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Summary

“The Campaign is conducted by the Young
Chronic Sick [disabled people], not only for them.”

‘NCYCS is ... of working people, and is dedicated
to securing political ends through the mobilisation
of the Labour and Co-operative Movement ... not
as a charity.” *

Social care has perhaps never been as strong a political topic in the UK
as it is currently. People are weary of broken promises - “we will fix
social care” as said in Downing Street by different Prime Ministers year
after year.

In 1965 a small group of disabled people and their allies — all being
political activists — created a policy calling for a new radical form of
social care, with their idea of the job role of personal assistants.

Unanimously approved at the 1965 party conference, this policy
committed the Labour Party to support the emergence of a new type of
support for disabled people — known at the time as medical home
helps.

This campaign for independent living became the National Campaign
for the Young Chronic Sick. A small but very influential political
campaign, it continued until 1974. They concluded their work by
campaigning against the under-resourced implementation by central
and local government of a new 1970 law giving disabled people some
partial rights to services at home for their independent living.

The title of this research comes from “Why we are bloody angry” in
the fourth newsletter published by the National Campaign for the Young
Chronic Sick in 1967, after the hostility NCYCS faced at the time from
Ministers in the Labour government when trying to get these policies
implemented, leading to new legal rights in 1970.

t NCYCS Newsletter 1970 (emphasis in original);

and NCYCS constitution.
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Lost for over 50 years, this research has begun to uncover those bloody
angry voices again, to tell the story of their struggle, warts and all, for
new generations of disabled people, academics and activists to explore,
recognise and appreciate.

In a reflective interview included at the end of the book he co-wrote with
Jane Campbell in 1996, Mike Oliver traces the birth of the Disabled
People’s Movement in Britain to the early campaigns of groups like
NCYCS as follows.

“Mike Oliver [speaking] — ‘What the book has made very clear for
me is what was first, the rise of the movement in Britain was
organised around struggles to get out of residential care with
the development of groups such as UPIAS. Second, it was
organised around the relative deprivation of disabled people at a
time when society, was getting richer. This is vitally, important to
understand. The 1960s was the age of affluence, but the gap
between disabled people and the rest of the population widened
significantly and disabled people decided that this was no longer
acceptable. | think that those are the two most important aspects, if
you are talking about cause and effect, and these are the two main
reasons why the movement emerged as it did.”

(Campbell and Oliver, 1996, p183; emphasis added)

With Paul Hunt writing to NCYCS in 1966 it is possible to link NCYCS to
UPIAS six years later. (Appendix 14)

For a quick summary of the results of the campaigning by disabled
people in the 1960s and early 1970s, see Appendix 48 written by Ann
Shearer in 1973.

* * %
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Summary, Easy Read

A long time ago, in 1965, a small group of disabled people and their
friends worked together to make things better for lots of other disabled
people. They thought of a new way to help disabled people live at home
and be more independent. They wanted to have personal assistants to
help them.

This idea was liked by many people and it became part of the Labour
Party's plans. This group, known as the National Campaign for the
Young Chronic Sick, worked very hard to make these changes happen.
They kept working until 1974.

They were upset because the government didn't give enough support to
make their plans work well. They fought for new laws in 1970 to help
disabled people get more help at home.

This story was almost forgotten, but now researchers are finding it again.
They want to share this story with new generations of disabled people,
students, and people who want to make changes.

There was also a book written by Mike Oliver and Jane Campbell in
1996. They said that the work to help disabled people with independent
living started because they wanted to live outside of special homes. This
was because they felt left out and society was getting better but they
were not.

This story shows how important it is for people to work together and
support each other to make life better.

12



Abbreviations

AMR
CCD
CIL
CLP
CPAG
CSDPA
DDA
DHSS
DIAL
DIG
FPAI
GMCDP
JCMD
LP
NCYCS

NCCSD

NEC
NFRCD
NSAC
PA

POSSUM

PPS
WS
YCS
YDU
YS

Action Medical Research - charity

Central Council for the Disabled

Centre for Independent Living

Constituency Labour Party

Child Poverty Action Group

Chronically Sick and Disabled Persons Act 1970
Disabled Drivers Association

Department of Health and Social Security
Disability Information & Advice Line

Disablement Income Group

Former Public Assistance Institution (ex-workhouse)
Greater Manchester Coalition of Disabled People
Joint Committee on Mobility for the Disabled
Labour Party

National Campaign for the Young Chronic Sick
(1965-1970)

National Campaign for the Chronic Sick and Disabled
(1970-1974)

National Executive Committee

National Fund for Research into Crippling Diseases

National Society for Autistic Children

Personal Assistant

Patient Operated Selector Mechanism

Private Parliamentary Secretary

Women's Section - of a local Labour Party

Young Chronic Sick

Young Disabled Unit — a residential building within a hospital

Youth Section - of a local Labour Party
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Introduction and context

Advisory Note: Some of the language used to describe disabled
people around the 1960s is now inappropriate or offensive. Any
disabilist terms in the source material are reproduced for
historical accuracy to hopefully help other researchers.

In terms of health and social care, it is well researched that the British
current health service was established in the 1940s, but less appreciated
that important developments in British current social care policy (as well
as incomes and payments for disabled people) can be traced back to the
1960s.

Specifically, it has not been well known by historians or policy
researchers that it was campaigning disabled people and their allies who
helped shape the British modern social care system with new
alternatives to residential institutions and commercial and charity homes.

This research uses surviving fragments of the work of the National
Campaign for the Young Chronic Sick (‘National Campaign’ and NCYCS
here for short) to explore and promote an overlooked but important
aspect of social policy and human rights.

In the 1960s the Disablement Incomes Group was far bigger and much
better known than NCYCS. Influential people like Duncan Guthrie had far
greater contacts than NCYCS. Groups like the Responauts were bold
and pioneering in self-help, for example with disabled people using a
respirator and living at home.

But | suggest that this research shows that NCYCS were leading the
campaigning for disabled people’s independent living generally — and
especially with their new ideas for ‘medical home helps’ and for assistive
equipment — today’s PAs and smart homes.

Big institutions can write their own history. Unfunded and unstaffed
radical campaigns rely on the work of researchers to give other histories
a fair hearing. The National Campaign was deliberately never a
registered charity or similar organisation, instead it remained a political
structure within the Chelsea Constituency Labour Party (as was) in
central London despite its national remit.
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Some collections of papers from the National Campaign have been
found in archives, including papers held in the collections of individual
politicians such as Alf Morris and David Owen; both MPs at the time and
later members of the House of Lords. More recently some NCYCS
papers have been found in the Labour History Archive in Manchester.

On 29 September 1965 the founders of what would soon become the
National Campaign changed Labour Party policy at its national annual
conference in Blackpool. The full text is here in the appendices. This
policy includes the invention of ‘medical home helps’, personal assistants
as they are known today.

And shortly after this, with the recruitment of Pamela La Fane in 1966, a
self-taught disabled writer and journalist, the National Campaign quickly
gains significant national press and television coverage. | believe the
National Campaign also prompted the creation of a national working
party to study and report on the issue of disabled people’s independent
living.

By having both a policy and a media agenda, the National Campaign
had a profound influence in the second half of the 1960s, culminating in
their direct political influence in the new provisions for independent living
in the Chronically Sick and Disabled Persons Act 1970.

Independent Living, USA

It is important to note that some of these developments in the UK pre-
date some similar ones in America, contrary to some assumptions.

In California, the pioneering Berkeley Center for Independent Living
(CIL) was established in March 1972. Ten years earlier in 1962 Ed
Roberts was the first disabled student to live on campus at Berkeley,
near San Francisco, in what he insisted had to be renamed the Cowell
Residence, formerly the Cowell Medical Centre. Then sometime
between 1966 (when two other disabled students moved in alongside Ed
Roberts) and 1969 (by which time there were 12 disabled students as
residents) the Cowell Residence Program had become established,
being the precursor to Berkeley CIL.

Also in 1966, a six-hour drive away at the University of California in Los
Angeles, was a 22 year old disabled student who had just arrived from
Germany — Adolf Ratzker. Writing later about the development of PAs in
Sweden, he recalled from his younger days in the USA:
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“I was the one who hired, trained, scheduled, supervised, paid and
motivated fellow students who helped me with personal needs,
household chores, and other tasks. Without any role models, it
took [me] several years of trial and error, mistakes and small
successes before | felt reasonably in control of my assistance
situation. The money for my assistants’ salaries, through an
unbureaucratic ad hoc solution, came from the government of the
State of Bavaria.” (Ratzka, 2012, paragraph 13)

The collection of papers from the working life of Alf Morris, now held in
the library archive at the London School of Economics (LSE), includes
some letters from people in the USA in the 1960s asking him various
points, and some thanking him for meetings they had while visiting
London, so it is reasonable to think there would have been some sharing
of ideas between the UK and USA, both ways, on disabled people,
rights, social care and independent living.

50t Anniversary in 2020, Manchester

The new British law in 1970 was heavily influenced by the NCYCS. The
Chronically Sick and Disabled Persons Act moved the legal responsibility
for supporting disabled people away from hospitals and over to the
recently-expanded social services departments of councils. The
promoter of this new law was Alf Morris, supported by campaigning
disabled people.

Prior to the Covid pandemic restrictions a number of events had been
planned to take place in Manchester in 2020 to celebrate the 50%
anniversary of changes that Alf Morris made for disabled people,
informed by his own family life experience of disability and his political
friendships.

The local connection was that Alf Morris was the Member of Parliament
for Wythenshawe, a neighbourhood in south Manchester. Instead,
because of these restrictions some alternative events took place online.
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- mEFA_ AIf maEm_ e s _san. wm  as : -

L to R: Michele Scattergood (GMCDP), Alf Morris MP, Keith Bradley MP,
Lorraine Gradwell (GMCDP), Tony Lloyd MP, ClIr Martin Pagel.(c.1994)

This book is connected to those celebrations and had its first edition as a
shorter research paper published in June 2020. It started as an attempt
to add and extend the political context of Alf Morris’ work. It sought to
explore the campaigning for social change that disabled people and
allies were organising in the 1960s leading up to and radically shaping
his 1970 landmark Act of Parliament.

In a paper reflecting on Alf Morris’ CSDPA for this anniversary, Jameel
Hampton in the Disability & Society journal noted that,

“By the end of the [1960s] decade, both major parties, the media
and the public were aware that the welfare state settlement had
neglected disabled people. ... There was also political pressure
exerted by the Disablement Income Group and other groups for
and of disabled people (Oliver, 1986).”

(Hampton, 2020, p831-832, emphasis added)

This research on the National Campaign seeks to explain with newly-
found records where some of that pressure from disabled people and
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their allies came from, not least via their efforts in the Labour Party, The
Guardian newspaper and using BBC television channels.

And in particular, this research seeks to raise the previously neglected
profile of the National Campaign for the Young Chronic Sick, which was
led by disabled people and allies campaigning to escape from hospitals
and to gain their own independent living in the 1960s.

Discussions on disabled people’s campaigns in the 1960s tend to focus
particularly on DIG (the Disablement Income Group), and sometimes on
charities too, reasonably so because DIG had a high media profile at the
time and a more substantial membership list than had NCYCS, and
practically because DIG produced extensive press coverage including
strong photographs. This research isn’t to detract anything from the
campaigning by DIG and others in the 1960s, only to add a further
dimension by focusing on independent living.

Gaps in the literature

It is truly invidious to have to choose an example in the current literature
to show where this gap exists, so | hope the authors will accept the
intended compliment of my choosing the best as the example -
Understanding Disability Policy, by Alan Roulstone (who kindly
supervised the early years of my MPhil) and Simon Prideaux (2012).

Looking at the 1960s and the section headed, 'Imperatives to
deinstitutionalisation’, the focus for the 1960s is the landmark ‘water
towers speech' by the Conservative Minister for Health in 1961 which
marked a change in government policy if not law on the use of two
categories of long-stay institutions: for learning disabled people, and for
people labelled (usually many years previously) as having mental health
difficulties (Roulstone and Prideaux, 2012, p42-43).

In terms of community care (independent living) for a third category, that
Is, disabled people known then as the young chronic sick living in
hospitals full-time, the historic emphasis is placed on the Health Services
and Public Health Act 1968 which -

"“followed the spirit of community care in proposing home help
services to avert entry into expensive long-term institutional
contexts (Blakemore, 2003, p205). In reality, it took more than 10
years for the Act's objectives to permeate local authorities whose
default approach remained that of supporting disabled people in
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residential homes and long-stay hospitals (Tinker, 1983)."
(Roulstone and Prideaux, 2012, p43).

So from 1961 we go directly to 1968, a gap this research aims to explore
and to amplify the voices it finds inside that gap. As an example of this
gap consider this extract:

“the pervasive interpretation of community care understood it to
include residential homes, staffed community (half-way) houses,
sheltered housing, and so on. One contemporary concern involved
in such a half-baked interpretation of community was that some
groups were to experience simply a shift in the context of
institutional provision. For example, Young Disabled Units (YDUS)
were established to cater for this group in response to the outrage
that young disabled people with complex health needs were
hitherto being housed in geriatric wards. The response from the
Royal College of Physicians (1986) was for YDUs to cater for this
age group, without acknowledging that this was simply shifting the
institutional context of largely medical care in a way that made
independence and choice virtually impossible (Brisenden, 1986).
This, then, represented a slow evolution from large-scale
institutional provision" (Roulstone and Prideaux, 2012, p44;
emphasis added).

But that “outrage” can be traced back nationally to 1946, and locally to
1935, as shown in this research. What happened in the 1960s that was
different and caused the change in policy was the start of a sustained
period of political and media campaigning by disabled people and allies.

Neither this “outrage” nor this campaigning against the use of geriatric
wards as a housing solution for disabled people are included in other
social policy textbooks to the best of my knowledge. Mostly the “outrage’
isn’t picked up until references to Paul Hunt in 1973 when he wrote his
article saying that disabled people did not want more YDUs (Appendix
46 here).

So a totally accurate - but incomplete - common narrative has emerged
that the independent living designs and practices that were co-produced
with disabled people's choices only emerged in the 1970s and 1980s.
Perhaps the nuance to add is: yes, but this is insufficient. There were
earlier national campaigns and politically-engaged policy initiatives by
disabled people at least a decade earlier.
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Obviously any academic texts that cover British disability policy
developments in all their aspects, and usually limited to around 200
pages, have to be selective and brief. However some texts seem to
connect the policy of creating YDUs either directly back to the water
towers speech, or to doctors responding to an "outrage".

To be fair, this agreed narrative is found elsewhere too. For example,

"Public criticism of large-scale institutions reached a peak in the
1960s and 1970s, fanned by a series of scandals in long-stay
'mental handicap' and ‘psychiatric' hospitals (Martin, 1985). ... The
Seebohm Report (1968) argued for a major reorganisation of local
authority social services, and echoed the claims of many disabled
people that they were forced into [these] institutions because of the
lack of alternative community support services, and the difficulties
experienced by their reliance on family and friends as 'carers'
(Carter, 1981). Such concerns attracted Parliamentary attention,
which led to the Chronically Sick and Disabled Persons (CSDP) Bill
introduced by Alf Morris after he came first in the Private Member's
ballot in 1969." (Barnes and Mercer 2006 p17).

Perhaps a reasonable explanation for why this this gap in the literature is
now apparent is the sophisticated digitisation in recent years of some
key journals of record in terms of British social policy. For this research
this digitisation has been particularly important with respect to Hansard
(the journal of record for the British Parliament) and to The Guardian
newspaper for its letters page and for some seminal social policy
articles. A further useful change would be if digital access for
researchers was also applied to historic social documentary programmes
held by ITV and BBC while respecting the intellectual property (IP) rights.

The first occurrence of the name of the National Campaign for the Young
Chronic Sick was found for this research within the speeches of Alf
Morris as an MP in the House of Commons. This group was thus noted
as having been a significant and overlooked influence in his forming of
the Chronically Sick and Disabled Persons Act 1970 in the literature, as

| concluded in the first edition of the findings of this research. Having
found their name, what followed were the more analogue methods of
archive inspections, although digital catalogues where they exist can be
of some help in this process.
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Hopefully this new research helps to explain a campaign by disabled
people that fills a gap in the standard community care and independent
living narrative.

A source book

This book has over 60 appendices and extracts from archived records as
well as references to published works. This is deliberate, hopefully by
placing these materials in the public domain it might be a useful resource
for other researchers and commentators on disabled people’s
independent living — community care as it was called then.

The social model

This research is based within the social model of disability. If this is a
new idea to you, there are useful resources online provided by a number
of disabled people's organisations, DPOs, for example:

https://gmcdp.com/beliefs-values-aims/social-model

In short, the social model of disability says that "the problem" faced by
disabled people is not because of some impairment or aspect of the
body, but rather is caused by society's refusal to include disabled
people’s needs alongside the needs of non-disabled people.

The social model of disability was first written about academically by
Mike Oliver (1983) and this idea built on the idea of the "social
interpretation” of disability developed in the 1970s (UPIAS, 1976; J.
Hunt, 2019). This in turn built on discussions about "social handicap" for
example in Morris and Butler (1972, p9-10) where Morris reports on this
phrase being discussed in the 1960s.

For a good summary with strong academic references and analysis, see
the chapter written by Colin Barnes in The Disability Reader (1998).

Was the NCYCS a DPO?

The short answer is almost certainly not. The phrase DPO - a disabled
people’s organisation - is used to describe an organisation that is
controlled by disabled people, usually because that control is written into
their constitution or rule book.

There is a copy of a six-page constitution for NCYCS in the LHA records.
It has been amended by hand to reflect the name change in 1970 to
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NCCSD after the Alf Morris Bill became law. Only the name is changed,
everything else continued as before.

The document is undated, but it probably was originally agreed in 1964
or 1965 because the Labour Party probably would not agree to the
organisation working within it without the certainty of a written
constitution. For example, within the constitution it states, “The Chelsea
Labour Party shall be in a special relationship to NCYCS. As founding
organisation, it shall have the right to be a corporate Sponsor, and to
appoint delegates who may be elected to any position or office in
NCYCS.

Individual members are not required to be members of the Labour or Co-
operative parties, but its Aims and Purposes section included:

“(d) by these and other means to stimulate knowledge and interest
within the Labour Party and the Trade Union and Co-operative
movements, with the objective of securing political advances”.

Labour Party

Finally, a comment about the Labour Party aspect of this research,
though strictly speaking it is as much about the Co-operative Party too.

When | have been discussing this ‘project’ with researchers and activists,
I've sometimes noticed a sudden chill when | mention the Labour Party
dimension. One response was "able-bodied do-gooders".

Just to be clear, I'm not here to write a recruitment leaflet for the Labour
Party, nor an airbrushed history. As | said at the start, this account is
warts and all.

| guess my comment is that, in effect, there isn't one unified Labour Party
(and the same is true for any large party). It's been a place of tension
between different political philosophies since its creation. It was the
same when | researched one of my relatives, Fred Hammill, who had
been a trade union leader (he organised the first London-wide bus strike,
for shorter hours on the same pay) and one of the 28 founder members
of the Independent Labour Party, founders who first tried to get elected
to the Parliament in 1895. Fred’s attempt at being elected was in
Newcastle; unfortunately he lost and died six years later aged 45 years
from pneumonia (Baldwinson 2016). He was a ‘radical’ and the
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'moderates' laid into him, though he usually gave as good as he got.
Was ever thus.

So, please try to put your reflexes about the Labour Party on hold for a
while, and hopefully I've managed to convey some of those same
internal policy tensions and nuances from the 1960s in this account.

Remember, when the NCYCS said, "we are bloody angry" it was with
their own Labour government. You don’t have to agree with their choice
of party politics to appreciate that they were being political to their bones.

In summary, and looking at the following table, from 1962 to 1967 the
number of working-age disabled people living full-time on a hospital ward
probably fell nationally by at least 52% in five years - dropping from a
sample of 170 institutions with 8900, to 4200 disabled people across all
England and Wales. It was an average of 930 fewer disabled people
living in hospital each year, with some achieving their independence and
with some maybe only getting as far as a Young Disabled Unit.

This research is about the disabled activists and allies involved in
campaigning to make this structural change happen.
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Surveys and studies 1935 - 1971

Note: Some surveys and studies lasted for more than one year.

Dates Orge:r?ilseazg?ws Summaries

1935 | Marjorie Warren 714 disabled people (Warren, 1943)

1951 | SMA Est. 5000 to 12 000 disabled people

1956 | Ann Whitaker 314 people (Whitaker, 1959a)

1961 | Joseph Sheldon Building conditions (Sheldon, 1961)

1962 | Peter Townsend E(B_I,_E(szvsngi;r?db’lelggze)ople in 170 institutions

1963 | Oxford RHB Regional Health Board

1964 | Droller and Paley | 79 disabled people (Droller & Paley, 1964)

1964 | (via NCYCS) In Northampton (Appendix 10)

1965 |- Recommended by Waine & Guthrie

1966 | Lambeth London Borough Council

1967 | Tower Hamlets 201 disabled people, (Skinner, 1969)

1967 | Peter Townsend 211 disabled people (Sainsbury, 1970)

1967 | Rankine & Weir Unpublished, flawed.

1968 Ministry of Health | Survey .of disabled people in.the general
/| DHSS population (becomes DHSS in Nov 1968)

1970s | Ealing District Council

1970s | Harlow (proposed) | District Council

1971 | MaclLennan Greater Glasgow area, published in 1973.

1971 | DHSS Reports of the 1968 survey (Harris, 1971;

Buckle, 1971)
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Section 1 — Initiatives from
1935 to 1964

Who were the young chronic sick
campaigners?

Up to the 1980s many thousands of disabled people in Britain were
incarcerated for life in hospitals, and were being warehoused in wards
for elderly sick people, only there because their family care had
collapsed or never existed.

They had no say about how they lived and with only pocket money for an
income. From the age of 16 years disabled children were taken out of
the children's ward and for the rest of their life they were kept in bed for
most or all of the day for staff convenience, living on a geriatric ward of
mostly unwell elderly people.

Young - this meant that the disabled person was younger than 65
years of age for a man, 60 for a woman.

Chronic - this meant that the hospital had nothing to offer in terms
of treatment other than personal care such as manual help with
washing, using the toilet, eating and getting dressed.

Sick - most YCS disabled people were actually in good health. The
label of ‘sick’ was used because the medical model was the only
way in which most hospital staff and most politicians could
understand the lives of disabled people.

However, some disabled people living in these appalling conditions had
better ideas:
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Paul Hunt was a YCS disabled person, living on hospital wards from the
age of 14 years old after he broke a leg while playing and could no
longer be provided for by his parents, until he was aged 19 which was
when he got himself out.

He later spoke of the oppressive and miserable nature of this institutional
life and the effects it had on his mental health. He said that one evening
in 1955 he watched a BBC programme on the hospital television about a
Leonard Cheshire charity home for disabled people called Le Court
(pronounced - Lee Court) (Appendix 4). He was immediately and
absolutely determined to escape the hospital to live there, so he lobbied
hard for over many months for his release, and he finally achieved it in
1956.

He wrote about this time in the ‘Social Services’ journal in 1973
(Appendix 46). In 1970, and married to his partner Judy, he moved from
Le Court into an independent flat in London. Their papers are archived in
the Judy and Paul Hunt Collection at the Disabled People’s Archive in
Manchester.

Paul Hunt, from the book he edited and contributed to in 1966
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Pamela La Fane was a YCS disabled person, living in hospitals for over
20 years before reading a letter from the National Campaign for the
Young Chronic Sick (Appendix 13), eventually gaining a flat of her own,
writing in The Guardian (Appendices 17, 27) and appearing on national
TV programmes (Appendix 24) and writing her autobiography (La Fane
1981).

In 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 a ward for adults, this time in another hospital in London, the ward
being for geriatrics. When she arrived on the ward, another patient
confided to her, “the first ten years are the worst” (La Fane, 1981,
p59).

A short bio of Pamela La Fane is given in Appendix 51.

Pamela La Fane, with her improvised spoon for eating, 1960s
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Maggie Davis was a YCS disabled person. The story of her and Ken
Davis is of a complicated and institutionally abusive 10-year journey from
hospital to independent living in the Midlands region of England in what
became known as their Grove Road project and later setting up the first
Coalition of Disabled People, is told in her book (Davis and Davis 2019).

Maggie Davis at home, and the Grove Road housing project
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Margaret Wymer and Jack Wymer were two disabled people in the
east of England who created their own independent living package from
scratch, later writing their book to share their learning with others
(Wymer and Wymer 1980).

Margaret Wymer and Jack Wymer

Jack was one of six children, and he and a sister were disabled children.
His father had died in the 1939-45 war. Their book tells of his time in
hospital, and how it started. Jack had been in hospital for three years

when Margaret first met him at a social club for young disabled people in
Norwich.

"Although his mother had married again many years later, with all
the will in the world she could scarcely cope with two handicapped
children, and four other daughters as well. There were no hoists or
gadgetry in those days, and the money was very short. Therefore,
she had to steel herself to the fact that she had little chance in her
already overburdened existence to give Jack anything like a
normal life.
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At the age of nineteen, Jack left a special boarding school for
disabled boys, and his grandparents, rallying around in the true
family way, cared for him for almost a year. Their pre-fabricated
bungalow was quite convenient for his invalid chair, and his step-
father and uncle helped grandfather on a rota system with the local
ambulance-men in looking after his needs. ...

[They had been told he only had six months to live.] In fact, eleven
months had passed at the [bungalow] when Granny reluctantly
informed Jack he would be going into hospital.

"Just for a month, to give us a little rest."

"| felt terrible," admitted Jack, "but | could hardly be annoyed, could
|? Sitting in that big ward full of old men on the first day, | could
smell the mixture of disinfectant and stale urine. | kept asking
myself, 'Is this really me?' | kept repeating, 'l am Jack Wymer' over
and over again in my mind, because | couldn't believe it was
happening to me."

The family visited him regularly, and after five weeks, Jack began
to ask when he was going to come home again. The question was
evaded several times before his mother finally had to break the
news.

"l hope you won't mind, but Nanny can't have you back again."
The words were stunning. ... ”

(Wymer and Wymer 1980 p19-20) see also (Shearer, 1982)

Joan Dawe was a YCS disabled woman in London who was admired by
Maggie Davis as a pioneer and role model for disabled women,
especially those desperately trying to gain their independence in the
1960s and 1970s (Davis and Davis, 2019, p29). Ann Shearer wrote a
detailed account of her life and achievements (Shearer, 1982, pp49-61).

Born in 1935 Joan was originally from Kenya where, aged 20, she
injured her spine while diving from a boat and became paralysed. Having
moved to England for treatment she became active in the paraplegic
games, and disability sports were reportedly an important part of Joan’s
life, along with her membership as a founder of the Spinal Injuries
Association (SIA).
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After a difficult time moving around between her separated parents and
many hospitals and care homes including Stoke Mandeville, Joan moved
to the Leonard Cheshire care home in Dulwich, south London, where
she married a resident and a few years later they divorced.

Single again aged 36, she finally got a flat of her own in 1971 with the St
Giles housing association in Balham, south London.

As she later told a local journalist, she had been ‘one of the first
extensively paralysed people in Britain to hold down a full-time job and
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Joan and Robin Dawe 1979 (press photo publicising a TV programme)
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live on her own, she had left the institutional atmosphere of a Home and
set up her own flat, travelling to work every day by car.” (press cutting,
c.1979).

After breaking a leg and needing more assistance she moved to a John
Grooms sheltered housing scheme in north London. She continued
working, now as a receptionist at the King’s Fund Centre, where the SIA
had its first office.

It was at Stoke Mandeville hospital in 1972 where she met Robin,
another wheelchair user, and they married in 1976. Joan was said to be
easily recognised for her use of bright green eye shadow. Sometime
after getting married and living apart by necessity, they found an
affordable bungalow in Chinnor, a small village 10 miles from Stoke
Mandeville, and fund-raised to have it adapted.

One story which Maggie Davis remembered from the 1970s was that
Joan Dawe had said to her that she only married her first husband
because together they would become eligible for an adapted Mini car.

Joan and Robin were both described as pioneers of the do-it-yourself
approach to independent living by using as many ‘gadgets’ as possible,
even if it took half an hour each to put on a pair of trousers. The Le Court
film unit was making short documentaries to inform disabled people
about the range of gadgets that can assist with independent living — what
today would be called ‘smart homes’ (Baldwinson, 2019a).

They were filmed for a television documentary on independent living
made by Associated Television (ATV) and broadcast in February 1979.
Some press articles and photographs recently surfaced when the
itemised contents of a cuttings archive of an unnamed local newspaper
were put online for sale by a USA company.

Joan was reportedly later a counsellor for the Chiltern branch of the
Spinal Injuries Association, SIA.

It is fair to say that it was a stubborn-minded decision by Joan and Robin
to see independent living as meaning they could never use personal
assistants, though they admitted relying on friends and neighbours at
times. Their self-acknowledged struggle to do everything for themselves
caused debate and concern with other campaigning disabled people for
the message it was giving, even though they were liked as close friends.
Some disabled friends also worried that their approach had been sadly
life-shortening.
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Dorothy Dickson (disabled) and Marsh Dickson (non-disabled) were
members of the Co-operative Party and were active in the Chelsea
Constituency Labour Party (CLP) in the 1960s. They were motivated by
their personal circumstances and their political beliefs to campaign for
disabled people more generally to gain services that support
independent living. Some specifics we do know about them are:

1. Marsh Dickson had been advised to give up his paid work to be the
only carer for his disabled wife Dorothy Dickson;

2. They were both fearful that Dorothy Dickson as a disabled person
would have to spend the rest of her life in a hospital bed living on a
geriatric ward if Marsh Dickson was to die before her; and

3. They were having discussions about social care from 1964 with
other Labour Party members, including David Owen MP who lived
nearby on a river boat and was also working as a hospital doctor.

Unfortunately little is currently known on Dorothy Dickson. She was
reported as visiting the Labour Party Annual Conference on three
occasions and becoming well known by delegates. These times might
have been those conferences that were held in Brighton (alternate years
with Blackpool) - being easier to travel to from London for a wheelchair
user.

It was reported that she and Marsh Dickson lived together for 24 years
before they were married. Both of them had been previously married and
Marsh Dickson’s divorce was only finalised a month before they married
in 1973. Dorothy had changed her surname by deed poll many years
earlier, and they referred to themselves as ‘Mr & Mrs Dickson’. Dorothy
died in 1975 aged around 66 years.
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Disabled women leading as activists

In the absence of finding a membership book for the National Campaign,
the list of names of disabled people identified in this research as
pioneers for their own independent living or as the disabled members of
the National Campaign must ultimately be seen as an arbitrary list that
has been re-assembled from archives and books. But because of this, is
it an arbitrary accident that so many of the disabled people here are
women? | think not.

The first observation to make here is that the work of many of these
pioneering and campaigning disabled women is only known today
because they wrote their own life stories in books. They weren’t the
chairs of important committees in the professions, in parliament or in
government; a traditional way for their words to be noted down and
preserved for future generations. For example, sadly we know little about
Dorothy Dickson as a person even though she made a strong impression
on many delegates at a minimum of three Labour Party conferences.

The second observation is that, without kidding ourselves that everything
now is sorted, the social expectations on women, disabled and non-
disabled, at the time were very different to those on men. For example, a
disabled man at home was far more likely to receive support from the
statutory Home Help service than a disabled woman would. Men were
not expected to know about shopping, cooking or cleaning; a single man
would be expected to live with parents or as a lodger or in some type of
institution where these aspects of life - in the absence of a dutiful wife -
would be provided for him. A woman was expected to fend for herself
using whatever contacts she had with other women, with young single
women away from home being expected to flat-share with others like
herself, rehearsing their coping roles.

