
meetings in place of Sister Pearce. I rang at 
4.45pm to inform her that this could not be the 
case. Pete talked to her.  
 
I was Informed  
-- no more cooking at supper time because staff 
had objected. 
- quiet room - I was told something must be done. 
Person Y had seen it two weeks ago and said it 
was a fire risk. 
- Person Q was very personal when she was 
pulling my pad through, she said, ‘make sure I 
don’t have a crafty feel’.” 

5-Mar-1974 

Trouble is, no-one will stick together, except the 
faithful few. Tidied the quiet room a bit last night. 
... 
NEW RULES 
No staff having coffee or tea in Pearce House, no 
matter how busy. 
All staff must change in the main building, in spite 
of facilities here. 
No extra cooking, cleaning cut down. 
A ward organised as such, but made a bit more 
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homely - Person T’s orders. 

18-Mar-1974 

Person M went to see Person V who said, “we 
must all feel very unsettled over here as Sister 
Pearce left so suddenly - if we have any 
grievances [Person V] would love to come to a 
committee meeting - “I expect they are all anti me 
at the moment.” 

19-Mar-1974 
Staff now being transferred to work on other 
wards, all unsettled. 

23-Mar-1974 
Letter from Person T, asking again to co-opt 
Person V on to the committee. 

25-Mar-1974 
Typed out the list of Person Q’s remarks, got 
residents and staff to sign as witnesses. 

29-Mar-1974 

Person K spoke [very senior staff member]:1. 
New meals, back to old except supper, two 
sittings.2. Visitors - we said we’d like a bed 
settee, he said he’d try. “You must make up your 
minds whether you want something for a visitor or 
not.”3. Concerning Sister Pearce, “they were 
desperate for staff at Orsett, Person X must have 
arranged it with Person T.” Person K said they 
were away. I said I was writing a letter of 
complaint on behalf of us all. I was told I upset a 
Hospital Management Committee member. 
Person K thought it was better not to upset 
people “because you got more out of them”. I said 
“nobody could have done that better than Person 
T with the CWL.” 

1-Apr-1974 
Still no further progress, and a 21 year lease 
relating to an electricity substation is said to be a 
legal difficulty with the deeds. 

1-Apr-1974 
KD reads about the new (institutional) 
accommodation being built at Cressy Fields in 
Alfreton, Derbyshire. 
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1-May-1974 

Malcolm Doney tells the group that Inskip HA 
matters will now be dealt with by the Midlands 
regional agent, Gerry Salmon, who used to work 
for the Housing Corporation. 

3-May-1974 

Person K and Person Y came and stayed some 
hours with me and Ken in the office. They made a 
stipulation on the amount of time Ken stayed with 
me. Person K said, “You obviously have a chip on 
your shoulder”, Ken may now stay one week in 
three. 

7-May-1974 
Person Q is moved to Patience Ward, nobody 
knows anything about it. 

16-May-1974 

I was summoned to the office about the Person Q 
case. Confronted by Person Z and Person W, 
and was told my letters may be libellous. I said 
not so, as they were the truth. Person W wanted 
to see evidence, their face went green when they 
saw it. Person Z had two people with Person Q’s 
surname so didn’t know which one was being 
referred to. They tried side-tracking quite 
successfully. I was “anti-social, everybody knew it 
because I shut my door, I was a trouble maker, all 
the usual. Vic Finkelstein [from UPIAS] came 
down and talked with us. 

23-May-1974 
Person T has been asking if Ken paid for 
beverages, “must keep the auditing books 
straight.” 

29-May-1974 
Person M told two members of staff to keep two 
of the residents “in tow, they were becoming too 
demanding - they will not demand.” 

30-May-1974 

New Person P started, Sister Pearce knows them 
from old, not the right type for Pearce House. 
Quite right - we are made to wait for the loo and 
everything else. 
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31-May-1974 

Person T called a meeting with the senior staff 
here, saying that Person P is now in charge. All 
staff are upset. Person T told Person M that 
nothing was to be passed on to the residents. 
Person P to have Ken’s meal book. Also to have 
a note when Ken stays. 

21-Jun-1974 

Person Z and a group of people, presumably from 
District, came round, wandering around as if they 
owned the place. Person Z had the gall to be as 
sweet as pie to me. 

22-Jun-1974 

Coming back from Mum’s, the night nurse 
refused to help me out of the car. Had to wait ten 
minutes for Wynn who had been busy. Joyce 
stopped from feeding Pete, being thought that 
she favours him. 

28-Jun-1974 

Person V was talking to Ken about Pearce 
House, saying that their “hands were tied.” Things 
are so bad that Ken is staying at Dolly’s instead 
of here. 

10-Jul-1974 

 
MH and KD get married at the Register Office 
because double rooms at Cressy Fields are only 
to be available to married couples. 
 
“We were giggling” said MH, “because we both 
were expected to sign the register with their 
official fountain pen, but neither of us could grip 
the thing! It was a friend of ours who had started 
the giggling as we struggled, which then set us 
both going too!” 
 

25-Jul-1974 
Now married, KD and MH (MD) get approval from 
a social services meeting to become residents at 
Cressy Fields. 

26-Jul-1974 
MH (MD) and KD spend their first night together. 
This was at an OU Summer School because 
Pearce House would not allow it, married or not. 
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31-Jul-1974 

TS hosts a meeting in the Vicarage with two 
social services representatives, Gerry Salmon, 
Anthony Pearson (the architect), MH and Person 
B. (The other architect for the scheme is Hugh 
Spencely.) 

1-Aug-1974 
Gerry Salmon tells group via KD that the housing 
project was now fully approved for funding. 

9-Aug-1974 
As they’d discussed, KD chooses a room for 
them both while he was visiting Cressy Fields. 

 
CRESSY FIELDS 

 

17-Aug-1974 
KD and MH (MD) move into Cressy Fields, a 
double room for married couples, until the Grove 
Road project opens. 

14-Oct-1974 

A meeting is held at Cressy Fields with Malcolm 
Doney, Gerry Salmon, David Birtwistle (all Inskip 
St Giles [ISG] HA); TS; three representatives 
from various social services departments; KD, 
MH, Person B, and Person A. The main 
discussion was tenant care needs and 
sustainable arrangements. 

18-Oct-1974 
The UPIAS Policy Conference takes place in 
London, 18 - 20 October, attended by Ken Davis 
and Maggie Hines. 

18-Nov-1974 

Inskip HA buy the land. Tendered bids for 
construction costs are being considered jointly by 
Inskip St Giles (ISG) HA and the Department of 
the Environment (DoE). DoE have “yardsticks” 
which are cash limits. 

31-Jan-1975 

Contractors are appointed and start work on site, 
but only after DoE compromise on the cash limit, 
the contractor compromises of the cost, and 
Inskip St Giles HA cover the remaining gap from 
their own funds. 
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1-May-1975 
Representatives of Inskip St Giles HA meet with 
Person A at Stoke Mandeville. 

20-Jun-1975 
An inconclusive meeting takes place between 
representatives of Ashfield district council and 
Inskip St Giles HA, and KD. 

1-Nov-1975 
Housing project policy documents are issued to 
the group by Inskip St Giles HA. 

22-Nov-1975 

Person A and Person B write to say they require 
24 hour care support from non-disabled tenants 
and to object to the nomination of Person E and 
Person F as helpers. Alternatively they will 
withdraw from the scheme. 

1-Dec-1975 
A project meeting decides to accept the 
withdrawals of Person A and Person B. 

2-Dec-1975 

A meeting is held in Sutton in Ashfield with a 
newspaper reporter from the “Free Press”, a 
councillor, Bill Fantham, KD, to promote the 
project. KD later says that the press coverage 
had “a disappointing tone”. 

2-Dec-1975 
A meeting held at Cressy Fields recommends 
Ruth Brooks as a replacement disabled tenant. 

31-Dec-1975 

Construction is reported as well underway, 
beyond “first fix” (walls, roof, ceilings, floors, 
wiring, and plumbing) with some plastering also 
completed. 

13-Jan-1976 
A meeting was held between two representatives 
of ISG and KD and MH on tenancy 
arrangements. 

11-Feb-1976 
KD and MH told by Bill Fantham that the Housing 
Corporation won’t let ISG run the project, but no 
word on who will get it. 

17-Feb-1976 
Alf Morris MP attended a book launch in London 
with MH and KD present, and was interested in 
the housing project. 

5-Mar-1976 
Planned completion date for the housing project 
slips. 
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12-Mar-1976 
The project is passed over to Raglan Housing 
Association, who assert they have final authority 
on all tenant selection. 

1-Apr-1976 
Ian Woolf at the BBC approached KD via Hugh 
Spencely for a discussion on the innovations 
within the project. 

3-May-1976 
Two Raglan representatives visit the two 
previously interested unsuccessful ‘tenants’ at 
Stoke Mandeville hospital. 

23-Jun-1976 

A meeting was held at Cressy Fields between 
representatives of Raglan and the group of 
prospective tenants, but still with no offer of a 
tenancy planned for one of the group, Ruth. 

12-Jul-1976 
Person G and Person H withdraw from the 
scheme. 

15-Jul-1976 Ruth is confirmed as a prospective tenant. 

1-Aug-1976 
Person B gets a court injunction to try and retain 
the alleged offer of a tenancy to Flat 2. 

1-Aug-1976 
Raglan try to have the scheme re-designated as 
sheltered housing for elderly people with a 
resident warden. 

 
GROVE ROAD OPENS 

 

18-Aug-1976 Keys are given to the tenants. 

27-Apr-1977 
The County Court cancels the injunction and 
awards just ten pence (10p) for damages to 
Person B. 

 

Very sadly, Maggie and Ken learnt later that one 
of the staff they had known at Pearce House had 
killed themselves. 
They also find out that after that person’s death, 
that person had been scapegoated by managers 
with all the blame for how Pearce House had 
been run. 

 

MD & TB  
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YDU - Newspaper article 1 - Sept 1973 
 

THE NIGHTMARE WORLD OF THURROCK’S YOUNG DISABLED 

 

South Essex Times 

5 September 1973 

 

Twelve years ago 17 years old Alan […] had a bright future ahead of 

him, having just completed a competent academic career. Then one day 

he went to play cricket at […]. During the game he was struck on the 

head by a cricket ball. The blow caused massive brain damage and left 

Alan virtually paralysed. Since then there has been but marginal 

improvement; he is confined to a wheelchair … though that doesn’t 

signify any bodily mobility for him. All he can move, in fact, is his right 

hand. He has to be fed, clothed, washed. He cannot speak. His only 

communication with the rest of the world is via an alphabet board on 

which he spells out words with a pointer - ANY words, words like 

“arterio-sclerosis”, “sub-conscious”, “degenerate”, “vegetate” - words 

which certainly go beyond the average vocabulary. For the true 

nightmare of Alan […]’s situation is that he is trapped in a classic 

science-fiction horror … a brilliant brain - isolated from the essential 

motor responses which allow it to express itself. 

Alan, now 29, has been cared for all that time by his parents. 

Concurrently, his parents have explored every avenue open to them to 

try to find a cure for Alan. They have tried faith healing; they’ve got 

themselves enmeshed in one weird philosophy after another - often at 

considerable expense - in a vain attempt to bring a worthwhile life back 

to their son. Everything has failed. 

This started out as a story about Alan […] - one young man that society 

could not help. We were basing our article on an interview we had with 

Alan last week - the latest in a string of chats we have shared with him 

since his accident happened. But this time there was something 

different: this time we detected a bitterness that wasn’t there before 

(though God only knows bitterness could well be uppermost in Alan’s 
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mind 24 hours a day, seven days a week). This time Alan expressed a 

sadness which overshadowed the trite, standardised answers he usually 

gave to trite, standardised questions. 

And in following up what Alan told us we uncovered another nightmare 

being lived by a brave nursing sister who says, quite frankly, that 

Thurrock’s young chronically disabled people are not getting a fair deal. 

She has spent several months locked in combat with her bosses – the 

South East Essex Hospital Management Committee. She claims that the 

unit she runs at Thurrock Hospital is not functioning as it should - is not 

being ALLOWED to function as it should. And that the patients are being 

deprived of the type of care which would give them SOME sort of life.  

And when the SET telephoned her, the lady, Sister Joan Pearce, was at 

that very moment in such despair, that she was contemplating throwing 

in her hand. “I had begun to feel” she said “that perhaps my very 

presence was hampering what we were trying to accomplish in our unit.” 

We hope we managed to talk her out of that. 