Consider the following extracts from a PhD thesis by a doctor written in
that era. It was based on his survey in 1971 of ‘young chronic sick’
disabled people in the Greater Glasgow area, being 96 disabled people
(50 female and 46 male) living at home and 101 living in various
hospitals. (MacLennan, 1973)

“A wife looking after a disabled husband rarely experienced much
disruption in her domestic arrangements. Though she often had
financial problems she was often able to continue in the single role

of housekeeper.
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If the wife was the patient, the situation was much more difficult.
This was due to the fact that her husband usually attempted to
combine the duties of breadwinner, housekeeper and nurse.
Inevitably this imposed a considerable strain on him. It often
affected his wage earning capacity.” (MacLennan, 1973, p107)

Where do we even start with that? It seems that not experiencing ‘much
disruption in her domestic arrangements’ was an older way of saying the
current phrase, of telling her to suck it up.

This focussing of home help services away from married disabled
women is confirmed in this extract:

“Most single men and women requiring these [home help] services
were provided with them. If [disabled] men were married, home
helps were rarely required. The two husbands requiring them, had
wives who went out to work. Married disabled women and their
relatives were in a less fortunate position. Many of them required a
home help but only two were provided with such a person. ... Men
usually received help from someone living within the household.
Women relied more heavily on outside sources. ... If the [disabled]
subject was married the principal helper usually was the spouse.
Single people more often had the support of a mother or sister.
They also received a lot of support from neighbours and more
distant female relatives.” (MacLennan, 1973, p57-58)

We also need to overlay these unequal social expectations and statutory
service patterns with the sexism of designed-in income inequalities in the
benefits system, whereby a disabled married woman would be paid only
the fraction of the benefits due to disabled man, and we get a sense of
how hard it was for many disabled women to achieve their independence
- no wonder they wrote books about it, a debt we owe them to learn
from.

Women as default carers

There is also the position of non-disabled women as the default unpaid
carers to be considered. For example, consider this following extract
both with and without the additional words, and its social assumptions.

“During the course of the survey it became apparent that relatives
[women] played a major part in maintaining disabled people in the
community. More detailed assessment of the hospital population
confirmed this impression. Many people, in this group, either had
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no home to go to, or had no one to look after them. The high
proportion of single as opposed to married subjects receiving
hospital care was another striking demonstration of the importance
of relatives [women].

The care of single disabled people usually followed a characteristic
pattern. Those people, in their youth, were supported by parents
[mothers]. Eventually their parents died or became disabled
themselves. At this stage, it often became necessary to admit the
young chronic sick patient to hospital.

Some disabled people were more fortunate in that they were taken
into the home of siblings [sisters]. This solution was often
unsatisfactory, however. There rarely were the same bonds of duty
[social pressures] between siblings as there were between
husband and wife or parent and child. The situation was even more
unstable when the sibling [sister] was married. Here there was a
division of loyalty between spouse or children, and the disabled
sibling. The patient usually came off second best in such a
conflict.” (MacLennan, 1973, p127-128)

Similarly there were strong leadership roles taken by disabled women
within the Disablement Income Group (DIG) in its early years. (J. Morris,
1991, 1994)

Typical geriatric wards in the 20™
century

When the NCYCS campaign started the NHS was just 16 years old, and
it is worth taking a moment here to look at what geriatric wards were
typically like up to the early 1960s, and in some cases into the 1980s.

Workhouses started to be built in the late 1600s (seventeenth century)
with many being built in the 1700s (eighteenth century), so that by the
1770s decade there were around 2,000 workhouses in operation with a
total of around 90,000 inmates (Turner 2012).

At the start of the NHS in 1948 it inherited an estate with many basic and
dilapidated 'hospitals' which were over 200 years old, and one was 800
years old. This inherited estate included many wards still being used
inside former workhouses some of which were languishing in the
neglected corners of many hospital sites. Some of these former
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workhouse buildings were renamed as ‘infirmaries’ to be more
acceptable to local communities who lived in fear of having to go to the
workhouse, as was intended. There was also a legacy estate of
charitable or ‘voluntary’ basic hospital buildings. In the NHS jargon of the
1950s and 1960s these workhouse buildings which were still in use were
known as FPAIs — Former Public Assistance Institutions.

These dilapidated buildings had continued from Victorian times through
to the 1960s (and later) to receive and warehouse mostly elderly ill
people. For example, papers in the Socialist Health Association archive
in the Hull History Centre report that in 1939 (pre NHS) the government
had to make a hasty survey of all the hospitals across Britain at the time
to see which ones would be suitable to receive the casualties of air raids
in the coming war, and which were just warehouses. The survey findings
shocked some people because, "it was found that there was a large
amount of unrelieved sickness." (A. Davis, 1951)

And new backwaters were being created within the NHS, albeit with
good intentions. For example, Dr DS Wilson wrote this in 1978 about
some earlier work in Cumbria, North West England:

“With the development of the concept of district general hospitals,
some new hospitals were built, thus releasing older hospitals to be
available for long-term [chronic] care. ... [One doctor] had the
foresight to use the old Whitehaven Hospital for long-term illness,
and Workington Infirmary has since taken on the same role. ...
[The] Medical Officer of Health for Cumberland, had instituted a
hostel of 20 beds for the younger physically handicapped in
Maryport, for those disabled not requiring nursing care.” (Wilson,
1978, p448)

Health care for elderly people was also a backwater professionally: seen
as a place for ‘second-rate doctors, third-rate nurses, and fourth-rate
patients’ as the ‘canteen culture’ of some medical schools had it.

And things were not getting better. In the NHS at the time 14% of the
beds were for elderly people, but they only received 6% of the capital
programme for refurbishments and new buildings. It was estimated that
this low level of spending meant every new building for elderly people
would have to last for 200 years. Hospital spending for young chronic
sick people — disabled people — was mostly wrapped up in their budgets
for services for elderly people.
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1935, Warren

There were a few exceptional pioneers, with perhaps the best known
being Dr Marjory Warren (1897-1960). In 1935 she was working at West
Middlesex hospital when it incorporated the nearby Poor Law Infirmary
and her workload grew overnight by 714 chronically ill elderly patients.
She examined each patient and started rehabilitation and discharge
arrangements, helping almost 500 elderly people get better and go
home. At the time her work was criticised as being "cruel” for expecting
elderly people to be helped to get out of bed and dressed if possible
during the day.

Writing later in 1943 about her previous work, Dr Marjory Warren stated,

“I will make one or two cursory remarks on the care of these
younger patients. First, | think that they should be nursed and
treated with ample accommodation in small units, and separate
from elderly patients. Secondly, there should be adequate
opportunities for medical research into the chronic conditions
affecting the young and those in the prime of life. Lastly, no pains
should be spared in affording these patients all the possible
amenities by which their cramped and restricted lives may be
made pleasanter, seeing that many of them live for several years.”
(Warren 1943 p822-823)

In her comprehensive book on the history of disabled people, Anne
Borsay considers the work of Warren to be “patronising” (Borsay, 2005,
p62), and that:

“Elderly people in hospital were prepared for community living not
because home care was more appropriate to their situation, but to
release beds for acute patients.” (Borsay, 2005, p64),

However this rather denies people their own agency in the matter, and
rather ignores the fact that there were no acute wards or beds in these
institutions, it was totally about lifelong or chronic wards and beds. To be
fair, it did become about saving money in the 1960s as we'll see later.
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1946, Mackenzie

Basil Mackenzie was a physician. While working, in 1942 he inherited his
father's seat in the House of Lords becoming Lord Amulree, though he
continued to spend his working hours as a doctor. Four years after
becoming a Lord he made his first speech, which was during the debates
on the creation of the NHS, and he spoke on the long-term neglect of
many elderly and younger disabled people.

Two particular examples stand out from his speech (see Appendix 1), as
follows:

“There is one particular tale that | was told by a friend of mine who
was a doctor. About fifteen years ago he went into practice in the
country, and one of the places where he visited was the local Poor
Law infirmary. He was there for about a year and then moved to
somewhere else. About fifteen years passed and he went back
to the same part of the country on some other work. He called at
the infirmary, where he was pleased to find that the same master
and the same matron were there as well as several of the nurses.
What really horrified him, however, was to find that a large number
of the same patients who had been there when he had seen them
fifteen years before were still in the infirmary. They had never left
the building.” (Amulree 1946; emphasis added)

and

“A new doctor was appointed to one of them Public Assistance
infirmaries [ex-workhouses]. He went there and was inquiring what
was wrong with the various patients when he came to one woman
who looked youngish and seemed quite well. He said:
‘Why is that person in bed?’
and the nurse replied:
‘I do not really know. | have been here five years and she has
been in bed all the time.” ” (Amulree 1946)

Following this speech he became one of the founding members in 1947
of what is now known as the British Geriatric Society, along with Marjory
Warren, Joseph Sheldon and other founders.
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1951, Socialist Medical Association

From well before the start of the NHS the number of disabled people
classed as YCS living in hospitals, and especially in their "long-stay
annexes" was unknown to the authorities. The Socialist Medical
Association (SMA) devised a questionnaire in 1951 to try and get better
data, though it has to be noted that their main concern in doing this was
about poor health care for elderly people living with chronic health
conditions. Based on figures in the SMA report quoted below (SMA
1951), the estimates of YCS disabled people living in hospitals was
anywhere between 5,000 and 12,000 such disabled people.

"One of the biggest problems is the number of patients who are
occupying ‘chronic' beds for social and not medical reasons, ie
because they cannot be looked after in their own homes or in old
peoples' homes run by voluntary associations or local authorities."
(A. Davis, 1951)

The SMA identified four pressing issues and organised a series of
delegate conferences to cover these issues:

e mental health

¢ industrial health

e chronic sick and aged

e [the new idea of multi-GP ] health centres.

In advertising ahead of the third of these conferences, held on 9
February 1952 in London, the SMA leaflet states:

“The urgent needs of the chronic and long-term sick and of the
aged constitute the most serious challenge to the existing health
and social services of this country. How much longer do we intent
to tolerate the present state of affairs? Whose is the
responsibility?" (SMA leaflet, 1951, SMA Collection, Hull)

The West London branch of the SMA organised a similar conference
earlier on 3 December 1951, and Somerville Hastings MP spoke at both
conferences.
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THE SOCIALIST MEDICAL ASSOCIATION
A Series of Four
DELEGATE CONFERENCES
will be held at
TRANSPORT HOUSE, SMITH SQUARE, S.w.l

HEALTH PROBLEMS
OF TO-DAY

Firse : MENTAL HEALTH

Satyrday, December 8th, 1951
2.30 p.m.—4.0 p.m.

Second : INDUSTRIAL HEALTH
Saturday, January 12¢h, 1952,
230 p.m—4.0 p.m.

Third : CHRONIC SICK AND AGED

Saturday, February 9th, 1952
2.30 pm—6.0 p.m.

Fourth : HEALTH CENTRES

Saturday, March Bth, 1952,
2.30 p.m.—6.0 p.m,

The Subject of each Cenference Is vitally Important and the
Speokers have special knowledge and experience in their
particular field. The Speakers will introduce the topics end
omple tme for questions ond discussion will be oflowed. -
Detegotes will be. mvited to put forward thefr own and their
organisations’ proposals and views,

The SOCIALIST MEDICAL ASSOCIATION cordially Invices all
organisations to send not more than three Delegates to one or all
of the Confgrences. .

o M : i AR
.; - - —— —_ A — — . — . o

The HEALTH of the PEOPLE is the
CONCERN of the PEOPLE

SMA Leaflet 1951, front cover, (SHA Collection), note third conference.
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THIRD CONFERENCE :

CHRONIC SICK AND AGED
Saturday, February 9th, 1952, at 2.30 p.m.

Chairman : FRED MESSER, Esq., M.P.

Speakers : SOMERVILLE HASTINGS, Esq., M.P.
; Dr. HORACE JOULES

The urgent needs of the chronic and long-term sick and of the
aged constitute the most serious challenge to the existing health
and social services of this country. How much longer do we intend
to tolerate the present state of affairs? Whose is the responsibility?

SMA Leaflet 1951, extract from inside pages (SHA Collection)

The terminology starts to change with the creation of the NHS. In
November 1948 the SMA Bulletin number 103 starts with the headline,
"The Care of the Chronic Sick" which is taken to cover all ages from
childhood to old age.

By 1952 a letter from the SMA Chronic Sick and Aged Sub-Committee
Secretary to SMA branches, June 1952, starts:

"The [SMA] Central Council has indicated that ... branches ...
should now plan and organise ... conferences and campaigns on
the serious problem of the Chronic Sick and of the Aged. This is
essentially a dual problem but difficult to sub-divide."

(SHA archived collection) (emphasis added)

And by 1953 Geoffrey Cheshire writing a letter to The Guardian uses the
phrase, "young chronic sick" as a distinctive group of non-elderly
disabled people. (Appendix 3)

1956, Whitaker

Another systematic approach was taken by Ann Whitaker in her survey
in 1956 and 1957. She was a hospital almoner, an early type of hospital
social worker, and her survey was funded by the Nuffield Foundation. (J.
Hunt, 2019, p21)

Her survey covered 314 young chronic sick people aged 15-55 years
and living in 57 institutions. In summary, her main finding was that not
one of these 314 disabled people needed a doctor (Whitaker, 1959b;
Appendix 6 here).
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A key passage in Ann Whitaker’'s summary of her full report is as follows:

“Many explained that they wanted something different from hospital
life. Two wards especially for the young chronic sick were visited.
Patients there who had previously been in wards for old people
were so delighted with the change that they had no complaints;
those who had never been with the old were restless at having to
be in hospital at all and longed for a more normal routine and for
more activity and opportunity to share in the every day life of the
world about them.” (Whitaker, 1959b, p4)

The reference to “wards especially for the young chronic sick” is the
design model for the later young disabled units (YDUSs) often still located
in hospital grounds. But it is clear from this report that while some
disabled people were “so delighted” to be released from geriatric wards,
other disabled people who had somehow avoided this oppressive
experience simply desired to live independently in the community.

In summary she found:

e 314 such disabled people were living in 57 institutions,

e 0 (not one person) needed a doctor for their daily care,

e 191 were under the care of nurses, but a doctor working with her
assessed that only 83 actually needed nurses to provide that care,

e 89 needed assistance during the night,

e 157 were not needing medical treatment of any kind,

e 86 were on drugs only,

e 58 would benefit from physiotherapy, and

e 136 would benefit being regular wheelchair users, because having
their own wheelchairs would greatly help in their mobility and
independence.

Adapted from: (Whitaker 1959b) as in Appendix 6.

Looking in more detail at the 83 disabled people judged to need nursing
care, this related mostly to needing assistance with lifting and moving in
bed, pressure sores, female incontinence, catheters and colostomies.

Other tasks such as assistance with washing, dressing, using toilets,
could all be provided by hospital attendants, who did not need medical
training.
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On the issue of whether the assistance provided should be done by
nurses or by attendants, Ann Whitaker notes that, "the help needed is of
the most repetitive kind." (Whitaker 1959b) as in Appendix 6.

1961, Sheldon

In the footsteps of Marjory Warren and Ann Whitaker was Dr Joseph
Sheldon who produced a damning report on the conditions in geriatric
wards in Birmingham — “Geriatric Services in Birmingham Regional
Hospital Board, 1961” — which caused a national scandal.

Perhaps astutely in terms of popular publicity, his report included an
appendix of photographs he had taken. One picture showed the piles of
bed pans that had to be stored in a bath, with the same washroom being
used to both wash out the bed pans and to clean crockery for the
patients’ food.

Buildings had many floors but no lifts, with patients carried up and down
narrow stairs. Beds were crammed in, placed only 11cm side by side,
and with very little space at the foot of each bed which meant two nurses
with trolleys could not pass each other on a ward.

A mortuary was found to share its rooms with a piggery.

Two years after his report the British Medical Association (BMA)
recommended that geriatric departments be created across the country
and resourced as a new specialism. Perhaps the key finding of Joseph
Sheldon, echoing Marjory Warren and Ann Whitaker, was that half of the
people in these "chronically ilI* wards didn't need to be there at all - it
was just "human warehousing". (Whitaker, 1959b)

1961, NHS Community Care

The emerging policy of community care in the early 1960s can maybe
best be tracked to a book of four essays by Ervin Goffman, published in
1961 with some of his ideas first written and shared in 1957.

A key concept he created was that psychiatric hospitals are ‘total
institutions’ - an idea he developed to explain how the Nazi concentration
camps in the second world war managed to function and control their
iInmates. As can be imagined, he caused controversy when he identified
the same methods of inmate control at work in American psychiatric
hospitals in the 1950s. Nevertheless his analysis caused a substantial
policy shift in policy regarding institutions, even if shifting their practices
would take many years more.
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The ‘water towers speech’

In the UK the key moment of this change in policy is the so-called ‘water
towers’ speech given by the Minister of Health in 1961 to the annual
conference of the National Association for Mental Health (Mind). He said
about the psychiatric so-called hospitals or asylums:

“There they stand, isolated, majestic, imperious, brooded over by
the gigantic water-tower and chimney combined, rising
unmistakable and daunting out of the countryside — the asylums
which our forefathers built with such immense solidity to express
the notions of their day. Do not for a moment underestimate their
powers of resistance to our assault”

This speech fed into the 10-year plan, published as Health and Welfare -
The Development of Community Care in 1963, also known as the ‘blue
book’, for psychiatric hospitals. This community care plan built on the
Hospital Plan of 1962 which was for the new type of ‘general hospitals’
with 600-800 beds to exist in each district of the UK.

However, a key difficulty with discussing the ‘water towers’ speech was
that the Minister of Health at the time was Enoch Powell MP, who later in
1968 became notorious for his ‘rivers of blood’ racist hate speech in
Birmingham by appealing to the extreme right.

A later analysis of this community care policy, covering the decades of
successive Labour and Conservative governments, concluded that its
failure was rooted in the lack of ring-fenced funding for health authorities
and the competition they faced with other hospitals’ funding demands. A
second shortcoming was that the new ‘general hospitals’ usually had no
provision for people with distressing mental health needs turning up at
the doors. (Timmins, 1996)

1962, Townsend

In 1962 Peter Townsend published a major work of over 500 pages on
the appallingly poor state of care support for elderly people in the UK,
The Last Refuge. He is especially critical that more than half of all elderly
people living in hospital or council institutional Homes in 1960 were still
located in former workhouse buildings.

"In the social history of Britain there have been, as Beatrice Webb
once said, few objects which have attracted such universal hatred
and hostility as the old workhouses. After 1948 they were going to
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be abolished. Yet in 1960 they were still the mainstay of local
authority residential services for the handicapped and aged."”
(Townsend 1962 p63)

Although he was investigating poor provision for elderly people, about
10% of the residents he surveyed were non-elderly disabled people - the
young chronic sick - and that they were more likely to be living in an old
workhouse than an elderly person. In detail, he found 8,873 non-elderly
disabled people living in such institutions, 5,166 of them (58%) in old
workhouses, compared with 31.0% of all residents. (Townend 1962 p43,
adapted from Table 6).

These old workhouses had been officially renamed within the NHS as
Former Public Assistance Institutions (FPAISs) but everyone knew what
they truly were.

One commentator reportedly said that Townsend's survey work which
included his and his small team of volunteers visits to around 170
institutions and then writing his major publication was such a major
project that it was comparable in its detail and scope to a Royal
Commission. Today we would probably say his work was as extensive
as holding a Public Inquiry. (Anon, 1963; cited in Walker, 2009).

In concluding his investigation, Townsend made some policy
suggestions.

“"the long-term objective of public policy should be to remove the
need for communal Homes of the kind that exist today. This would
mean

(1) creating a large supply of sheltered and specially designed
housing for the handicapped and aged;

(2) building up a strong local authority family help service to meet
the domestic, environmental and social needs of sick and infirm
persons living in their own homes;

(3) rapidly developing the preventative and after-care health
services available in the community, partly by extending [GP]
group practice;

(4) transferring to hospital management committees, under the
general direction of regional hospital boards, the responsibility for
administering or supervising (a) institutions catering for
incapacitated and chronically sick old persons who for the time
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being cannot be given adequate nursing and medical care in their
own homes, and (b) short-stay Homes for infirm and handicapped
persons recovering from illness or more active persons requiring
temporary accommodation; and

(5) rapidly reducing the number of communal Homes.”
(Townsend 1962 p393-394)

These are worth considering for the similarities with the policy positions
of NCYCS and later of Alf Morris MP. Later in his book Peter Townsend
expands on what should be involved in the second recommendation
above, for “building up a strong local authority family help service”:

"a comprehensive local family help service should be created. Its
primary responsibilities should be:

(1) [to visit, inform and assess elderly people].

(2) To plan and manage local 'sheltered' housing schemes for the
handicapped and aged.

(3) In co-operation with housing departments [to repair and
improve homes and to provide home equipment to support
independent living].

(4) To provide regular home services: domestic help, shopping,
laundry, meals, night attendance and occupational therapy.

(5) To provide facilities for [clubs and holidays].

(6) To visit persons living in institutions to investigate personal and
social problems and arrange alternative accommodation when
requested and when practical.”  (Townsend 1962 p411-412)

These ambitious and challenging proposals were in a context of political
neglect.

"No serious attempt has been made by the Labour or Conservative
Governments since the war to collect the necessary information or
to review developments in policy. ... Apart from some fleeting
references [in two reports] ... no government committee or
commission has examined since the war the problem of the care of
the aged." (Townsend 1962 p394)

Townend was a constant ally of campaigning disabled people throughout
the 1960s and 1970s, as shown here in his public vilification by a
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Minister (Appendix 29) as well as his supportive writings in the national
press. He later had some disagreements with UPIAS (Beesley, 2022).

His seminal work from 1962 was revisited by researchers in 2010, a
publication he assisted the authors with by answering enquiries about his
original research details. (Johnson and others, 2010)

1962, NHS Hospital Plan

Although this was mostly concerned with poor care standards and
dilapidated buildings used of elderly people, the NHS's

"1962 Hospital Plan inaugurated slow improvement by abolishing
the distinction between acute and chronic hospitals. ... [however] ...
Only in the 1970s did hospital-based geriatric units arrive in all
health authorities in England and Wales, albeit ‘often still in
outdated buildings and understaffed.' " (Borsay, 2005, p63; quoting
Flinn, 1976).

As noted above, this was followed by the Health and Welfare - The
Development of Community Care in 1963, also known as the ‘blue book’,
for psychiatric hospitals.

1964, Droller and Paley

A survey was made in Leeds in 1964, but this time it was looking at the
independent living needs of disabled people living in the community.

Two consultants (senior doctors) Hugo Droller and Ronald Paley,
interviewed 79 disabled people living in the Leeds area. The majority
were receiving personal care from family members. The summary
findings were that local authority registration systems needed to be
improved, and that better links to education, training and employment
services were needed. It has to be noted that some of their conclusions
are problematic and ‘of their time’, such as their using school exam
qualifications as a proxy for “intelligence”. (Droller and Paley, 1964)

1964, Guthrie

Duncan Guthrie chaired a working party to investigate the issues of and
needed improvements for disabled people wanting to live independently.
This working party is the focus of Section 3 later in this book. In their
report they summarise Guthrie’s “approaching” the relevant government
ministers in 1964 for better home nursing services or an attendance
allowance instead. (Guthrie and others, 1968, para. 8)
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The same report summarises similar lobbying by the Aberdeen
Association of Social Service in 1961, and the Scottish Council of Social
Service in 1964 and 1965. (paras. 9-10)

The Scottish Council of Social Service was given a reply by Miss
Herbison, the Minister of Pensions and National Insurance, “that the
position of long-term and substantially disabled persons would be
considered in the course of a review of the Social Services which was
taking place.” (para. 11)

As was later summarised in a feature-length newspaper article by
Nicholas Timmins in 1996:

“The policy [of community care] was first enunciated by Derek
Walker-Smith, a Conservative health minister, in 1959 as part of
the changing attitude towards the mentally ill which led to mounting
criticism of traditional asylums and the liberalising 1959 Mental
Health Act. New drugs, which allowed effective treatment and
symptom suppression, made it possible to imagine that care in the
community might work. To that was added a political push
delivered by Enoch Powell in his famous "water towers" speech [in
1961] ...

[So] the beds in the traditional asylums closed, and at virtually the
rate Powell predicted. What did not close, until the late 1980s, was
the hospitals themselves. Instead they ran on, the numbers in them
depleting and their costs per patient rising, as health authorities
struggled to find the cash to create the new services. ...

[But] much of that cash was diverted by health authorities for other
uses.” (Timmins, 1996).

‘Contracted beds’ in charity Homes

It's now hard to find any discernible response after 1946 by the new NHS
to the concerns raised by Basil Mackenzie (Lord Amulree) and others
about the neglect of young chronic sick people - disabled people -
spending their lives in long-stay wards in its many old workhouses. But
perhaps the main policy development was in the growth of 'Homes'.
These were institutions run by charities and perhaps the most well-
known would be those of the Spastics Society (now, Scope) and the
Leonard Cheshire Foundation with its Cheshire Homes.
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Initially these Homes were funded by a mixture of charity fundraising,
and money from the new NHS where a placement of a disabled person
who would otherwise be living in hospital could being paid for as a
‘contracted bed’.

This contracting is perhaps an ancestor of the current NHS system of
personal health budgets — PHBs.

Later, this contracting arrangement was extended so that local
authorities (council social services) could also pay for social care
residential places for disabled people if they had a family connection to
the area.

Typically each Home had a staff team headed by a Manager and a
Matron, confirming the medical culture of each Home even if few or no
medically-trained people actually worked there. Many of these Homes
were in former stately homes in the countryside which had fallen into
disrepair with the social class changes in Britain after the First World
War.

In terms of the wider history of the Disabled People's Movement in
Britain there is the pivotal role of the residents of one of the Cheshire
Homes in Hampshire, called Le Court. (J. Hunt 2019). A useful piece of
writing would be to draw all the Le Court influences into a political
narrative. It was pronounced as "Lee Court".

In a letter in 1953 to The Observer newspaper, Leonard Cheshire's
father Geoffrey takes exception to the paper's recent reference in a news
item to residents at Le Court as being "unwanted". Instead he uses the
phrase "young chronic sick" and sees the Homes as an alternative to
"life-long inactivity in the senile wards of our hospitals”. (Cheshire, 1953;
see Appendix 3 for full text). However, from this and other writings such
as La Fane (1981) we can see that phases such as "the unwanted" and
"the incurables" were in common circulation; indeed, some of the older
hospitals had "The Incurables" formally in their name - for example up to
1988 in Putney, London.

* * %

This outline of the living conditions for many disabled as well as elderly
people at the time is to give some sense of the daily living conditions of
Paul Hunt, of Pamela La Fane, and of the other disabled activists at the
time who fought hard against their segregation, a fragile history that
appears to be mainly found now in a few autobiographies. Their life was
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just expected to be an existence of staying in a bed usually on a
dilapidated geriatric ward.

MPs raising issues with government

Somerville Hastings MP

In 1956 the Conservative government's Minister of Health was asked by
a Labour backbench MP, Somerville Hastings, about the policy of
regional health boards in keeping disabled people living in hospitals on
geriatric wards regardless of their age, and why special units were not
build instead? The answer was that hospitals were easier for relatives to
visit. In asking the question he uses the phrase, "young chronic sick",
(Appendix 5) as did Geoffrey Cheshire earlier in 1953 (Appendix 3).

As background, Somerville Hastings was a Labour MP from 1923 to
1959, and he had been a doctor and a surgeon in the Medical Corps
during the First World War. It was said that the idea of an NHS was
created in his home while he was chatting with socialist friends. In 1934
he presented the motion to the Labour Party conference that proposed
the creation of the NHS. He was the founder and first President of the
Socialist Medical Association (later, the Socialist Health Association).

David Owen MP

We know now that there were discussions from the early 1960s between
MPs and Marsh Dickson, including backbencher David Owen who lived
nearby on a river boat. He had been working as a junior hospital doctor,
and by 1966 when he was an MP he still worked part-time on research.

This 1960s discussions timeline is confirmed by correspondence with
Lord Owen, as follows:

“[On] the National Campaign for the Young Chronic Sick. | knew its
chairman, Marsh Dickson, because if my memory serves me right
we were both members of the Chelsea Labour Party when | lived
on a houseboat off Cheyne Walk from 1960-64. He was the power
behind the Campaign. | think it was a few years later that Alf
[Morris] took up the cause. Also Jack Ashley [did].

| was due to present a Private Members’ Bill* to the House of
Commons [which would have set up a Disablement Income
Commission, but] when | was appointed Minister for the Navy in
July 1968 [and therefore | could not raise a Private Members Bill]
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| passed the Bill on to Jack Ashley to present in the Commons and
[on 16 July 1968] it was his first speech after having [become
profoundly] deaf due to a viral infection.

| was there to listen to him and Alf almost lay on the bench in front
of Jack putting his index finger and thumb up in the air moving
apart to indicate to Jack whether to be louder or quieter. It was
quite a performance from both of them.”

(Owen, personal email, 27 April 2020)

* To see the Government’s open hostility to this Bill see the
published letter in Appendix 22.

The papers in the archived papers of the David Owen Collection include
an undated first sheet of a written submission he apparently made about
the position of YCS disabled people. He submitted this in his medical
capacity as Dr David Owen, Department of Neurology, St Thomas's
Hospital, London (Appendix 52). He says there, "Geriatric care has made
undoubted progress but for young people to live the remainder of their
life in an environment of old and often senile patients is totally
unacceptable.”

David Owen was interested in these issues around independent living,
along with his colleague Alf Morris. David Owen was based at

St Thomas’ hospital on the southern bank of the Thames, facing the
Houses of Parliament. His specialism was in neurology, and he was in
contact with the work of the Lane Fox Unit there. He followed with
interest their pioneering work in post-polio treatments and the ground-
breaking work of the Responauts in achieving independent living
outside of the hospital - mostly by having ventilators fitted to their
powered wheelchairs by volunteer engineers.

This group had a quarterly magazine, The Responaut, from December
1963 to around 1988, edited by Doris Page (her pen-name was Ann
Armstrong), herself a disabled woman and respirator user.

In terms of pioneering independent living, the following related press
comment is of interest:

“During the last Labour Government [1966-1970], there was some
concerns about a group of people suffering from respiratory polio
living out their time in an annex of St Thomas’s Hospital, even
though each of them could have lived outside if they had the funds.

So, as an experiment, each of them got the cost of their hospital
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bed to spend as they would, and very satisfactory it turned out to
be. One, for instance, is in a residential home of her choice:
another found a flat, a job, a residential helper and a part-time
chauffeur and has been living thus ever since.” (Ann Shearer,
Housing to fit the handicapped, The Guardian, 26 June 1973).

Alf Morris MP

Marsh Dickson might have first met Alf Morris when he was invited by
Dickson to speak at a Constituency Labour Party meeting. Some details
have been provided, as follows:

and

“Marsh Dickson, founder of the National Campaign for the Young
Chronic Sick, had prompted Alf to put parliamentary questions
about the need for legislation or ministerial action to tackle the
plight of young people locked away in the geriatric wards of
hospitals. This was one of the issues in which Alf was also very
much involved ‘off the Order Paper’ in detailed correspondence
with Richard Crossman [Secretary of State for Health].

(Kinrade 2007 p154)

“Also influential was Marsh Dickson, who had a strong personal
experience of disability. For years he had looked after his severely
disabled wife [Dorothy Dickson] who but for him could not possibly
have lived in the community. As a member of the Labour Party and
President of the National Campaign for the Young Chronic Sick, he
worked to draw public attention to the plight of young people with
long-term illnesses and disabilities who were then routinely
consigned to geriatric wards and old-people’s homes. Alf, who had
spoken at one of Marsh’s constituency meetings, was able to
include a clause in his [CSDP] Bill requiring local authorities to
advise the Secretary of State of the numbers of people under the
age of 65 cared for in premises accommodating people over that
age.” (Kinrade 2007 p159-160)
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Arthur Blenkinsop MP

In 1965 Arthur Blenkinsop MP asked a series of questions to
Government Ministers on the numbers of disabled people living in YCS
conditions in Britain (Appendix 8).

David Winnick MP

David Winnick asked questions in Parliament in 1967 and has very
kindly responded to this research to say he has no particular
recollections to add, being over half a century ago.

Trades Union Congress

In his book which examines the role of DIG in detail, Jameel Hampton
(2016) also mentions the interest taken by the Trades Union Congress
(TUC) annual congresses from 1965 to 1971 in supporting the
campaigns for rights by disabled people. To some extent the TUC faced
a difficulty because people who were injured at work were privileged and
qualified for extra benefit payments when compared with the disabled
people who didn’t acquire an impairment at work, nor in the war.
However, the TUC supported people who were called the “civilian
disabled” even though they were mostly not their members. The
influence of the Labour Party might have been a factor here and it merits
further research. (Hampton, 2016, pp83, 101, 146)
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Section 2 — NCYCS In 1964
and 1965

Made in Chelsea, 1964

Marsh Dickson explained the origins of the NCYCS in his introduction to
a 1971 booklet which transcribed two of Alf Morris' speeches, the main
speech he possibly gave at a meeting at the Labour Party conference in
the autumn of 1970. As Marsh Dickson wrote:

"Alf Morris' Chronically Sick and Disabled Persons Act 1970 had its
beginning in the grass roots of the Labour and Co-operative
Parties. Work on it began in 1964, when in the Chelsea Labour
Party we set up a committee to deal with the problems of the
Chronic Sick and Disabled. It started as do so many campaigns
because, having just been told that my wife [Dorothy Dickson]
would never walk again and could only get worse, as a socialist |
brought the whole problem to my own CLP. It was a problem that
did not just affect me but so many others worse off than | was. We
set up a committee of the Chelsea Labour Party which was to grow
into the National Campaign for the Young Chronic Sick ... After
much research the Party put the following resolution to the 1965
Party Conference which was very ably presented by Dorothy
Young: ... [ see Appendix B for the full text of the motion ] and
which became Labour Party policy.

Doris Rewers took up the same theme, equally successfully, at the
[Co-operative Party] Women’s Guild Conference [ see Appendix A
for the full text of the motion ]. Each year's resolution added to the
original until they touched many of the points covered in Alf's Bill."

(Morris and Dickson, 1971, pl)

From its early meetings the group appears to have adopted the Ministry
of Health’s definition of a YCS disabled person, one which excluded
Deaf people, visually impaired and blind people, learning disabled
people, and people in psychiatric institutions. They also adopted the
current medical terminologies. It would be some years before NCYCS
had a policy of independent living for all disabled people, and in this
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respect the Disablement Income Group (DIG) was more pan-impairment
in their early days.

The politics of their campaigning

The annual reports of the Co-operative Women's Guild (CWG) include
the resolutions passed but not the names of the speakers nor their
speeches. From the records there was an evolving set of resolutions
which started with - calling for more hospital places for YCS people
nearer to where their parents live (1965); then the removal of YCS
people from geriatric wards in favour of YDUs (1968); and then calling
for accessibility in all new public and "semi-public" buildings, and calling
on branches to support the Alf Morris Bill (1970). (CWG 1965, 1968,
1970) (Appendices A, E, G)

It is noteworthy that the CWG Congress in 1965 was held in May,
whereas the Labour Party Conference was later, in the autumn. It seems
plausible to think that the success achieved by the women members of
the Co-op Party like Doris Rewers gave the new YCS committee within
the Chelsea Labour Party the impetus to push forward into the autumn to
try to change Labour Party policy nationally as well, to be the
campaign’s second success in 1965. The details are later in this section.

If so, then the discussions within the National Campaign during the
spring and summer of 1965 must have been quite intense, including
doing more research by getting questions asked in the House of
Commons (Appendix 5), in order to explain the shift in position between
the CWG resolution in the spring (Appendix A) and the more complex
and wide-reaching Labour Party resolution in the autumn (Appendix B).
And in particular the creation of ‘medical home helps’ or PAs.

And although Paul Hunt is writing in the spring of 1965 about the need
for more rights and democracy in charity-run institutional Homes for YCS
disabled people (P. Hunt, 1965; Appendix 7), there is no evident
connection between him and the National Campaign until an introductory
letter the following year (P. Hunt,1966b; Appendix 14).

Of course, there was more happening in the campaigning by disabled
people in Britain in the 1960s than was covered by the range of NCYCS
resolutions to successive Co-operative Women’s Guild and Labour Party
conferences, but equally the NCYCS was in the grass roots vanguard
within the Labour and Co-operative parties.
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Political differences with DIG

The Disablement Income Group (DIG) was formally created in May 1965
following a letter in The Guardian from two disabled women, Megan du
Boisson and Berit Moore on 22 March 1965.

From the beginning DIG was focussed on campaigning for a national
disability income, and for it to be paid equally to disabled men and
disabled women and regardless of how their impairment had been
caused. The disability benefits at the time were highly discriminatory.
The following story was used at the time by NCYCS members when
giving their campaign speeches, and may well have been a common
example used in DIG speeches too:

"For example, if a man falls from a ladder at work and permanently
injures his spine, he will, if lucky, be covered by industrial injuries
and the new invalidity and attendance payments. But if the same
man has the same injury while picking fruit in his garden, his
entitlement financially is much lower. If his wife should climb the
ladder and receive the same injury, she would be entitled to even
less, or indeed, nothing at all. Is this social justice? Is this to each
according to his need?" (speech by Gray, 1969; Appendix F)

The Disablement Income Group (DIG) first met with ministers in 1965
soon after it was formed, lobbying government for a National Disability
Income, but came away disappointed with half-promises. (Hampton,
2016)

This focus on benefits set DIG against NCYCS, because the National
Campaign insisted that it was better state services that were required to
meet the independent living needs of disabled people. This tension is
shown in the report from the Guthrie working party on independent living,
in which DIG was a member and NCYCS was not. The report concluded
that extending home help services for disabled people was “not the
answer”. (Guthrie and others, 1968, para 12(3)). This difference could be
glossed over by saying that DIG was referring to ‘standard’ home helps
whereas NCYCS was referring to ‘medical’ home helps. But the rift was
real, and based on political differences.

From the outset DIG aimed to be non-party political, and it had three
presidents, one from each of the major UK parties; by contrast NCYCS
was only for Labour and Co-operative Party members and organisations.
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As we'll see in the NCYCS fourth newsletter of they saw themselves as
more working class and DIG as a more middle class campaign. In many
ways this core disagreement would continue into the 1990s, dividing the
disabled people’s movement into money-first (at worst seen as
individualist) and services-first (at worst seen as paternalist). An example
of this long-lasting difference was the bitter spin-out of NCIL (National
Centre for Independent Living) from BCODP (British Council of
Organisations of Disabled People). (J. Hunt, 2019)

DIG and NCYCS, similarities and differences

NCYCS DIG

Created 1964 March - May 1965

No: three presidents
Party politics Yes: Labour and Co-op | (Conservative, Labour,
Liberal as-was)

Campaign Rights to Services Rights to Income
Focus
: Tens of people, 146 Thousands, ‘many’ local
Membership CLPs branches
Internal o Newsletter, roughly Newsletter, monthly
Communication one a year
lliness of key .
o g Over-reliance on
Decline in individuals, new legal .
: : professionals, start of
1970s rights for disabled
: Attendance Allowance
people achieved
Successor None, became lost

organisations from historical records Disability Alliance

Sources: This research, and (Millward, 2015, p284), (Hampton, 2016).

A bit beyond this research, but it could be argued that this tension was
resolved after the mid-1990s, if we accept that NCYCS was essentially
aligned with ‘Old Labour’ policies and DIG was more towards ‘New
Labour’ policies plus some of the centrists in the pre-austerity
Conservative and Liberal Democrat parties.
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Non-disabled allies within NCYCS

Although there were some disabled people who were self-organising
their release from hospitals to live independently, with some notable
individuals described in Section 1 earlier, it must be noted that at least
half of the NCYCS members were non-disabled people. There are not
many surviving details of their interests and work, but some details about
the following individuals have been found in various archives.

Judith Kazantzis

Judith Kazantzis was the NCYCS member who wrote to The Guardian in
November 1965 as the group's main spokesperson shortly after their
victory at the Labour Party conference. (Kazantzis, 1965; Appendix 12).

In later life she was an internationally acclaimed writer, poet and artist,
always with a political edge.

“During the 1970s she worked for the first Women's Liberation
Workshop in London, becoming a member of the Women'’s
Literature Collective, reviewed poetry for Spare Rib and other
journals, and taught writing via the Inner London Education
Authority.” (M. Roberts, 2018)

Her feminist beliefs and activism were a good fit with NCYCS policies of
paying carers, predominantly women, for their unpaid work in the home,
compensating for their loss of earnings, at a time when married women
were often referred to as 'housewives'. By recognising the cost of caring
it helped make possible the creation of new paid job roles as personal
assistants. Attendance Allowances to carers were first paid in 1970.

Writing over 20 years later, Jenny Morris is still having to challenge the
views of some non-disabled feminists that all community care is wrong
because it risks placing the burden on women to provide unpaid care in
the family home. Jenny Morris argues for an intersectional expression of
solidarity, which Judith Kazantzis as a non-disabled feminist in the 1960s
was clearly putting into practice. As a reminder about the tensions being
expressed for some decades afterwards, Jenny Morris noted:

“Non-disabled feminists would serve us better by joining with us in
defending the current government limitations on the ILF
[Independent Living Fund] rather than assuming that the only way
to mount an attack on women's caring role within the family is to

consign us to residential care. Disabled people would join with non-
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disabled feminists in rejecting the way that ‘community care' too
often means ‘family care'. But we would assert our own political
demand - a demand for the right to live within the community in a
non-disabling environment with the kind of personal assistance that
we would choose. In doing this, we are not only pursuing the
human rights of disabled and older people but also launching an
attack on the form that caring currently takes. Such a strategy
should therefore also be clearly supported by all feminists who
wish to undermine women's dependency within the family.”

(J. Morris, 1991, p168)

Alec and Judith Kazantzis

It should also be noted that NCYCS spent most of its small advertising
budget on ads in Labour Woman, and noted that NCYCS made a
particular point of taking policy motions to the movement's annual
women's conferences, both of the Labour and of the Co-operative
Parties. For example, in 1967 it is the National Conference of Labour
Women which submits a motion about young chronic sick / disabled
people to the national Labour Party Conference.

Also from Appendix 53 and limited surviving records, we can see that
probably half of the members known to date were women, including
women being in leadership positions within the executive committee.
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Alec Kazantzis

Alec Kazantzis was a member of NCYCS and became the national
secretary in the 1970s. He was a barrister in maritime law and he had
ambitions to be elected as a Labour MP. He stood in two elections,
neither successful. He was elected as a councillor for Camden Council,
1962-65, and for the Greater London Council (GLC) 1970-78.

Marsh Dickson

Marsh Dickson
identified as an ally
and a family carer.
Although he was the
instigator of NCYCS
in 1964 and the most
active member in the
1960s until his health
started to decline in
the early 1970s, little
has been found that
speaks of him and his
life.

In 1971 he was the
vice-chairman of the
Kensington and
Chelsea Borough Co-
operative Party.

“‘He was the power
behind the
Campaign” said
David Owen
(personal email, 27 April 2020). Possibly the best explanation of his
motives is in his interview in the Tribune newspaper in early 1970
(Appendix 38).

Marsh Dickson was a founder member of the Chelsea Community
Health Council, a statutory consultative body. He had fought as an officer
in Burma in the Infantry, then as a Kings Messenger. He died in 1995
aged around 73 years.
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Mike Gerrard

Mike Gerrard was a long-term

member of the Anti-Apartheid
- Movement (AAM) executive
committee in the 1960s and 1970s.
The AAM archive at the Bodlean
Library, Oxford University and online
includes an audio interview with
Mike Gerrard in 2000 where he
mentions the NCYCS while mostly
talking about the AAM. He recalls at
the time the criticism he and others
faced for supporting the armed
struggle of Black people against a
state that had shot school children
for protesting their rights, a difficult

aspect of being an anti-racist that is maybe less known now but speaks
of his determination.

YCS lobbying and Labour MPs

An unsigned typed 7-page paper in the Alf Morris Collection at the LSE
Library, headed “Synopsis: Chronically Sick & Disabled Persons’ Bill”
starts with a timeline, the first part of it being:

“Background:

1944/48:
1956:
1956/59:

1965:

major basic legislative provision.
Report of the Piercy Committee (Rehabilitation)

No record of a major debate on the problems of
disablement or chronic sickness; scant attention from
party election manifestos or policy statements (more in
Conservative than Labour publications); where their
needs are considered, thought of as a ‘cash needs’
group rather than a ‘service needs’ group, and major
attention given to this aspect of their benefit
programmes in legislation and official reports —

Report of the McCorquodale Committee (assessment
for cash benefits for disability).”
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Against this political background of no major debates nor manifesto
commitments involving the national Labour Party in particular, we
nevertheless can find traces of local debates and discussions, definitely
in London and very likely in Scotland too.

These local policy discussions about disabled people and independent
living in the community might have started in London in the mid-1950s
and in Scotland in the early 1960s. From the details contained in the
Guthrie Working Party Report (1968) there had been reported attempts
to improve the position of YCS disabled people, including by the
Aberdeen Association of Social Service in 1961, and by the Committee
on the Welfare of the Disabled, a committee of the Scottish Social
Services Council (§SSC), in 1964 and again in 1965. (Guthrie and
others 1968 p8-12)

This period in Scotland merits further research, and may well have
informed the policy demands of the NCYCS which started in London.
The Aberdeen Association of Social Service has been known as VSA
(Voluntary Service Aberdeen) since 1973.

Policy innovation in new idea of PAs

The political discussions and groundwork with MPs described earlier was
informed by the surveys done in institutions by people such as Sheldon,
Warren and Whitaker, in the community by Droller and Paley, and in the
speeches of Mackenzie. The Chelsea Labour Party had created mostly
on Marsh Dickson’s initiative a Young Chronic Sick Campaign committee
in 1964, a grassroots response from its own members. They set to work,
researching, getting questions raised in Parliament and debating the
issue locally, and then very quickly, nationally.

These political discussions and groundwork led up to the first debates at
the national policy-making conferences of the Co-operative Women's
Guild Annual Congress (May 1965, Cleethorpes) and then the Labour
Party Annual Conference (September 1965, Blackpool).

The first motion was:

Resolution on Hospital Accommodation for the Chronic Sick

“This Congress is of the opinion that more Hospital
accommodation should be reserved for the chronically sick
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patients, and asks that Hospital Authorities cease to transfer such
patients to Hospitals and Nursing Homes outside of their home
town. Great hardship is imposed on elderly parents visiting such
patients.” (see Appendix A)

Four months later this policy has been substantially extended into four
policy proposals, the above motion becoming part (d) in the Labour Party
policy motion below. The debate in May probably led to intense talks.

The Labour Party conference agenda included the following motion by
Chelsea Labour Party on the intolerable position of YCS disabled
people, which was debated on 29 September 1965. In reply, this motion
was supported by Jennie Lee MP for the Labour Party’s National
Executive Committee (NEC) and the vote by conference delegates was
unanimously in favour. (see Appendix B)

Labour Party Conference, Motion 93, Blackpool 1965

“This Conference urges the Government to remedy the plight of the
young chronic sick by:

a) enrolling and training special medical home helps;

b) making mandatory and extending services provided by local
authorities;

c) paying relatives undertaking the care of the patient at home;

d) establishing more Young Chronic Sick units near patients'
homes and abolishing the present practice of confining the
young chronic sick in geriatric wards with the senile.”

There were two speeches made to the conference delegates in support
of this motion, as reproduced here in full in Appendix B. Perhaps the
most striking element of this motion was the call for "medical home
helps", now known as personal assistants, and often abbreviated as
PAs.
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You are Your Brother's Keeper

We, as Socialists, hax ved this agonising
problem. We are mc to Mr. Arthur
Blenkinsop, M.I the questions
and for the most t :ration of the
Minister of Healtl them. The
result is a set of figur ever before made
public, figures that ir, we trust, the
social conscience of all who read them.

These figures and the human tragedies
behind them are your concern. You who read
this are your brother’s keeper. You are as
responsible as the husband faced by his Y.C.S.
wife’s question: ‘What will happen to me if
you die?’ Remember that at any time you or
one of those you love may become a Y.C.S.

You doctors and social workers
are aware of the problems and the inadequate
tools at your command to deal with them.
You know the urgency of the problem.

You legislators

have so many calls on your time that you may
not even have heard of the Young Chronic
Sick.

You M.P.s
each have some as your constituents and as
such they are your responsibility.

You in local government
have a very great responsibility in seeing that
your powers are used for the benefit of the

Y.C.S. in your areas. Do you know how many
there are in your area, how they are being
cared for? Have you and your colleagues
discussed ' you can improve their lot?
You journalists

have a particular responsibility. As with all
minority probiems the decision as to whether
the general public shall be made aware of the
facts or not rests on your shoulders, their

ignorance on your conscience.

You trades unionists

have a proud record of caring for the welfare
of your members. You have Y.C.S. amongst
your members and many who are dependent
on your members. Do you not feel it incum-
bent on you not only to study the facts but also
how you can help?

Your comments and advice would be
greatly appreciated.

Our thanks are due to Miss Eccles-Williams who
so kindly contributed the cover design.

Published by the Chelsea Labour Party National
Campaign for the Young Chronic Sick, 9 Lang-
ton St., London, S.W.10 and printed by Precision
Press (TU), 44 Broad Street, Teddington, Middx.

CHELSEA LABOUR PARTY
NATIONAL CAMPAIGN FOR
THE YOUNG CHRONIC SICK

Is it to be this

(=

\\

NCYCS Newsletter 1, ¢.1965, (full text in Appendix 10)

As an example of how difficult it was for disabled members to participate
in this annual political conference, Dorothy Dickson could not afford to
attend the conference with her husband because of the discriminatory
high rail fares for wheelchair users. The price for both of them would be
four times that for a non-disabled person, being £46 in 1965 for a
disabled passenger and non-disabled companion; the equivalent return
rail fare for two people from London to Blackpool of £900 at 2021 prices.

Becoming a national campaign

The first entry in the accounts book of the NCYCS is dated as May 1965
and at this stage the group is being called “The Chelsea CLP YCS
Campaign” in that book.

Some months later between November 1965 and March 1966 the name
was changed — to become national, not Chelsea any more. The
estimated date for this change to a national name is based on two letters
published in The Guardian from campaign members, one with the old

name, the next with the new one (Appendices 12, 13).
65



Despite the new national name the group remained under the wing of
Chelsea CLP rather than becoming an independently registered
organisation.

Following the launch of the newly-named NCYCS it published its first
newsletter (Appendix 10). There is a strong sense of energy,
determination and optimism in this newsletter.

Because NCYCS was not a registered charity nor a non-profit company
there are few official records of the organisation outside of the Hansard
record of speeches in Parliament, a few notes in political memoirs and
papers in various archives where political people have left collections of
their papers. Although Marsh Dickson wrote to Alf Morris in April 1969
(Appendix 31) saying the NCYCS is about to become a “truly” national
organisation, this was still to be as a political organisation within the
Labour and Co-operative parties.

However, this reorganisation was soon put ‘on hold’. An unexpected and
golden opportunity came just a few months later in November 1969,
where NCYCS could assist Alf Morris’s private members bill. This
opportunity created much urgent new work for NCYCS which stopped
any longer term re-organisation plans.
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Section 3 — NCYCS and the
Guthrie Working Party,
1965 to 1968

A national working party on independent living was created by a charity
in late 1965. It started less than a month after the National Campaign
had gained the Labour Party’s full support for the NCYCS policy position
at the party’s annual conference.

The open meeting

This working party started with an open meeting which was held in
London at Church House, Westminster, on 25 October 1965. The
meeting was very probably prompted by the positive Labour Party
conference vote on 29 September 1965, and the working party was “to
consider the problem of enabling certain YCS [disabled people] to live at
home instead of in hospital”.

Nor would it have been a coincidence that the morning after this meeting
that two articles by Nesta Roberts appeared in The Guardian under the
general title, 'Life for the chronically sick' (1965, and Appendix 11 here).

The first article tells the stories of three disabled women and a disabled
man - Miss Forbes, Freda, Mrs Foster, and Mr Fleming - all living for
years in hospital long-stay wards. The second article is a discussion on
current policies and their shortcomings.

A detailed account of the 25 October 1965 meeting was published the
following summer in the journal, Cheshire Smile (vol 12 number 2). The
speakers included:

e Sir George Haynes, chair

e Lord Harding and Duncan Guthrie, co-hosts

e Marsh Dickson, Chelsea Labour Party Chronic Sick Committee

e Megan du Boisson, Disablement Incomes Group

e Mrs Stacey and Mr D Powell, British Polio Fellowship

e Mr Bentley and Mr Bowstead, Edinburgh Committee for the
Coordination of Services for the Disabled
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e Mr A C Waine, Multiple Sclerosis Society
e Miss Warburton
e John Astor MP

The contributions included favourable comments by Duncan Guthrie on
his visit "several years ago" to a housing scheme in Copenhagen called,
Hans Knudsenplatz, with 170 apartments where "the majority" had extra
space inside for wheelchair users and 14 apartments had further
facilities for "severely disabled" people. He noted that the scheme was
designed so that disabled and non-disabled people could live together.
Duncan Guthrie is reported to have said, "We should remember that we
are helping nobody if we segregate people, because of their disability,
from the rest of society, all we would be doing would be setting up
ghettos for the disabled. What we must do is integrate them, so that they
can live with their families, next door to their [non-disabled] neighbours."
(Cheshire Smile, summer 1966, p13).

It was formally voted "this Meeting set up a Working Party to prepare a
statement based on Today's Meeting, so that a meeting could be sought
with the appropriate Minister or Ministers." (Cheshire Smile, summer
1966, pl4).

Letters in the papers

The following letter was agreed by the meeting:
Dear Sir,
Independent Living for the Disabled

A Working Party, whose members represent national organisations
concerned with the disabled, has been set up to examine the
problem of enabling severely disabled patients to leave hospital
when there is no longer a medical reason for them to remain in
hospital. Anyone who would like his or her views brought to the
attention of the Working Party is invited to write to me, as secretary,
at: The National Fund for Research into Poliomyelitis & Other
Crippling Diseases, Vincent House, Vincent Square, London SW1.
Duncan Guthrie
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In November 1965 the general
secretary of the Multiple

| Sclerosis Society (MSS) had a

| letter published in The Guardian
supporting the new working
party, the articles by Nesta
Roberts, and the letter by Judith
Kazantzis. The MSS letter
included:

"my society is vitally interested in
the future welfare of this section
of the population, and some
three months ago appointed a
special committee to examine all
aspects of the problem. An
interim recommendation of this
committee is that a survey be
carried out to ascertain their
needs." (Waine, The Guardian, 6
November 1965)

Duncan Guthrie

Cool feelings, probably

The National Campaign publicly welcomed the creation of this charity-led
working party, even if privately they might have seen it as something like
an opportunist jump into their policy initiative. We know from comments
made by Marsh Dickson six years later in the Tribune political newspaper
(Dickson, 1971) that he didn’t like charities at all. Nevertheless, Marsh
Dickson was included as one of the main speakers at the inaugural
meeting of the working party.

So it seems reasonable to think that the feelings between them might not
have been especially warm. The National Campaign was not a member
of the working party, probably not invited because it was a Labour Party
organisation and the working party founders wanted it to be a non-party
endeavour.

Marsh Dickson later also provided them with oral evidence, and Paul
Hunt is reported as having provided them with written evidence (Guthrie
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and others, 1968, Appendix 1). Unfortunately no archive papers of this
working party have yet been found.

Working party membership

The membership of the working party was mostly people who represent
various national disability charities, and included Megan du Boisson from
DIG and two hospital consultants (senior doctors).

In detail, the membership of the Working Party consisted of fourteen
people representing:

a) National Fund for Research into Crippling Diseases

b) Scottish Council of Social Science (3 people)

c) Disablement Income Group (DIG)

d) British Rheumatism and Arthritis Association

e) Central Council for the Disabled

f) British Polio Fellowship

g) Multiple Sclerosis Society of GB and Northern Ireland,
h) and two hospital consultants, one working, one retired.

The Chair of the Working Party was Duncan Guthrie, who was later
described as “a non-party socialist’” and as being very closely involved
with Alf Morris in the work around getting the Chronically Sick and
Disabled Persons Bill drafted and steered through Parliament (Duncan
Guthrie obituary, The Independent, 20 October 1994).

Disappointments

Half-way through their deliberations, a delegation from the working party
met with ministers in November 1966. A good summary of that
disappointing meeting is given towards the end of their Appendix 2 of the
working party report, copied here in Appendix 16.

“In conclusion the Minister emphasised that the Government were
very conscious of what needed to be done for chronically sick and
severely disabled people, but that improvements in this, as in other
directions where help was needed, depended very much on the
rate at which the country's economy could grow.” (Guthrie and
others, 1968)
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Assistive technologies — from
gadgets to Possums

In 1966 the NHS agreed that the POSSUM (patient operated selector
mechanism) system could be provided to disabled people by an NHS
prescription for a medical device — provided it was agreed by a senior
doctor, usually a hospital consultant. But it wasn’t easy to get this
prescription - three years after the general introduction into the NHS of
POSSUMSs, Marsh Dickson wrote to Alf Morris to say that in the borough
of Kensington and Chelsea he knew of only three disabled people who
had been given a POSSUM to improve their independence in the home,
and these three people were “all of middle class background with access
to information”, he said. (Dickson, 1969d; Appendix 34)

So, in 1967 the third newsletter of NCYCS (Appendix 23) was longer
than the first two newsletters, and in particular included two articles on
the new POSSUM. This was a new and highly touch-sensitive control
device which allowed many disabled people for the first time to control
and use items like telephones, intercoms, typewriters, dictaphones,
televisions, radios, heating controls, and to turn book pages. Today's
tech for 'smart homes' is a direct descendent from these devices.

In the 1960s the devices that a disabled person might use to help them
with tasks around the home were commonly known as ‘gadgets’. The
Disabled People’s Archive in Manchester has minutes of annual
meetings in 1960 and 1961 of a voluntary group called Independence
Unlimited, which consisted of non-disabled volunteers who worked with
residents at the Leonard Cheshire Le Court charity Home to make these
ad-hoc devices. One example was an electric door opener made using a
recycled turntable motor from an old record player.

A group of disabled filmmakers (known as the Le Court Film Unit)
created three documentaries concerning these types of ‘gadgets’ to
promote their usefulness to other disabled people:

e No Limit, 1964,
e Challenge, 1965, and
e Words without Hands, 1969. (Baldwinson 2019a)

Possibly in order to promote the POSSUM system more widely to
doctors, the British Medical Association (BMA) produced its own paper,
"Aids to the Disabled" (1969).
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This information was no doubt useful to Alf Morris in his drafting of the
CSDPA which closed down the failing NHS prescription-based route and
instead making the provision of assistive technology a responsibility of
local authorities. The need for adapted telephones in particular was
made explicit as an entitlement in the new law.

Recommendations in their report

In July 1968, two and a half years after being founded, the Guthrie
working party published its findings as a report, “At Home or in
Hospital?” Its cover is pictured on the next page.

NCYCS must have wondered about the timing of this publication, with its
launch following just a few weeks on from Pamela La Fane featuring in
three TV programmes on BBC 1 (Appendix 24); plus knowing that the
Working Party was convened less than a month after their victory at the
Labour Party conference in 1965.

Nevertheless, NCYCS appears to have accepted it with good grace, and
maybe more.

In summary, the report’s recommendations were:

(a) Chronic sickness and substantial and permanent disablement
must be recognised as creating a financial need which is not met
by existing legislation.

(b) More information is essential regarding the numbers of chronic
sick and substantially and permanently disabled persons who are
in need of services and financial assistance.

(c) There should be reliable information regarding individuals in need
of a service. This is not available from the registers which local
authorities are required to maintain under Section 29(4)(g) of the
National Assistance Act 1948.

(d) Domiciliary nursing services should be strengthened by other
types of ancillary staff. More should be done in the way of
providing physiotherapy and occupational therapy.
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At Home
or in Hospital?

The report of a working party
established to consider the problems
of enabling the young chronuic sick

to live at home

The Working Party report, front cover,
32 pages (Guthrie and others, 1968).

(e) Need for purpose-built family accommodation.
() Need for purpose-built institutions and schools.
(g) Need for adequate assessment.

(h) Need for more day centres.

() Need for better liaison between the three branches of the health
service.

(j)) Better publicity regarding services available for disabled persons
in different localities.

(k) Need for holiday arrangements for disabled persons and more
information about what facilities are available.
Adapted from: (Guthrie and others 1968 p23-24)

David Owen has archived his papers in the Special Collections
section of the Library at the University of Liverpool, where he was
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the University Chancellor. His collection includes the printed report
written by the Guthrie working party. A digital copy has been made
available for research.

The following news item was printed in a Sunday newspaper the day
before the launch of the report.

‘Disabled should live at home’

More aid to help the chronic sick and physically disabled live at
home rather - than in hospitals or institutions is urged in a report
out tomorrow.

A 14-man working party, after two years study of the question, call
for more home nursing services, adequate financial assistance,
and suitably constructed houses for the sick. Their report, At Home
or in Hospital? says the extent of disability should be the deciding
factor in assessing financial needs.

Commenting on the report, Mr Duncan Guthrie, director of the
National Fund for Research into Crippling Diseases, who was
chairman of the working party, said it was intolerable that people
severely disabled from other causes than war injury or industrial
accident should be the ‘cinderellas’, receiving allowances often
below subsistence living.

‘It is outrageous,’ he said, ‘that the Government should play the
part of Baron Stoneybroke only when dealing with those who are
disabled from birth or by disease or by accident outside the place
of work. The disabled are becoming very angry at this injustice.’'

The working party say that chronic sickness and permanent
disablement must be recognised as creating a financial need not
met by existing legislation. More information is essential regarding
the numbers involved.

They call for more day centres, better health service liaison, better
publicity of services available, and holidays for the disabled.

The Observer, 14 July 1968

The publishers of the report were the National Fund for Research in
Crippling Diseases, NFRCD. They changed its name over the years and
are currently known as Action Medical Research, AMR, which focuses
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on disease prevention for babies and children. From enquiries without
responses, AMR unfortunately appear not to have an extensive
collection of NFRCD papers.