Unit at Thurrock 

Sister Joan Pearce, herself a mother, who lives in Cresthill Avenue, 

Grays, has been in nursing for much of her life. Until earlier this year she 

was a tutor at Orsett Hospital. 

However she had always taken an especial interest in the care of the 

young chronically disabled. 

Following the introduction of the Disabled Person’s Act in 1970 the NE 

Metropolitan Regional Hospital Board, which oversees the SE Essex 

Hospital Management Committee, decided that a special unit for the 

treatment of the chronically disabled young should be set up. 

When she heard about this move Mrs Pearce asked to be allowed to run 

it. 

She had carried out a great deal of research, especially amongst 

patients and their families, and from this had worked out the sort of 

therapy best suited to the special circumstances in which these young 

people are situated. 
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The unit – coincidently called Pearce Unit – was opened in April. But the 

first mistake had already been made – the unit was sited in a geriatric 

hospital - i.e. a hospital for the treatment of old people. 

In Sister Pearce’s view this was not a psychologically sound thing to do - 

though later she was to hear with some bitterness her charges referred 

to by a hospital official as ‘young geriatrics’. From that, perhaps, can be 

culled the official view as to the status of these young unfortunates. 

Failure 

‘I had great hopes of the place’ Sister Pearce told the SET, ‘but now I’m 

completely disillusioned about the whole thing. I had an entirely different 

approach in my mind when I started this place up. I acted in the belief 

that I would be allowed to give people in wheelchairs a reasonable life. 

But unfortunately I have been hamstrung at every turn by my nursing 

authority. I don’t want this to be a home where people vegetate - this 

was the last thing I had in mind. But before my eyes I can see that that is 

just what is happening. For one thing I haven’t been allowed to get staff: 

we’ve got to have more people if we are to achieve anything. If you just 

have the bare minimum of staff - as we have - all you can do for the 

patients is get them up, wash and dress them. And by the time all that is 

done the day is nearly over. That’s not what I had in mind.’  

Rows 

When she realised that things weren’t going in the way she had 

envisaged, Sister Pearce began to chase up her superiors.  

‘I felt so strongly for the patients,’ she said. ‘I don’t want to make myself 

out a saint but anyone who comes into contact with these disabled 

young people couldn’t fail to be moved to want to help them’. 

But not, it seems, the SE HMC. 

Sister Pearce found herself being sat on in a number of ways. In some 

cases, trouble arose from clashes of personality. In others sheer pig-

headed bureaucracy seems to have been invoked. An essential part of 

the therapy lay in making the patients feel that they “belonged”, that they 

were at “home”. Sister Pearce encouraged this by putting up pictures. ‘I 

was told to take them down,’ she said, and was told that the patients 

mustn’t start thinking of the place as being ‘their own property’. 
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The nursing authorities particularly and the hospital authorities generally 

have put their feet on practically everything I have tried to do. I think they 

feel they have to cut us down to size to make the unit a conventional 

hospital ward. 

‘It all ended up with terrible rows between myself and the authorities and 

I have had a letter threatening me with disciplinary action.’ 

This fierce revolutionary is 48 years old, incidentally, with two grown up 

children. 

‘All I’m trying to do,’ she added, ‘is to fight for the rights of these people’. 

Committee 

Sister Pearce said that it was a prime necessity for chronically disabled 

patients to be encouraged. to help themselves as much as possible. 

The sixteen patients were encouraged by Sister Pearce to form 

themselves into a committed to plan their activities. 

‘I have been worried’ she said ‘because one or two of our patients have 

come from hospitals where they became institutionalised. That is 

something I always have in my mind and which I am trying to stop 

happening here. Unfortunately …  

 

[lost text] 

 

… they used to – but who can blame them. At any one time I have four 

people looking after 16 who are at least 75% disabled. By the time the 

essentials are done there isn’t much time left for anything else. ‘We must 

have more staff if we are to function properly.’ 

Red tape 

Sister Pearce organises as much social activity for the patients as she 

can - but that takes money. They decided to stage a Bring and Buy sale: 

all the staff (of whom Mrs Pearce is full of praise) gave up their free time 

to help. The sale raised £90.  

Praised for initiative? 



65  

 

 

No – ‘I had may knuckles rapped like a naughty schoolgirl and was told 

not to do anything like it again because it was “taking from the public”. I 

don’t quite know what the point was there.’ 

The Catholic Women’s League ran a function in support of the unit and 

raised £75. 

This would have been a magnificent addition to the unit’s funds. 

But the authorities stepped in and said, No. Anything given to the unit 

had to be in-kind, not cash … and took the money. 

Later Sister Pearce was told the money had been spent on a radiogram 

for the unit. But it hadn’t occurred to the authorities that no patient would 

be able to manage the controls – so it had to be sent back. 

It was following her complaints about this action that Sister Pearce was 

sent a letter threatening disciplinary action if she didn’t toe the line. 

The whole thing has now got so bad from Sister Pearce ’s point of view 

that she has contemplated giving up the unit. 

‘I don’t want to admit defeat’ she said ‘but nor do I want to see these 

young people turning into vegetables because we are not doing enough 

for them. 

‘I used to be very proud of being in the nursing service but I ’m not any 

longer.’ 

Delargy 

The SET presented the facts to Thurrock MP Hugh Delargy. He said: ‘I 

am appalled to think that an experienced nursing sister should feel that 

she is being driven into resigning because she can’t get the support she 

needs. 

Obviously I am not going to stand by and do nothing. The unfortunate 

people we are talking about here are my constituents and without putting 

too fine a point on it, I am pledged to help them in every way 

I can. And that is precisely what I intend to do.’ 

I will make it my business thoroughly to investigate the situation 

regarding this unit and will act according to what I find out.’ . . 

 

 



66  

 

 

Classification  

Having looked in on the problem the SET’s first conclusion is that a unit 

of this type should have been classified as a …  

 

[lost text] 

 

Long-term patients obviously do not fit in with normal hospital routine, 

which aims at as quick a turnover of patients as decency allows. 

‘Nose-ache’ [the pen-name used by this journalist] tackled the question 

of long-term TB patients a few months ago and concluded that after a 

few weeks nursing staff were reduced to such boredom that patients 

taking the cure were left to their own devices. A similar situation must 

arise if chronically disabled youngsters are lumped into general hospital 

routine. 

Simply, some other authority ought to be responsible for the unit - 

possibly Essex Welfare Committee. 

Dedicated individuals like Sister Pearce, who have medical experience 

and can command the loyalty of staff, should be allowed to run the show 

themselves - especially as it would appear that as yet there are few 

‘experts’ around to lay down ‘viable’ rules for ensuring as normal a life as 

possible for disabled youngsters. Sister Pearce is the expert and should 

be treated as such.  

Furthermore she enjoys excellent relationships with all the people who 

really matter – the patients, their relatives and her staff. 

So why not let her get on with it. Anyone in this materialistic age who  

is willing to devote her life to the service of people who would otherwise 

be left to rot should be chained to the floor in case she sees “sense” and 

joins the rest of the rat race. 

And a word here to those people who have, apparently, been giving the 

Good Sister a bit of a rough ride. 

We do realise that people in her position are supposed to grin and bear 

it, keeping their mouths firmly shut. But we caught her at a time when 
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she felt she had to unload on someone. This article is going to come as 

a big surprise to her as it is to you.  

We would feel very unhappy indeed if Sister Pearce became subjected 

to more stress simply because we feel her story needed telling: not just 

for her sake, or for the sake of her unit – but for the sake of those 

unsung, heroic parents like Mr and Mrs James of this country who drag 

on year after year looking for answers that aren’t there. We’ve got to find 

those answers.  
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YDU - Newspaper article 2 - Dec 1973 

 

ALL THE COMFORTS EXCEPT ONE - GOOD HEALTH  

Thurrock Gazette 

28 December 1973 

 

They moved into their £37,874 home with its £6,681 worth of fixtures 

and fittings seven months ago. Their house has seven bedrooms and 16 

beds, an open-plan living room, a study, a fitted kitchen and a shower 

room. Accessories include a colour television, a stereo system and wall-

to-wall carpets throughout. Are they happy? You bet they are.  

[Photo 1 description:]   Alan … pictured with Sister Joan Pearce, 

and his only method of communication — the typewriter.  

And so they should be, for the occupants of this luxury pad deserve – 

and need - every possible comfort.  

The place is called Pearce House, in Long Lane, Grays. It’s also known 

as the Young Chronic Sick Unit, attached to Thurrock Hospital. 

But because — as in the case of legal matters — medical terms are 

obviously over-simplified, and “young” in this instance means any age 

from 16 to 65 (65-plus is termed “geriatric”), some of the occupants 

could be there for a long time. So it’s not a hospital ward, it’s a home. 

And they are not patients, they’re residents.  

The purpose-built unit was introduced by the North East Metropolitan 

Hospital Board in April. There are four others — at Chelmsford, Rush 

Green, Brentwood and Westcliff.  

Thurrock’s capacity is 16 residents, and at present there are 14. Their 

ailments are such — like multiple sclerosis — that they need constant - 

supervision.  

And they get it, from a dedicated and devoted staff of nurses. In theory, 

there’s one nurse for each patient. But that includes auxiliaries.  

The auxiliaries supplement a hard core of four nurses, headed by Sister 

Joan Pearce. In her words: “I shall never go back to ordinary hospital. 
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nursing. Working in this unit has opened my eyes to problems the 

disabled face all the time that you or I would never have dreamt of.” 

[Photo 2 description:]   Hospital secretary James Sumner has a 

word with one of the residents  

Problems such as: many of the Pearce House residents cannot feed 

themselves. Most are confined to wheelchairs, and the difficulties here 

speak for themselves. 

Bare at first 

Alan’s handicaps, for instance, would have broken a lesser spirit. Ten 

years ago he was hit on the head by a cricket ball. Now he is unable to 

speak — apart from his other physical problems. But he learnt to type 

and now, as well as being able to write letters, he can communicate.  

Speak to Alan, and then watch his fingers as they touch the keys for his 

reply.  

During the day those people not undergoing occupational therapy in 

other parts of the hospital, sit in the light and airy living room.  

Said Senior Nursing Officer Hannah O’Neill: “It was a bit bare at first, but 

the League of Friends provided us with so many things, including a room 

divider, that it’s really homely now.”  

In the evening there’s entertainment provided by the expensive ITT 

stereo — donated by the Catholic Women’s League – and the colour TV.  

With nude pin-ups on the walls of the men’s bedrooms, and smoking 

and drinking allowed there are clearly few restrictions. 

 “And,” says Sister Pearce, “it must be kept that way. This is THEIR 

home.”  

As we left, the WRVS arrived to help feed the Monday lunch. Brilliant 

sunshine streamed through the large windows and on the lawn outside 

they’d just planted a Tree of Happiness … appropriately symbolising a 

feeling that radiates from this house within a hospital.  
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YDU - safeguarding incidents in March 

1974 

Witness statements from residents and some staff at Pearce House 

gathered by Maggie Hines, 25 March 1974. 

 

 “…” replaces the names of the various residents concerned  

 

Situation and date Staff remark made 

 

While being washed … had an 

involuntary erection, Feb / March 

1974 . 

“I’m sure he could father children.” 

While turning … in similar 

circumstances, the staff concerned 

kept flicking his penis, Feb / March 

1974. 

“Down boy!” 

While undressing … in their 

bedroom, 4 March 1974. 

“Cor gal, you ain’t got much tit 

there.” 

While positioning …’s incontinence 

pad in Incopants, done in a lavatory, 

3 March 1974. 

“Cor gal, you wanna make sure 

she don’t have a crafty feel while 

she’s down there.” 

A staff member upsets a member of 

kitchen staff, 4 March 1974 

Because they were discussing 

…’s  “Stand-ups” 

While at a bus stop and describing 

how they had to wash …,  

4 March 1974 

“That woman … I’m sure she likes 

to be touched up.” 
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YDU - doctor’s conversation,  

June 1974 

Notes of a conversation between myself [Maggie Hines] and a doctor in 

Pearce House, Thurrock Hospital, 24 June 1974 

 

Transcript: 

Having asked the [doctor] if I could have a word with [them] and having 

invited [them] to sit down (which offer [they] declined), I said that I 

wanted to discuss the matter of the check-up and went on to say: 

 Dr … I am not ill and I do not wish to have this check-up. 

 You are having it because I say so. 

 

 In that case I refuse to have it. 

 You are having it, because I am in charge and I say so. 

 

 I am not sick, I am paralysed but that doesn’t mean I am ill, and it 

isn’t necessary. 

 It is necessary. You are disabled and it is important that I do a 

check-up every so often to make sure everything is in working 

order. 

 

 And what happens if I still refuse? 

 You will forfeit your place at Pearce House. 

 

 Is that a threat? 

 No - it is not a threat it is a fact. I am the [doctor] and if you do not 

do as I say then I am not obliged to keep you here. 

 

 I see. Well – I do not wish to have the X-ray. I’ve had so many. 

 You will have it. 

 

 Well – as I have no option, you’d better get on with your check-up.” 
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At this point the doctor called a nurse and proceeded to look at my 

tongue, take my pulse, check in four places across the upper chest with 

[their] stethoscope, asked how were my ‘waterworks’ and enquired how 

the building project was coming along (where my fiancé and I will 

eventually live when we are married). I said we hoped that building 

would soon be started and [they] said “I think you are very lucky.” This 

concluded the conversation and check-up. 

 

***  
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UPIAS Circular 7, extract 
 

From Ken Davis.  

A few things have been happening recently which I think may be of 

concern and interest to members. 

It’s about “Young Chronic Sick” Units. My fiancée, Maggie Hines, is 

living in one until our own place is built, and I ’m a frequent visitor there. 

No need to spend time searching for the philosophy (if any) on which 

these places rest: I assume we all feel variously opposed to them in 

varying degrees. But whatever we think or feel about them, the 

disconcerting reality is that they are still sprouting like mushrooms all 

over the place. They are hard facts which cannot be, wished away.  

For a long time to come, no doubt, they will be providing a segregated 

solution to someone’s problem of care. Pearce House (Maggie’s Home) 

was custom built for 16 local “young chronic sick” - now more 

euphemistically referred to by those who prefer to look at the label rather 

than the person, as “younger disabled”.  

Personally, I prefer the term “Young Geriatric” – which was coined in the 

early days of the Unit to describe residents by one of the more elevated 

minions in the RHB administrative hierarchy. However - “young 

geriatrics” “aged paediatrics” or whatever - I can never be confused 

about the fact that everyone at Pearce House, staff and residents alike, 

are real human beings with real feelings, real hopes and aspirations, real 

rights and responsibilities – in an all too real situation.  

While we may well prefer to work for more dignified and appropriate 

alternatives to this kind of segregated residential care - I feel that every 

one of us should be equally conscious and equally determined to work to 

achieve a searching investigation into every aspect of this kind of 

institution. 

I ought to say at this point that I have never had to live in any kind of 

Home as a permanent resident. Except for fairly frequent but relatively 

short term stays in three rather different Homes for the physically 

impaired, my experience springs mainly from sustained contact with 

many friends who are incarcerated in them.  
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For a number of reasons, my kindest reaction is that they are a very 

impoverished solution to the need for long term care. From my 

experience I can, nevertheless, make a few observations. About those 

connected with Pearce House, from the Hospital Management 

Committee to the residents, I reckon that only one or two people have 

any idea about:- 

1. Exactly who these units are designed to serve, and why such a 

service is needed. 

2. Exactly what the real needs of these people are. 

3. What is the best way of serving these needs. 

 

One might expect the odd clanger to have been dropped if my 

observations are correct. 

I think there is some evidence of that. Apart from the major clanger of 

building Pearce House in the first place - without taking the elementary 

step of consulting the consumers as to whether this was the most 

appropriate way to spend public money - there do seem to be numerous 

others. 

The architect, particularly, seems to have quite forgotten that it was 

intended that human beings would be living out their lives in his little tour 

de force. 75% of residents are accommodated in four-bedded rooms. On 

these he forgot to put doors, so that a variety of noises, smells, and 

bodies can drift in and out at will, and do. The other four residents have 

been given the privilege of a private room - private, that is, if you are 

prepared to ignore the picture windows which look out onto the central 

corridor - through which anyone can observe your most intimate 

moments. It works both ways of course, so that no one can be 

absolutely sure who is playing the role of goldfish. Additional aids to 

voyeurism are windows which enable you to see from one room into the 

adjacent room and then into the sisters office, giving an effect rather like 

looking down a telescope the wrong way. One of these rooms was 

apparently specially designed for a deaf resident, as it is situated next to 

the sluice in which there is a bedpan disintegrator with a repertoire of 

noises sufficient to wake the dead. In the absence of a suitable near-

deaf resident, they allocated this room to Maggie.  



75  

 

 

No need to go into too many other details, except perhaps to mention 

that the only aids to independent living in the Unit are numerous 

handrails for the ambulant residents (a slight difficulty here is that 

someone overlooked the fact that there are no ambulant residents - all 

are in wheelchairs). There are wash basins - but of course, from a 

wheelchair no-one can get their knees under the basins, so that washing 

is possible only for those with ape-like arms and waterproof trousers. 

Staff, by contrast, find points in the design advantageous, as much as 

they can leave the building without assistance. In a chair, you would find 

it extremely difficult and not a little dangerous to negotiate the swing-

doors and the steep ramps over the door sills. 

Now if anything about this sketchy description rings familiar, having 

hospital ward like overtones, then of course you’re right. Pearce House 

is not really a house at all — it’s Pearce Ward. The Committee of 

Residents fought a long battle to have its name changed to Pearce 

House ... but naturally enough, it remains a hospital ward in almost 

every way.  

Apparently the Regional Hospital Board determined right from the start 

that this new baby, delivered to them under Section --- of the Chronically 

Sick and Disabled Persons Act [1970], was something that could be 

suckled quite well at the breast of the traditional organisational system. 

The architect was briefed accordingly and produced a masterpiece of 

design wherein no human being could even begin to exercise his or her 

basic rights to privacy and the independent use of remaining faculties. It 

was then filled with ‘patients’ who were to be looked after by nursing 

staff. Having laid such impeccable groundwork for the provision of a 

model institution, they then made the idiotic blunder of appointing a 

Sister-in-Charge whose views on the organisation of care for the 

disabled ‘patients’ were somewhat radical. She turned out to hold the 

almost heretical view that the patient was not some kind of irrelevant and 

faintly distasteful appendage to the National Health Machine - but an 

actual human being whom the System was designed to serve. Worse 

still, she just couldn’t be convinced that the occupants of Pearce Ward 

(as it was at the beginning) were patients at all. All she could see were 

people - people with an assortment of handicaps who had slipped 

through the net of the Welfare State. People who came first - and who 

ought to have a home to live in. 
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So she encouraged the formation of the Committee and set about trying 

to make basic changes which would secure a little more dignity, privacy 

and fulfilment for residents. Things like private rooms for everyone who 

wanted one; enough staff to ensure that people were not lying about 

until midday; staff available to take residents out shopping, or to the 

cinema; the creation of social and possible employment opportunities 

outside the Hospital (Pearce House is situated in the grounds of 

Thurrock Hospital) and so-on. Everyone had high hopes of some kind of 

breakthrough, and it seemed for a time that those who listened to her 

pleas actually heard. But the System has no auditory nerve. No doubt 

the Sisters persistent attempts to change both the architecture and the 

laid-down system of organisation were seen at first as being mildly 

eccentric, then as an irritant, and finally as an intolerable nuisance. And 

those readers who know the System well, will begin to guess the 

outcome. 

Let me now offer a few quotes from a sympathetic article which found its 

way by devious means into the South Essex Times of the 5th 

September, 1973. It was entitled:  

The Nightmare World of Thurrock’s Young Disabled. 

“... the Sister told the South Essex Times that the young disabled 

were not getting the treatment she hoped they would when she 

opened the Unit in April 73 ... she enumerated the frustrations, the 

petty bureaucracy which is hitting those least able to defend 

themselves … months locked in combat with bosses … hamstrung 

at every turn by nursing authority … not allowed to get staff ... all 

you can do is get residents up, washed and dressed and then the 

day is nearly over ... terrible rows ... threatened with disciplinary 

action ...” etc. 

It was a long article (and I’m willing to put a photocopy in circulation if 

anyone asks me) - obviously can’t reproduce the whole thing here. 

Anyway, the Sister was told to toe the line or get the boot. There had 

been too many skirmishes to mention but this one was over the principle 

of whether residents had the right to spend the gifts of money donated to 

them by various local organisations themselves. When a gift of £72 was 

appropriated by one of the Group administrators and spent on a 

radiogram which none of the residents could use because of the type of 
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controls - it was naturally returned straightaway to the shop. This 

naturally upset the hierarchy who preferred the traditional way of doing 

things ie, expending for patients whether they wanted what was bought 

or not, or whether it was necessary, or appropriate or not. 

At this point Maggie stepped in with a few personal letters to Alf Morris 

MP which culminated in Someone Senior turning up in a hired Rolls 

Royce from the Dept of Health and Social Security. The entire local 

hierarchy together with the Regional hierarchy were hovering and 

hopping about in train like well-bred fleas, doing all the things that 

hierarchies do when VIPs appear. They only just managed to get all the 

‘Pearce Ward’ signs in the Hospital grounds changed to read ‘Pearce 

House’ on the very morning of His arrival. This fact was duly pointed out 

to the VIP, together with a whole lot of other things to the considerable 

discomfiture of the administration. One of the results was that the Sister 

– who hitherto had almost reached the end of her tether with the antics 

of her immediate superiors – felt able to carry on, sustained by the 

assurance of the VIP that she and the residents would now possibly 

have an easier passage in their endeavours to create a better life for 

themselves. 

Indeed, the local administrators did tread more carefully from this point 

on – though Pearce House was regarded somewhat as a festering sore 

within the otherwise healthy tissue of the Group Health Service. One 

Nursing Officer was overheard to remark that she, “wished she’d never 

heard of the place …”  

But no more did one of the local top dogs (…) dare to say openly, “ … 

this place is on Hospital property, it is a hospital ward: it must be run as 

a hospital ward - and don’t you forget it!”   

The VIP had backed up his visit by putting it in writing that the DHSS 

and the RHBs were conscious of the need to provide in Young Chronic 

Sick Units a domestic environment “as far as is possible.” (Civil Servants 

are conditioned never to forget to provide a bolt hole!).  

On the surface perhaps, things ought to have improved, but in fact the 

bureaucratic game was played just that bit harder. There was a lot more 

lip service, quite a few bustling visits from lesser spotted VIPs, sheaves 

of papers in official hands etc, but not a lot of action. Fundamental 

architectural rearrangement the building was of course, not viable - the 
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best that could be done towards providing single rooms was a 

combination of partitions and curtails.  

This work has not yet been done although Maggie has managed to get a 

new handle on her sliding door so that she can open and close it herself. 

The picture windows opening out onto the corridors could not be 

permanently walled up, one had to consider the expense, but so far the 

right to privacy of three residents has been assured by kind permission 

of stick-on Fablon.  

The inaccessible wash basins, light switches, electric sockets, bedside 

control panels etc, together with numerous other alterations, are at 

present being juggled about within the list of financial priorities, which 

itself is being juggled between the local administrators, while they 

themselves are being juggled by the government in the latest NHS 

reorganisation effective from April Fool’s Day. (This is generally 

considered to be no more than a coincidence). They have looked at the 

possibility of fitting electric hoists to reduce the number of lifting 

accidents and found the building structurally unsuitable to carry the 

tracks. However, while the latest auxiliary nurse to get a bad back is 

hobbling about painfully, they are putting a delightful ornamental 

fishpond in the garden. Good for the image of course. All important, that! 

May I now quote from the Thurrock Gazette of the 28th December, 1973 

... the headline runs:  

All the Comforts Except One - Good Health 

“ … they moved into their £37,874 home with its £6,681 worth of 

fixtures and fittings seven months ago … are they happy - you bet 

they are. And so they should be … with nude pin-up’s on the walls 

of the men’s bedrooms, and smoking and drinking allowed there 

are clearly few restrictions ... brilliant sunshine streams in through 

the large windows and on the lawn outside they’ve just planted a 

Tree of Happiness ...” 

Apart from a few minor errors, like the Tree of Happiness and the rather 

graceful study of Isadora Duncan on the wall of Maggie’s room, which is 

the only nude to be seen on any wall here, they got the image just about 

right. Right for the local Health bosses that is, who commissioned the 

article. For while ever they can sustain the “Oooh, how lovely’s” which 
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gush out of the visiting public they can sustain their own ability to 

manipulate the things which lie behind the outward display. The facade 

and the elaborate scaffolding of the hierarchical organisation of the 

National Health Service must be maintained intact: those who threaten 

its stability do so at their own risk. 