Support in parts of Parliament

In the week before the Guthrie working party report was published, a full
twenty-two years after his maiden speech on the matter in 1946, and
seventeen years after his book in 1951 on poor geriatric services for
elderly people, Lord Amulree (Basil Mackenzie) spoke again in a debate
in the House of Lords, speaking against the continuing practice of
confining 'young chronic sick' disabled people to a life spent on geriatric
wards. He referred to the three recent BBC 1 TV programmes featuring
Pamela La Fane.

He added a further example, "that of a young man in the Royal Air
Force, who suffered a severe injury in a car accident. He was a
young man of 24; he had made a fair recovery but ... he is being
moved around from one geriatric ward to another". (Amulree,
1968).

He added, "The first time | addressed your Lordships was in
October 1946 and | then referred to the fact that people have been
kept in these long-stay hospitals for far longer than they need - 10,
15, 20 years. | am now addressing your Lordships again, in July
1968, and | am afraid that | have to say exactly the same thing now
as | said in October 1946." (Amulree, 1968).

However, the government's response to the findings of the report was to
kick it into the political long grass. They announced a Social Survey that
would include chronically sick and disabled people, to report back to
government two years later, in 1970 (Hansard, 4 December 1968) — and
which was eventually published in 1971 (Butler, 1971; Harris, 1971). The
suspicion of NCYCS was that this delay was to take it to around the time
of the next general election when, it was probably hoped by Ministers,
any unfinished laws or un-kept promises can be quietly dropped.
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The Seven Needs of Independent

Living, 1984

It is worth considering how this working party list of eleven
recommendations from 1968 compares with the one created by a
disabled people’s organisation about 15 years later and known as the

‘seven needs of independent living’. The following table shows the fit and

the gaps between the two lists.

Seven Needs of Independent
Living (K. Davis, 1990)

Report of the Working Party
(Guthrie and others, 1968)

1. Information (b) (c) ()

2. Counselling / Peer Support -

3. Housing (e)

4. Equipment (9)

5. Personal Assistants (PAS) (d)

6. Transport -

7. Accessible Environment M (h) (k)
Income €))
Services )

In particular we can see that the working party did not identify the
Importance of peer support. They did consider mobility but only in terms
of accessible cars and not public transport as well, and no transport

recommendations resulted.

In 1990 Ken Davis wrote a paper called, The emergence of the “seven
needs”. It was a teaching and research resource for the Open
University. In this paper he described how the ‘seven needs of
independent living’ that had emerged from the Derbyshire Coalition of
Disabled People (DCDP) and their efforts between 1981 and 1984 in
creating the Derbyshire Centre for Integrated Living (DCIL).

The ‘seven needs’ grew organically from papers and debates based on
the experience of disabled people in the mid-1970s in creating and
running the pioneering Grove Road project, and alongside that the first




Disability Information and Advice Line (DIAL). (Ken Davis, 1990; in
(Davis and Davis, 2019, p102-112)

Other organisations have subsequently created their own longer lists of
the needs for independent living, one from Spectrum CIL being ‘12 Basic
Rights’. A feature sometimes overlooked is that the ‘seven needs’ were
seen by DCIL as a sequential list.

“From the Grove Road experience, it had emerged ... [that] the
three key elements of housing of good basic design, appropriate
technical [equipment], and a flexible system of personal
assistance, were tightly inter-related. ... it was housing design that
facilitated the efficient use of certain technical aids [equipment];
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” so that we deliberately organised the list in
sequence, from those three at the centre and expanding out to the
seven needs. (K. Davis, 1990, paras 5.4, 5.5)

Looking at the issues of incomes versus services, Vic Finkelstein later
commented that in his view these were only properly addressed when
UPIAS established its policy position in 1974, and amended in 1976. In
that UPIAS was the first organisation to “attempt to avoid ‘piecemeal’
solutions to our oppressive segregation.” (Finkelstein, 2004, p10)

This is also the paper of the event where he notably declared that,
“Independent living is a lie.” (Finkelstein, 2004, p14, emphasis in
original), on the basis that all humans are social beings and we all live
mutually inter-dependent lives. This was part of his wider view of
creating progressive alliances with non-disabled professional staff — or
PAC — Profession Allied to the Community. (Finkelstein, 2004, p22)
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Section 4 — NCYCS from
1966 to 1969

We've seen that the National Campaign very probably only wanted to
have an arms-length involvement with the Guthrie working party. Even
so, there must have been some comment when the charity-led working
party started less than a month after the success of the National
Campaign in changing Labour Party policy.

And when the working party got the brush off from government ministers
in November 1966 (Appendix 16) we can speculate that it wasn’t a
coincidence that the National Campaign responded just a month later
with a strong press campaign in The Guardian, a campaign that caused
comment in Parliament and led on to three BBC TV programmes on
independent living.

The National Campaign don’t hold back politically either - the fourth
newsletter, timed to fit the 1967 Labour Party annual conference, has the
headline, “We are bloody angry”. This followed the July 1967 national
demonstration and rally in London of disabled people, organised by DIG,
a rally they repeated in July 1968.

Even the British Medical Journal eventually comes out in support of the
principle if not the campaign by name (BMJ, 1969; Appendix 28).

Clearly the lucky win by Alf Morris in late 1969 of first place in the ballot
for a private members bill fell straight into their lap at just the right time.
But the National Campaign hadn’t wasted its time in the years
beforehand, and arguably the press and political profile they had built up
were instrumental in helping Alf Morris push his Bill through Parliament
against the wishes of some ministers and senior civil servants.

The following table summarises the policy motions proposed by NCYCS
from 1965 to 1972, and shows some of their emerging thinking and
changes in their positions over these years. These policy changes are
discussed below in this section.
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NCYCS Motions to Annual Political Conferences

Year Co-operative Women’s Labour Party — Autumn
Guild (CWG) - Spring
1965 | Disabled people in As in CWG motion, plus:
hospitals nearer.to paren.tal _ medical home helps, PAs
homes, and not in geriatric | _ andatory council services
wards (Appendix A) - allowances for relatives (B)
1966 - Mandatory council statistics, help
at home, accessible housing
(Submitted but not debated.) (C)
1967 - Three resolutions on: geriatric
wards, surveys, and national
standards for local services (D)
1968 | No disabled people in -
geriatric wards, more
YDUs, better home
services (E)
1969 - Physical and financial
entitlements to be mandatory
across the country (F)
1970 | Accessible public spaces -
and buildings (G)
1971 - Full implementation of the
CSDPA and councils to ignore
the AMC circular (H)
1972 - Full closure of institutions and

community care, better research,
a National Disability Income (1)

Letters in brackets refer to Appendices.
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Pamela La Fane joins the NCYCS

Although no definitive membership list has been found for the National
Campaign a start has been made here (Appendix 53) and the literature
found to date suggests about four named individuals were involved as
office holders including a president and a treasurer, plus some roles
such as lawyer for which two names are possible. The modest finances
of NCYCS, discussed below, reflect the small size, even the fragility, of
the campaigning group. However, fairly early on there is one key recruit,
Pamela La Fane. At the time of joining in 1966 she was a YCS disabled
woman who had been living in hospital since 1940, from childood.

In March 1966 Marsh Dickson had a letter published in the New
Statesman, a left-leaning political weekly journal (Appendix 13). This
letter was seen by Pamela La Fane while living in hospital. Against the
opposition from ward staff, she had already managed to teach herself to
write as a journalist by getting learning materials and textbooks donated.
She responded to Marsh Dickson’s letter and became involved in the
National Campaign and she soon became their media lead person in
newspapers (Appendix 17) and in three television programmes
(Appendix 24). (La Fane, 1981)

Writing was her only way of making a little money and to draw attention
to her campaigning to be released from a lifetime in hospital. In harsh
realities such as this, the policies and practices of independent living
were being invented by disabled people.

Within a few months of joining she used her writing skills to produce a
leaflet which, she said, so impressed the rest of the NCYCS committee
that they decided to offer it as an exclusive article to The Guardian
newspaper, and it was accepted for publication. (La Fane, 1981, p131)
(Appendix 17)

Although the issue of independent living had been given some press
coverage already, for example by Nesta Roberts in The Guardian in
October 1965 (Appendix 11), it was the article the following year by
Pamela La Fane in the same paper that caught the public’s imagination.
Pamela La Fane wrote first-hand from her lived experience, and it struck
a chord. At the end of 1966 her newspaper article becomes the first
media high point for the National Campaign, and it attracted substantial
amounts of public and political comment. (Appendix 17 for the text and

the newspaper article is pictured below).
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Growing up geriatric

by Michele Gilbert

T the age of 16, In 1843, I
entered a gerjatric ward.
There was nowhere else for me,
it seemed. An acute attack of

rheumatoid arthritis had leit me
completely incapacitated and in
need of permanent care. As
there was no one at home to
give this the authorities had no
alternative, Sp for 23 years the
geriatric ward of the Chronie
Hospital has been home to me.

During my first night in
hospital I was awakened at 3 a.m.
for a wash. I thought I must
still be dreaming, but as I peered
round the darkened ward I could
discern that others were receiv-
ing similar treatment. [ felt
hke 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
darkress of the nineteenth
century.

There were 28 patients in the
ward, not all elderly. It was
decorated in the usual institu-
tional 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 or
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 unvary-
ing, and the rules and regulations
in their number and inhumanity
might have been devised for an
institution for the punishment of
crimigals, My crime, and that
of hundreds like me, was that
of being a “young chronic.”

After the early wash came the
early breakfast—at 6 am. 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 wait-
ing 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 go anxious, make an

iron hotder. 1 could get a piece
of canvas 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
1 made it clear that even this
was-not enough to satisfy me. I
wanted hooks! 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 hospital ?

Yes, 1 realised that. All too
well. I realised that this bed and
locker were my home and would
be for the next fifty years or
more. I wanted to take corres-
pondence courses, to learn. This
meant more books, as well as
papers. On one occasion an irate
sister confiscated everything I

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 imme-
diately afterwards—the naughty
child who must be punished for
Jresome 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 wouldn’t
speak civilly to me because I had
dared to say that I didn't rezlly
want to go back to bed at two
o'clock in the afternoon.

With the reorganisation of the
hospital, which began in 19853,
the voung patients were split up
and I found myself more and
more fn 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:

Throughout England and Wales there are
230 contractual beds for the young chronic sick

There are in gerlatric wards

l
! 432 beds in young chroniec sick units.
[

140 patlents between the ages of 16 and 35
920 patients between the ages of 38 and 50
! 2,089 patients between the ages of 51 and 60.

needed for my studies and locked
them away 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 Heaith
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 hos-
pital 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 2" grumbled the nurses, as
they bundled me into the wheel.
chair '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 those years” were
what is 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 kept inactive in bed,
wanted me to have treatment,
and ordered that the newest
methods should be tried in my
case, “A waste of money,”
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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 some.
one 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 visible “ junk,” realis-
ing that this is my “ home.”

But we are still regimented
and ruled by the elock, so that
never for a moment do we forget
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 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 feeclings, lying
imprisoned in crippled bodies, in
geriatric wards, helpless and
hopeless, one must remember,
g0 that the general public are
not allowed to forget.



From The Guardian to the BBC

Sometime in the spring of 1967 the National Campaign was contacted by
Richard Thomas, a television producer at the BBC, who asked to meet
Pamela La Fane. As she explains:

The young man in an open neck purple shirt sitting beside my bed
wasn'’t a bit how | imagined a BBC Television producer to be. | had
rather expected someone older, dressed like a city gent and formal
in manner. But Richard, as he introduced himself, was quite the
opposite. He talked enthusiastically, with a faint Welsh accent and
the fear I'd had of being overawed by someone from television
soon went.

“You've heard of ‘Man Alive’?” he asked. | said | had. “Well, as you
know the programme deals with matters we feel should be made
public. So when we saw your article [in The Guardian and] we felt
here was a subject for us to tackle. We have found,” Richard
outlined his plans, “a couple of other young disabled people in a
similar situation to yourself and we’d like to do a ten minute piece
on each of you.”

Tuesday arrived. Surrounded by bright lights and with the
interviewer seated beside me, Richard rushed about giving last
minute instructions. Then the clapper board snapped down Take
One. Then his question was put to me. And | began to tell the
world what it had been like to grow up in a geriatric hospital, | don’t
know how long the interview lasted. But it was much more than ten
minutes.

“Marvellous, marvellous!” shouted Richard, excitedly, when it was
at last over. “There’s enough material there for a programme all to
yourself.” And so it was decided to film a day in my life.

(La Fane, 1981, p135)

The programme was broadcast by BBC 2 on Wednesday 2 August 1967
at 8.35pm, lasting half an hour. It was called “The Life Sentence”.

The following year the BBC broadcast a further three programmes
featuring Pamela La Fane, this time on the BBC 1 channel, in three
consecutive weeks in June 1968. This mini-series followed her attempts
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to improve her mobility and to live independently, and included the early

days in her new flat.

Her last known contact with the BBC was on 14 September 1981 when
her interview on the Woman’s Hour programme about her new

autobiography was broadcast by BBC Radio 4.

See Appendix 24 for details of all these broadcasts.

THE MINISTRY OF HOUSING
AND LOCAL GOVERNMENT HAS
RESPONSIBILITY

We call on all councils to follow
Lambeth’s lead and on the Minister
of Housing and Local Government to
see that they do so. This is not a
question of a few individuals to be
dealt with on an ad hoc basis, this is
a social problem. Without figures
there can be no social policy. You laid
down a Labour policy last year on the
Health Service front. Please do so
now on the Local Government front.
Then help us see that those policies
are carried out. We on our side
promise not to give any Minister or
council peace until the policies you
have laid down are put into effect.

Published by the Chelsea Labour Party National Campaign
for the Young Chronic Sick, 94 Marlborough Flats,
Walton Street, London, S.W.3 and printed by Precision
Press (TU, 36-hr. weck), 44 Broad St., Teddington, Mx.

Survey of Handicapped People aged 16-60
years on Lambeth Welfare Register.
June 1966

ided by London Borough of Lambeth)
ACTIVITY LEVEL

ity Level Age Groups Total
16-35 36-50 51-60 16-60

41 13 60 144

60 98 181
t 1 6l 116
T 8 1314 219 111
MOBILITY LEVEI
Mobility Level Age Groups Total
1 36-50 51-60 16-60

No difficulty ... 33 37 61 131
Ik i

i 9 28 79
Bedridden G 2 7 9
DEPENDENCE LEVEL
Dependence Level Age Groups Total

16-35 36-50 51-60 16-60

Can manage satis- 36 45 70 151
factorily on their
own
Can manage with 17 47 88 152
help of district
nurse and 4 hours
a week home help
In need of con- 9 12 21 42
stant care
Would have to be 26 30 40 96

institutionalised if
person now caring
for them left or
died

These figures all exclude the mentally ill or deficient,

epileptic, deaf, dumb, or blind, as such.

CHELSEA LABOUR PARTY
NATIONAL CAMPAIGN FOR
THE YOUNG CHRONIC SICK

NEWSLETTER No. 2

Is it to be this

R

&

W

w J

Or this?

We seek no Charity, no special
privileges. We seek social justice,
equality of opportunity

NCYCS Newsletter number 2, autumn 1966 (see Appendix 15 for text)

NCYCS and local government

It is worth noting that in the 1960s the idea of a single ‘social services’
department was a novelty — local authorities instead had a separate
children’s service, welfare service, and also a health service that
included district nurses, health visitors and home helps. Each service
had its own committee, staff, workload, policies and lists of clients. This
fragmented structure — silos in modern terms — was beginning to change
to become client-centred rather than service-centred.
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One of the arguments between local and health authorities was on the
control of the District Nurses service, which eventually was taken away
from local authorities and given to health authorities.

Is it to be this

Yol
CAN
HELP

(1) Insisting your Council provides the same
breakdown of statistics as Lambeth, shown
in right hand column,

(2) Subscribing to our Newsletter, 2d. a copy
plus postage.

(3) Sending for ‘Home With a Capital H’, Over
20 years in geriatric wards by a woman of
under 40. 6d. a copy, plus postage. Any
profits to the author.

(4) Discussing our campaign in your women’s
sections and G.M.Cs. (Speakers provided
within range)

(5) Raising funds for our campaign. This is
URGENT.

(6) Buy a Christmas present at our stall, Chenil
Galleries, King’s Road, S.W.3, on Saturday,
17th December, 1966. from 11 a.m,

I7e seek no Gharity, no special
privileges. We seek social justice,
equality of opportunity.

Campaign Secretary: Mrs. Blunn (KNI 5801)

94 Marlborough Flats, Walton Street, London, S,W.3

Eastern Region Secretary: Mr. Gerrard
15 Buxton Road, Theydon Bois, Essex
{Theydon Bois 2797)

CHELSEA LABOUR PARTY
NATIONAL CAMPAIGN FOR
THE YOUNG CHRONIC SICK

Survey of Handlcapped People aged 16-60
years on Lambeth Welfare Register.

June 1966
(provided by London Borough of Lambeth)

ACTIVITY LEVEL

Activity Level Age Groups Total
16-35 36-50 51-60 16-60

Full time employ- 41 43 60 144

ment [ full range

household duties

Part-time or shel- 23 60 98 181

tered employment/

limited range

household duties

Unemployable/In- 24 31 61 116

capable of any

physical  house-

hold duties

Totals ... 88 134 219 441

MOBILITY LEVEL

Mobility Level Age Groups Total
16-35 36-50 51-60 16-60

No difficulty ... 33 37 61 131

Can walk with 33 66 123 222

sticks or crutches

Chairbound ... 22 29 28 79

Bedridden —_ 2 7 9

DEPENDENCE LEVEL

Dependence Level Age Groups Total

16-35 36-50 51-60 16-60

Can manage satis- 36 45 70 151
factorily on their
own

Can manage with 17 47 88 152
help of district
nurse and 4 hours
a week home help
In need of con- 9 12 21 42

stant care

Would have to be 26 30 40 96
institutionalised if

person now caring

for them left or

died

These figures all exclude the mentally ill or deficient,
epileptic, deaf, dumb, or blind, as such.

Printed by Precision Press (TUj, 44 Broad St., Teddington.

Labour Woman, ad on back cover, December 1966
(original has a dark blue background)

Having succeeded in creating a new national policy in 1965, and having
started to produce newsletters and to recruit members, the National
Campaign turned its attention the following year to look at the changes
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needed in local government and the new types of social services
departments that were being discussed by politicians and practitioners.

So, at the 1966 Labour Party conference the Chelsea CLP proposes a
further motion, this time calling on local authorities to recognise the
needs of disabled people for independent living, to mirror their
successful motion the previous year on health authorities.

The policy priorities of the National Campaign appear to have changed
subtly in the months since their success at the Blackpool conference the
previous year. By focussing now on local authorities they clearly have to
avoid medical criteria, so the phrase “help in the home other than ‘home
helps’™ is used without the word ‘medical’ to distance personal assistants
from being controlled by health authorities, but instead the campaign
was trying to expand the remit of local authorities.

This policy shift is in keeping with wider policy discussions and reviews
in the 1960s on the growing role of social series departments. For more
details on the context, see the Kilbrandon Report, 1964 (for Scotland)
and the Seebohm Report, 1968 (for England and Wales).

The Curse of Permissive Powers

However, it seems fair to summarise here that non-elderly disabled
people’s needs were not being included in these political discussions on
creating new all-embracing social services departments. For example, in
the substantial debate in the House of Lords on the Seebohm Report
(Hansard, 29 January 1969) there is not one mention of disabled people
nor of chronically sick or ill people, other than about elderly persons.

This massive gap in policy thinking within government and within political
and academic circles kept the National Campaign with much work to do,
and feeds directly in the CSDPA when Alf Morris thoroughly shakes up
social services in terms of ‘young’ disabled people’s needs.

This gap in policy thinking also meant that local authorities had almost
no obligations to meet disabled people’s needs. As shown in 1966 in
NCYCS Newsletter 2 (Appendix 15) the focus of the campaign is for
local government provision for disabled people’s needs in the community
to shift from being based on weak ‘permissive powers’ to becoming
strong, mandatory powers or obligations.
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In this newsletter the National Campaign calls it “the curse of permissive
powers” and notes how usually this means that charities are expected to
fill the gaps in provision.

The motion that NCYCS put forward for the 1966 Labour Party annual
conference was not selected for the agenda. So it wasn’t debated, but a
delegate from Chelsea CLP, Pat Sears, was allowed to speak on the
topic within the wider debate on social security. Her speech and the
proposed motion are shown in Appendix C.

She starts her speech by complaining that nothing has been done by the
authorities to help disabled people in the year following the landmark
1965 policy motion. She asks all the local authority councillors attending
conference to make independent living a priority for their councils, to
create local registers of disabled people and to start collecting statistics
of the unmet needs. She admits that when she had been a county
councillor she had been unaware of these issues and has felt ashamed
about that. She finishes by saying that disabled people “do not want
charity, they want hope, they want faith in the Labour Movement, and
above all they want justice from you, Comrades, every one of you from
the Ministers down to our people who go out and knock [on doors] for the
local councillors.” (Labour Party annual report 1966, p177).

NCYCS and its changing policy on
residual roles for institutions

Although the call by NCYCS for medical home helps (personal
assistants) in 1965 was a key change in policy for the Labour Party, and
in wider social care policy thinking, we cannot avoid the conditional
nature of this demand - that in their view some disabled people should
remain living in institutions.

The conference speech in 1965 by Leslie Massey was clear:

“The young chronic sick can be divided into three categories:

[a] those who on medical grounds must be institutionalised - and
| make no bones about using this unpleasant word, it has an
unpleasant meaning;

[b] a much larger group who under present conditions have to be
institutionalised because the problems such as incontinence
are too much for the families to cope with, because they have
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to be left alone between visits of home helps and district
nurses whilst their spouse, parent or child earns the family
living and also because of the unrelieved strain on those
caring for them when it just becomes intolerable; and of
course,

[c] there are those who are being cared for in their own
homes....” (Full text in Appendix B)

We see the same thinking the following year in the NCYCS motion put
again via Chelsea CLP to the Labour Party annual conference in
Brighton — calling for the “chronically ill ... not to be institutionalised
unless this is medically inevitable.”

On a parallel track, Paul Hunt had written earlier in 1965 in The Guardian
about the minimal rights of disabled people who are living in homes run
by charities, sometimes under contract to health and local authorities
and sometimes independently funded (P. Hunt, 1965; Appendix 7). At
this point he isn’t yet questioning the existence of these segregated
institutions, but he is beginning to question the rights of disabled people
within them. He had already concluded, though, that payments should be
made directly to disabled people and not to their relatives; in advance of
the NCYCS position as the time.

However, something changes within the National Campaign because in
her long speech on behalf of NCYCS in 1969 to that year’s Labour Party
conference, Mary Gray no longer calls for some categories of disabled
people to remain being held in institutions; nor is this former NCYCS
policy referred to by the speakers that followed her in that debate.

In the absence of anything more positive being found, maybe the best
that can be said here is that the earlier calls for institutions to remain for
certain groups of disabled people have been 'quietly dropped'. This
quietness might have been because the policy had become an
embarrassment not to be spoken about, or it might have been because
of an unresolved policy difference that remained within the campaign’s
members.

This silence appears to have continued through to 1971. For example,
keeping some disabled people in institutions isn’t referred to as a
NCYCS policy objective in the motions and speeches in 1971, although
by this time the focus is very much on the hostile and reactionary
implementation of the recent Chronically Sick and Disabled Persons Act

1970 and how it was being enacted (or not) by many local authorities.
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Finally, by 1972 we see an explicit reversal of the 1965-t0-1968 policy
statements that had seen institutions as remaining acceptable for the
needs of some disabled people. The following motion was a ‘composite’
meaning that it included wording from other similar motions to save time,
and it was moved by Neil Kearney, a delegate from Chelsea CLP, ‘the
home' of NCYCS:

“This Conference considers the problems of the physically and
mentally handicapped, and those of the aged, as major areas of
concern for the next Labour government, which must endeavour to
bring those two groups fully into the community, and end their
present almost complete isolation. ...” (full text in Appendix 1).

It took until 1972 with the start of UPIAS for this position to be challenged
(J. Hunt 2019) (Baldwinson 2019b), by which time NCYCS was also
against all segregated provision but it was also in terminal decline as an
organisation.

But the same eventual policy alignment cannot be said in terms of the
NCYCS policy position on payments to enable independent living, where
other organisations continued to take a more progressive view.

The following extract from Pamela la Fane’s book gives a case study on
what was involved in trying gain independence with a visit to Mary
Marlborough Lodge in Oxford in July 1967:

A week later the Medical Social Worker called in. “Oh, Pamela,”
she spoke in an offhand way, “l thought you might like to know that
an application was sent a few days ago to that place in Oxford you
wanted to go to.”

My heart missed a beat.

“And you’ve been accepted.” | could not contain a broad smile. “Of
course,” she went on casually, “it'll be a few weeks before you go.”
“That’s all right,” my manner was as casual as hers. “| can wait.”

The ambulance stopped outside a new building, a little apart from
the hospital. Tubs overflowing with fuchsias, geraniums and
petunias stood at the entrance. “This is it,” announced the driver.
“Looks like a hotel.”

| thought so, too, as | was pushed through a bright, flower
bedecked foyer to my bedroom, a large spacious room containing
two beds. The walls were a pale yellow, and pretty floral curtains
hung at the windows. There was modern teak furniture and several
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bowls of flowers on the windowsills. To my institution-accustomed
eyes it seemed luxurious.

“Doctor will see you in the morning,” Sister told me. “But if you're
not too tired after your journey, perhaps you'd like someone to
show you around.” There was no mention of bedtime!

When the doctor, a middle aged, homely looking woman, came in
the next morning and sat down, | immediately felt at ease.

“Now Pamela, | believe it all started here in Oxford?”
“Yes. In 1940.”

“Tell me about it.” She listened attentively, occasionally writing
something down or making a comment.

“... and then | was sent back to London in 1943.”

“And you’ve been in that place ever since?”

“Yes.”

“Christ!” she spat out the expletive. “We’ve got to get you out!”

Later that morning | attended a conference, a gathering of doctors,
physiotherapist, social worker and technical officer, to discuss
ways of making my dream of escape possible. “We haven't
designed a chair yet that would stand you up,” said the technical
officer, on hearing that this was what | wanted. “But by having an
electrically powered wheelchair, you would be independently
mobile.” (I had noticed several of the patients whizzing around the
centre in such chairs.) When | mentioned that in hospital | had two
nurses to lift me in and out of bed, the occupational therapist
interrupted, “That’ll be my problem, to work out something easier.”
It was suggested that Kathleen be brought in one day to know what
was happening, and the social worker said she’d be contacting the
necessary people for the extra help we’'d need. It seemed that
everything had been thought of. “There’s no reason why you can't
live at home,” was the general confident opinion of everyone at the
conference.

The first thing to be dealt with was the electrically powered
wheelchair. It was to be made specifically to enable me to have the
maximum independence. The control box from where the chair
was operated was to be attached to the left arm, and the two six-
volt batteries would be fixed on a tray underneath the chair. | felt
disappointed when the technician said it would be six to nine
months before it would be ready. “It is made at a factory in Wales,”
he explained, “and we keep them pretty busy with special orders.”

Next the occupational therapist took me along to the specially
equipped flat, which was used for trying out the problems that one
could encounter at home. She took me into the bedroom. There
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suspended from the ceiling above the bed, was a contraption of
hooks and ropes attached to rails in the ceiling. “This is what most
people use to get themselves in and out of bed,” she told me. ‘I
want to see if you can manage it.”

The girl wrapped my body and legs in wide canvass slings, which
she then fastened to a hook. By pulling on the ropes | slowly came
up from the chair until | was airborne. “I feel like a cargo of freight
going into the hold of a ship,” | joked, trying not to sound as
terrified as | felt as | swung about in mid air.

When she began to jerk the rope | moved sideways until my body
was over the bed. She then released her hold on the rope, and |
gradually came to rest, with a sigh of relief, on the bed.

“It's quite simple,” pronounced the occupational therapist, “but of
course, you do need to be able to use your hands fairly well.” (La
Fane, 1981, p137-138).

The firm in Wales making electric wheelchairs was probably Zimmer
Orthopaedics in Bridgend, south Wales. (Cyphus, 2021, p13)

NCYCS and its changing policy on
payments

In terms of benefits and incomes it is possible to see different paths
emerging in the various campaigns by disabled people and allies at this
time, maybe from around 1966 and evidently by 1968.

For the Guthrie Working Party and for the Disablement Income Group
(DIG) the focus of their campaigns and representations to government
Ministers was focused of the appallingly low and sexist discriminatory
benefits paid to disabled people. For example, depending on the cause
of a disabled person's impairment they could receive anything between
£20.60 a week and £8.35 a week, with disabled married women -
"housewives" - almost always getting the lower amount (Guthrie and
others 1968).
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However, for the National Campaign the focus was very much about
getting disabled people out of languishing (or rotting) in hospital geriatric
long-stay wards. This wasn't always about independent and
unsegregated living, and included their advocating for the expansion of
more special hospital-based Young Disabled Units (YDUSs) throughout
the country.

The fourth newsletter of NCYCS is revealing in terms of their differences
with DIG and the campaign for a National Disability Income. They use
the passive wording “it has been said” rather than the active wording “we
say”, but it is clear that NCYCS sees itself as more working class and
DIG as more middle class, as the box below shows in detail.

It has been said that a disablement income would favour the
better off disabled. What do you think about this?

Unless adequate provision for help in the home has been made |
think this is true. | understand that private help is very expensive and
the more people are trying to get that help obviously the more
expensive it will become. The State provides nurses in hospital, why
not help in the home? It's their responsibility. A disablement income
would be a great help to deal with the extra expenses all chronically ill
have apart from the basic needs of help in the home.

What do you think of Labour Party policy on the Young Chronic
Sick?

It has more to commend it than any other. It would make it possible
for me to live at home without depending on charity. Above all it would
stop anyone having to spend 24 years as | have done up to now in a
geriatric ward.

What does the National Campaign for the Young Chronic Sick
mean to you?

It means home, the home | hope to have. It means a group of people
who really care what happens to me and others like me. It means
hope for me and for all the other Young Chronic Sick.

Pamela La Fane, in NCYCS Newsletter No. 4, 1967, p6.

On a less divisive front, the National Campaign also starts to heavily
promote the use of technology in the home to assist in independent living

for disabled people, and in particular the new POSSUM controls. This
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heavy promotion includes long sections of speeches given to Labour
Party conferences delegates, almost educational lectures.

In terms of income payments though, there were strong debates
between the supporters of different campaigns. For example, on the
point of extra income for disabled people, the National Campaign in its
early years was of the opinion that it should be paid to the family, not
directly to the disabled person. Paul Hunt writes to Marsh Dickson in
June 1966 strongly supporting the idea of "medical home helps" but also
strongly taking them to task for not supporting payments to disabled
people directly (Appendix 14).

It is worth remembering that Paul Hunt had written in The Guardian the
previous year about the benefits of living in a charity Home for 40
disabled residents, (P. Hunt, 1965; Appendix 7), though by 1966 he was
taking a more radical approach to independent living. (P. Hunt, 1996b;
Appendix 14, paragraph 2).

Looking at these differences between DIG and NCYCS from the current
Disabled People’s Movement viewpoint, both approaches appear flawed.
The incomes-only approach presumed that disabled people, just by
being given more money, would be able to buy their way into
independent living. And while the National Campaign was clearer that
segregation and oppressive ‘care’ environments were a problem, the
need to get disabled people out of hospital wards for geriatric people
made them view any alternative as a positive move, even to hospital
based Young Disabled Units (YDUSs). Neither of these approaches
started with having independent and desegregated living as the core
policy objective.

However, by the time the report of the Guthrie Working Party is
published in July 1968 NCYCS has moved towards the DIG position of
payments directly to disabled people.

And by 1969 the tone of the policy positions held by NCYCS had
changed considerably. On 3 October 1969 Mary Gray from Wycombe
CLP was the main speaker to the conference delegates on the NCYCS
policy motion that year, which stated:

"This Conference call on the Government to ensure that the
chronically ill and disabled are made aware of all their entitlements
both financial and physical, and to make mandatory on local
authorities those powers to help the chronically ill and disabled,
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which are presently permissive, ensuring the necessary funds to
make this possible. This Conference further calls on the
Government to abolish all distinctions between different categories
of the chronically ill and disabled with regard to entitlements."

In the main this resolution, or motion, was about the different levels of
income benefits paid to disabled people which depending on their
gender, and on how they acquired their impairment. Mary Gray gave a
summary of this inequality in benefits entitlements as the ‘falling off a
ladder’ example in her conference speech in 1969 (Appendix F).

This reflects the campaign demands of the Disablement Income Group,
DIG, which NCYCS had aligned itself to. However, this motion also
extended the non-discrimination principle to "physical" as well as
financial entitlements, so they combined NCYCS’s position with DIG’s
but also extended it beyond benefits alone.

Accessible housing

The Guthrie working party report considers three general issues around
disabled people's independent living: the two issues above of (1) higher
incomes and of (2) stopping using hospital wards for a lifetime of social
care; and brings in (3) the issue of the need for housing that is adapted
to the needs of disabled people. (Guthrie and others, 1968).

On the third issue, the role for assistive technologies within the home
might have been included in their understanding of adapted housing, but
it is not said so explicitly.

Government inaction, national
demonstrations, and bitter lessons

The first three newsletters of the National Campaign, from 1965 with the
new policy having just been agreed and through to early 1967, all give a
sense of optimism, purpose and progress. But by the time of the Labour
Party conference in the autumn of 1967 the mood has definitely soured.
The front page of the fourth newsletter, produced as a "conference
special" (Appendix 25) has "Why we are bloody angry" printed in bold
red type at the front cover.
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30 July 1967, DIG March and Rally at Trafalgar Square, front of march

So the fourth newsletter is very different in tone. It refers to the large
protest march and rally held by disabled people in Trafalgar Square on
30 July 1967, and this protest probably marked a turning point for the
National Campaign, where fruitless delegations to meet with ministers
were finally accepted as having been useless.

The fourth newsletter is highly critical of Government ministers and of
their “inaction” by ignoring the Party policy agreed two years ago and in
continuing to "allow civil servants to get away with it".

30 July 1967, DIG March and Rally at Trafalgar Square, length of march
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30 July 1967, DIG March and Rally at Trafalgar Square (speakers)

The notes of the Guthrie Working Party meeting with Government in
November 1966 (Appendix 16) had a wide circulation including being
reprinted in full in the Guthrie Working Party report. The government’s
dismal conclusion, "that improvements ... depended very much on the
rate at which the country's economy could grow", was taken as a callous
insult in the NCYCS fourth newsletter.
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30 July 1967, DIG March and Rally at Trafalgar Square (crowd scene)
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CHELSEA LABOUR PARTY
NATIONAL CAMPAIGN FOR
THE YOUNG CHRONIC SICK

——

NEWSLETTER No. 4
CONFERENCE SPECIAL 1967

Is it to be this

3

“

<)

M AN

Or this?

We seek no Charity, no special
privileges. We seek social justice,

equality of opportunity

Why we are Bloody Angry

Next year a further rally in Trafalgar
Square on Sunday 14 July 1968
didn’t achieve the same prominent
coverage in the national press as in
the previous year, but it was reported
as a news item in the August 1968
edition of the journal, Occupational
Therapy as follows:

“Disabled rally in Trafalgar Square
[1968]

Three hundred people in wheelchairs,
with helpers and supporters, attended
a rally of the Disablement Income
Group in Trafalgar Square .... Mrs.
Megan du Boisson, director of the
Group, said that Britain alone of the
major West European countries did
not provide for the civilian disabled.
Mrs. du Boisson read out a petition
addressed to Mrs. Judith Hart,
Minister for Social Security, who was
present, asking for the case for a
national disability income to be put
urgently to the Prime Minister and the
Chancellor.

Mrs. Hart said that the housewife was

outside the scope of the national insurance scheme because she had
not paid contributions. When she was disabled and could not look after
home and children it was reflected throughout the family.

After the rally Professor Peter Townsend, Professor of Sociology at
Essex University, said that in 1964 the Government had announced a
long-term review of social security for the disabled. Little progress had
been made. The Ministers of Health and Social Security could not
recommend action for the disabled because they had still to find out how

many there were.” (OT, 1968, p12)
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The same hostile tone from 1967 can be seen two years later in the
exchange of letters in The Guardian in 1969 (Appendices 29, 30), with
phrases from a Minister such as, "the disabled cannot sensibly be looked
at in isolation from other groups."

The Minister also attacks Professor Peter Townsend in this letter,
criticising an activist academic who was taking a high-profile interest in
the poverty in Britain and the social policies that could be used to reduce
it, including working with disabled people's campaigns.

Information in the NCYCS accounts
book

The original handwritten financial accounts book of the National
Campaign is held within the Labour History Archive held at the People's
History Museum in Manchester in their NCYCS Collection. The book
consists of roughly 80 pages of itemised income and expenditure from
1965 to 1973 and the book gives a good insight into the operational
details of the campaign.

For example, affiliation payments were received from 146 local Labour
Party and Co-operative Party organisations across Britain, as listed in
Appendix 55. The Labour Party doesn't organise in the north of Ireland.
There were very few affiliations from disabled people's organisations -
the Sunderland branch of the Disabled Drivers Association being a
notable exception.

Between 1967 and 1969 there were around nine advertisements paid
for, as listed in Appendix 56. The first six were in 1967 and these were in
a monthly journal, Labour Woman, which ran from 1911 to 1971.

The first entry in the accounts was in May 1965 for income of £17 14s Od
(E17.70p) fundraised from running a jumble sale and a raffle. The last
entry is on 27 December 1973 is for postage of 6s (30p).

There are a number of payments made to the "Portman Bureau" which
seems to have had offices in Sloane Street, London SW1, and
specialised in providing professional photographers to weddings and
press events. Assuming that was the purpose of the payments, so far no
surviving photographs have been found.
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A payment of £10 10s 0d (£10.50p) - known at the time as 'ten guineas' -
was received from the BBC on 7 July 1967, most likely as the fee for
Pamela La Fane appearing in the BBC2 programme in the Man Alive
series, broadcast on 2 August 1967, with details in Appendix 24.
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Image of the first pages of the accounts book
of the National Campaign (redacted names).

The National Campaign also appears to have employed Margaret
Robertson, reported to be also working as Pamela La Fane’s PA, on
modest wages, possibly part-time, for secretarial duties. These wages
payments were made between November 1969 and December 1970,
probably to coincide with the increased workload they had in supporting
Alf Morris MP with his private members bill being pushed through its
Parliamentary stages. Previously the honorary (unpaid) secretary was
bought a typewriter costing £21 10s 0d (£21.50p) in September 1966.

A large number of the regular campaign's payments were made to
printing companies, and without a definitive list of publications there is
the possibility of one or more publications yet to be found. An alternative
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CHELSEA LABOUR PARTY

Is it to be this N} TiBEt
. i i ﬁ” b

..to all Socialists to support loyal
Socialists working for a Socialist
Solution to the Problems of the
Chronic Sick and Disabled

send contributions in cash to our hon.
treasurer

Mrs. B. Lewis
30 Tite Street, London, S.W.3

or
Mike Gerrard

15 Buxton Road, Theydon Bois, Essex
send contributions in kind for a Fair to: -

National Campaign for the
Young Chronic Sick

c/o 9 Langton St.,

London S.W.I0

HELP US TO HELP THE
YOUNG CHRONIC SICK
The need is Urgent

No one working for us receives a single penny
125
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explanation is that these
payments are for reprints
of material which had run
out of stock.

The ad pictured here is
from the July 1967 edition
of Labour Woman. The
call for funds here is very
clear.

There is a similar appeal
for funds a few months
later at the back of the
fourth NCYCS Newsletter,
a “Conference Special
19677, which included the
text of an open letter
signed by 18 MPs — “We
need cash to fight for
YCS”.

This ‘open letter’ included
an ambitious fundraising
target of £2,000. From the
accounts book it is clear
this wasn’t achieved, not
even £200 was raised. A
possible beneficial
outcome was that the
appeal increased the
number of paid
subscriptions from
Constituency Labour
Parties (CLPs).



Political summary

1965

We've seen that the National Campaign very probably only wanted to
have an arms-length involvement with the Guthrie working party. There
must have been some comment when the charity-led working party
started in late 1965, less than a month after the success of the National
Campaign in changing Labour Party policy.

1966

And when the Guthrie working party got the brush off from government
ministers in November 1966 (Appendix 16) we can speculate that it
wasn’t a coincidence that the National Campaign responded just a
month later with a strong press campaign in The Guardian, a campaign
that caused comment in Parliament and led on to four BBC TV
programmes on independent living in the coming two years.

1967

The National Campaign don’t hold back politically either - the fourth
newsletter, timed to fit the 1967 Labour Party annual conference, has the
headline, “We are bloody angry”. This followed the national
demonstration and rally in London of disabled people in July 1967,
organised by DIG.

1968

One could forgive NCYCS if they started to feel a bit upstaged again by
the Guthrie working party. In the month following the broadcast of three
programmes on independent living with NCYCS on BBC 1, the Guthrie
working party hold their event to launch their report findings with
coverage in Parliament and in the media. Alternatively, it could have
been a welcome and well-coordinated approach to synchronise public
attention by both organisations — political and charitable. The records
found so far don’t say one way or the other.

1969

Little did NCYCS know, but all their months and years of detailed
lobbying and battling with officials and politicians was about the pay big
dividends when the golden opportunity of a new law arrived. It was pure
luck, but they were very well prepared and so they made the most of it.
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Section 5 — The Chronically
Sick and Disabled Persons
Act 1970

Alf Morris wins first place for a
private members bill

By chance Alf Morris won the first place in the ballot for private members
bills in November 1969, ahead of around 250 other backbench MPs. It is
called a ballot, but really it is a just a lottery draw, like having the names
of a handful of lucky MPs pulled out of a hat.

He was taking part in an official visit to India at the time, and it was his
brother Charles Morris, also an MP, who put Alf Morris’ name into the
lottery. Reportedly Alf Morris wrote the key parts of the bill on blank
sheets in his address book while travelling back to Britain by ship.

He had quickly decided not to ‘adopt’ any of the substantial number of
Bills sent to him by a wide range of lobby groups, and instead he worked
on writing his own Bill based on his family experiences, and his political
ideas and discussions on meeting the needs of disabled people. He had
also been working for years behind the scenes, working “off the order
paper” as they say in parliament, to try to improve the lives of many
disabled people by casework and lobbying Ministers.

Early resistance

And although it was not planned for in advance, it was a very helpful for
him that the National Campaign, with others, could quickly provide him
with extra information for his political road map, showing him where
many or all of the obstacles to change for independent living for disabled
people were to be found.

When he took his early ideas for a private members bill to a meeting with
the Secretary of State for Health, Richard Crossman, he faced again the
same ministerial hostility he had found previously and that the National
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Campaign had found in 1967. Writing two years after the CSDPA had
become law, Alf Morris described in detail the outright hostility of the
Department of Health, the Secretary of State and the junior ministers to
his ideas (Morris and Butler, 1972).

The National Campaign were keen to give Alf Morris all the help they
could, and they had been in discussions with him for many years
previously, where he agreed to be an official sponsor in Parliament for
the National Campaign in April 1969, six months before he won his
position in the ballot for a private members bill (Appendix 31). The
relationship between Alf Morris and the National Campaign became
stronger as he struggled against his own Government’s departments.

Armed with the NCYCS ‘road map’ of political obstacles, Alf Morris could
write his new law in ways to work around those barriers to progress in
social care. For example, many of the new powers and responsibilities
were deliberately given to local government. Only a residual role was
given to health authorities — the new law mostly required them to stop
doing their harmful practices such as having non-elderly disabled people
living for the rest of their life on geriatric wards.

In a leader (an opinion article) in The Guardian newspaper, it started as
follows:

"If Mr Alfred Morris's private member's Bill to improve the lot of the
chronic sick had not got beyond its first reading it would have been
worth the trouble of its sponsors. The problems of this particular
minority have not received the attention they deserve. As in so
many cases the principle of "out of sight, out of mind" seems to
operate. One of the most distressing facts to emerge as a result of
the work of those supporting the Bill is that thousands of young
people have to spend their lives in hospital geriatric wards. There
Is evidence that the psychological distress which this can cause
actually exacerbates the patient's condition. If the Bill sponsored by
Mr Morris becomes law chronically sick young people could only
be admitted for more than three months to geriatric wards with the
authority of the Secretary of State for Social Services and the
knowledge of Parliament. ..." (The Guardian, 16 December 1969)

A letter in response to this Leader article was published from a senior
doctor in geriatric medicine fully supporting the position and emphasising
that in his experience no disabled people wanted to remain in long-stay

hospital wards. (The Guardian, 1969, December 29; Appendix 36).
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The Chronically Sick and Disabled
Persons Bill 1969-70

For detailed accounts of the mammoth political task faced by Alf Morris
as a backbencher who had to build a coalition of support with and
against his own party’s government there are other books, and
especially the one that Alf Morris co-wrote with Arthur Butler (1972) and
also the analysis of Judy Hunt (2019) terms of the wider coalition of
disabled people’s campaigns which both encoraged and challenged him.

Some of the written lobbying that Alf Morris received from various
charities for disabled people clearly started with their own priorities. For
example, in the Alf Morris Collection at the LSE Library there are papers
from national charities which set out their priorities for his Bill, the first
two priorities being to give more tax relief to charities, and only later on
are there items of direct concern to disabled people. This was naive and
counter-productive: they should have known that a Bill of this kind cannot
change taxation law, and it set them at odds with the loose coalition of
disabled people’s campaigns that were supporting the Bill.

And that coalition was mobilised. For example in Appendix 35 we can
see four backbench Labour MPs and the NCYCS writing a public letter in
December 1969 to disabled people and their allies such as family
members. The MPs are asking for more support and case studies to be
used politically in the committee negotiations on the new proposed law.

The key points to note in terms of the CSDPA are that it placed new
duties on social services departments in councils, though some were
optional or written with many compromise exemptions.

In terms of the policy agenda of NCYCS, based on their initial policy
motion in 1965, the scorecard would read, in summary terms:

1) personal assistants / medical home helps - no
2) new and mandatory services from councils - partial
3) an income for carers - no
4) more YDUs and no use of geriatric wards - partial.

As Judy Hunt points out when considering the work of Paul Hunt and his

1973 paper (Appendix 46), she notes that a —
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“great disappointment was the absence of any recommendations
to encourage the development of personal assistance services to
avoid institutionalisation.” (J. Hunt, 2019, p63).

Where did that great disappointment come from?

In Alf Morris' initial negotiations in 1969 with Ministers in the Labour
government, they had not wanted the CSDPA to tie their hands, and
therefore they would only accept new duties that were either optional or
fairly weak. Politically, it is very likely that Alf Morris would have also lost
support from his allies in the Conservative parliamentary party if he had
pressed for stronger powers. As it was, he faced substantial negotiations
and consequential redrafts of many of the clauses during the committee
stage of getting the bill though parliament.

As Peter Townsend commented later in the press:

“It is gradually being recognised, however, that the Act is not very
effective in practice. As a whip for recalcitrant authorities, the Act is
not very useful mainly because of weaknesses in three key areas:
the registration of handicapped people, the discretion it leaves with
local authorities in providing services and the all-important issue of
money. When these defects are spelled out they show the need for
a more broadly-based attack upon the problems caused by
physical and mental handicaps.” (Townsend and Jaehnig, 1973;
Appendix 47)

Perhaps the most useful frame to use to look at the detailed redrafting of
the clauses is: Alf Morris and some backbench MPs from both parties
plus some campaigns of disabled people - versus - a united front of both
the political parties' front benches plus certain charities for disabled
people.

However, within the Parliamentary Labour Party the high drama and
energy used in getting the CSDPA its Royal Assent, and thus becoming
a law, on the very last day possible before the general election was seen
as a victory, as a great success against all the odds and with a nail-biting
finish.

An unsigned paper in the Alf Morris Collection at the LSE Library,
headed “Synopsis: Chronically Sick & Disabled Persons’ Bill” concludes
with the following paragraph:
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“Reasons for success against the odds? — the following are most
frequently put forward by those with whom we have discussed the
Bill:

1) The friendship between Peart and Morris.

2) The bipartisan nature of the legislation and lack of opposition in
strength from either front bench.

3) Morris’ tenacity and determination not to be put off his original
intention;

4) The decision by DHSS to make it part of their package for the
session and their willingness to make the best of a bad job when
[their] Superannuation Bill was clearly lost;

(5) The unbeatable nature of the cause: it would have been
politically disastrous to have opposed a proposal of this character.”

Peart was Thomas “Fred” Peart, a Labour MP who at the time was also
the Leader of the House of Commons, a role with a lot of control on the
timetabling of debates and other formal work done by MPs.

There is a convention in Parliament that private members bills from
backbench MPs should not commit the government to spending extra
money, such as a new welfare benefit or a tax relief. In the early
meetings Alf Morris held with Treasury ministers this convention was put
by them to him forcefully.

The work of Fred Peart MP was essential to the success of the CSDPA
because he intervened and persuaded the Treasury to allow both the

House of Commons and the House of Lords to agree to what is called a
money resolution in favour of the CSDPA, busting open the convention.

On 22 April 2012, The Independent newspaper published Jack Ashley’s
obituary written by Tam Dalyall. This included Jack Ashley’s role in the
CSDPA:

“As Richard Crossman’s PPS at the time, | knew better than
anyone else the huge pressure that Crossman and officials at the
Department of Health put on Morris to accept a more innocuous
bill. The exception was the Chief Medical Officer, the formidable Sir
George Godber, who had increasing sympathy with what Morris
was trying to achieve. He told me that any support in putting spine
into those sympathetic to Morris’s Bill would be welcome. | know at
first hand the critical importance of Ashley and [Conservative MP
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co-chair John] Astor’s All-Party [Disablement] Group [created in
July 1969] in sustaining the indefatigable Morris in sticking to what
he had proposed rather than giving in, as most other backbench
MPs would have done.”

The following table is also in summary terms, and shows the main
aspects of the CSDPA and which campaigns were specifically lobbying
and for which aspects. The table is adapted from J. Hunt (2019 p62-65)
and from archived papers referenced here.

STANDARD PORM OF BADGE
REVERSE

"DISADLED
DRIVER

Registered No. of (V71 1< L ——

+
<
<
~
@

This badge does not confer
any legal right on the driver

The driver of this vehicle suffers §
from severe physical disability J
which impairs mobility

to park In restricted areas

Town Clerk .

“Standard Form of Badge” for Orange Badges (for parking, later became
Blue Badges), Alf Morris Collection, LSE Library.
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New duties in CSDPA Lobby by
1. to create a register of disabled residents living CCD
in their area by council social services, NCYCS
2. to provide assistance within the home for CCD
disabled people, including adapted telephones, NCYCS
radios and TVs, and to provide access
adaptations to houses and flats,
3. to make all public buildings accessible unless JCMD
unreasonable, including all education settings,
4. to provide accessible public toilets, JCMD
5. to provide accessible travel to work and JCMD inc
adapted vehicles for disabled people, DDA
6. to provide parking permits for disabled people JCMD inc
(Orange Badges, later being Blue Badges), DDA
7. to support new provision for young disabled CPAG
people seeking work, DIG
8. to provide educational support for children with CPAG
autism or dyslexia, NSAC
9. to provide recreational opportunities for NCYCS
disabled people, including holidays,
10. to publicise their services with tailored advice, (all)
11. to create national annual reports on research CCD
into independent living. NCYCS
12. to instruct hospitals to stop placing non-elderly NCYCS

disabled people in geriatric wards.
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Credit given by Alf Morris to the
NCYCS

Each time Alf Morris MP stood up in the House of Commons to make a
speech asking for support for his Bill to become law, he was careful to
pay tribute to the people and organisations who had informed and
helped him. This included his appreciation to the Disablement Income
Group, DIG, as well as to the National Campaign.

For example, at the third reading stage of the Bill in the House of
Commons on 20 March 1970 he paid tribute, not for the first time, to:

“the National Campaign for the Young Chronic Sick, to its officers
and to the help they have given from the outset in helping the Bill”.

Probably his most important and wide-ranging speech was earlier, at the
second reading of the Bill in the House of Commons on 5 December
1969. Even allowing for a few interventions and questions from other
MPs, the speech given by Alf Morris was four hours long and is 30,000
words in Hansard. He said:

“We must also pay tribute to the Disablement Income Group, the
National Campaign for the Young Chronic Sick and, perhaps I
might add, the Chelsea Labour Party, which has done so much in
this regard and shown that the Labour Party in that area has a soul
in this matter, as it has in so many others.”

Roy Jenkins MP

Speaking to ask a long question during Alf Morris’ speech, Roy Jenkins
MP said the following about one of his constituents in Birmingham, who
we now know to be Pamela La Fane:

“I should like to make three short points. First, a constituent of mine
wrote an article in the Guardian, in December 1966, which drew a
great deal of public attention to this problem. | think that the
consideration in particular of the young chronic sick and the growth
of public concern dated from about that time.

That article performed a very considerable service. My constituent
who wrote it had been in a geriatric ward for a considerable time —
in fact, since the age of 16. At the end of the article, she said:
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‘| have revived painful memories that | 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.’

That is an important statement and | am glad to be able to say that
owing very largely, | think, to the efforts of the National Campaign
for the Young Chronic Sick, my constituent is now in her own home
In my constituency. She says, indeed:

‘Thanks to the work done on my behalf by the Campaign for
the Young Chronic Sick | have left the geriatric hospital
behind me and am now living in my own home.’

The reason that my constituent is now in that happier position was
due to chance reading of an article in the New Statesman by Mr.
Marsh Dickson.”

At the time Roy Jenkins was the Chancellor of the Exchequer in a
Labour government, and his constituency was Stechford in east
Birmingham. It seems that Pamela La Fane had moved to Birmingham
from Wandsworth sometime in the late 1960s.

Finally here, there is a further public credit given to the National
Campaign for the Young Chronic Sick in the letter by four Labour MPs,
published in The Guardian on 19 December 1969 (Appendix 35).

Perhaps the best way to appreciate the significance of the CSDPA is
that, though it had been watered down by government ministers and
others in parliament, nevertheless it was a world-first in the idea of
general legal rights for disabled people and not just medical care.

After years of campaigning the glass for some was now half-full.
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Section 6 — NCYCS/
NCCSD and the 1970s

“The Act has never been quite the charter for the future
of the disabled that has been claimed.” (P. Hunt, 1973b, p108)

The passing of the CSDPA was an act of high political drama right up to
the last moment before becoming law.

The National Campaign committee must have been elated but also
exhausted, and then being Labour Party members for them it was
straight into canvassing for the 1970 general election.

Labour lost that election which meant that the first four years of the
CSDPA were implemented by a Conservative government. We learn
later that Marsh Dickson was needing to substantially reduce his
involvement due to his health problems. The National Campaign was
also overdrawn at the bank and owed money to its suppliers. From their
elation concerning their enabling role in the new law, within weeks the
National Campaign as an organisation was fully on the back foot.

Councils drag their feet

Within months of the CSDPA becoming law the backlash had started.
Many local authorities started to look for loopholes and similar tricks to
avoid having to implement the law as intended. Alf Morris and the
National Campaign had to switch their campaigning strategy to meet
these reactionary forces.

In the spring of 1971, a year after the new law came into effect, Alf
Morris spoke in Manchester at an event called, ‘New Horizons for the
Disabled.” The text of his speech was included as a postscript to a
publication of another speech, ‘Needs Before Means’, the main part of
the document, that was probably given to a fringe meeting at the first
Labour Party annual conference after his law was enacted (Morris and
Dickson, 1971). The speech included as a post-script is shown in
Appendix 40.
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In this 1971 speech, ‘New Horizons for the Disabled’ given in
Manchester Alf Morris refers to a document that has come into his
possession, which advises councils on suggested ways to deprive
disabled people of their rights under the new law. For example, the semi-
official document tells local authorities of six different ways of avoiding
providing disabled people with an adapted telephone or television. It
had already been reported in the press that Birmingham City Council
planned to issue disabled people with whistles instead of telephones,
cheaper to issue if disabled residents needed to try to summon help in
an emergency.

Similarly, when Alf Morris comes to write his book with his account of his
mammoth efforts to get the private members bill passed into law, written
with Arthur Butler, he doesn't dwell too long on the process and people.
Instead the focus is on the begrudged and reactionary attitudes shown
by some local authorities to making any improvements in their poor and
uneven services for disabled people. A common phrase that Alf Morris is
using at this time of that councils are 'dragging their feet' and so the book
is called from the point of view of some disabled people, No Feet to
Drag. (Morris and Butler 1972)

After this book was published, 68 people and organisations signed a
letter to the Prime Minister, Edward Heath calling on the Conservative
government to provide more public spending including funding to
councils to provide better for disabled people. Their letter and his reply
were published in The Guardian (2 May 1973) as part of a wider feature
titled, Enabling the Disabled. The Prime Minister’s letter included the
following:

"... Turning to local personal social services, forecast expenditure
for 1973/74 represents a growth in real terms of 21 per cent in real
terms over actual spending in 1971-2. And within that total it is
estimated that there will be a growth of spending on services
specifically for the physically handicapped of 50 per cent in real
terms over the two year period. This is not to deny that the base on
which this development is taking place was a small one."

(Heath, 2 May 1973)

Some academics were beginning to see fault lines in both the Labour
and the Conservative party approaches, and this debate is aired in the
national press. Writing the same day in response to this exchange of
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letters, Professor Peter Townsend and Walter Jaehnig made their
detailed comments including the following:

"A rational and comprehensive system of allowances and a
coordinated programme of occupational and community services
have yet to be worked out."  and also,

"It is gradually being recognised, however, that the [CSDPA] is not
very effective in practice ... [with] weaknesses in three areas: the
registration of handicapped people, the discretion it leaves with
local authorities in providing services and the all-important issue of
money" given by central government to councils.

(Townsend and Jaehnig, 1973, May 2; Appendix 47)

The NCCSD encouraged as many local Constituency Labour Parties
(CLPs) to organise their own local surveys of the needs of disabled
constituents, especially in areas where the local council was ‘dragging it
feet’ including Ipswich, Ealing, and Harlow in collaboration with the local
Council for Voluntary Services (CVS).

Growth in hospitals and YDUs

So, if many councils were dragging their feet in a context of this 50%
growth in public spending over two years, and after inflation too, where
was all this money going to?

Well, by contrast with the constricted spending for the needs of disabled
people's needs by councils, the spending by health authorities is growing
at an incredible rate. Within six months of being elected, the new
Conservative government had a programme in place to build lots of new
YDUs - Young Disabled Units - in hospital grounds as an alternative to
using geriatric wards. In the 1970 the announced funds are £3 million;
and by 1972 the figure is £5 million.

"Sir Keith [Joseph, the Secretary of State for Health and Social
Services], has set aside an extra £3 millions over the next four
years for special units for the young chronic sick, many of whom
were at present being cared for in geriatric wards. In answer to a
question from Mrs Shirley Williams [MP], he said he was not
claiming that all the group would at once be removed from general
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hospital and geriatric wards but he did see the situation improving."
(The Guardian, 1970, November 12).

(Extract from: More money for 'neglected sectors' of NHS, News
item, The Guardian, 12 November 1970).

The political comment on the ground from a Labour-controlled area
concerning the generosity of the government was quite complimentary.

"Announcing the Department of Health's allocation for 1971/2 to
the Manchester Regional Hospital Board ... [the] chairman of the
finance committee, said that the inflationary allowance was the
highest the board had ever received. ... The Government's
comparatively sudden generosity to the board is part of a national
effort by the Government to ensure that hospital boards will be able
to improve their services in spite of inflation. The Manchester board
has been asked to pay special attention to mentally handicapped
patients, accident and emergency services, the younger chronic
sick, and alcoholics."

(Extract from: £85m for hospital services, The Guardian, 24
February 1971).

Nationally, Sir Keith Joseph had announced an additional £5 millions:

"to enable the young chronic sick to be accommodated separately
from elderly long-stay patients. Hospital boards are now bidding for
their share of this. Annual grants and reports on the research into
new equipment for the disabled are made by the Department of
Health and Social Security."

(Extract from: Leg-up Lags, a book review of, No Feet to Drag, Alf
Morris and Arthur Butler, (1972), in The Guardian, 4 September
1972).

So, just at the moment that the new duties were given to local authorities
by the CSDPA, the Conservative government was sending much of the
new money to health authority boards, “the highest the board had ever
received”. The solution it seems was to be medical, not social.

A medical model

A teaching professor once told me that a lot of students would complain

that there were lots of books and articles on the social model of
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disability, but there was nothing equivalent in the uni library to explain
the medical model. Of course, the answer was that the medical model is
so pervasive and powerful that it doesn’t need to explain itself, it ‘just is’.
The rules that are unwritten are often the most powerful, setting the
culture.

So, perhaps as a light-hearted antidote to make a serious point, we
might think about the following scientific formula as a tangible example of
the medical model which you can find in the library. In all seriousness,
this model by two doctors claims to tell NHS managers how many
disabled people will need a hospital bed, and for how long. As a formula
it is, of course, totally ‘Horlicks’ but its importance is instead as a sign of
just how powerful the medical model remains even within social care.

!
P(t)=e b =0

b

Formula in: Williams and Lambourne, 1973.

To the careful reader, the medical authors’ assumptions can be deduced
from the following commentary:

"The most severely physically handicapped represent only a small
proportion of the total who are ... disabled ... but their degree of
dependency often makes it necessary to care for them in
institutions”. (Williams and Lambourne 1973 p129)

Marlborough Lodge, Oxford

If there was just one medical institution that stood out against the trend
to reinforce the medical model it was the Mary Marlborough Lodge
(MML) in Oxford, with its own identity into the 1990s and later
incorporated into the NHS Nuffield Orthopaedic Centre (OX3 7HE).

Basically, there were two hurdles a disabled person had to overcome

before they were ‘allowed’ to move out from living in a hospital. First was

an assessment at MML; the second was to find or create an accessible

flat or bungalow. The first-hand account earlier by Pamela La Fane of
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her visit to MML for an assessment gives a sense of their progressive
culture and working methods, as did Margaret and Jack Wymer.
(Wymer and Wymer, 1980; Davis and Davis, 2019, p42).

The Lodge was essentially one of the earliest British centres of expertise
in independent living, and getting an appointment to visit there was gold
dust for many disabled people seeking their independence. It is listed in
the Historic England database as a heritage building of national
importance.

Delivery of accessible housing
grows slowly

Perhaps the slowest aspect of independent living to improve within the
1960s in terms of delivery was that of accessible housing.