The infant Pearce House has had a difficult first year. The sister together 

with the Committee have worked hard to achieve the status of ‘ordinary 

human beings’ for residents and to actually turn this Ward in all but 

name into something like a house. Only minor things have been 

achieved - all in the face of opposition. Some law of marginal 

Concessions operates throughout: it was thought that the rights for 

residents to spend their own money gifts was established after the 

radiogram episode - but when it was tried to put this right into operation, 

it was found that the handling of the money remained the responsibility 

of the administration - and the only “right” residents had was to choose 

what they wanted. What happens when the administration do not agree 

with the residents choice has not yet been tested. After a long struggle, 

the Committee gained the right to hold fundraising events on the 

premises (Bring and Buy sales, Bingo evenings, etc.) - provided 

permission of the Nursing Officer and the Hospital Secretary were first 

obtained. A similar restriction has recently been placed on social events 

of any kind which, logically extended, means that one cannot privately 

entertain friends in one’s own room (assuming one has a single room). 

Clearly, many of the battles had not even begun! 

In early March, certain members of the hierarchy, being presented with a 

fortuitous opportunity lanced the festering sore. The sudden “transfer” of 

the Sister-in-Charge shocked everyone in Pearce House, and caused 

great anxiety and insecurity. It was as callous a piece of work as I ’ve 

seen for some time, and the sense of shock and unhappiness remains 

with all residents. 

On the day of her removal, the [remaining] staff nurse was given charge 

and told to “run it as a ward, although a little more homely”. Orders were 

received that same day to:  

1. Clean up the quiet room as it was a fire hazard.  

2. Staff told to clean up their locker room and get changed in the Main 

Hospital building in future.  
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3. Told no more cooking to take place in Pearce House kitchen. 

4. The Hospital Nursing Officer demanded to be co-opted onto the 

Committee.  

5. The above Nursing Officer .said there had been complaints made 

about a proposed party in Pearce House.  

I suppose it’s a familiar enough picture to those who know the petty 

bureaucratic mind. 

So now the battle is on in earnest. But what worries me is - what 

happens when our place is built and Maggie leaves? Many residents 

here are very institutionalised and acquiescent. I can see no successor 

willing to carry on the struggle, not at this point in time. 

This is a very much abbreviated and rather disenchanted sketch of 

affairs at Pearce House over the course of one year. Multiply it by all the 

other Young Chronic Sick Units. If you feel uncommitted to this aspect of 

the Union’s affairs, perhaps this will give you a little insight into the blind 

and uncomprehending pressure of petty authoritarianism as it earns its 

daily bread.  

******************** 

 

Maggie Hines [adds]: 

If any member of the Union wishes to feel nauseated, please apply for a 

photocopy of the ‘Thurrock Gazette’ from me. I will just finish off the 

quote that Ken put in:  

“… a tree of Happiness ... appropriately symbolising a feeling that 

radiates from this house within a hospital.” 

Ken has only mentioned a few of the incidents that have occurred here, 

little, wonder that I get discouraged and I cannot really blame the other 

residents, they don’t even know what I’m fighting for. Such is the 

insidious process of institutionalisation. 

******************** 
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UPIAS Circular 8, extract 

 

From Ken and Maggie: 

Round about the time we were writing about affairs at Pearce House for 

the last Circular, we received a letter from Paul and Judy Hunt, which 

was a great encouragement to us. Maggie’s position, particularly, isn’t 

an easy one - and it gave us a ‘lift’ at a difficult time. Before reproducing 

this letter (which we do with Paul and Judy’s permission), we would like 

to sketch out a few of the pressures that exist in this kind of situation. 

We intimated that many residents at Pearce House were 

‘institutionalised’ (i.e. largely apathetic except for matters immediately 

personal - such as the quality of the food at a particular mealtime, and 

generally submissive in the face of authority - e.g. if a nurse says it is 

good for one’s pressure sore to be treated with fresh air and sunshine, 

then the embarrassment of lying with nether regions exposed to all and 

sundry is endured without complaint). This means that the struggle to 

improve the quality of life is left in the hands of the few. In practice 

(normally) for “the few” read Maggie. It often looks and feels like Maggie 

is out on a limb - and the pressure is on. 

Why this pressure? What is it? It usually follows that the more severe the 

physical handicap the greater the dependency on others. If you’re 

dependent, you’re vulnerable. Put baldly, without proper care, you’re 

dead ... after the kind of discomfort one doesn’t care to contemplate. To 

survive, continuity of help must be assured. To rock the institutional boat 

too much, spells danger. Yet when one sees that all is not shipshape - 

what then? The choices acquiesce, accept the help on the terms offered 

and make the best of a bad job - or struggle to change things for the 

better. The struggle, for those within institutions, is fraught with 

insecurity. To acquiesce may mean a greater sense of security, but at 

the risk of becoming thoroughly institutionalised. 

Is the pressure real? Is the insecurity a figment of the imagination? In 

practice, of course, the actual help which ensures survival is not 

withdrawn - not totally. The threat thereof is usually sufficient to 

command conformity and obedience.  
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Sometimes the threat may be dressed as Court Jester: - “Don’t think I’ll 

bother getting you up this morning, John” - titter, titter! Sometimes [it is] 

quite naked - “If you don’t stop that Alan, there’ll be no breakfast for you” 

- exit stage left.  

At Stoke Mandeville, ‘bad behaviour’ in the Hostel is punished by threat 

of banishment, sometimes temporarily to a ward in the hospital - 

sometimes permanently, elsewhere. The ultimate in blackmail. The 

pressure to conform, to let things pass, is real alright. 

Maggie’s position, in the [vanguard], is indeed vulnerable. There are 

many ways in which those with power of authority can bring pressure to 

bear. (Read on!) Indeed it seems that the only safe way forward now at 

Pearce House is on issues upon which residents are united. So far there 

have been only two: the removal of Mrs Pearce and the appointment of 

a particular staff nurse. It’s uphill all the way. The person who wrote to 

say that he didn’t feel stigmatised and oppressed (Circular 7, page 2) 

omitted to mention how it was that the improving position of the disabled 

had come about. Of course it had to be (and still has to be) struggled for 

on many fronts. It may well be that many residents at Pearce House 

“would doubtless favour changes and improvements” (to particularise 

from his generalisation), and we don’t doubt for a moment that their 

reformist fervour will prove as difficult to arouse as his own - but to sit 

down and wait for changes and improvements to happen, just isn’t on. 

The problem of breaking down the institutionalisation process has to be 

tackled by someone. If this means that one or two people have to give 

the rest a lead - well, times haven’t changed much. But life out on the 

limb isn’t easy. Here, the Union has a clear role. The right support at the 

right time is invaluable... which is just about where we came in.  

Here’s Paul and Judy’s letter in full. … 

 

[ there is a gap here in the file papers ] 

 

… “intimidated” both residents and visitors to the Unit and that she had 

upset ladies of the Inner Wheel [charity] and because of that (cardinal 

sin) money which had been expected from them had not been 

forthcoming. (Apparently this latter remark referred to an incident when 
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“x” entered Maggie’s room, without knocking, with the good ladies in tow. 

Maggie was in the middle of typing a personal letter. The good ladies 

were peering in a bunch over Maggie’s shoulder, and one of them 

remarked as to “what a clever girl” she was to type so well. Maggie with 

admirable restraint, asked them quite politely to take their leave).  

Then she was informed that her letter (written as secretary of the 

Residents Committee) were rude. Maggie insisted that they were always 

“scrupulously polite”. “So polite, they’re rude” was the reply. (Such 

repartee). Then she was told that she was “too business like” and that 

she would “scare the living daylights” out of any new staff coming to the 

Unit. Altogether is was a very tedious affair. They had to act on the 

complaint, of course, but “z” threw down a veritable net-full of red 

herrings in an attempt to obscure the culpability of the administration in 

the face of the evidence which had been presented to them. 

The nurse has got her marching orders now, apparently. But Maggie’s 

suggestion in view of the extreme vulnerability of the residents that 

special criteria apply with regard to the employment of staff, was largely 

ignored. Indeed, it is a measure of the understanding of those who hold 

power of decision over residents ... that the District Administrator present 

could distinguish no difference between the long term, severely 

physically impaired residents of PH and the average short stay patient in 

an acute ward. 

The issue of security of tenure referred to in Paul and Judy’s letter may 

arise in practical terms, as a rumour is circulating that one of the 

residents (now almost 65) may be transferred across to one of the 

geriatric wards. This of course, is the source of a great sense of 

insecurity, and undermine l any concept of PH being a home for its 

inmates. Some of the more active suggestions may well be appropriate, 

depending on how things develop in this direction. In the meanwhile, 

however, we think that a letter from the Union would be useful, and 

would serve to show that there is a body in existence which both 

understands the issues and is willing lend support to those in institutions. 

Here is the draft suggested by Paul (to be sent in ten days if no 

objections raised.) 
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Dear Secretary, 

    We are writing to send our best wishes through you to all the 

residents at Pearce House. We support you all fully in your 

attempts to make the Unit a better place to live in, and would like 

to know if there is any way we can help. Our Union is new and still 

small, but we are determined to do anything in our power to help 

improve residential units - and one day we hope they will be 

replaced by better ways of providing the care we need. 

    We know from experience how vital it is that the people actually 

living in a situation should themselves decide whether they need 

any help, and if so what form it should take. So please do let us 

know if there is anything we can do to assist either now or at any 

time in the future. 

Yours sincerely, 

Union of the Physically Impaired. 

 

Any comments, objections, amendments etc to Paul Hunt please, as 

soon as possible. We’ll keep you in touch with developments at Pearce 

House, in future Circulars. 
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Photographs from a visit to 

Collectivehaus, Denmark, 1970s 

 

Collectivehaus, Denmark. Note the long walls with no windows. 

 

Collectivehaus, Denmark. 
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Collectivehaus, Denmark. 

 

Collectivehaus, Denmark. 

The design included a long central corridor with indoor fountains and 

rooms off to each side. 
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Photographs from a visit to Fokus, 

Sweden, 1970s 

 

Fokus project, Falkenberg, Sweden 1970s. 

 

Handwriting on the photograph: “Our flat on the first floor is Fokus”  

[fat arrow] 

 

The pink X on photograph marks a child care centre (barnavårdscentral)  

[thin arrow] 
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Fokus project, Falkenberg, Sweden 1970s. 

One pink cross on the original print marks an occupational health centre 

(företagshälsovård). [fat arrow].   Two pink crosses drawn on the original 

print marks a school office (skolkansli). [thin arrow] 

 

Fokus project, Falkenberg, Sweden 1970s –  

the evening meal on the last night. 

Ken and Maggie Davis arranged the visit by making a ‘house swap’ with 

Stina and George Johannson visiting the UK. 
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The Fokus scheme was designed by a disabled academic: 

 

“Professor Sven-Olov Brattgard, [was] a specialist in disability 

research at the University of Gothenburg, Sweden.  

 

Brattgard was himself a wheelchair user who was concerned with 

a wide range of design issues ... He had started an organisation, 

Fokus, which was to some extent the inspiration for Habinteg.  

 

The Fokus concept consists of 10 to 15 apartments for disabled 

people, dispersed throughout standard blocks of flats, each of the 

special units being connected to a support centre which is staffed 

24 hours a day to provide personal support when required  

(Ratzka, 1990, pages 13-14).”  

 

quoted in (Malpass, not dated, page 11). 

 

In 1991 Adolf Ratzka criticised the Fokus ethos as being the “house 

arrest principle” of care because residents could not choose their own 

PAs nor choose what times they were assisted, for example when to go 

to bed or to get up. 

Other schemes in the 1970s and 1980s often examined by British 

disabled people interested in Independent Living were the Het Dorp 

scheme in the Netherlands, funded by a Telethon* in 1962, and the 

Centres for Independent Living (CILs) in the USA which started with 

some graduating disabled students at Berkley university in California in 

the 1970s who wanted to maintain their newly-found independence. 

 

* https://en.wikipedia.org/wiki/Open_Het_Dorp  

  

https://en.wikipedia.org/wiki/Open_Het_Dorp
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The Institutional Tradition, Maggie 

Davis SRN, 1976 

 Nursing Mirror (journal), 23 September 1976 

 

“… the vast majority of people dumped in 

this particular kind of institution find 

themselves there not because it is 

appropriate to their condition, but because 

such places have been built.” 

 

Pat Osborne’s article “Crossroads care attendant scheme” (NM August 

5, 1976) has at last shown a chink of light in the darkness for the future 

of severely physically impaired people. It also contrasts starkly the 

humane action of giving support to people in their home environment 

against shipping them into institutions. 