There had been a single landmark - in 1963 - when Selwyn Goldsmith
published his first edition of ‘Designing for the Disabled’, with some later
editions known as ‘Universal Design’. He was an architect who became
a wheelchair user as an adult when he caught the polio virus and
became impaired. He would continue to be a ‘leading light’ in the
accessible housing field, but some campaigners thought he was too
close to government and too ready to compromise and wait for
improvements. He was inspired to write the first edition of his guide after
meeting Duncan Guthrie and two others. (Richards, 2011)

So in the 1960s there was little progress - basically there was ‘Designing
for the Disabled’ and there was the Mary Marlborough Lodge in Oxford.
Getting access to an assessment and then to adapted housing were ad-
hoc and only leant about by word of mouth.

In response, disabled people’s campaigns turned to the media to
highlight the issue, and comparisons with some other parts of Europe
started to be made. It was not uncommon for people to have to visit
Scandinavian countries to find working examples of accessible housing
and independent living. Some of these ‘schemes’ created mixed feelings
in disabled people in Britain - seeing them as maybe not quite as
medical as YDUSs but still a form of social segregation - villages apart
from mainstream living, still something “special”’. But again, glass half
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full, a learning opportunity for British disabled people and better than
many ‘schemes’ in Britain in terms of pre-planned accessible housing.

The table below lists some of the Scandinavian housing schemes that
were publicised and visited.

References to continental European accessible housing

Housing project name Referred to by -

Hans Knudsenplatz, Duncan Guthrie (1965) impressed, having
Copenhagen, Denmark | visited “many years” earlier.

Het Dorp (The Village), Paul Hunt (Feb 1972, The Guardian), not in
The Netherlands favour, preferring “small groups” of flats, in
response to David Cohen.

(Opened 1962, telethon World in Action - Granada ITV - 10 April
funded) 1972; visited by Rosalie Wilkins,
summarising with mixed feelings.

Ann Shearer, The Guardian, 26 June 1973,
not in favour.

Collectivehaus, Denmark | Maggie & Ken Davis, visited in 1970s

Fokus, Sweden Maggie & Ken Dauvis, visited in 1970s
Case study at CEH seminar, 1973 (Paul
(Started 1964) Hunt, Social Services journal, 24 March).

Ann Shearer, The Guardian, 26 June 1973,
in favour, better than Het Dorp.

There were a few micro-size specialist housing association, for example
the Inskip St Giles which helped in the construction of the Grove Road
independent living project. (Davis and Davis, 2019). There was also the
Habinteg housing association, an offshoot of the Spastics Society (now,
Scope) which at the time of writing managed around 3000 accessible
properties.

The typical British approach up to the 1970s was to find a ground floor
flat or bungalow and then rebuild it internally with new rooms, new
kitchen and bathroom fittings, wider doorways, ramps and so on. This
was ad-hoc, expensive, and took up to a year to complete each time.

Slowly in the 1970s the volume of accessible housing started to rise,

albeit often still in special ‘schemes’ rather than being integrated within
116



the general housing stock. An example of this growth is from a book
review:

"Further progress is marked by an increase in the number of
councils who are submitting housing schemes for the disabled: 24
in 1970: 130 in March [1972]."

(Extract from: Leg-up Lags, a book review of, No Feet to Drag, Alf
Morris and Arthur Butler, (1972), in The Guardian, 4 September
1972).

But the growth in health authority budgets in the early 1970s meant that
many new YDUs were also being built.

A few years after the CSDPA had time to establish itself, radical disabled
campaigners such as Paul Hunt (the key founder of UPIAS, the Union of
the Physically Impaired Against Segregation) were voicing their doubts
and criticisms, especially about the newly expanded forms of segregated
hospital YDUs. By March 1973 Alf Morris supported these criticisms
being made by disabled people. (P. Hunt, 1973a; Appendix 46)

At this point it seems that campaigning to influence the Government for
independent living was focused on challenging their policy unit called the
Centre on Environment for the Handicapped, CEH. (Appendix 48)

From personal memory, lan Stanton, working at the Greater Manchester
Coalition of Disabled People and its magazine editor, later parodied this
policy unit as: “CEH - Cementing the Exclusion of the Handicapped”.

Jean Symons (1974) concluded that 'so far as chronic sick units are
concerned, in their present concept no more should be designed'. (cited
in Nichols, 1978, p445), and this from the King’'s Fund:

“When the disabled themselves are consulted it becomes clear that
their main desire is to have the opportunity to choose their own
home. The majority want to live in a street, near shops, churches,
pubs and people. They want a single or a double room, they want
to be surrounded by their own things, to mix as they want and to
have freedom of choice of their daily living activities.” — source:
King’s Fund, report: (Kings Fund, 1975; cited in Nichols, 1978).

It is worth noting that Nichols, writing these accounts in 1978, was
working at the Mary Marlborough Lodge in Oxford, and his other points
of reference include The New Poor (1973) a book part-written by Paul
Hunt.
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Becoming the NCCSD, then closing

“The Campaign subsists entirely on the moral support and financial
backing of the Labour Movement without which it cannot continue
its work. Apart from proposing development in Labour Party Policy
by Conference decisions over the last eight years, and playing a
material role in the support of Alf Morris’ Bill, it is now working to
secure full and wider implementation of provision for the sick and
disabled than the Bill foresaw, and to give it proper Government
and Party backing in line with the sentiments expressed at
Blackpool last October.”

(1973, 10 January, extract from correspondence, Mike Gerrard
to London Co-operative Society Political Committee, held at LHA)

It is fair to say that during the six-month period from December 1969 to
May 1970, the NCYCS had thrown everything they had into the ring to
support Alf Morris. And they also had thrown in a few things they didn't
have, going overdrawn at the bank without permission and building up
debts with printing firms who were pumping out their leaflets.

The NCYCS also employed Pamela La Fane’s PA during 1970 with
some extra hours to do clerical work for them during this intense period.
This arrangement ended in 1971 when the PA had to return to Australia
because her visa expired.

These debts were not attended to during 1971. The political focus of the
National Campaign was on trying to force local authorities to implement
the CSDPA to the maximum extent, at a time when the Conservative
central government was issuing guidance on how to minimise its
iImplementation, and when even more restrictive semi-official plans were
in circulation.

National Campaign for the Chronic Sick and Disabled

With the success of the passing of the CSDPA in 1970 it seems that the
phrase of "young chronic sick" was finally becoming old fashioned; a
reminder of the old practices the new law was set out to change.

So, as a consequence of helping create this change in policy, the
NCYCS changed its name to become the National Campaign of the
Chronic Sick and Disabled, the NCCSD. This seems to have happened
sometime between May 1970 (Appendix 37) and summer 1971

(Appendices 39, 40).
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In 1971 the new name was confirmed in a speech at the Labour Party’s
annual autumn conference. Graham Towers started his speech with
these opening remarks:

“The movement, which started with a committee in the Chelsea
Labour Party, went on to become the National Campaign for the
Chronic Sick and Disabled and culminated with the passage of Alf
Morris’s Chronic (sic) Sick and Disabled Persons Act, represents a
great triumph and it is a credit to the power of a private Member in
Parliament”. (Graham Towers, Chelsea CLP, Labour Party
Conference Report 1971, p291).

Mike Gerrard was the Eastern regional secretary of the NCYCS, a
position he took after moving with his wife Heather out of London in the
1960s to live near Harlow in Essex. Whether they were living in the
Chelsea CLP constituency at the time isn't known. In Essex he was a
locally elected councillor and was the Prospective Parliamentary
Candidate in a general election, possibly in 1974.

In the political archives Mike Gerrard is generally better known for having
been a long-standing member of the national executive committee of the
Anti-Apartheid Movement from the early 1960s, and he described a high
point in a later interview (Transcript, AAM archive, 2000) when he
chaired an AAM large rally ("a meeting" in his modest words) in Trafalgar
Square.
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Now this Not this

ALF MORRIS'S
CHRONICALLY SICK AND
DISABLED PERSONS ACT

Analysed for you by
DAVID WEITZMAN, Q.C., M.P.

with a Foreword by
Rt. Hon. HAROLD WILSON, O.B.E., M.P.

Introduction by ALF MORRIS, M.P.

Price 1s 6d (post free)

The Labour History Archive (LHA) in Manchester contains a box of
catalogued files from the NCYCS / NCCSD, almost all from 1970 to
1974. Most of these papers are copies of correspondence from Mike
Gerrard, and as he explains at one point, he has effectively taken on the
administration of the National Campaign after Marsh Dickson had
become increasingly impaired with spinal issues.
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NEEDS BEFORE

MEANS

An exposition of the underlying purposes of the

CHRONICALLY SICK AND DISABLED PERSONS ACT 1970

By Alf Morris, M.P.

] PRICE 10p

Looking at the accounts book of the National Campaign for this period,
particularly intriguing is the entry for "booklet sales" dated 20 April 1972,
and this might relate to the booklet, Needs Before Means (Morris and
Dickson 1971) published by the Co-operative Union for the Co-operative
party; or possibly the booklet about the CSDPA published by NCYCS /
NCCSD and written by David Weitzman QC MP as a lawyer (Weitzman,
1970; Morris and Dickson 1971 p9).

There are also entries in the accounts where some of the committee
members are loaning the campaign their own funds in order to pay a bill
on time, notably in 1972.

From these papers held at the LHA it can be seen that by 1972 the
National Campaign has decided informally to wind up. Even so, they still
went the annual Labour Party conference that autumn and got involved
for the last time in changing policy as part of composite 42 (a motion
composited from various similar proposals). (Appendix I)
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L-R: Mike Gerrard, Marsh Dickson, Ben Hazelwood (a local head
teacher), David Sharp (Council Chairman, Harlow Council)
Credit: Harlow Gazette, 12 January 1973.

The need to raise some funds to pay off the debts was now fully
appreciated, and Mike Gerrard gained the approvals of the FA (Football
Association) and the local council, giving him a gambling licence to run a
fundraising lottery based on picking which team will win the FA Cup Final
in 1973. He had the lottery tickets printed (he had to pay the printers in
cash) and they were posted to CLPs around Britain.

The fundraising was a mixed success - as a project it lost funds, costing
£91 more than it raised, but it helped attract £131 in new subscriptions
that year so there was a net surplus. But not enough to cover all the
debts, so Mike Gerrard then wrote to the head office of the Co-operative
Party asking for funds. They declined, but suggested instead that they
would publish an appeal in their next edition of Co-operative News dated
31 August 1973. This worked well, and by 28 November 1973 this
appeal had generated £124, enough to clear the debts.

At the end of 1973 the campaign has a small surplus - £9.34p.

A difference towards the end of the accounts book is that these pages
have a formality not found in the earlier pages for the earlier years. This
new formality includes having a balance sheet for the year and coloured
pen ticks and comments typically made during a formal financial audit,
which was probably a requirement of a formal closure process under
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Labour and Co-operative party rules. All was in order, and now more
methodical.

Around 11 March 1974 Alf Morris is announced as the world's first
government minister for disabled people in the newly elected Labour
government. Mike Gerrard had written to the prime minister Harold
Wilson on 9 March 1974 suggesting the widest remit possible for Alf
Morris, with Wilson's thanks in return dated 20 March 1974.

Not by coincidence, on 16 March 1974 the executive committee of the
campaign meets for the last time and winds up the organisation with a
cash surplus of £9.39p. They issue a "Terminal Newsletter" dated April
1974. (Appendix 49)

The now-named NCCSD had always been small by comparison with
campaigns such as DIG, and so it closed in 1974 predominantly for
internal reasons. UPIAS was now a rising campaign, more radical, and
strictly under the control of disabled people.

But even if NCCSD had been able to continue and thrive it would have
found itself being openly criticised by a new generation of disabled
campaigners for being too focussed on parliament and not enough on
the disabled people’s movement. For example, Vic Finkelstein said this
later about similar campaigns:

“we had very firmly shifted the focus of our activities from
parliamentary pressure group politics, so favoured by the
Disablement Income Group (DIG) and the Disability Alliance (DA),
onto grass roots work within the disabled community” (Finkelstein,
1996a)

Finkelstein also criticised these parliamentary campaigns for, as he saw
it, squandering the opportunities given with their large numbers of
supporters instead of mobilising them for the needs of the movement.

“In November 1972 the Disablement Income Group handed the
Labour MP Jack Ashley a petition signed by 258,404 people
demanding a ‘disability’ pension as of right for all disabled people.
Within a few years of this impressive achievement this leading
organisation of disabled people played no further role in the
development of our movement. DIG had allowed its single-issue
campaign for legislation to become its top priority and paid the
price for neglecting its grass roots membership.” (Finkelstein,
1996b) (emphasis in original)
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To be fair, not everyone who signs a petition will be willing to give up
their spare time and skills for many years ahead for the movement.

But the point remains, that NCYCS / NCCSD by its nature was more of a
1960s campaign model, and it passed to others in the 1970s to start new
campaigns which were less top-down and less concerned with
influencing parliament and political parties.

Curiously by the 1990s the pendulum had swung back again, with the
lobbying of parliament and political parties by disabled people’s
organisations for new legal rights to protect disabled people against
unfair discrimination. And the tensions between the top-down (Rights
Now, etc) and the grass roots (DAN, etc) emerged again.

Legacy, but funding dries up

The first tragedy of the CSDPA was that the increase in funding
coincided with a new Conservative government, so much of the new
money went on building shiny new YDUs for health authorities across
the country.

The CSDPA had created large changes in policy and provision with more
powers and duties being given to local authorities and their new social
services departments. But while the Act had been taken away powers
from hospitals to support independent living, it had been alongside an
increase in hospital funding.

The second tragedy as that on the later return of a Labour Government
(1974-1979) there was soon a profound setback to implementing the
CSDPA when Anthony Crosland in 1975 as a minister makes a key
speech to tell local authorities that spending cuts were coming. His
words became the headline, "the party's over". (speech made at
Manchester Town Hall, 9 May 1975).

June Maelzer

June was a wheelchair user living in Manchester after having graduated
with a psychology degree from the University of Manchester in the early
1970s. She was interviewed by Gita Conn for The Guardian, mostly
about her struggles to find a job as a social worker, and in this article she
explained her parallel struggles to live independently.

" 'No one's ever told them to bugger off and keep their homes,' she
said with a touch of pride as she described her protracted struggles
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with officialdom to assert her right to live in a flat of her own. Before
beginning her studies in Manchester, she was offered a place in
'this lovely home' and, when she campaigned for a place of her
own, was told that it could only be considered once she had found
a suitable flat and someone to help her. 'The whole thing was a
vicious circle. Obviously | couldn't get a flat or hire an au pair until |
had the money - and they wouldn't give me the money until | had
found them. The circle could not be broken.

One day | thought, "Sod the lot of them" and | went out and got a
flat and finally got a loan from the bank which | paid back when my
grant came through.’

A breakdown in domestic arrangements forced June into a home
for her final year. Between au pairs, student friends had looked
after her on a three-day rota basis, an arrangement that that in
spite of the good intentions, simply couldn't work satisfactorily for
long. Much to her delight, she is back now in her flat in of her own
in Chorlton near Manchester.” (Conn 1973)

Shortly after this interview was published Paul Hunt wrote a letter to
June Maelzer dated 17 March 1973. He enclosed a copy of the first
Circular of UPIAS, the Union of the Physically Impaired Against
Segregation, saying,

"l have been meaning to write to you since reading your Guardian
interview ... [and] | should be very interested to have your
responses to our [UPIAS] proposals - particularly in view of your
determination not to be put away in a home. ... However, what
made me finally get down to writing was seeing that you are to give
the final paper in a forthcoming Spastics Society Oxford
Conference on integration." (P. Hunt, 1973, Judy and Paul Hunt
Collection)

June Maelzer managed to continue to live independently in a flat in
Manchester into the 1980s. Her ad-hoc use of PAs was a mixture of
young people from the Community Service Volunteers (CSV)
organisation, mostly living-in, and payments from the social services
department of Manchester City Council (MCC) sent to her via the lrwell
Valley Housing Association (IVHA), based in Salford.

At the time local authorities were forbidden by law from making direct
payments to disabled people for their independent living costs such as
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the wages of PAs. However, housing associations were not limited by
law in the same way, so MCC and IVHA put together a 'housing scheme'
which was in effect just about June Maelzer. MCC could fund a housing
scheme and IVHA could fund a disabled person. Peter Norman was the
director of IVHA at the time and he was fully engaged and supportive of
the arrangement, including attending meetings of the Greater
Manchester Housing and Disability Group which was one of the feeder
groups into the creation of the Greater Manchester Coalition of Disabled
People.

From personal discussions with the then-director of social services in
Manchester, June Maelzer apparently inadvertently caused a change in
the financial regulations for all local authorities in England. Probably
sometimes in the early 1990s she moved home from Manchester to live
in the south west of England. The problem was to ensure the continuity
of payments for the wages of her PAs. MCC proposed to continue to pay
her for up to six months to give time for the social services department in
her new area to get a replacement arrangement up and running. But the
county treasurer who was in charge of all the funds in the 'new' council
objected to the idea of paying June Maelzer for her PAs' wages. So there
was a bit of a stand-off, but she still had allies in Manchester including
working for MCC, so they arranged for national guidance to be issued to
all council to the effect that such direct payments, properly assessed,
were a legitimate expense for any council.

1980s

The core of this research is 1964 to 1974, however some press articles
and professional recollection from the 1980s show — despite disabled
people’s campaigns such as Project 81 and Grove Road — just how slow
or even absent was the progress being made by statutory services to
create independent living opportunities for disabled people — community
care as it was known then.

Some examples follow.

126



The Young Victims who are Trapped for Life
Nicola Barry

The provision of care for the young chronic sick in
Scotland falls a long way short of what it should
be. Nicola Barry reports that good intentions
abound but delay in taking action prolongs
suffering.

... Eddie lives in Cowglen Hospital in Glasgow
with 50 other physically handicapped people. ...
their daily routine is limited to getting up, having
meals and sitting around. They have few
possessions, usually neither family nor friends -
certainly no real relationships to speak of. Every
minute of their lives is planned. Days, months,
years pass by and there they sit, slumped forward
in wheelchairs, imprisoned in a kind of morgue for
the living. ...

About 1,000 young disabled adults live in
hospitals in Scotland because adequate
community facilities do not exist elsewhere for
them. A Scottish Office report on the young
physically disabled, produced in 1987 and still
unpublished, has come into the hands of
Observer Scotland. ...

[In Glasgow] as many as 100 of the 200 in-
patients could have moved out of the young
chronic sick units. ...

The Observer, 12 March 1989
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The following is a first-hand account from
a social worker in the north of England:

“In 1983 | got a job at a newly built residential home. It had been built
with joint funding from the Health and Social Services. | was working
as a residential social worker and had specific responsibility for one of
five units. We were approached to take a woman in her 50s who'd had
a severe stroke. Initially we all said no that it wasn't appropriate for a
woman her age to be in a home for elderly people. We then
discovered she was living in a long stay geriatric ward. We decided
that the unit would therefore be for people over the age of 50.

Sadly even in the 1980s we were still finding a number of people in
their 50s and early 60s who had found themselves stuck on long stay
geriatric wards.

It worries me even today that whilst young disabled people may no
longer be on long stay geriatric wards they are often still
institutionalised in nursing homes.”

(source: private email, 1 February 2022)
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Criticisms and Conclusions

One of the frequent criticisms of the CSDP Act made in the early 21st
century is that it legislated for "non-enforceable” rights. But this rather
misses the point.

The CSDP Bill was ‘watered down’ as its various drafts worked their way
through Parliament. For example, an early draft proposal concerning
YCS disabled people was that Parliament would have to vote each time
if the authorities planned to keep any named disabled person on a
hospital geriatric ward for more than three months. The rights were given
to Parliament, not to the disabled person.

The whole premise as the time, as clearly shown by the National
Campaign for the YCS, was the political strategy and belief that change
was led by the party. The ruling party would then instruct parliament.
And in turn parliament would instruct the government. And the
government would instruct the health authorities and local authorities via
their respective ministries.

Some might call this a Leninist approach, and patriarchal too, a top-down
view of political change, where the party has dominance over all. The
idea of individual disabled people having to enforce their own rights
would be seen as clearly non-collective, unsocialist and individualistic,
maybe these days what would be described as neoliberal. But working
top-down was a reasonable position to take - only 18 years earlier this
same approach had created the NHS in Britain, so why shouldn't it also
work to reform the NHS when instructed by a group of disabled people
and allies?

The fact that ministers in the Labour government in the 1960s
consistently and openly refused to listen both to parliament and to the
party on the needs of disabled people was a bitter lesson for the National
Campaign for the YCS.

*k*%k

The dysfunctional relationship between health and social care systems
and delivery is not new. It was already identified by DIG and by the
Guthrie Working Party, where health authorities and local authorities
were called on to work closer together (Guthrie and others, 1968, p31-
32). Institutional initiatives followed in later years, such as Joint Finance,
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which was a shared budget which both types of authority could influence
but neither had absolute control. But perhaps this research shows as a
stark example that institutional changes will not work if the pre-existing
culture remains untouched. For examples, for some years now GPs and
hospitals are both theoretically managed within the same authority and
budget, but to assume that has resolves the tensions between
community-based and hospital-based health care would be unwise.

The inability of the National Campaign nor DIG nor later campaigns by
disabled people, to change the underlying culture of tension, sometimes
dysfunction and at worst contempt, between health and social care is
maybe an ask too big to make of a 1960s unstaffed and unfunded
campaign by disabled people and their allies. But equally it was an
objective they set for themselves, so it is fair to measure how far they
succeeded with it, or not.

*k*%k

The terminology used within the National Campaign publications
uncritically repeats the descriptions of disabled people which today
would be judged as inappropriate and in some cases highly offensive.
The terms were used without comment, so we cannot be sure whether it
was a passive act of uncritically using the health sector terms of the time,
or an active act of speaking their language back at them - speaking to
the enemy in their own language, as it were.

But harder to process and understand is the division of disabled people
at the start of the campaign into those worthy of independent living, and
those "who on medical grounds must be institutionalised.” (Appendices
B, C). This includes learning disabled people and people with mental
health experiences such as extreme distress. There is no explicit sense
of pan-impairment solidarity from NCYCS until 1972. Although the first
coalition of disabled people in Britain isn't created until 16 years later; or
UPIAS from 1972 if you can accept it as being pan-impairment in its
values, there were other campaigns in the 1960s for the desegregation
of learning disabled people and of people in mental health confined in
long-term institutions.

*k*%k

Although it is a major development with the invention of the new role of
medical home helps / personal assistants, these are firmly seen both by
the National Campaign and by DIG as only being employed by the state,
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and under control of the professional governing bodies in matters such
as training and supervision (Appendices 10 and 26). The idea of
disabled people employing their own PAs while using state funds seems
to be unthinkable at the time. One conclusion that can be argued from
this research is that, while the NCYCS was campaigning for independent
living, its contribution was a policy to create the medical model of PAs;
and that it was only later in the 1980s that the social model of PAs and
explicit autonomy came into being. Nevertheless, as a development in
social care policy and delivery, it remains a highly significant milestone
on that road to independent living.

*k*k
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2020s

In my view, perhaps the most timely conclusion from this 1960s research
for the 2020s is to recognise the durability of a streak of cold
indifference running through the heart of Westminster and Whitehall to
the intolerable livings conditions of many disabled people in Britain.

The overused feel-good publicity from the 2012 Paralympics in London
doesn't reduce the extra hardships and deaths faced by working age
disabled people in the 2010-onward years of austerity. The 57,550
calculated excess deaths caused by the first four years of the politics of
austerity barely registered a public comment and certainly attracted no
shame nor apologies. (Martin and others, 2021).

Similarly there has been no reckoning for the many thousands of excess
deaths of disabled people caused by the political and organisational
mismanagement of the Covid pandemic, with (at the time of writing) the
Public Inquiry starting to take public evidence. So far we know:

“Between 24 January and 20 November 2020 in England, the risk of
death involving the coronavirus (COVID-19) was 3.1 times greater for
more-disabled men and 1.9 times greater for less-disabled men,
compared with non-disabled men; among women, the risk of death
was 3.5 times greater for more-disabled women and 2.0 times
greater for less-disabled women, compared with non-disabled
women.” (ONS, 11 Feb 2021)

“more-disabled” and “less-disabled” relates to the flawed

definitions currently used in the UK Census.

and

“The death rate for people aged 18 to 34 with learning disabilities
was 30 times higher than the rate in the same age group without
disabilities, researchers found.” (Public Health England, 2020) —
https://www.gov.uk/government/news/people-with-learning-
disabilities-had-higher-death-rate-from-covid-19

The role of ‘supported housing’ in increasing the rate of covid infections
and deaths of learning disabled people is still to be fully understood, with
a question of what better outcomes might have happened if independent
living principles had been more widely applied before 2020.

Truly, if we do not learn from our political past then we are condemned to
repeat it
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Further research

There are a number of substantial books on the histories of disabled
people in Britain, including the works of Judy Hunt, Anne Borsay, Jane
Campbell, Colin Barnes and Mike Oliver. Their research has been of
substantial assistance in this work on the NCYCS; however it must be
noted for completeness that none of these 'canonical’ works mention the
NCYCS. (Full disclosure: | copy-edited and published the book, No
Limits by Judy Hunt.)

| think it is worth speculating on why the NCYCS has 'slipped under the
radar' of research to date, if only to try to fill in some of the gaps next
time.

| think some major factors that might help in understanding this gap
might be:

(1) NCYCS was in its legal essence a committee within the Labour Party.
Somehow this places it in the province of political studies, potentially
obscured from the view of disability studies. A phrase that jumped off
the page for me in this regard was recorded by Judy Hunt, which |
see also as being a comment on the role of political parties as seen
by some campaigners:

“As | recalled in notes | made at the DIG AGM in 1973, the refrain
of ‘DIG is non-political’ was an indicator of the attempts being
made, at that time, to maintain some control over the rise in
militancy in DIG.” (J. Hunt 2019, p62, emphasis added)

(2) In campaigning and social policy, it can be a mistake for
organisations to only see politicians as objects without agency, as
people to be lobbied, in that they are empty of their own ideas and
motivations. For want of a better phrase, the ‘feedback loop' from
politicians back into social campaigns isn't always understood. The
low esteem that the general public holds of its politicians maybe
inhibits us in challenging this gap in thinking.

(3) History isn't only written by the victors, it is also shaped by what can
be found in the literature from earlier times. The fact that NCYCS was
hardly documented at the time has made it much harder now for
researchers doing a literature survey to discover its existence and
take its work into account. The purpose of providing so many
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appendices to this research is an attempt to help improve the find-
ability of the National Campaign for academic studies.

(4) In terms of the history of independent living campaigns, the resources

of the big charities that were running residential institutions, "Homes",
appear to have given them a louder voice. Thus much research
focuses on Cheshire Homes and on the Spastics Society (as was,
now Scope). To be fair, in historical accounts of the 1970s there are
references to other initiatives in independent living such as the
Crossroads scheme and the Grove Road project, and for the 1980s
the growth of Centres for Independent Living (CILs) and initiatives
such as Project 81. But accounts of independent living campaigns in
the 1960s currently focus on residential institutions, income benefits,
and adapted motor vehicles. The various direct escapes achieved by
disabled people from hospital wards to live independently in the
community don't currently get a profile as political acts of defiance.
None of this is to detract from the excellent developmental work done
in the 1950s and 1960s, especially by residents at Le Court; this is
just to add more campaigning details alongside it.

(5) Some histories seem to rely too much on what the law says should

be happening, and maybe a bit too little on the lived experiences
recorded at the time. In particular, most formal histories of disabled
people tell us that workhouses ended with the birth of the welfare
state in the 1940s. But really, just because some Act of Parliament
says so? Well, yes. The writings here are in disabled people's own
words on what many geriatric wards were like to live in, and tell us
about their lived experiences with the continued use of these
workhouse buildings and their cultures, albeit with a new NHS sign
on the front door. Surely at least some workhouses must be thought
of as, in effect, still existing in the 1960s if not later, no matter what
the law said.

| offer these points with humility and trepidation, but | do think that these

considerations need to be part of the reflective approach by which
research self-corrects and progresses.

* * %

This is a history of NCYCS. For me it suggests that a comprehensive

history of independent living campaigns and practices in the UK needs to

be investigated in detail and preserved too.
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1st edition, 2020

Title: Alf Morris MP and the campaigning by disabled people that
led to the 1970 CSDPA (ISBN 978 191 314 8119)

| am indebted to Maggie Davis for our many conversations, and
especially in this research for her recollections of Joan Dawe, Pamela La
Fane, Margaret Wymer and Jack Wymer, all disabled people fighting to
create their own independent living in the 1960s with minimal legal rights
and incomes. Maggie Davis, and Ken Davis, were younger disabled
people learning from these older campaigners.

All but Joan Dawe wrote books about their struggles, and these have
been the essential bedrock in this research. Other disabled people were
also writing in the 1960s, notably Paul Hunt with Stigma, 1966, which he
edited; and the numerous disability magazines such as Responaut,
Magic Carpet, and Cheshire Smile, which while not being radical they
provided a means for isolated disabled people to share ideas and
connections. There was a fantastic amount of interest in “gadgets”,
home-made devices to help disabled people live independently.

We know from Pamela La Fane that NCYCS had a committee, and that
she, Marsh Dickson and probably Dorothy Dickson were members. And
we know NCYCS had close links to the Chelsea Labour Party.
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APPENDICES

A - Co-operative Women’s Guild,
Annual Report, 1965

o orf Congress held in
Cleethorpes, May 1965

ANNUAL _
Resolution:

REPORT Hospital Accommodation for
1965 the Chronic Sick

“This Congress is of the opinion
that more Hospital
accommodation should be
reserved for the chronically sick
patients, and asks that Hospital
Authorities cease to transfer
such patients to Hospitals and
Nursing Homes outside of their
home town. Great hardship is
imposed on elderly parents
visiting such patients.”

PIONEER HOUSE, 348, GRAY'S INN ROAD,
LONDON, W.C.1.

Annual Report: Disabled Housewives

The Congress resolution calling for pensions for disabled housewives
was followed up with the Government. In addition support was given to
the Disablement Income Group.
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B - Labour Party Conference, 29
September 1965

Labour Party Conference Motion 93, Blackpool 1965

This Conference urges the Government to remedy the plight of the
young chronic sick by:

a) enrolling and training special medical home helps;

b) making mandatory and extending services provided by local
authorities;

c) paying relatives undertaking the care of the patient at home;

d) establishing more Young Chronic Sick units near patients'
homes and abolishing the present practice of confining the
young chronic sick in geriatric wards with the senile.

Passed unanimously.

Mrs. Dorothy Young (Chelsea C.L.P.) moved resolution No. 93:

| am very conscious of the great responsibility which is mine to speak on
behalf of the young chronic sick. The young chronic sick includes
youngsters suffering from Duchenne dystrophy who will probably die by
the time they are 20; multiple sclerosis patients struck down sometimes
at a very early age to become utterly dependent on others; there are
those, more often in middle age, so crippled by rheumatoid arthritis they
can no longer manage on their own; there are polio victims, victims of
accidents and many others.

Voluntary societies do their best to alleviate the suffering under present
conditions. Our attitude as Socialists is necessarily quite different. Our
job is to see that these conditions are changed so that these unfortunate
people shall lead the fullest possible lives.