Articles in Nursing Mirror recently have described in some detail 

particular examples of institutional provision for the physically impaired. 

The picture painted of these places has been one of almost unrelieved 

sweetness and light. It is my belief, formed from direct personal 

experience, that such a picture is seriously misleading - reinforcing a 

tradition that is increasingly out of step with the changing social, 

economic, and technological situation existing in Britain today. It also 

lays bare the essentially oppressive relations existing between this 

society and its physically impaired members. In their book A life apart, 

which was based on a DHSS-sponsored research project, Miller and 

Gwynn (1) considered the long history of segregated residential homes 

for the disabled and noted that “until fairly recently, the homeless cripple 

who could not gain admission to one of the rare free hospital beds or a 

place in a voluntary home, had no alternative to the workhouse”. In other 

words, if that person were deprived of the help of family or friends, the 

only available provision was an institution of some sort. This tradition, 

issuing out of the Poor Law, continues virtually unchanged. 
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The National Assistance Act of 1948, which replaced the Poor Law, did 

nothing to replace institutions in practice. Indeed, in that same year it is 

interesting to note that the Cheshire Foundation came into being with the 

first, of its chain of (now) 55 British homes. Twenty years later, the 

Seebohm Committee reinforced the tradition by recommending that 

social services departments should take over responsibility for the 

provision of residential homes for the physically handicapped (although 

their report did mention that it might be cheaper to replace such 

provision by adequate domiciliary services). There was, however, no 

noticeable haste to provide community care - although a trend did start 

in lip service to the ideal. 

Perhaps the problem lay then, as it does now, in defining the meaning of 

“community care”. Certainly a pre-Seebohm Ministry of Health paper 

seemed to think it meant anything other than care in hospitals. Despite 

the Chronically Sick and Disabled Persons Act of 1970 with its emphasis 

in Section 3 on the provision of non-institutional housing, the tradition 

received a further impetus. Following Section 17 of the same Act, 

£5million was released for a crash building programme to accommodate 

some of the severely disabled people under 65 years old who were 

known to be living out their lives in geriatric wards in hospitals. The 

result was a string of “young chronic sick” units:  

 Hamlet House, Dulwich;  

 Young Disabled Unit, Stoke Mandeville;  

 Ashby Ward, Lincoln;  

 Orchard View, Bristol,  

as recorded in Nursing Mirror. The euphemism “younger disabled unit” 

followed criticism of the earlier label. 

Patients or people? 

There are many other examples of the way the institutional tradition 

continues to be officially reinforced. A recent DHSS circular, for 

example, recommends inter-departmental co-operation in making 

provision for younger handicapped people “who need, or are likely to 

need, residential care”. This makes nicely explicit the underlying 

assumption that there will always be some people so severely 
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handicapped they will need institutional care. It ignores the fact that for 

every physically handicapped person at present in institutional care it is 

possible to find someone far more dependent living in the community. 

The St Thomas’ Hospital experiment - a project on the community care 

of “responauts” - is only one example of how even people who are 

completely paralysed and dependent on respirators can live purposeful 

lives at home, given the right social and financial support. 

Clearly it is important to distinguish between people with physical 

handicaps and patients who are sick. If the requirements of people who 

have such severe handicaps can be met in a normal social setting, why 

then build vastly expensive institutions such as hospital units for the 

younger disabled to cater for their needs? This very point was raised at 

a seminar in a series held at the Centre on Environment for the 

Handicapped, when a group of severely disabled people themselves 

confronted doctors, architects, and hospital administrators with their 

objections to these units. Their objections were based on the 

observation that such units were segregated, institutional, and medically 

dominated, and they pointed out that except in acute illness - like 

anyone else - their needs were essentially social, not medical. 

It is interesting that the Social Services newspaper report of this seminar 

(March 24, 1973) records that none of the doctors present was able to 

put forward convincing reasons why people with severe physical 

handicaps should be treated as patients in need of permanent hospital 

care. Several of the doctors were quite clear that the only reason for 

admission was a lack of suitable social support. Nevertheless, the 

building of these units has continued. Each one that opens today 

perpetuates a link between physical impairment and sickness which is 

as wasteful of scarce resources as it is harmful to inmates. 

Meeting real needs 

The distinction between the patient and the person, between the acute 

and the chronic condition, between the need for treatment in a hospital 

setting as opposed to support in a social setting will not, of course, 

always be clear-cut. Even so it is usually possible to say, after a short 

period, what the real needs of the individual are. But one of the 

fundamental faults of these hospital units is that they were built on the 

assumption that accommodation and care in a hospital setting were 
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necessary for the individual concerned. The physically impaired people 

themselves were not consulted, before building, on whether this was the 

right kind of solution - or that it was what they wanted. 

Consequently the vast majority of people dumped in this particular kind 

of institution find themselves there not because it is appropriate to their 

condition, but because such places have been built. It is of course 

inconceivable that a secure and comprehensive system of social support 

will be provided while vast sums of public money are being wasted in 

this way. 

If one accepts that people who happen to have a physical impairment 

should not be denied the same opportunities for social participation as 

are taken for granted by people who are currently physically “normal”, 

then some other approach has to be found. To segregate a person from 

home, family, and the normal social round is reactionary and oppressive 

where the means undoubtedly exist to enable him to stay in the 

mainstream of society. To segregate that person without even consulting 

him, to shut him off, in effect, as a social being for the rest of his life, has 

all the connotations of a life sentence; except that in this case, the 

person’s only crime is to be physically impaired. 

The way forward 

In Nursing Mirror (February 12, 1976) Alfred Morris, MP, Minister for the 

Disabled, talked of a “new philosophy for the disabled” and says that 

even severely disabled people’s “rights must be asserted and traditional 

attitudes modified”. The attitudes he was referring to were the ones 

which he thinks, apparently, maintain the institutional tradition. It is my 

view that it is institutions that maintain the attitudes he wishes to see 

modified. The only way forward is to stop talking about integration, stop 

building institutions, and start providing alternatives. Severely disabled 

people need a comprehensive and flexible system of domiciliary care in 

addition to the right kind of housing and equipment. This is why Pat 

Osborne’s description of the Crossroads care attendant scheme is so 

refreshing - it is a real step in the right direction. 

Reference 

Miller, E. J., and Gwynne, G. V. (1972). A life apart. (Tavistock 

Publications, London).  
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‘Unique’ Sutton flats earn national 

award  

Free Press, 19 Oct 1979 

 

A unique group of Sutton flats, specially built to help the disabled, has 

won a top design award.  

The flats, on Grove Road, have been highly commended in the annual 

awards for good design in housing organised by the Department of the 

Environment in collaboration with the Royal Institute of British Architects.  

The Grove Road scheme consists of six flats, three for the disabled and 

three “general needs” dwellings. They were commissioned by the 

Raglan housing association and designed by the Wyvern Partnership.  

Commenting on the commendation, the assessors said: “This unique 

project illustrates what can be done by disabled people of enterprise and 

initiative, creating in co-operation with a housing association and their 

professional advisers a housing scheme to meet a practical need.”  

The success of the project, a major triumph for disabled couple Ken and 

Maggie Davis, rests on the helping family concept whereby occupants of 

the first floor flats give assistance when needed to the disabled tenants 

in the ground floor flats.  

This is part of the tenancy agreement and has been working very well.  

The three flats for the disabled have design variations according to 

individual needs and preferences. Two have baths, the third a shower.  

Kitchens have worktop heights set to personal requirements, bedroom to 

bathroom-access is direct, and a self-operating hoist provides 

independence when transferring to bath or special toilet.  

But the assessors, who announced their decision yesterday, have one 

reservation. They admitted it would have been in the running for a medal 

award had it not been for doubts about the architectural quality of the 

building and the landscaping.  
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Women’s Health Day, talk by Maggie 

Davis SRN, 1981 

 

The only credentials I’ve got for introducing this Women’s Health Day 

are my own personal experiences. These experiences led me to get 

together with other women in Mansfield, to try and set up a Well 

Women’s Centre.  

… 

I always wanted to be a nurse and I qualified in 1965, worked as a staff 

nurse and then as a sister in Beirut. During those years I began 

gradually to realise that something was wrong and I was disturbed by my 

feelings, because I could not put my finger on what it was. On the 

surface everything seemed to be well organised. There were the 

Overlords, the senior consultants, who swept in and out of people ’s lives 

prescribing, diagnosing, leaving the rest of the work to his minions like 

some medieval baron. Beneath him were a neatly stacked hierarchy of 

junior consultants, registrars, housemen, and students in training. Then 

the nurses with their own separate hierarchy, we were a separate caste. 

We were most definitely treated as inferior, we were taught to obey, be 

obedient and generally subservient to the dominant men and women in 

the medical hierarchy; even the students were treated like dirt.  

I was hurt, angry and upset. I didn’t know in my naivety what a powerful 

system I was involved in. I thought I was going to be helping people less 

fortunate than myself to get better or bear suffering with some humane 

support. I did come to wonder where the patient came into to all the 

power struggling, the power and prestige in medicine relies on scientific 

and technological innovation and on the extent to which particular 

specialists are able to exercise their instrumental skills , the doctors are 

always after kudos.  

…  

I thought giving birth was the most natural event, now it has become a 

medical event, our lives are becoming so medicalised that it is difficult to 

find an area that can be kept sacred to us. Thus is the power of the 
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doctor – never underestimate them, they have too many vested 

interests. 

I was taught as a nurse to keep an antiseptic distance from patients, not 

to make relationships (it might harm us) and never to get emotionally 

involved. It completely shattered my image of the gentle, caring, Persil-

white, Lady with the Lamp. Not that Nightingale helped very much, she 

just transported the gentle homemaker into the hospital. 

You cannot see what is happening too well when you are in the system; 

you are too close to the experience. If you sense something is wrong 

and question, then the solution is clear cut, you are either drummed out 

of nursing or promoted out of the way. The answer, if you stay and 

accept the system, is to keep the patients at a safe distance and bow 

and scrape to the doctors. It is and was then a sexist, elitist and 

exclusive, racist and class-based profession. Administrations are top-

heavy with men, so little wonder the doctors are not taught much about 

females in their curriculum and that so little interest is taken in us. 

When I had my accident, which put me squarely on the other side of the 

fence, I began to understand the oppression and power of the profession 

with great clarity. I was told to be brave, have fortitude, and generally 

patronised or emotionally battered by nurses which did me a lot of good. 

It allowed me to see just how easily I had absorbed the self-same 

dreadful values which pin the whole system together and make it more 

like a military regiment than a caring enterprise based on love and 

compassion. From the other side I could see the health service as a 

great ponderous machine, carefully designed to keep women in their 

assigned role as domesticated and subservient. I cringed when I 

observed the nurses scurrying around at the whim of a doctor, whether 

male or female. All carefully structured to service and perpetuate their 

own interests.  

The expertise is there, I don’t decry that, but I’m no longer naive enough 

to think that the health machine is based on selfless love and human 

compassion. There are too many vested interests at stake. As I see it 

the health service is a microcosm of our male-dominated society.  
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Independent Living (video), 1982 

 

Around 1982 a group of disabled people and allies on Greater 

Manchester raised some funds from four organisations in the North West 

of England and made an independent documentary about the Grove 
Road project based on interviews by Ken Lumb. 

The format was VHS tape, new at the time, monochrome (black and 

white) with a 38 minute running time. The Greater Manchester Coalition 
of Disabled People had a digital copy made sometime later. 

The on-screen credits are: 

Title: Independent Living 

Sub-title: the alternatives to segregated residential 

institutions for physically disabled people 

Research: Dorothy Whitaker, Ken Lumb, Anne Miller  

Typing: Marie Swen, Jennifer Graham 

Commentary: Jane Sarkar 

Producer and Director: Dennis Pass 

Production company: Budget Video Production 

 

Interviewees, in order of appearance: 

Ken Davis 

Maggie Davis 

Moira Stocks 

Winifred 

Pat Kelly  (Clifford Court, Habinteg) 

Norman Kelly  (Clifford Court, Habinteg) 

Phil Atkins  (half-way house-bungalow, Newton) 

June Maelzer & Frankie (Manchester, with three CSV volunteers) 

Judith Gray (community health physician) 

(Neville Strowger also makes a non-speaking appearance).  TB  
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The Way Back, Maggie Hines, 1983 

 

If you are severely physically impaired and need the help of another 

human being to survive, you have all the potential for incarceration in 

institutional care. We live in a society which is built on the assumption 

that the family is the right and proper source of help. Institutions operate 

as a social defence mechanism to protect this general assumption. 

Inevitably in a society which provides minimal family support services, 

the stress on families operating as sole carers leads inexorably to 

breakdown and the incarceration of the person who is physically 

impaired. 

It may seem strange to commence an article about housing for 

physically impaired people with a statement about care. But the fact is 

that the more severe the impairment, the greater the likelihood of 

dependence on other people and the less likely that housing per se will 

satisfy the conditions for social integration. Housing, however well 

designed, however well equipped with gadgetry will never meet the 

needs of dependent physically impaired people. Housing and help are 

inextricably linked and must be consistently perceived in this way if 

physically impaired people are ever to achieve a secure base for full 

participation in our society. 

In my case, following the accident which led to my own physical 

impairment, the question of family breakdown under the stress of caring 

for my needs did not actually arise. One parent was dead and the other 

too frail to cope with my needs. Then, as now, there were no adequate 

domiciliary support services. Apart from the community nurse, help 

provided by the local authority was purely discretionary, since my 

accident was before the 1970 Chronically Sick and Disabled Persons 

Act.  

Indeed, before my accident I was working as a nurse and never 

challenged this situation. I assumed, like most do, that our social welfare 

provision was sufficiently all embracing and that if people did end up in 

institutions by virtue of their age, mental or physical condition, then 

surely this was the right and proper place for them. The only time I ever 

encountered the suggestion that the way we did things was not the 
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perfect model was while nursing in the Lebanon, where dependent 

family members were contained within the extended family rather than in 

more formal social solutions.  

By and large my attitudes were those of the average professional in 

health and social welfare; those physically impaired people I 

encountered were seen as cases or patients based on the medical 

model and not as people who just happened to have a condition. 

My awakening began in a very real sense when I found myself on the 

other side of the fence. I found myself on the receiving end of the very 

same attitudes and perceptions I had been carrying around with me. I 

can’t say I liked it very much. However, having survived the acute stage 

of my paralysis in hospital, further rude awakenings were in store. There 

were no houses for people like me, no flexible system of domiciliary 

supports comprehensive enough for anyone as physically impaired as 

me. Since my family could not cope and indeed, my wish was not to go 

back to parental care, I was swept neatly into the nearest institution. It 

was there that I really began to wake up to the oppressive social 

relations existing in society and its impaired members. I hadn’t realised 

that in a split second I could be switched from being an able-bodied first 

class citizen to a disabled second class citizen with all the implications 

that carries with it. 

Institutions were places people like me died in. The longer I lived there 

the more I realised I was one of society’s social outcasts thrown onto the 

ultimate human scrap heap. I resented the devaluing and dehumanising 

regime. It was impossible for me to accept this form of accommodation 

and care as being an acceptable substitute for housing and help in the 

community. Society had incarcerated me because they thought and still 

do - that institutions were the right places for people like me. For me the 

natural place was out there in society playing an active part, as I had 

always done, in the community. We are social beings, it is offensive and 

wrong to remove us from society and treat us as sub-humans. It was like 

being sentenced to life imprisonment without trial, and in this case, life 

means precisely what it says for most people, with no chance for parole 

or remission for good behaviour. 

The way back was long and tedious. I had begun to see along with many 

other physically impaired people, that we needed to come together, get 
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organised and develop unity of purpose. When Paul Hunt publicly 

suggested that we should come together in this way it was a lifeline to 

me. The Union of the Physically Impaired Against Segregation was 

formed and, as it developed, many things about my situation came clear 

to me. I could see that I and my fellow inmates were victims of other 

peoples’ prescribed solutions to our problem. 

What was needed was that physically impaired people should define 

their own problems and their solutions out of their own direct experience 

of disability. We needed to get back into society with real control over 

our lives. Of course we need help, but I could see that existing service 

providers (among whose number I had so recently been) must become a 

resource to be drawn on by those in need of help. This would mean a 

radical change: the professionals’ prescription of stock solutions to our 

need of help had to be replaced. But the idea of our service providers 

actually lending themselves as a resource under the direction of their so 

called patients or clients is still a long way off. 

The solution to my immediate housing / help needs had to be struggled 

for in advanced of these required changes. When I met my husband-to-

be we set about devising our own alternative to institutions and the 

principles on which it ought to be founded. That we were able to achieve 

what we wanted says a lot for the individuals with whom we worked 

along the way. Our answer was a small development of housing units, 

some of which were designed with the architect to meet the specific 

needs of their potential tenants identified in advance. Other units were to 

be let to non-disabled tenants who were willing to supplement the help 

available from local domiciliary services in meeting our need for support. 

This quasi-collective solution against the institutional reality forced on us 

by other people. 

The Grove Road scheme in Sutton-in Ashfield has subsequently offered 

a pointer to other people seeking an alternative to institutions. The 

approach is simple enough: it rests on the premise that physically 

impaired people should be fully participating citizens integral with their 

local community. It shows that there is nothing particularly special 

required except a willingness on the part of the service providers to work 

with us in designing and developing ‘independent living’ arrangements. It 

suggests first, that the basic design of a house should be evolved out of 
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the dialogue between architect and disabled person. Second, that aids 

to independent living should be provided with the housing to reduce 

artificial dependency on human resources. Thirdly, that a system of help 

is required that ‘spreads the load’ so that no one source bears the sole 

burden of care. 

Statutory sources of domiciliary help can have a valuable underpinning 

and stabilising effect providing that they are responsive to the 

requirements of the disabled person concerned. But it is essential that 

support systems are socialised further than this drawing on the 

resources available out of normal neighbourhood relations. This has the 

effect of removing from the family the burden of being the sole carer and 

increases the general level of awareness of the community about the 

needs of the disabled person and the needs of the carer. In this respect, 

the ideas of DCDP are very important. Practical progress is already 

being made towards a county-wide Care Attendants Register - at the 

time of writing a pilot project at Clay Cross is in the final stages of 

planning. How far Social Services see this register as a part of a 

spectrum of domiciliary help rather than a convenient method of 

shedding, as opposed to sharing, the load, remains to be seen. But 

there is no doubt integrated independent living is in the way and will 

provide a real choice for the first time for even the most severely 

physically impaired person. It’s the start of a process which will spell 

goodbye to the segregated residential institutions as we have known 

them as they are thrown into the garbage can of history. 
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The Emergence of the “Seven Needs”, 

Ken Davis, 1990 

Introduction  

This paper sets out to explore the origins of a practice, or method of 

working, which has come to be labelled ‘the seven needs’.  

The phrase is a shortened version of something which started out in life 

as “seven areas for practical action if the phenomenon of disability is to 

be overcome”. This intriguing statement first emerged out of the work of 

the Derbyshire Coalition of Disabled People (DCDP) in establishing the 

Derbyshire Centre for Integrated Living (DCIL).  

DCDP’s work on this project began in 1981, when it sought and obtained 

the in principle support of Derbyshire County Council (DCC) for the idea 

of a CIL. In February, 1982 a Joint Working Party between DCDP and 

DCC engaged in a mutual exploration of how such a Centre might work, 

and how it could relate to statutory forms of service provision. The 

working party was informed by a series of papers, which can be seen as 

a running record of DCIL’s early development.  

The officers of DCC and the members of DCDP on the Joint Working 

Party were coming from very different backgrounds. On the one hand, 

the awareness of the DCC representatives was for the most part limited 

by their non-disabled, observational perspective on disability; by their 

training based on the ‘medical model’ and by the constraints of local 

authority forms of service provision. On the other hand, DCDP members ’ 

knowledge of disability was drawn from an experiential perspective, and 

focussed on the ‘social model’: they saw the source of the problems they 

faced as lying in society not in themselves. They also knew that they 

were negotiating with local authority workers whose jobs were based on 

a discriminatory foundation. The disability legislation which conferred 

powers upon local authorities to provide disability services had been 

framed in the absence of disabled people’s active participation in the 

democratic process.  

Given these differences, it is small wonder that many obstacles and 

difficulties beset the various phases of developing DCIL. These have 

been explored in some detail elsewhere, but here the focus will be on 
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the practical problem facing DCDP of translating the social definition of 

disability into a framework for practical action. The ‘seven needs’ 

approach turned out to be the Coalition’s solution. It is derived from its 

members’ direct experience of disability, and is designed to draw the 

main facets of this direct experience together in a rational scheme for 

practical action. It required them to develop their awareness of the 

material basis of their oppression; of its historical dimensions; and of the 

political forces which formed and maintained it.  

The political significance of definitions of disability  

Traditionally, the ‘problem’ of disabled people has been defined by non-

disabled people. The act of defining the problem has, by its nature, given 

them control over the solution. The solutions have created a lot of work 

for non-disabled ‘problem solvers’. The aggregation of these jobs into 

what now amounts to a disability industry, has created a large vested 

interest. The grip of this vested interest on disability definitions is very far 

reaching.  

The prime political purpose of non-disabled disability definitions is to 

protect the status quo, and control the pace and direction of social 

change. Disability definitions are thus a powerful preservative tool in the 

service of the dominant non-disabled culture. The main agents of this 

culture are the so-called ‘caring professionals’ along with their political 

and academic supporters. One important political task facing the 

disabled people’s movement - as for any other oppressed social group - 

is to gain control over the way their situation is described and defined.  

In Britain, the controllers of disability policy, building on the work of 

generations of their non-disabled predecessors, have defined disability 

in terms of the ‘medical model’. Such definitions locate the cause of the 

problems we face in us and our individual impairments. For as long as 

these people are able to maintain the idea that it is our bodies that are at 

fault, the social structure they have created can be protected. By the 

simple device of focussing on our bodies, these definitions draw 

attention away from their discriminatory society. Such definitions 

underpin the dominant hegemony of ideas these people have 

constructed to support their vested interests.  

Typical of definitions according to the medical model, are those put 

forward by the World Health Organisation (WHO):  
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 Impairment: any loss or abnormality of psychological, physiological 

or anatomical structure or function.  

 Disability: any restriction or lack, resulting from an impairment, of 

ability to perform any activity in the manner or within the range 

considered normal for a human being.  

 Handicap: a disadvantage for a given individual, resulting from an 

impairment or disability, that prevents the fulfilment of a role that is 

normal depending on age, sex, social and cultural factors for that 
individual.  

The process of re-defining disability and challenging the dominant 

climate of ideas appears to have reached a decisive stage in Britain, 

with the emergence of fresh thinking and new organisations controlled 

by disabled people themselves during the Seventies. An important 

example of this is the work pursued by the Union of the Physically 

Impaired against Segregation (UPIAS), which resulted in a careful re-

working of the set of definitions - similar to those of the WHO - used by 

Amelia Harris in the 1971 OPCS Surveys.  

The significance of this development can only be clearly understood 

when it is set against the apparatus of social control used by the 

dominant able-bodied culture to keep disabled people subservient. The 

OPCS surveys are very much part of this apparatus. They raise no 

searching questions about the purpose, implications or adequacy of the 

medical model upon which they are based. When, for instance, the latest 

Survey, published in 1989, was being planned, the OPCS made no 

secret of the fact that they were asked by the DHSS to base their work 

on the medical model that was being touted by the ‘expert’ able-bodied 

dominated definers of disability who were working under the aegis of the 

International Classification of Impairments, Disabilities and Handicaps 

(ICIDH) (6). But the iron grip of able-bodied control over disability affairs 

received its first direct challenge from disabled people with the UPIAS 

definitions.  

 Impairment: lacking all or part of a limb, or having a defective limb, 

organ or mechanism of the body.  

 Disability: the disadvantage or restriction of activity caused by 

contemporary social organisation which takes no or little account 

of people who have physical impairments and thus excludes them 
from participation in the mainstream of social activities.  



105  

 

 

The political significance of these definitions lies in the fact that they are 

a statement coming out of the direct experience of disability; that they 

place the cause of disability fairly and squarely with society; that they 

separate and sharpen the distinction between the individual and the 

environment with which he or she interacts; that they are a tool for 

measuring the role and relevance of existing service systems; that they 

pose disability positively as a phenomenon which can be overcome; and 

that they lift the veil which obscures the ugly face of discrimination 

against disabled people in contemporary British society.  