The home is the basis of human society and human happiness. This is

particularly so for the chronically ill whose one consolation is the love

and affection and comfort that only their own homes can provide. | could

talk for a long time of the harrowing experiences | have had in seeing the

young chronic sick in geriatric wards with the senile as their companions.
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| have been to homes for the chronic sick and seen for myself the
struggle they have to provide adequate equipment and always the same
story of the long waiting lists because families are unable to cope for lack
of funds and lack of trained medical help.

To realise the horrors of the many geriatric wards they must be seen to
be believed | have seen them myself: the look of utter hopelessness on
the faces of the aged packed like sardines in a tin, except it is a ward
with two long rows of beds with barely space for a chair between the
beds. In these wards our young chronic sick spend not only days, weeks,
but years of their lifetime. | have seen young chronic sick patients that
have been in geriatric wards for more than 20 years.

The brochure which the Chelsea Labour Party has produced and given
to you today will give you facts and figures which must convince you that
our young chronic sick are sadly neglected. | am quite sure a Labour
Government—a Socialist Government—with the support and
encouragement of the people will give to our young chronic sick a sense
of being wanted and a sense of security. If we cannot restore their health
the least we can do is to brighten their lives to the best of our ability.

It is most significant that as the age groups rise the number in geriatric
wards rise sharply. This is partly due to the cumulative effect. Can you
imagine what it would be like for a son of yours to enter a geriatric ward
in his late teens surrounded by the aged. The years go by for him until
finally losing all hope he either dies of unhappiness or in self-defence
withdraws from life into empty existence.

Then there are the multiple sclerosis patients: for instance, the young
woman with small children because of the lack of the right facilities would
not be able to cope at home. Unless the husband is really well off he
cannot afford the something like £15 a week which it costs to have
trained adequate help while he earns the family living. Then, of course,
she loses the loving environment of her own home and she is forced into
an institution with long hours of emptiness between visits and only too
often she loses the home she has built and the children—

The Chairman: | am awfully sorry, you have had more than one
minute over your time already. | see you have a lot still to deliver,
but if you wind it up very quickly we shall be obliged.
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Mrs. Young: All right. Should our young chronic sick be considered as
equal citizens and be enabled to live as full a life as possible or should
they be put away where they cannot disturb us with their uncomfortable
reminder of the reality of disease and suffering? Can | remind you, it
could be someone we love or maybe ourselves? | ask you in the names
of our humanity and all that our Party stands for to vote for this
resolution.

Mr. Leslie Massey: (Kensington South C.L.P.)

[Speaking to second the motion]

The young chronic sick can be divided into three categories: those who
on medical grounds must be institutionalised - and | make no bones
about using this unpleasant word, it has an unpleasant meaning; a much
larger group who under present conditions have to be institutionalised
because the problems such as incontinence are too much for the
families to cope with, because they have to be left alone between visits
of home helps and district nurses whilst their spouse, parent or child
earns the family living and also because of the unrelieved strain on those
caring for them when it just becomes intolerable; and of course, there
are those who are being cared for in their own homes.

The purpose of this motion is to keep the patient in his or her home for
as long as possible until it is absolutely necessary on medical grounds
for the patient to go into an institution.

Now how can we keep them in their homes? | think there are four basic
ways in which this can be done. First of all, there is the provision of a
special medical home help who could care for the patient and home
whilst the husband or wife or parent or child earns the family living.
Present-day home helps have not the training or time to carry out these
duties and district nurses (already overworked) have a purely nursing
function. Such personnel must be at home in the family environment and
a short period of training in a hospital in wards where young chronic sick
are admitted would be necessary. They would further be ideally suited to
train and relieve relatives caring for patients and proportional charges
according to family income could be made for this service.

There is also a lack of a mobile physiotherapy service which often results

in patients having to leave their homes for an institution earlier than
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necessary. We would ask the Government to investigate the present
deployment of available physiotherapists and give a pledge that as soon
as possible the provision of a mobile physiotherapy service shall be
available physiotherapists and give a pledge that as soon as possible the
provision of a mobile physiotherapy service shall become part of the
National Health Service.

The next point we would put is that payment of the relative or friend
caring for the patient should be investigated. This is to the advantage of
the National Health Service in the freeing of hospital beds and to the
patient and to the family and a great advantage of this scheme would be
the consequential decrease in the number of special medical home helps
required.

Finally, a periodic admission to a suitable convalescent home or young
chronic sick unit to allow the family a regular holiday. This is done in
certain places but should become general practice.

Now what do we want for the state where the patient has to be
institutionalised? We want more young chronic sick units to be
established to abolish the confinement of young chronic sick patients to
wards with the senile and the dying. There are some patients in London
who have lived in such wards for more than 30 years and | think this is
quite disgraceful. Throughout England and Wales there are only 664
beds in young chronic sick units or such special institutions and we think
this should be increased. The Regional Hospital Boards in East Anglia,
Manchester and Liverpool make no special provision whatsoever for the
young chronic sick. In consequence 140 patients between the ages of 16
and 35 lie in geriatric wards; 920 patients between 36 and 50 lie in these
wards; and well over 2,000 between 51 and 60 lie in these wards.

Now we are very grateful to Mr. Arthur Blenkinsop [MP] for getting these
figures. All the figures that we base our requirements on have been
gleaned from Hansard and these figures were got from Parliamentary
guestions.

| would also like finally to say to those members of this Conference who
serve in any capacity in welfare or health committees that they should
really look into this situation in their own local districts and if you can give
us the support today to try and press the Government to do something
on a national scale and if you can look at your own situation back at
home we shall be indeed very grateful.
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C - Labour Party Conference 1966

Labour Party Conference, Motion 141, Brighton 1966
“This Conference urges the Minister of Housing and Local Government:

(a) To require local authorities to provide statistics of registered and
unregistered young chronic sick in their jurisdiction according to the
age grouping used by the Minister of Health as a distinct section of
their disablement register;

(b) to make mandatory the provision of day centres and adequate help in
the home other than 'home helps' to ensure that the chronically ill
shall not be institutionalised unless this is medically inevitable;

(c) to make mandatory on local authorities the provision of adequate
housing based on the statistics in section (a) above.”

This motion was not debated, but the following speech was heard:

Mrs. P. Sears (Chelsea C.L.P.):

Comrade Chairman, Comrades, | was very pleased to hear the last
speaker talking about a register for old-age pensioners for local
authorities. We are asking for a register of the disabled and the chronic
sick; we have asked for this in our resolution which is not going to be
called and so | have come up here to tell you what has happened to our
Resolution of last year. This was passed by Conference and nothing has
been done, it was passed by the Labour Women's Conference and
nothing has been done, and this is partly because we do not have the
figures and people do not understand what the problem is.

I hope you have all had this leaflet which | have been passing round. On
the back of it you will see what an enlightened council can do; they have
found out the figures and having found out the figures they have done
something. They have put forward their programme for disabled people's
houses five years (sic). This is the sort of thing we want done, and it will
not be done until councils know what is happening.

We are told that the Minister of Housing and Local Government is going
to give extra money to councils; | would ask Tony Greenwood, if he gives
this money, to make sure their permissive powers — the way they can
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help disabled people — are no longer permissive but mandatory. This is
what we are asking for, and | would ask all of you here to go back home
to your constituencies and do something about it.

Many of you are councillors, | have spoken to some of you, but how
many of you know what the problem is in your area? | was a county
councillor and, quite frankly, I did not know about this when | was. | am
ashamed to admit it, but admit it | do. | hope you will admit it and go back
home and do something about it.

We want all of you to help, we have heard on the television, "What use is
Conference? Can Conference influence the Labour Government?” Well,
Conference can certainly influence your local government on this,
because a great many of you are representatives on your local
government. Local government elections are coming along, these poor
people fall between two stools; part of their work is under the National
Health, part of it is under local government. That part of it that is under
local government, | want all of you to help in doing something about. This
Is Help the Disabled Week, you may have seen the charities are
organising things. These people do not want charity, they want hope,
they want faith in the Labour Movement, and above all they want justice
from you, Comrades, every one of you from the Ministers down to our
people who go out and knock up for the local councillors. Thank you.
(Applause.)
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D - Labour Party Conferences 1967

Conference Resolutions

Please mandate your delegates to vote on the following resolutions.

NATIONAL CONFERENCE OF LABOUR WOMEN

56 This Conference is deeply concerned at the plight of the Young
Chronic Sick who are often accommodated in geriatric wards and urges
the provision of adequate accommodation for the aged to relieve this
situation.

Norwich Labour Party

LONDON LABOUR PARTY CONFERENCE

53 This Conference urges the Government to require, and all Labour
Groups in the London area to press for, the publication and break-down
of statistics of the chronically sick and disabled between the ages of 16-
60 as done by the Borough of Lambeth, in order that action shall be
taken at local government level with-out which the chronic sick have little
hope of attaining the equality and social justice to which they are
entitled.

South Kensington Labour Party

EASTERN REGION LABOUR PARTY CONFERENCE

22 This Regional Conference notes with regret the wide variation in
treatment facilities for Young Chronic Sick patients within the Regional
Hospital Board Areas in the Eastern Region and in calling upon all
County, Borough, and District Councils and all Hospital Authorities to
work unremittingly towards an equalised high standard of Home and
Institutionalised Care, it urges also Parliamentary representation to seek
a firm policy directive from the Minister in pursuance of this information.

Epping Labour Party
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E - Co-operative Women'’s Guild,
Annual Report, 1968

Congress held in Southend, 1968

Resolution: Care for the Young Chronic Sick
“This Congress urges that:
(a) No young chronic sick patients shall be admitted to geriatric wards.

(b) When institutionalisation is inevitable for such people it shall be in
Young Sick Units.

(c) New adequate services and payments shall be introduced to enable
young chronic sick patients and chronically disabled persons to live in
the environment to which they are entitled — in their own home.”
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F - Labour Party Conference 1969

Labour Party Conference 1969, Brighton, Resolution 285:

On 3 October 1969 Mary Gray from Wycombe CLP was the main
speaker to the conference delegates on the NCYCS policy motion that
year, which stated:

Resolution 285: "This Conference call on the Government to
ensure that the chronically ill and disabled are made aware of all
their entittements both financial and physical, and to make
mandatory on local authorities those powers to help the chronically
il and disabled, which are presently permissive, ensuring the
necessary funds to make this possible. This Conference further
calls on the Government to abolish all distinctions between
different categories of the chronically ill and disabled with regard to
entittlements.”

In the main this resolution, or motion, was about the different levels of
income benefits paid to disabled people which depending on their
gender, and on how they acquired their impairment. Mary Gray gave the
following summary in her speech:

"For example, if a man falls from a ladder at work and permanently
injures his spine, he will, if lucky, be covered by industrial injuries
and the new invalidity and attendance payments. But if the same
man has the same injury while picking fruit in his garden, his
entitlement financially is much lower. If his wife should climb the
ladder and receive the same injury, she would be entitled to even
less, or indeed, nothing at all. Is this social justice? Is this to each
according to his need?"
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G - Co-operative Women'’s Guild,
Annual Report, 1970

Congress held in Scarborough, 1970

CO-OPERATIVE
WOMEN’'S GUILD

Resolution: Physically
Handicapped

“This Congress believes that
facilities for the mobile
physically disabled in public
and semi-public places are
inadequate and unnecessarily
restrict such persons in living
a life to the extent of which

m they are capable.

AN NUL REPORT We accordingly call upon the

1970 Government Departments
concerned with planning and
PERCAMON HOUSE, 348 GRAY’'S INN ROAD, ONON, 01 S |Oca| plannlng authorltles tO

refuse planning approval for
public buildings and other
places open to the mobile
physically disabled,
commensurate with their numbers within the community, when such
facilities are not provided.

It further calls upon the Guild to actively campaign for the provision of
facilities for the mobile physically handicapped.”

Annual Report: Help for the Disabled

In connection with the Bill presented by Mr Alfred Morris MP, an appeal
for help for the Young Chronic Sick was circulated and Branches are
urged to follow up the matter.

160



H - Labour Party Conference 1971

Labour Party Conference 1971, Brighton, Resolution 285:

“This Conference calls on the Parliamentary Labour Party and the
National Executive Committee to press for full implementation by
local authorities including ILEA [Inner London Education Authority]
of the Chronically Sick and Disabled Persons Act, of May, 1970
taking special note that the intention of Section 1, is to identify all
the chronically sick and disabled in local authorities areas; also that
the Association of Municipal Corporations circular completely and
deliberately misrepresents the intentions of Section 2 (h) in an
attempt to exclude the majority of those entitled to a telephone
under the Act." (Resolution carried.)

This motion was proposed by Betty Shuttlewood, Sudbury & Woodbridge
CLP, and seconded by Graham Towers, Chelsea CLP.

These two speakers talked delegates through the main provisions of the
Act, emphasising the need to make all its powers mandatory instead of
some being only permissive, and the need for delegates to take these
issues back to their councils for local funding from the rates (pre Council
Tax) and implementation in the face of hostility from the Conservative
national government.

Graham Towers was especially scathing about a circular [a briefing note]
that had been recently produced by the Association of Municipal
Corporations with the title, The Provision of Telephones for Disabled
People. He said:

“the criteria it lays down are vicious in the extreme ... so vicious ...
that ninety per cent of the chronically sick people would be barred
from receiving their rightful benefits. This local authorities circular
has no basis is law [and] must be ignored.” (Graham Towers,
Chelsea CLP, page 291, Conference Report).
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| - Labour Party Conference 1972

Labour Party Conference 1972, Blackpool, Composite 42:

"This Conference considers the problems of the physically and mentally
handicapped, and those of the aged, as major areas of concern for the
next Labour government, which must endeavour to bring those two
groups fully into the community, and end their present almost complete
isolation.

Accordingly, it demands that the next Labour government establish two
departments under separate junior ministers to deal with the old and the
handicapped with those powers to co-ordinate the activities of all other
ministries in those fields. Furthermore it demands that the National
Executive Committee immediately begin work along the following lines:

(i) That the research department at national and local level keep itself
informed of the way in which local authorities are implementing the
Chronically Sick and Disabled Persons Act, and other relevant
legislation and help co-ordinate the work of the Labour groups at a
regional and national level.

(i) That regional committees set up groups composed of socialist
specialists in the problem of the physically and mentally
handicapped to consider and recommend to local authorities and
national government the best ways of bringing the handicapped
into their rightful place in the community.

Conference calls on the National Executive Committee to include in its
next election programme a declaration that the next Labour Government
will:

(a) Introduce a broadly based national disability income for the blind
and other disabled persons;

(b) finance all aspects of the Chronically Sick and Disabled Persons
Act from the national purse and this can be met by part of the
proceeds of the nationalisation of financial institutions and the
private pension schemes, by arms cuts and wealth tax and by
increased National Insurance contribution from employers."
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1 — Lord Amulree, House of Lords
speech, 8 October 1946

Basil Mackenzie
Second Reading, NHS Bill

My Lords, this is the first time | have had the pleasure of addressing your
Lordships and | hope | may claim that indulgence which is always
afforded to speakers in that position. The first thing | am very pleased to
see in this Bill, and I think it will be a great improvement in the service, is
the clause dealing with the provision of regional hospital services.

The second point | want to make is in regard to the large body of the sick
who | think will benefit enormously from the transfer of the municipal
hospitals to the central authority. | am now referring to that sad and
melancholy collection of patients who are usually classed together under
the general term "chronic sick.” It is very hard to say what the number of
those patients will be, but, so far as | can make out, in 1944 there were
about 60,000 for the whole country, of which about 6,000 were in
London. | do not think there was anywhere near enough treatment for
them, because one has frequently heard tragic tales of people suffering
from one of the chronic incurable diseases who could not get treatment
at any hospital at all. There has been a tendency to say that these
people are old and not much can be done for them before they die. That
again is not at all true, because if you take the total figures of the chronic
sick you will find that at least 30 per cent. are under 65 and ten per cent.
are under 45. So you have a very mixed lot who are at present treated in
some of the smaller institutions in conditions which are really deplorable
and almost Dickensian. No attempt has been made to classify them. You
get young people in the same wards as [learning disabled people] and
[elderly] people suffering from senile dementia, and all kinds of people
are jumbled together with no attempt to treat them and they have no
examination before they go in.

There is generally one doctor on the staff who comes in occasionally, but
the patients are never given the benefit of an examination by anybody of
consultant or specialist standing and therefore no attempt can be made
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to treat them or to remedy their condition properly. It was thought that
their condition might improve when the Local Government Act of 1929
was passed, under which it was possible to transfer the Poor Law
infirmaries, where the bulk of these people are housed, from the Public
Assistance Committee to a committee of the local authorities. But that
did not quite work out as expected, because once that transfer took
place, as it did in a good number of towns with progressive authorities,
the medical attendants who were appointed to the staff of the new
hospital tried to turn the place into a general hospital, with the result that
the conditions of the chronic invalids was not made very much more
comfortable. That is quite understandable, because other cases are
much more interesting and one feels that one is doing much more good
if one is treating a number of patients for a very short-term disease.

The real trouble about these people is that once they went in there they
were admitted for life and there was very little or no chance at all of their
ever seeing the world again. There is one particular tale that | was told
by a friend of mine who was a doctor. About fifteen years ago he went
into practice in the country, and one of the places where he visited was
the local Poor Law infirmary. He was there for about a year and then
moved to somewhere else. About fifteen years passed and he went back
to the same part of the country on some other work. He called at the
infirmary, where he was pleased to find that the same master and the
same matron were there as well as several of the nurses. What really
horrified him, however, was to find that a large number of the same
patients who had been there when he had seen them fifteen years
before were still in the infirmary. They had never left the building. There
is another story which | was told. It did not happen to me personally. A
new doctor was appointed to one of them Public Assistance infirmaries.
He went there and was inquiring what was wrong with the various
patients when he came to one woman who looked youngish and seemed
quite well. He said: "Why is that person in bed?" and the nurse replied: "l
do not really know. | have been here five years and she has been in bed
all the time." Those two stories are typical of the general attitude of a
large number of people in this country.

For a very long time nobody thought there was very much you could do
about it; there was a kind of defeatist attitude that there they were and
there they lay. However, fairly recently one or two doctors have been put
in charge of the chronic sick wards at these institutions, and because

they were interested in seeing what they could do for the people there it
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has been found that a remarkable change can take place if a proper
approach is made. There is one big institution which | know not far from
London where they have got an extremely good medical officer in charge
of the chronic sick wards. She has been there now for about fifteen
years. When | went down to see her the other day she told me that about
60 per cent. of the patients who came into the chronic sick ward were
discharged and went into their own homes, or if they could not go to their
own homes they went to various hostels for old people, or somewhere
like that. | asked her "Can that be done by anybody or is there something
special or expensive about it?" She said "No; you have merely got to
realize that these patients are sick, and that it you have got a person
who is sick the first thing you have to do is to make him better and get
him up out of bed and walking about."

| do hope when we get this Bill passed and the hospitals are taken over,
that the chronic sick wards will become part of the big acute sick wards. |
do not think it will be possible to do it physically, because they are
generally separated and in different parts of the town, but that does not
seem to me to be of any great importance. It should be possible for the
chronic sick to get the same medical attention from the same staff which
the acute sick get who go to the voluntary hospitals. | think that no
persons should be admitted to a chronic sick ward without first passing
through an acute sick ward of a general hospital where they can be seen
by a consultant and specialist, a line of treatment can be worked out for
them, and they can continue to be seen by these doctors during the rest
of their stay. It will probably be the case, then they have been seen, that
they will have to be put into two categories, because | think there will be
those who can be cured as well as those who are going to be chronic
invalids and will probably stay in bed for the rest of their lives.

It is very important that accommodation should be prepared for them
where they can stay for six months, nine months or whatever it is. If you
have these rather unattractive old buildings, something can be done to
make them more cheerful and more comfortable for the people who have
to spend the rest of their days or long periods in them. A tremendous
amount can be done with colourful curtains, flowers and counterpanes. If
you go into the normal Public Assistance infirmary you will find it is a
most depressing place. The walls are usually painted brown and the
lights are wrong; as you lay in bed you have lights shining in your eyes
all the time. Simple things like those | have suggested will make a

tremendous difference to those places, and also to the nurses and the
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patients. | hope that will be one of the directions in which progress will be
made when this Bill comes in.

Arising out of that, there is another thing on which | should like to touch
briefly. Although | have said a certain number of these chronically sick
people are comparatively young, the bulk of them, naturally, are elderly.
You will get into a very difficult position if you try to separate your elderly
people into those who are healthy and those who are sick, having the
sick under one authority and the healthy under another. Both, | think,
should come under the medical authorities. When people grow old, there
is a very narrow borderline between sickness and health, and there has
got to be a simple, easy flow to and from the hospital, if they want to go
in for a few days and come back again to their homes. That is a thing
which can be done very simply and easily. It has been done. | have just
paid a visit to some of the Public Assistance buildings in France, and
there the central authority takes charge of all people who want any kind
of institutional treatment, whether they are sick or healthy. A certain
number of voluntary bodies in this country founded homes for old people,
and they all began with the idea that they were not going to have any
sick people in them; they were going to be purely for healthy old people.
In two of them which | came across quite recently that just did not work,
and | think they have realized that if you are going to have a collection of
old people living together you must have some kind of sick ward. If you
try to organize any kind of institution for old people and there is a sick
ward there, you are going to get a recurrence of the old Poor Law
infirmary, which is a thing we have been trying to get rid of for a long
time.
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2 - Audrey Davis, Interim Report,
Socialist Medical Association,
Chronic Sick and Aged, 1951

Socialist Medical Association [ 1],
86 Rochester Row, SW1

Chronic Sick and Aged Sub-Committee

Interim Report

PAST

Boards of Guardians, under the Poor Law Amendment Act of 1834, were
enabled to build workhouses and, in time, were forced to build Infirmary
blocks for the sick who were either transferred from the Homes or from
another hospital or from their own homes. All “destitute” had right of
admission through the Relieving Officer — “destitute” used in the broad
sense, not necessarily financial.

Appearance:

Built in the 19" Century — stone stairs with metal banisters, high narrow
treads. Walls of unplastered brick painted in two shades of green or
brown. Sanitary arrangements very inadequate. Day rooms unattractive
and so crowded as to make life a misery for the “inmates”.

Medical Aspect:

Clean bedding, plentiful but uninspiring meals. Standards of nursing
sometimes surprisingly high, although usually only senior staff were
trained nurses. Large institutions had Medical Superintendent and one or
two assistant medical officers. Smaller institutions often staffed by
overworked general practitioner and a matron. Wards contained ill-
assorted groups ranging from young adults or children to senile
dements. A few institutions had improved and resembled general
hospitals.

When these hospitals were surveyed at outbreak of war in 1939 (to find
which of them were able to take air-raid casualties) it was found that
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there was a large amount of unrelieved sickness. Excellent results were,
however, being obtained in one or two large municipal hospitals, notably
West Middlesex [ 2 ] at Isleworth where “chronic” sick were classified
and treated.

PRESENT

Since 1949 care of chronic sick has been responsibility of Regional
Hospital Boards and Boards of Governors of Teaching Hospitals (under
National Health Act). The major local authorities have been responsible
(under National Assistance Act) for those who are unable to live normal
lives. There is no statutory liaison between these two authorities and it is
not always easy to decide who is responsible for infirm persons who are
neither well nor ill.

National Assistance Act established 300 area officers. The officers will
call on the old people if required to do so, but the present service has
replaced one existing before where there were 1,500 Relieving Officers
operating a 24-hour service.

There are 50-60,000 beds for chronic sick patients in the country
(80/90% occupied by patients of 60/65 and over). 5,000 beds are empty
owing to shortage of nursing staff. Problem is therefore primarily one of
getting these empty beds into use rather than the provision of more new
beds.

Children are now not normally nursed in old peoples’ wards.

One of the greatest problems is the number of patients who are
occupying “chronic” beds for social and not for medical reasons, ie
because they cannot be looked after in their own homes or in old
peoples’ homes run by voluntary associations or local authorities. With
proper medical treatment, including occupational therapy and
physiotherapy, many of these patients, even those who have been
bedfast for a considerable period, can be restored to reasonable health.
The problem still remains, however, of their disposal when they are fit.

FUTURE
Suggestions made in Lord Amulree’s book: [ 3 ]

1. In chronic wards and in the old Infirmaries the senile dements should
be separated from the others and nursed in a separate ward.

2. Wards should be brightened up by painting in bright colours, dividing
up into smaller units, possibly by the use of cubicles, and the use of
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pictures on the walls and curtains at the windows. This action would
have beneficial effect on the health and certainly on the mental condition
of the patients.

3. Occupational therapy and physiotherapy to help patients’ mental
condition and to get as many of them as possible fit for a normal life and
thus cut down the average length of stay in the chronic wards. It is
important that these old people should feel of use and it is recommended
that they should be able to earn money by sale of articles made during
occupational therapy.

4. Chronic sick patients who will continue to need hospital treatment
should be nursed in "long-stay" annexes.

5. Home Hospital Service - Minister of Health promised that no
domiciliary service would be introduced but one or two British hospitals
are operating such a service. Patient remains under care of general
practitioner but under supervision of medical officer from hospital who
makes an initial visit to the patient at the request of the GP. Many
aillments such as foot ailments could be satisfactorily, and much more
cheaply, treated in the patient's home.

6. Provision of more homes for patients who are sufficiently restored to
health not: to need to stay longer in a hospital bed but too infirm for
Homes run by local authorities or voluntary bodies. People in these
homes should remain under medical supervision of the hospital and
there should be a "two-way traffic" between home and hospital.

December 1951 Audrey M Davis

Notes

1. SMA changed its name to Socialist Health Association in 1981.
2. “West Middlesex” refers to the work of Dr Marjory Warren.
3. Lord Amulree’s book is, Adding Years to Life (1951).
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3 - Geoffrey Cheshire, letter to The
Observer, 28 June 1953

‘The Unwanted’

Sir,

As Group-Captain [ Leonard ] Cheshire's father, may | ask you to clarify
two points arising from last Sunday's reference to the Cheshire

Foundation Home for the Sick, Le Court, Hants, which might otherwise
mislead your readers?

First, it exists for the benefit of those young chronic sick and permanently
disabled who, not having homes of their own to cope with them, would
otherwise have to face more or less life-long inactivity in the senile wards
of our hospitals; it is only in this sense that the patients at Le Court could
be regarded as "unwanted", since the Foundation is not a last refuge for
the dying or the social outcasts.

Secondly, although the generous benefaction of the Carnegie Trust,
when completed next year, will enable those at Le Court to move from
their present very dilapidated mansion into a fine new building, there is
as yet no financial provision for furniture, equipment or endowment. Le
Court still needs generous aid if it is to fulfil its unique pioneering task in
this vital field of social medicine.

Yours faithfully,
Professor [ Geoffrey | Cheshire,

Liss.
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4 - BBC TV programme, 27 Sept
1955

BBC TV, Tuesday 27 September 1955, 19:30

From the Radio Times: (i) a programme listing and (ii) a feature article:

(i) Title: Founded on Failure

Seven years ago in a derelict mansion a dispirited man sat
contemplating the failure of his ideals and hopes. To that house came a
former aircraftsman, dying and in need of a home. The relief of this
man’s need, and that of others like him became from that moment a
driving force in the life of Group Captain Leonard Cheshire VC, DSO,
DFC.

In this outside broadcast he revisits the first of the eight homes he has so
far founded, and introduces some of his friends — the incurable and
disabled people who are now ‘at home’.

From Le Court, Liss, Hampshire.

Subject: Group Captain Leonard Cheshire
Interviewer: Raymond Baxter
Producer: Derek Burrell-Davis

(i) Peace-time Mission of a Bomber ‘Ace’
by Andrew Boyle

On Tuesday [27 Sept 1955, 7:30pm] television cameras will go to Le
Court, in Hampshire, where seven years ago Group-Captain Leonard
Cheshire discovered his vocation - ‘to relieve the sufferings of the
unwanted, chronic sick.” The background to this story of a successful
venture in practical idealism is sketched here by ANDREW BOYLE,
whose biography of Cheshire, ‘No Passing Glory,” will be published next
month.

Viewers looking for ‘sermons in stone’ may be disappointed when the
television go to Le Court on Tuesday. The big house which seven years
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ago became the first Home for the chronic sick founded by Group
Captain Leonard Cheshire, v.c., is no longer a landmark in the gently
undulating countryside around the Hampshire village of Liss. Stone by
stone, the demolition men have pulled it down until only the rubble and
the scarred bare ground show where it stood. Even in its heyday,
however, when Le Court was the country seat of a shipping magnate half
a century ago, the house would hardly have ranked as a historic
monument. Architecturally, it was undistinguished except in the wooded
distance. Its tall chimneys and angular grey mass, seen from the main
road to Alton, latterly gave an illusion of solid Victorian comfort which
slowly dwindled as one climbed the steep rutted drive towards the rather
prosaic, dilapidated reality.

Cheshire bought the house cheap from an aunt by marriage in 1946,
during a critical period of his ill-starred venture to establish self-sufficient
colonies for unsettled [homeless] ex-servicemen. This short-lived project
in social idealism virtually collapsed while he was recuperating from
illness in Canada. He was recalled in late 1947 to face crippling debts of
nearly £20,000, which he defrayed largely by selling the 300-acre estate
surrounding the house. Le Court itself he kept. With the small group of
colonists who remained, he still hoped somehow to make a living - either
by turning the place into a country hotel or letting it out in flats.
Providence decreed otherwise.

In April, 1948, Cheshire returned from a short holiday to discover that
one of his former colonists, an elderly, self-effacing man called Arthur
Dykes, was dying in Petersfield hospital of incurable cancer. Dykes had
no relatives or friends able to care for him at home; the hospital, lacking
space and facilities for incurables, could not guarantee to keep him, nor
yet to tell him his true condition until provision had been made for him.
As Le Court was Dykes’s last known address, Cheshire was confronted
with an extremely difficult dilemma. He resolved it with characteristic
courage - by undertaking to tend the cancer victim himself, learning the
rudiments of nursing as he went along.

The patient’s last four months of life at Le Court marked the birth of
Cheshire’s vocation as a man pledged to relieve the suffering of the
unwanted, chronic sick. But those four months meant far more in terms
of his spiritual development. The drama of the sick room, of Dykes’s
death, of Cheshire’s conversion to Roman Catholicism, and of Le Court’s
more gradual conversion into a real home where discarded wrecks
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regained their self-respect as human beings has been told before,
invariably in edifying, oversimplified accounts that ignored the
extraordinary complexity of Cheshire’s own character. Usually depicted
as a man already half way towards eccentricity or sanctity, he was then -
as he is now - one of the most fascinating yet unpredictable men of his
generation. The few who were closely involved with him in the
establishment of the original Home know that Cheshire is a man who
combines a gloriously wild trust in Providence and an elaborate form of
selflessness with an uncanny flair for making things happen at his own
pace. The strangely inspiring story of Le Court’s growth is inseparable
from his own. Indeed, the return of Arthur Dykes was a far more decisive
turning point in the career of this ‘ace’ bomber pilot than, for example, his
final wartime mission to Nagasaki (beloved of the legend-makers).
Whereas the sight of atomic destruction left him elated and unmoved,
the plight of Dykes and the experience of tending him fundamentally
changed Cheshire’s outlook.