These definitions singled out the pivotal word used by the disability 

industry in Britain - disability - for our political attention. In turning the 

construction placed upon it by able-bodied people on its head, by 

challenging and contradicting it, a basis was established for the disabled 

people’s movement in this country to isolate those with a vested interest 

in maintaining our oppression. This ‘social model’ of disability is now 

broadly adopted by the disabled peoples’ movement world-wide. It is 

enshrined, for example, in the Constitution of the Disabled Peoples ’ 

International - although in that document the terms ‘disability’ and 

‘handicap’ replace ‘impairment’ and ‘disability’ in the UPIAS example 

quoted above.  

Consistency within the movement lies, however, in the concept rather 

than the terms. The social model helps disabled people world-wide to 

focus attention on the 4 same source of the problems we face - on the 

way societies are organised to restrict or exclude us. This consistency is 

very important, since it promotes our unity of purpose and gives 

cohesion to our movement However, it is obviously of equal importance 

that, within this unifying concept, the different member nations of DPI 

adopt terminology that is most appropriate to the local conditions 

existing in each individual country. A BCODP discussion paper produced 

in 1986, set out to stimulate discussion among its member organisations 

in Britain to this end, but the Council has since adopted a scheme of 

definitions similar to those employed by DPI.  
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Adopting appropriate terminology in Derbyshire  

Some of the founder members of the Coalition - through their 

involvement in developing a local Disablement Information and Advice 

Line (DIAL in Derbyshire) - were, by 1981, in touch with broader national 

and international trends in disability, including the development of 

Centres for Independent Living (CILs) in the USA. This had given rise, 

as indicated above, to the taxing question of how CILs might relate to 

Britain’s long established welfare apparatus and its vested interests in 

disability services.  

Finkelstein’s work in particular, impinged on the resolution of this difficult 

problem. Having adopted the broad sweep of Finkelstein’s ideas, DCDP 

members recognised the historical possibility that disabled people had 

been squeezed out of mainstream economic activity in the course of the 

Industrial Revolution. This involved the social creation of disabled 

people’s dependence, making them ripe for capture by successive 

waves of service providers. Aware that the empire of services that these 

people had built up over the years were little more than devices which 

used disabled people as the raw material for careers in the ‘caring 

professions’ - they realised that this situation had to be changed. They 

could see that re-structuring these service systems was an enormous 

task, the success of which would depend as much upon the theoretical 

soundness of their work, as upon political awareness and application in 

seeing, it through.  

They were also aware that, as noted above, having been built out of 

society, disabled people were gravely disadvantaged in organising a 

strong voice of their own. Disabled people had been politically 

emasculated in a society which had been structured to serve and 

perpetuate able-bodied interests. As a consequence, in the absence of 

an effective disability lobby campaigning for appropriate legislation, able-

bodied people in the voluntary and statutory sectors were securing 

legislation designed to serve their own vested interests.  

Various Acts of Parliament impinged as substantially, on the lives of 

local disabled people as it did on their fellows elsewhere in Britain. In 

reviewing and assessing this legislation, it was plain to the Coalition that, 

particularly since World War Two, much of it was enhancing the career 

prospects of able-bodied service providers without yielding 
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improvements which matched disabled people’s changing expectations. 

It was doing little or nothing to enable disabled people to gain control 

over their own lives. It was often tokenistic and toothless in terms of 

creating the means of equal citizenship. It was almost entirely based on 

the medical model of disability.  

DCDP members were aware that most of the major pieces of legislation 

used the word ‘disabled’ in the title and, in sections setting out the 

interpretation of terms, defined the meaning - not of ‘impairment’ or 

‘handicapped’ - but of ‘disability’ or ‘disabled person’. Disability was the 

key word to be captured and re-defined. In any strategy for gaining 

control over the definitions which circumscribed our lives, disability had 

to be the term that was singled out for political attention. Thus, in the 

process of turning policy into practice, DCDP adopted the following 

definition: 

 Disability: “the restriction on activity resulting from social and 

physical barriers erected by people who have failed to take into 

account the needs of individuals with physical, sensory or mental 

impairments.”  

In so doing, DCDP aligned itself with the social concept of disability 

which underpinned the aims of the wider disabled peoples ’ movement. 

In terms of their ideas for establishing a CIL in the County, this concept 

set the agenda for the way the CIL was to be put into practice.  

Drawing on the direct experience of disability  

It is the case that a number of Coalition members had, in the years 

leading up to the formation of DCDP, made the difficult transition from 

segregated residential institutions into the community. Others had made 

what, in some cases, was an equally difficult transition from the confines 

of their family into a home of their own. Significant among these 

experiences, was the development of the Grove Road Scheme in Sutton 

in Ashfield.  

The Grove Road Housing Scheme was set up at the instigation of 

disabled people between 1972 and 1976. It was built by a Housing 

Association using Local Authority finance and the disabled people 

concerned worked closely with the architects on the design of the 

scheme from inception to completion. Built before there had been any 

significant advances in the availability of local domiciliary services, the 
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Scheme aimed to provide out of its own resources for those needs which 

could not be satisfied from statutory or other bodies.  

This Scheme offered three flats for disabled families linked to three for 

non-disabled ‘supporting families’, the whole operating in some respects 

as a tenants collective. The disabled tenants chose that their first line of 

support would be their own self-sufficiency - which had been facilitated 

and enhanced by good basic design features coupled with the provision 

of appropriate aids to independence. They took what limited help was 

available from Health and Social Services, and this was supplemented 

by personal assistance from the ‘supporting families’ who were close at 

hand to deal with immediate or emergency needs on an agreed rota 

basis. The disabled tenants did their own background research, provided 

for their own information needs and operated an ad hoc peer counselling 

arrangement for mutual support. 

The success at Grove Road was later extended to a variation on this 

collective arrangement at 22 Main Street, Newton, Derbyshire, and 

successively to a number of individual arrangements throughout 

Derbyshire. It produced a wealth of knowledge drawn from direct 

experience of independent and integrated living, which was invaluable to 

the development of the Coalition’s ideas about the operation of DCIL.  

The emergence of the “seven needs”  

From the beginning of its thinking about a CIL in Derbyshire in March 

1981 suggestions were being made about the kind of practical services 

or facilities such a Centre could offer. These suggestions included:  

 Maintenance of the County’s Disabled Persons Register,  

 A Care Attendant Register,  

 Housing Services – from designing through to direct labour,  

 A Transport Service,  

 Mixed physical ability Workshops,  

 An Information, Communications and Publicity Service,  

 An Aids and Equipment Showroom and Store,  

 A ‘Halfway House’ rehabilitation service, and  

 A Peer Counselling Service.  

All of these early suggestions were based on the problems disabled 

people had themselves experienced in their struggles for independent 

living. Some of them were expressed in forms that were already 
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operational in CILs in the USA. In many cases they reflected the 

absence of, or shortcomings in, services offered by the so-called 

‘professionals’ in the disability industry. But it was not until 1984, that 

these practical services and facilities had been drawn together within a 

coherent philosophical and organisational framework.  

It was to some extent the notion of ‘independent living’ that provided the 

stimulus for thinking about DCIL’s eventual services in a rational rather 

than a reactive or ad hoc way. Independent living has been described as 

being about the process of improving the quality of life, by having access 

to the help necessary for disabled people to identify and pursue their 

own life choices. The process of comparing local experiences of de-

institutionalisation with the independent living philosophy forced a careful 

analysis of the elements involved.  

Local expression of personal life choices had, in the run up to the 

formation of DCDP, been focussed mainly on the task of finding or 

creating alternative accommodation and personal assistance to that 

provided in institutions. From the Grove Road experience, it had 

emerged very clearly that -in order to maximise personal independent 

functioning in the most economical way - the three key elements of 

housing of good basic design, appropriate technical aids, and a flexible 

system of personal assistance, were tightly inter-related. But it was also 

clear that they had been thought about in that sequence. No move was 

possible without first thinking of housing; it was housing design which 

facilitated the efficient use of certain technical aids; and those two 

elements in combination had a dramatic effect on the amount of 

personal assistance needed to make the whole scheme work.  

The logic of this process was then extended to other key elements. It 

was realised that the identification of any life choice - such as moving 

out of an institution or away from a family home - depended on 

information. The research which preceded the development of the Grove 

Road Scheme had yielded a lot of information on a wide variety of 

topics, e.g. about housing providers; state benefits 7 and allowances; 

local statutory duties, powers and provisions; aids and equipment; and a 

range of other matters. What also became clear was the fact that simply 

having access to information was not in itself enough. There were 

problems, not just in interpreting information, but also in gaining the 
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knowledge, confidence and skills required to use it effectively. There 

was an element of advice and counselling involved in translating and 

turning information into practical use. Again, these two elements had 

come up in that order, and they preceded the three elements identified 

above.  

Because the dominant local concern of disabled people had been to get 

themselves established in a home of their own, for the most part, what 

might follow from such a change was left for later consideration. There 

were enough problems involved in the process of achieving physical’ 

and functional integration, without getting too concerned about the 

practicalities of social integration. But of course this question did come 

up, and it led to the identification of two further basic elements involved 

in the process of pursuing independent living choices. First there was 

the element of accessible transport - some way of making journeys 

outside the home - and then that of environmental access. The benefit of 

having accessible transport could not be fully experienced, if disabled 

people were confronted with insurmountable physical, barriers when 

they reached the destination of their choice.  

It was out of this kind of analysis that the step-by-step schema, later to 

be dubbed the ‘seven needs’, emerged. From the point of view of 

disabled people who were setting out to achieve full social integration 

from the extremity of social deprivation in segregated residential 

institutions, these seven elements were encountered in the following 

logical order:  

1. information  

2. counselling (peer support) 

3. housing  

4. technical aids (equipment and adaptations)  

5. personal assistance  

6. transport  

7. access  

 

The identification of these areas for practical action at once underpinned 

the operational framework for DCIL and put flesh on the social model of 

disability.  
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Infrastructural discrimination  

It was observed that these seven elements - often so familiar, every-day 

and taken-for-granted - were needs shared in common by everyone in 

contemporary society. But, variously in the case of disabled people, 

these ordinary needs had been turned into special needs by the 

propensity of our able-bodied culture to reproduce the organisation of 

social activities in their own interests.  

These ‘special’ needs were thus indicators of just how deeply 

discriminatory able-bodied practices had penetrated the social structure. 

The presentation and communication of information favoured sighted 

and hearing people; the built 8 environment of streets, buildings and 

houses were designed without regard for the needs of people with 

mobility impairments; public transport systems were designed and 

organised to suit the able-bodied; and if the range of implements, tools 

and devices produced for everyday use, also served disabled people ’s 

needs - it was certainly more by accident than design.  

These artificial, socially created areas of need thus present a 

comprehensive barrier to our participation in mainstream social 

activities. At a series of workshops with disabled people held throughout 

the County in 1984, Derbyshire County Council’s Social Services 

Department confirmed the social deprivation resulting from this barrier, 

and the importance of these areas of need with groups of their ‘clients’. 

They also point out the difference between these seven primary need 

and other needs which individuals may identify – e.g. the need for 

education, employment and leisure. Such needs they rightly point out to 

be secondary needs which could be met through mainstream facilities, 

once primary needs had been met.  

This observation indicates the depth of institutional discrimination facing 

disabled people in contemporary British Society. Inequality of access to 

information, housing, technical aids, personal assistance, transport and 

the built environment prevents disabled people sharing on the same 

terms as their non-disabled fellows almost all of the important activities 

of life which go on in mainstream society. For some disabled people, 

tackling the primary areas of need - housing, for example - can become 

ends in themselves rather than means to an end, as is the case for the 

majority of able-bodied people. The struggle to obtain and survive in a 
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home of one’s own, to secure the basis of physical integration, can be 

hard enough without then going on to engage in the further struggle to 

get into education or to find and hold down a job. Beneath the statistics 

dealing with disabled people’s participation in schools and colleges, or in 

training and employment, lies an infrastructure of discrimination which 

separates disabled people from everyday life in society.  

Thus the ‘seven needs’ can operate as one signpost to the identification 

of those aspects of our social organisation which need attention if “full 

participation and equality” (the slogan of the International Year of 

Disabled People, 1981) is to be achieved for all disabled people. They 

reveal the material elements in a self-perpetuating social process in 

which people’s attitudes are both formed by, and reinforce the many 

aspects of discrimination experienced by disabled people in today’s 

society. They offer a practical way forward to verify the prediction made 

by Vic Finkelstein in 1980: “once social barriers to the re-integration of 

people with physical impairments are removed, the disability itself is 

eliminated. The requirements are for changes to society, material 

changes to the environment, changes in environmental control systems, 

changes in social roles, and changes in attitudes by people i» the 

community as a whole. The focus is decisively shifted on to the source 

of the problem - the society in which disability is created.  

*** 

Footnote: 

Following the ground-braking analysis above, the CIL network continued 

the work and a consensus has grown about the following twelve pillars 

of independent living, which have grown out of the seven needs: 

 Accessible information   Accessible housing  

 Adequate income   Personal assistance  

 Health and social care   Inclusive education and training  

 Accessible transport   Equality in employment  

 Accessible built environment   Advocacy and self-advocacy  

 Tech devices and equipment   Peer counselling or coaching. 
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Personal Assistance: 

Notes on the Historic, 

Maggie Davis, 1993 

 

Many of the ideas which currently cluster together under the banner of  

independent living have been part and parcel of the struggles and 

aspirations of individual disabled people, probably as long as disabled 

people have dreamed of freedom and independence. A central element 

of independent living is personal assistance and, in particular, having 

direct access to the cash which gives freedom to hire and fire assistants 

who carry out duties determined by and under the control of the disabled 

person him or herself. 

It is sometimes overlooked that, in the same way that the British 

disabled peoples movement has a long history of growth – since at least 

the 1890s – so too has the development of ideas around the notion of 

independent living and personal assistance. Certainly in Britain, as 

elsewhere in the world, these ideas came out of the experiences of 

many early pioneers, whose struggles were more directed to living 

independently than to independent living. 

Unlike the United States, in post-war (1939-1945) Britain, disabled 

peoples aspirations of living independently have had to be fought for on 

at least two fronts. There was in both cases of course the shared 

struggle for practical resources and attitudinal support in the community. 

However in Britain, as in some other countries, disabled people have 

had in addition to overcome the obstructions, anomalies and vested 

interests of a well-established welfare state. 

These welfare barriers to independent living can be traced back in the 

British Poor Laws to well before the famous, “43rd Elizabeth of 1601,” 

(legislation) and this in itself indicates how deep rooted the vested 

interests in welfare really are. These Poor Laws were always associated 

with the practice of giving what was called outdoor relief which, as an 

idea, can be imagined as a precursor to direct payments. However, this 

system and the bill attached to it through the poor rates, eventually came 

under strong attack. The new Poor Law of 1834 attempted to put paid to 
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it altogether, by replacing it via the harsh corrective regime of the 

workhouse. 

Victorian society may have extolled the virtues of hard work, thriftiness 

and sturdy independence – but was clearly not interested in doing 

anything about the proliferation of social barriers which prevented 

disabled peoples participation in the same value system. Instead, it 

reinforced the picture of workhouses and institutions as the proper place 

for people who couldn’t support themselves. Coupled with public hostility 

to vagrancy and mendacity, this climate stifled the kind of social 

developments which could have supported disabled peoples 

independence and participation. 

The proliferating number of Charities took the same values on board. 

For example, John Grooms may espouse independent living today, but it 

started in the 1860s as John Grooms Crippleage and Flower Girls 

Mission. Later, the increasing role of the state adopted the same values 

and assumptions. After World War II, as part of the modern welfare 

state, the 1948 National Assistance Act was supposed to replace the 

Poor Law but Section 29 merely introduced a new wave of institutions. 

Against this background, tough-minded individualism was the only 

choice for disabled people who had no family or who wished to live 

independently of family. The multitude of barriers and disincentives that 

existed, however, made living independently a more realistic description 

of what actually happened in the lives of these pioneers, than the notion 

of independent living. The difference can be summed up by the 

necessity on the part of those individuals involved to perform the 

maximum number of tasks without help rather than the maximisation of 

choices with assistance. 

1960s  

Clearly, at this point in time, the name of the game was survival -for 

many, survival on a knife edge, where a mistake could land you straight 

back in the institution. New thinking and a fresh use of resources was 

badly needed. A change in the prevailing climate came with the 

questioning by disabled people of the role of institutions. One of the 

most significant challenges came during the 1960s, with the struggle to 

liberalise the Le Court Cheshire Home in Hampshire led by Paul Hunt. 

This influence lay in the background of moves in the 1970s by residents 
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of Le Court to set up Project 81 and, a few years later, the Hampshire 

Centre for Independent Living (HCIL, now known as Spectrum). Other 

struggles to reform institutions also took place at the Ludwig Guttman 

Hostel at Stoke Mandeville, at the Pearce House YDU in Essex and at 

Cressy Fields Part Three institution in Derbyshire. 

There were many graphic examples of disabled people’s struggles to 

live independently. I can personally recall being encouraged by people 

like Pamela La Fane, Joan Dawe, Yvonne and John Hall, Jack and 

Margaret Wymer and others who escaped the all-embracing clutches of 

a variety of state run or charitable institutions. Together with many more 

courageous, tenacious and inspiring individuals they helped change the 

prevailing climate of ideas so that now, disabled people see themselves 

differently. 

1970s 

It was the efforts of such people which led, in the late 1960s and 

throughout the 1970s, to significant shifts of attitudes in both the state 

and in the charities. However, some developments, for example, that 

involved the Responauts from St Thomas Hospital, London, were so 

successful that future progress was halted. In that case, people using 

respirators, hiring their own help at home with special DHSS money 

made it clear that existing welfare provision and institutions were 

inappropriate. To develop this kind of policy more widely could obviously 

have had serious repercussions for the disability industry. 

These developments linked up with news of the Swedish Fokus housing 

schemes, Danish Collectivhaus and the Het Dorp development in 

Holland. Events in Berkeley, California and across America (see John 

Evans’ writings) began to influence developments in the United 

Kingdom. The charities in particular began to protect their own 

controlling influences in disability affairs by adjusting and adapting to the 

changes that disabled people had set in motion. 

For example, the Spastics Society tried a version of the Fokus system at 

Neath Hill in Milton Keynes; the Habinteg Housing Association started 

building houses with limited support services; the Leonard Cheshire 

Foundation set up flats with some personal assistance services at Tulse 

Hill and started their home care service; and the Crossroads Care 
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Attendant schemes came about on the initiative of a disabled person 

called Noel Crane. 

At the same time disabled people began to look for a more structured 

approach, one built much more closely on the direct experience and 

under the control of disabled people themselves. In 1972 Delia 

Dudgeon organised a well-attended conference in London for disabled 

people with a view to stimulating well-designed housing for disabled 

people seeking to live independently of their families. In the mid-1970s 

Brian Lewis was proposing a commune as an alternative to institutions 

and set up a housing cooperative to bring about better community based 

housing for disabled people. 

About the same time, with my partner Ken Davis, the Grove Road 

scheme was set up as yet another approach to securing more choice 

and control in disabled people’s lives. This was a collective approach to 

meeting a number of identified needs including information, peer 

counselling and support, good housing design, appropriate technical 

aids as well as personal assistance. Similar schemes followed in 

Edinburgh, Rochdale and Gillingham. 

Sheltered Housing for the Disabled (SHAD) in Wandsworth with 

Stephen Burton looked at the use of voluntary helpers in the community 

and the scheme at 22 Main Street, Newton, Derbyshire, was another 

collective approach to hiring and organising personal assistance. Each 

of these initiatives helped to reinforce the notion that disabled people 

could and should live in the community rather than in an institution, and 

that the resources should be available to permit this development. 

1980s  

During the 1980s the expansion of the disabled people’s movement 

stimulated a further growth of ideas, backed by the collective strength of 

its members. The sheer necessity for people to live independently began 

to be replaced as new opportunities for funding personal assistance 

were conceded, such as the use of flexible budgets by local authorities 

and, more significantly by the Independent Living Fund (ILF). The latter 

gave a boost to those promoting the kind of individualistic approach to 

personal assistance pioneered by the American Independent Living 

Movement and favoured by HCIL. 
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Groups such as the Derbyshire Coalition of Disabled People (DCDP), 

whilst supporting the drive for a more committed approach on the part of 

the Government for direct payments - particularly since the ILF came 

under threat - sees this approach as being just one element in a 

spectrum of arrangements which offer a wide range of disabled people 

more choice and control in the availability of personal assistance. 

Through the Derbyshire Centre for Integrated Living (DCIL) it has also 

worked to set the need for personal assistance squarely within the 

context of other essential needs. In this way, it tries to ensure that the 

personal assistance issue is not used as a political device simply to 

replace care with cash -and as a means to conveniently dodge the wider 

social responsibility to remove the many other social barriers which 

prevent disabled people as a group to secure equal rights and 

opportunities. 
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Our history is desperately important, 

Maggie Davis, 2012 

 

Some extracts from letters by Maggie Davis in 2012 

---- 

Although other housing initiatives by physically impaired people were 

being tried in countries such as Sweden, Denmark, Netherlands and 

USA; Grove Road was and is one of the most important projects to be 

born in the UK regarding housing, and was to become the focus of many 

more projects to enable us to integrate into the community. Even Selwyn 

Goldsmith (the accessible housing expert in the Government department 

for house building) had to agree finally, and since then Grove Road has 

been ‘mentioned in dispatches’ as an incredibly important move forward 

by disabled people in the twentieth century. 

The simple idea at the beginning was to realise that all myself and Ken 

needed was a flat or apartment, with some non-disabled people living 

nearby, or anywhere close, but who could respond to our needs at any 

given point in time. It seemed, all so easy, just to find a place to live and 

other non-disabled people to help us. Not so. In the UK, physically 

impaired people in the UK were just beginning to wake-up and realise 

that they had a right to be in the mainstream community, doing just what 

non-disabled people did. However, such was the prejudice and 

oppression of us by society, that we were mostly living in institutions or 

living with parents, or husbands and wives, who looked after us with no 

support in any way, apart from community nurses and later a few home 

helps.  

The struggle to get Grove Road built, from inception to fruition, took four 

long years, with so many problems thrown in, that in the end we were 

prepared to take over the building and face being thrown out by the 

Raglan housing association (previously called the Inskip St. Giles 

housing association), who were running scared that it would not work.  

It did work, and it worked well. Three custom built flats on the ground 

floor for identified disabled people and three flats above for able-bodied 

to live in, and at the same time support us. Nothing quite like this had 
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been done before and it led to an exodus of disabled people creating 

other ideas for themselves and ending the myth that severely impaired 

people could not live in the community. A very good excuse for 

perpetuating the idea that institutional care was the only place for us, 

and in doing so, protecting society from dealing with the difficult idea of 

integration and having to change their own perceptions of us regarding 

attitudes and internalised prejudices. 

That was over 40 years ago and we still struggle for equality. It almost 

compares to some women not bothering to vote, forgetting that the 

Suffragette movement eventually enabled women to gain the freedom of 

voting. So disabled people’s struggles for integration and rights to live 

and participate in the community are in danger of becoming lost in the 

mist of time. 

Younger disabled people must ask and recognise that there is a huge 

history to their emancipation and benefits, such as to have access to 

information, peer support, housing, technical equipment, personal 

assistants, care packages, transport and the built environment driven 

forward by the social model of disability. 

To establish these improvements took an enormous amount of hardship, 

and energy, by physically impaired people. If as disabled people we do 

not reflect on our past, and know how impaired people fought to get 

these rights, our history will be lost forever and disabled people will have 

no touchstone to argue from.  

I think that is desperately important that we build up as much history of 

disabled people’s lives as we possibly can.   

This will bring into better perspective:  

 the way we have been treated in the past, 

 the struggle for equality in a disabling society, 

 the changes that have been made through the struggle of the 

Disabled People’s Movement to improve our lives, 

 the internalised oppression and prejudice that still exists in our 

society,  

 the opportunity to discover for ourselves how far we have moved 

forward over a few hundred years, and  
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 how much we must educate a disabling society into endeavouring 

to understand that we are human beings, not freaks.  

  

We might then discover what we have still to do to work towards the goal 

and promise made in 1981, over 30 years ago, of “full participation and 

equality” - the slogan of the International Year of Disabled People. 
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Suggestions for further research 

 

It seems that two or more TV documentary programmes were made 

about Grove Road. The first might have been transmitted on BBC2 as 

an Open University programme from 1979 onwards, the second one 

transmitted possibly on BBC1.  

 

The producer for the second BBC programme also made a documentary 

later in the 1980s on the issues raised by the suicide in 1986 of police 

officer PC Philip Olds.  

The film was based on Ken Davis’ article later that year, Pressed to 

Death. Ken’s article (Coalition, GMCDP, 1986) looked at the intolerable 

tabloid media pressures put on Philip Olds by relentlessly insisting he 

should walk again after he had been paralysed in 1980 when he was 

shot in the spine in the line of duty. 
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Maggie Davis (Hines) in the kitchen at their Grove Road flat. 
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