The house where all this happened has disappeared. So have many of
the early patients and staff. But if the demolition men have done their
work well, the spirit of Le Court lives on in Cheshire’s six other Homes
(founded since) as well as the new, functional, red-brick building - about
200 yards away across the lawn - which now replaces the old. In 1952
the UK Carnegie Trust gave a grant of over £65,000 to rebuild Le Court -
and late last year the patients and staff moved in, bringing the old ideals
with them.
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5 - Questions in the House of
Commons, 1956

Young Chronic Sick
6 February 1956 (Hansard, vol 548)

Mr. Hastings [Backbench MP, Labour]

- asked the Minister of Health in how many of the hospitals under
his charge there are special units for relatively young patients who
are suffering from chronic illnesses from which they are not likely to
recover; and whether he will point out to regional boards the value
of such units.

Mr. Turton [Minister of Health, Conservative]

Regional boards have not been asked generally to set up units of
this kind because it has seemed better for a young chronic sick
patient to be in a hospital near his home, where he can be
regularly visited. | understand, however, that in ten hospitals it has
been found possible to try special arrangements for groups of the
young chronic sick.

Mr. Hastings

Does the right hon. gentleman appreciate the condition of young
people with chronic rheumatoid arthritis, etc., who spend perhaps
twenty or thirty years of their lives in a chronic sick ward where
there are old people who are dying at intervals, and from which no
one ever goes out alive?

Mr. Turton

| appreciate that very much. That is why we try to keep the young
chronic sick together in wards; but | think it is important to make
every opportunity for the young chronic sick to be near their
homes, so that they can be visited by their relatives.
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6 - Ann Whitaker, Studying the
Problem, 1959

Studying the Problem
by Ann Whitaker, in Cheshire Smile, Autumn 1959 (vol 5 no 3, p3-6)

[She is] A hospital almoner, author of a recent report on the care of
the young and middle-aged chronic sick, [and she] provides us [in
the article below] with a summary of her report, [which is called:].

“The Disabled Young and Middle-Aged (15-55 years) in
Chronic Sick Wards, Local Authority Accommodation and
Homes in one of the Metropolitan Regions of the Health
Service. The report of a survey sponsored by the Nuffield
Foundation.” 1959

This study was made in 1956-57 by a hospital almoner with the medical
advice of a consultant in physical medicine. It sought to discover how
many of the disabled were being cared for here and there, in more or
less suitable accommodation in the region, to learn more about them and
their problems from themselves and from the staffs caring for them, and
to make recommendations for a more suitable setting for their care if this
seemed desirable.

The entire hospital region was not covered but 314 cases were included
and 57 establishments visited. We hope that these figures dispel once
and for all the view that this category of sufferer is too small for its needs
to be especially catered for.

The most important findings were that no one (including those in hospital
wards) needed a resident doctor, that 157 were not on treatment of any
kind and that a further 86 were on drugs only. The consultant advising
(who made a clinical examination of patients) rarely thought that further
investigations or specific treatments for a patient's condition were
necessary; on the other hand 58 needed expert medical help in making a
better adaptation to their disability and in achieving a greater measure of
personal independence (re-education in walking, more efficient wheel
chairs, or a study of individual problems related to independence).
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At the time of the enquiry 191 of these patients were under the care of
fully trained nurses and were mainly in hospital beds. The doctor judged,
however, that only 83 of these really needed the care of a trained nurse.
These 83 were those who were helpless and unable to move in bed, or
who (among the women) had a special problem of urinary incontinence,
those with pressure sores, catheters and colostomies. The other patients
being looked after by trained nurses could well have been cared for by
much less skilled attendants as their care amounted to assistance in
lifting, in dressing and in the bathroom and lavatory. The need for really
expert nursing for those who do need a nurse's care has, however, to be
emphasised and for these most severely disabled there can be no
possibility of a fuller and more normal life except against a background of
expert nursing. In every case, whether a nurse or an attendant is
concerned, the help needed is of the most repetitive kind. The enquiry
revealed that nearly half the patients needed help involving lifting and
that 89 needed attention at night. 136 were chair-borne (sic), 125
“‘ambulant”, while only 54 could climb stairs.

Most patients needing an indoor wheel-chair had one but when a patient
had come to need a chair after permanent admission to hospital he was
often given the use of any chair available on the ward, whether it was
really adapted to his needs or not. Sometimes this led to his being
unnecessarily dependent and restricted in movement and real hardship
occurred when, transferred to another hospital or home, he had to leave
the chair behind. Enquiry revealed that the supply of self-propelled and
motor-chairs to those capable of managing them was haphazard,
although to have one often worked a wonderful change in the disabled
person's life. Sometimes a doctor, at others a nurse, or a
physiotherapist, or the patient had the idea. Once so equipped patients
felt that they could escape from the narrow and artificial life in the ward
to a more normal life outside and some preferred to be out of doors in
their chairs however unsuitable the weather, only returning when strictly
necessary.

The craving for activity and for a more normal existence was very
marked among the people interviewed. Patients whose mental and
emotional powers were not impaired, or only slightly impaired, by illness
were entirely out of place in the old people's wards and homes. Distress
was not, on the other hand, related to age, the most vigorous mentally,
whether at the top or bottom of the age group, being usually the most out

of place. The sense that there was nothing else for them, that they were
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entirely cut off from the outside world and destined to remain so,
boredom, unhappiness at constant association with the very old, the deaf
and the senile — these were freely and repeatedly expressed. Many
explained that they wanted something different from hospital life. Two
wards especially for the young chronic sick were visited. Patients there
who had previously been in wards for old people were so delighted with
the change that they had no complaints; those who had never been with
the old were restless at having to be in a hospital at all and longed for a
more normal routine and for more activity and opportunity to share in the
everyday life of the world about them.

The report recommended that the mentally alert young and middle-aged
disabled should be accommodated in what, for want of a better word, it
called "residential centres". These were to be administered by the
regional hospital board but disabled people who would normally be the
responsibility of local authority welfare departments were also to be
received there. In this way patients would not have to leave an
establishment in which they had, perhaps, been cared for for many
years, when their disability increased. Centres should be used flexibly
according to the individual needs of those admitted to them; some would
need short stays at regular intervals to give a rest to those nursing them
at home, others might need a much longer spell, with the object of
helping them to go back, in more favourable circumstances, to life
outside; others again would need to use the centre as a permanent
home. The aims of the centres should be to provide opportunity for living
as normal, as active and as interesting a life as possible for each
disabled person, and to study the medical and social needs of each one.
Unobtrusive but expert nursing and attendant care would be
indispensable in the background. Centres should, where possible, be
altogether separate from a hospital and situated in suburbs or small
towns so that the disabled could mix as freely as possible with the rest of
the community. Age limits for admission should be flexible and those
coming should be disabled people anxious to make the best use of the
facilities available.
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/ - Paul Hunt, Patients or People?
article in The Guardian, 10 March
1965

“The young chronic sick" is a rather unpleasant official term for people
with severe, incurable, and often progressive physical disabilities. It
indicates those who are paralysed and handicapped either through
accident or by diseases such as rheumatoid arthritis, multiple sclerosis,
cerebral palsy, muscular dystrophy, and poliomyelitis.

In Britain there are probably several thousand people like this who need,
at present anyway, some kind of institutional care. Mostly they want help
with dressing, bathing, toilet, maybe feeding, and do not have the sort of
home background where this assistance can be given.

These people do not require the skilled services of a hospital - except in
acute iliness, like anyone else. Yet a proportion of them have to enter the
chronic wards of over-crowded hospitals, among those who are aged,
probably senile and dying.

Even where there in a special unit set aside within a hospital, this usually
means living in one large ward, bereft of all privacy. When lucky enough
to be got up for the day they are put back to bed in the afternoon, mostly
just for administrative convenience. They may need a doctor's permit to
go out, and visiting hours are infrequent. A little occupational therapy is
probably the only outlet for the abilities left them.

Perhaps the worst thing is being so completely in the hands of the staff.
Those who work in chronic wards are doing an unpleasant job, poorly
paid and in depressing and often primitive conditions. Many of them do
not abuse the tremendous power they have over their patients, but
unfortunately others do. Dependent as they are, the chronic sick are
scarcely in an ideal position to complain with effect.

Anybody can put up with conditions like this for a while. But as a
permanent prospect for someone with years ahead of him, they become
intolerable - except that until recently there was no alternative to
toleration. In the last few years voluntary organisations such as the
Cheshire Foundation and the Spastics Society have made at least a dent
in the problem. Their answer has been to set up community homes
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throughout the country, each of which caters for perhaps forty residents,
both men and women, and is independent of the hospital system. Some
county [social services] authorities have now followed suit.

In these small homes people are helped with daily living activities in a far
more congenial atmosphere. Usually there is a large measure of
personal freedom, unrestricted visiting, frequent outings, and the
opportunity for many kinds of work and social activities.

However, this enlightened approach has been so successful in some of
the homes that the residents are beginning to ask for more. In spite of
the immense improvement in conditions and everyone's good intentions,
they feel that something essential is still missing. In one important
respect these new homes have simply imitated the hospital system.
They are all run either by central trustees or local committees of
voluntary people, or a combination of both. These self-perpetuating
bodies decide matters of policy, make the rules, and appoint senior staff.
So, as in a hospital, the "patient” is on the receiving end of all formal
power and authority.

Yet really this kind of set-up is inappropriate to the special purpose of
residential homes. They exist to provide a setting in which severely
disabled people can lead the fullest possible lives. For an adult one
normal maturing element is the founding of a home where he has an
automatic share in the decisions which create and build it up. Of course
it is impracticable to give everyone in a community home a similar
informal say in its affairs. But some sort of analogous participation in
decision-making appears to be indispensable.

In every community there is a "political" sector, an area of official
authority and power. A share in this for the residents seems just a logical
extension of the attempt to provide them with a substitute home. Their
involvement in day-to-day administration and work in the home, while
desirable, cannot really be legislated for, since it depends on such
factors as the general health, mobility, strength and intelligence of those
in a particular home. So the main suggestion is that the residents should
elect representatives from amongst themselves to serve on the various
governing committees, together with the present able-bodied members.

The advantages of some such development seem obvious. There should
be an improvement in communications all round, with an added sense of
responsibility percolating to even the most severely handicapped people.

The residents' ability to influence decisions at the highest level would
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help to give them the sense of security which is so vital as a basis for
personal growth. And the blurring of clear and rigid lines of authority,
though it might cause initial problems, ought to prove a healthy thing for
everyone in the homes.

These stirrings in a few homes for disabled people should naturally be of
interest to those who are concerned with the dangers - and the potential
- inherent in all kinds of institutional living. But there are wider issues
involved. Not least of these is the whole question of the relation of
society to its disabled, sick, aged, helpless members. Should they be
considered as equal citizens and enabled to live as full a life as
possible? Or should they be put away where they can't disturb us with
their uncomfortable reminder of disease and death, and their implicit
guery as to what gives a person his value?
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8 - Written questions, House of
Commons, May to August 1965

24 May and 21 June 1965

Arthur Blenkinsop MP asked written questions seeking regional data for
disabled people living in “contractual beds” paid for by the NHS, and
beds in Young Chronic Sick Units.

2 August 1965
Mr. Blenkinsop
asked the Minister of Health

(1) what are the numbers of young chronic sick on long-stay in general
wards, in young chronic sick units, and in contractual beds,
respectively, in the age groups 16 to 35, 36 to 50, and 51 to 60;

(2) how many young chronic sick are on waiting lists for geriatric wards,
long-stay in general wards, young chronic sick units, and contractual
beds, respectively for each Regional Hospital Board;

(3) how many young chronic sick are on waiting lists for geriatric wards,
long-stay in general wards, young chronic sick units, and contractual
beds, respectively, in the age groups 16 to 35, 36 to 50, and 51 to 60;

(4) what are the numbers of young chronic sick in geriatric wards and
long-stay in general wards, respectively, for each Regional Hospital
Board.

(continued)
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Mr. K. Robinson

The numbers of young chronic sick in geriatric wards on 31st May, 1965
were:

Age Groups
Hospital Region® 16-35 36-50 51-60
Newcastle 10 73 136
Leeds 4 58 171
Sheffield 14 97 187
East Anglian 6 40 80
North West Metropolitan 3 28 81
North East Metropolitan 3 36 103
South East Metropolitan 7 53 122
South West Metropolitan 3 37 80
Wessex 10 43 84
Oxford 4 22 72
South Western 3 37 76
Birmingham 46 228 407
Manchester 16 114 306
Liverpool 6 20 51
Wales 5 34 113

140 920 2,069

"including Teaching Hospitals

| regret the other information requested is not available centrally.

[ Making a total for England & Wales of 3,129 people ]
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O - NCYCS Constitution, extracts

From an undated document in the NCYCS collection
at the PHM archive, as typed:

2. Aims and Purposes:
The aims and purposes of NCYCS will be:

(a) to secure publicity for the situation of the Young Chronic Sick and
Disabled in the country at any time, hus bringing it to the attention of the
Government and the people as a whole.

(b) to take direct action in furtherance of 2(a) above with medical, social
and political authorities both local and national, and with the press, radio
and television, and other organs of communication.

(c) to collect information regarding all aspects of provision made for the
Young Chronic Sick and Disabled either as individuals or collectively in
one or any location throughout the country, and to utilise it in furtherance
of 2(a) and 2(b) above.

(d) by these and other means to stimulate knowledge and interest within
the Labour Party and the Trade Union and Co-operative movements,
with the objective of securing political advances in the statutory provision
made for the care and financial support of the Young Chronic Sick and
Disabled and their dependents and families.

(e) to draw attention to individual cases of financial or social hardship,
and to undertake any appropriate form of activity which may alleviate fit.

(f) to use any legal method to further the aims and objectives set out
above.

3. Composition

NCYCS shall be composed of its Sponsors, an Executive Committee,
Local Groups, and individual and corporate members.
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4. Sponsors

The Chelsea Labour Party shall be in a special relationship to the
NCYCS. As founder organisation, it shall have the right to be a corporate
sponsor, and to appoint delegates who may be elected to any position or
office in NCYCS.

13. General

In all the foregoing, it shall be understood that NCYCS is an organisation
of working people, and is dedicated to securing political ends through the
mobilisation of the Labour and Co-operative Movement in this country.
NCYCS is itself constituted as a democratic political movement and not
as a charity.
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10 - NCYCS newsletter 1, post-
conference 1965

CHELSEA LABOUR PARTY

NATIONAL CAMPAIGN FOR CHELSEA LABOUR PARTY
THE YOUNG CHRONIC NATIONAL CAMPAIGN FOR
SICK THE YOUNG CHRONIC SICK

Is it to be this

NEWSLETTER

Who are the Young
Chronic Sick

Many chronic sick patients
are almost totally dependent
on others.

Bedridden or chairbound,
they either have to be helped
even to move in bed. If they
lie motionless for more than a
few hours they can develop
severe bedsores. Control of
the bladder and bowel is
often lost or is too uncertain
and they often need help to
wash, to go to the lavatory, to
dress, and even to eat.

The Ministry of Health gives

as a definition of the Young
Chronic Sick - those between
the ages of 16 - 60 but
excludes the blind, deaf,

dumb [non-verbal], epileptic,
and mentally defective as such.
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A report on the Young Chronic Sick in Northampton County and Borough
shows that 34% of those in hospital could be returned home if
adequate help was available.

The Young Chronic Sick can be divided into four categories -
(1) Those who on medical grounds must be institutionalised.

(2) A much larger group who under present conditions have to
be institutionalised because:

(a) problems such as incontinence are too much for their
families to cope with;

(b) they cannot be left alone between the visits of home-
helps and district nurses while their spouse, parent or
child earns the family living;

(c) the unrelieved strain on those caring for them becomes
unbearable;

(d) although they have a home they have lost the person
caring for them owing to death or desertion.

(3) Those being cared for in their own homes.

(4) Those in hospitals with handicaps who are able to care for
themselves and look after their homes [if assisted by services].

Some facts and figures
Throughout England and Wales -
only 230 Contractual beds for the Young Chronic Sick
Only 434 beds in Young Chronic Sick Units.

The Regional Hospital Boards in East Anglia, Manchester and
Liverpool make no special provision for the YCS - yet all Regional
Hospital Boards have been asked to group Young Chronic Sick patients
in special units where this is practical.

In consequence 140 patients between the ages of 16 - 35 lie in geriatric
wards; 920 patients between the ages of 36 - 50 lie in geriatric wards;
2,069 patients between the ages of 51 - 60 lie in geriatric wards. The
Birmingham figures are an utter disgrace.
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Ignorance breeds neglect -
We don't even know -

how many Young Chronic Sick there are
what diseases are most frequent

how many are lying in general wards
how many are on waiting lists

or the length of the waiting lists.

What these figures show

1. The number of Young Chronic Sick in geriatric wards is nearly five
times as great as those in wards suited to the needs of the Young
Chronic Sick.

2. The steep rise with increasing age in the number of Young Chronic
Sick in geriatric wards is due to -

(a) the cumulative effect of the younger age groups, meaning that
some patients have been in geriatric wards for as much as 30
years.

(b) Certain chronic diseases have an average incidence of onset
between 20 - 30 years of age and chronic disability between 30
- 50 years.

(c) Present lack of facilities for caring for the Y.C.S. in the home
makes the care of these patients progressively difficult. It
means that those who have for years been lovingly cared for
are pitched into geriatric wards on the death of their loved ones.

The Y.C.S. at Home

In theory councils should know the number of Y.C.S. in their area. In
practice they do not, as many patients are not registered as disabled
persons. This accounts for the lowness of the figures often produced and
the consequent tendency to act only in individual cases on an ad hoc
basis. It militates against a planned approach and a policy that will help
to lessen the appalling conditions revealed in this brochure which led
Jennie Lee to protest, when replying to the health debate at Blackpool
[1965 LP Conference], at the dreadful ratio of Y.C.S. patients in geriatric
wards.
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At Whose Mercy

The most severely affected Y.C.S. are amongst the most helpless
members of the community. There are those who, by superlative
strength of character, are able to rise above their disabilities, but the
majority can only too easily fall prey to exploitation, even, at times, by
relatives. This is why we reject, as panaceas, such solutions as
allowances in lieu of assistance and pensions. Such solutions absolve
the State of all further responsibility. Our solution would not only be far
more economical but would also provide a far greater safeguard for the
individual patient. Services do not depreciate, pensions, alas do.

STILL MORE Y.C.S. IN GERIATRIC WARDS?

All authorities including Regional Health Boards, are agreed that the right
place for many Y.C.S. at present in geriatric wards is in their own homes,
but that lack of proper facilities, especially help in the home, is the basic
problem. The home help service was never designed to meet the needs
of the more severely disabled Y.C.S. In many areas it is desperately
under-manned. Both quantity and quality vary greatly in different local
government areas.

Under present conditions the number of Y.C.S. in geriatric wards is
likely to increase.

Aims of the Resolution
1. Above all to keep the family together by:

(a) Provision of special Medical Home Helps who would care for the
patient and home while the husband, wife, parent or child earns the
family income. Present day 'home helps' have not the training or time
to carry out the duties of district nurses, already [required only] to
have a purely nursing function. [Such medical home helps] must be
at home in the hours of a carer's employment. In private practice £15
a week is a minimum salary so they must [obviously] be well paid and
a short period of training in a hospital, in wards where Y.C.S. patients
are admitted for investigation would be necessary. They would further
be ideally suited to train and relieve relatives. Proportional charges
according to family income could be made.

(b) Lack of a mobile physiotherapy service often results in patients
having to leave their homes for an institution earlier than necessary.
We ask the government to investigate the present deployment of

available physiotherapists and give a pledge that as soon as possible
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the provision of a mobile physiotherapy service shall become part of
the NHS.

(c) Payment of arelative of friend caring for the patient. This is so
obviously to the advantage of the State in the freeing of hospital beds
and to the patient and family that it is amazing that it is not already
done except in the inadequate and unrealistic payment of a member
of the family as a ‘home help' in exceptional circumstances. Payment
must be realistic remembering that the person concerned has given
up his or her employment to carry out this duty. A great advantage of
this scheme would be the consequent decrease in the number of
special Medical Home Helps required.

(d) Periodic admission to a suitable convalescence home or Y.C.S.
unit to allow the family a regular holiday. This is done in certain
places but should become general practice.

2. When institution [sic] is inevitable

(a) Establishing more Y.C.S. units to abolish the cruel confinement of
Y.C.S. patients to wards with the senile.

(b) Co-ordinating carefully the siting of Y.C.S. units and contractual beds
in order to avoid overlapping and make visiting far easier.

A Note for Administrators

When seeking administrative solutions it is only too easy to think of
the Y.C.S. as figures. Before taking administrative action certain facts
must be faced honestly.

1. To institutionalise, in however good conditions, is to deprive the
individual of his or her most cherished consolation; the love and
comfort that only one's own home can provide. It means, for
Instance, that a woman who has built up her home and is bringing up
her young family will, if she must leave her home, lose everything she
has; her children and often her husband.

2. We are prepared, as a community, to go to considerable expense to
ensure that children are found foster homes instead of institutions. We
are prepared to pay foster parents to care for them in their own
homes. We make allowances to parents for their children. We go to
great lengths and expense to keep people out of prisons and other
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Institutions. Is there a valid reason why the same should not be done
for the Y.C.S.?

3. The basic principle on which the NHS was founded is that the
individual shall not be deprived of the most beneficial treatment
by reason of his or her financial status. Today, unless the family
income is above a certain level, the Y.C.S. patient is very likely to be
forced to become institutionalised. This is a negation of the basic
principle of the National Health Service.

4. When institutionalisation is inevitable, where and how shall the patient
be institutionalised? Too often it is in chronic geriatric wards, too often
far away from any likely visitors. Would any one of you accept this for
the wife or husband you love, or your child, possibly still in his or her
teens?

You are Your Brother’s Keeper

We, as Socialists, have viewed this agonising problem. We are most
grateful to Mr. Arthur Blenkinsop, M.P., who asked the questions and for
the most helpful co-operation of the Minister of Health in answering
them. The result is a set of figures never before made public, figures that
will stir, we trust, the social conscience of all who read them.

These figures and the human tragedies behind them are your concern.
You who read this are your brother's keeper. You are as responsible as
the husband faced by his Y.C.S. wife's question: 'What will happen to me
if you die?' Remember that at any time you or one of those you love may
become a Y.C.S.

You doctors and social workers

are aware of the problems and the inadequate tools at your command to
deal with them. You know the urgency of the problem.

You legislators

have so many calls on your time that you may not even have heard of
the Young Chronic Sick.

You M.P.s

each have some as your constituents and as such they are your
responsibility.
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You in local government

have a very great responsibility in seeing that your powers are used for
the benefit of the Y.C.S. in your areas. Do you know how many there are
In your area, how they are being cared for? Have you and your
colleagues discussed how you can improve their lot?

You journalists

have a particular responsibility. As with all minority problems the decision
as to whether the general public shall be made aware of the facts or not
rests on your shoulders, their ignorance on your conscience.

You trades unionists

have a proud record of caring for the welfare of your members. You have
Y.C.S. amongst your members and many who are dependent on your
members. Do you not feel it incumbent on you not only to study the facts
but also how you can help?

Your comments and advice would be greatly appreciated.

Our thanks are due to Miss Eccles-Williams who so kindly contributed
the cover design.

Published by the Chelsea Labour Party National Campaign for the
Young Chronic Sick, 9 Langton St., London, S.W.10., and printed by
Precision Press (TU), 44 Broad Street, Teddington, Middx.

191



11 - Nesta Roberts, Life for the
chronically sick, two articles in The
Guardian, 26 Oct 1965

Part 1 - The Talk was about Who had Died and Who Was Likely to
Die

Miss Forbes was 25 and teaching at a girls' high school when she
developed arthritis. It is an off and on sort of disease, and she managed
to keep going in her own job and a variety of others, with more and more
pain and longer and more frequent intervals in hospital for ten or twelve
years before she became totally housebound. Seven years after that
they tried rehabilitation, but she could not quite make it.

"So, when was 43 | spent six months in what a friend of mine called ‘an
extremely depressing depository for very old ladies," writes Miss Forbes.
It was the local chronic hospital. | was in the 'young' ward. There were
nine patients. The average age of all, including myself, was over 70. My
neighbour had Parkinson's disease. You could not carry on a
conversation with her as, half the time, she did not seem to hear you.
Opposite was a good humoured old lady of 80 plus. She had been
reading the same novel for three or four months, but when people asked
her what it was about she would say: 1 don't know-I've only just begun.'

"Most of the dayroom was taken up by a large table where meals were
served. The patients sat against the walls on either side of it. All but two
of them did nothing; they were too handicapped, or past it. The two
active ones knitted and gossiped. The main topic was the people in the
‘'old" ward next door-who had just died and who was likely to die in the
foreseeable future.”

Freda had six months in a chronic ward, too, only she was 16, not 43,
and she had been in hospital since she was six. She remembers that
many people were kind to her there, but she remembers also a number
of things that frightened her. "I saw people with their minds wandering,"
she wrote, and at least two or three people died each week." (The
figures here may have an element of adolescent exaggeration.)
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Freda and Miss Forbes were lucky. They were moved from their
respective geriatric wards to a small unit for the young chronic sick
where the world came into the ward and the residents of the ward, even
if it had to be by ambulance, were taken out into the world. Mrs Foster,
who is 28 and paralysed from the waist down, Is in the corner bed of a
large geriatric ward. Her neighbour is stone deaf and very old. She is
going to be in one hospital bed or another for the rest of her life.

Mr Fleming is still in a London teaching hospital. He is in his forties,
married, with two children. Until this last hospital admission his wife had
looked after him at home, with the help of overburdened, but
marvellously willing district nurses. Now she has got to the end of her
tether, so he will have to stay in hospital. Mr Fleming knows that
"hospital" is likely to mean the geriatric ward, and he feels, says the
almoner sees with painful acuteness the situation of both himself and his
wife, as if he has been thrown on the rubbish heap.

Both Mrs Foster and Mr Fleming may be lucky too, but the mathematics
are against it. The waiting period for small units for the young chronic
sick is up to five years, and five years is a long time when you have a
degenerative disease. The total number of young chronic sick beds in
England and Wales is 664, of which 434 are In young chronic sick units
and the balance are contractual beds-that is, beds provided by private
agencies and " rented " by the regional hospital boards. The total
number of patients between 16 and 60 who are now in geriatric wards is
3,129, of whom 140 are under 35 (figures from Hansard, May 31).

The number of patients on waiting Lists for young chronic beds is not
known, for, like university candidates, patients in search of a bed, or
almoners acting for them, normally apply to several places and there is
no central clearing house. The number in general wards is not known.
The number of those being cared for at home is not known. The number
of those in hospital who need not be there if there were anyone to care
for them at home is not precisely known, but a survey made by Oxford
Regional Hospital Board in 1963 showed that 34 per cent of those in
hospital in Northamptonshire County and Borough could have gone
home If adequate who help had been available.
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Part 2 - Happiness or Misery are not Measurable in Cold Statistics

This may be the place to say that while the Disablement's Income
Group's campaign for allowances which would enable the chronic sick to
arrange their own home care deserves success, and while there is much
to be said for setting up a category of "home medical attendants" akin to
Holland's "maternity home helps," to provide such care, it would be
unrealistic to suppose that those measures would cut the young chronic
sick hospital population by one third. They would help, chiefly, by
enabling relatives to stay at home to care for the invalid, but there is an
absolute shortage of recruits for all of the social service (in the widest
sense) jobs, and it is unlikely that a home medical attendant service
would be the exception.

We are back, then, with the hospitals, suitable and unsuitable, where the
young chronic sick spend five years, or ten or fifteen years, or a lifespan
which may be a good deal longer. It is not always realised that most of
these "young" chronics (sic) are between 40 and 60 years old, still less
that mentally alert patients of 60 or 65 are as unhappy and out of place
among the senile as they would have been at half that age. The geriatric
ward which housed Miss Forbes was obviously not a particularly good
one, even for geriatric patients. A London unit with 370 geriatric beds
equally obviously is. The interest and expertise of the doctor in charge
are reflected through every department of the staff. Younger patients are
separated from the senile, there is occupation for them, physiotherapy is
available for those that need it, the medical social worker helps both
patients and relatives with their problems.

With it all, the doctor in charge is the first to point out how poor a place it
Is for the 70 young chronic sick - nearly 19 per cent of the total - whom it
cares for. The list of the things which he and his colleagues want for
them starts with ground-floor rooms so that beds and wheelchairs can be
pushed out into the garden, and a regular follow-up, including weekly
visits from a neurologist by the hospitals from which they were
transferred. ("Consultants should not be allowed to lose sight of their
failures," says this consultant geriatrician rather tartly, quite apart from
the consideration that chronics should not be overlooked when new
treatments are evolved.)

The rest can summed up as anything and everything that will give a
chance "not only to exist but to live a fuller life" to men and women for
whom the degree of happiness or misery involved are "not measurable in
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cold statistics." For this is much more than a clinical problem. It is a non-
stop battle to preserve the personality of those who have to submit to the
small daily indignities which severe handicap imposes. A look at two or
three units for the young chronic sick shows how much that "everything"
can cover. One is a Cheshire Home for 21 residents and occasional
holiday guests, limited to those with stabilised conditions, which means
that, however grave the disability, nobody is getting worse. The small
size means that rules and regulations can be cut almost to vanishing
point, the fact that both men and women are admitted gives the
atmosphere an immediate lift (there is a dreadful emotional
impoverishment about single sex units whichever the sex - it is like being
limited always to singing the melody only and so miss the richness of
part-songs.)

Quite early on, this community decided they were bored with the more
arty-tarty kind of occupational therapy and started their own workroom.
The present projects include a typing agency that holds its own in the
commercial market. Local Friends of the home range from the school
girls who come in to cook and serve Sunday dinner to the men and
women at the transport depot who have raised the money to buy and
adapt a bus for the residents and provide drivers for outings but the role
of the residents is not to sit back and be befriended. They are healthily
aggressive, teeming with critical and constructive suggestions, involved
in life to a striking degree. For more than two years they have been
raising funds for the Cheshire Home in Tangier, which cares for disabled
children.

Almost more remarkable is the achievement of two other small units in
the neighbourhood, for here there is no selection of patients. They are at
all stages of ailments that come under the heading "chronic sick", the
blind and the bedridden and incontinent as well as the relatively mobile
and capable. Both units too, are within the NHS which has encouraged
rather than tolerated the survival of the ethos of the medical mission by
which they were started. Here, apart from a good occupational therapy
unit, and visits from the travelling shop and library and from the
hairdresser, the patients have discussion groups, play readings, and a
singing class amongst themselves and are closely linked with local
churches and youth groups. One wall of the ward which is the home of
the really young is plastered with photographs of pop stars - Adam Faith
came to see them not long since and left an imperishable memory.
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Even the most helpless, with the aid of adapted cars and coaches and
the use of every possible gadget, are taken on trips to the seaside, to the
cinema, to concerts, or on visits to the homes of friends. The generous
staffing ratio - 20, plus matron and assistant matron, for 28 patients at
one of the homes - is a judicious blend of senior and experienced nurses
(who, for the residents, are the very pillars of the house) and young
auxiliaries, mostly from abroad, who bring youth and life and welcome
diversion besides very real kindness.

The comments of the patients are revealing. "There is more going on
here - there was nothing to do in the old people's ward." "It is more
homely. In the chronic sick ward we felt like numbers." "The nurses here
are more intimate and friendly." (No slight here on the geriatric nurses - it
is simply that those in the small unit have more time for friendship.)

The running costs of these two last homes are not above average for
their group though what they offer their patients is life compared to death
in life. How, in face of that, can the presence of 3,129 patients in geriatric
wards be justified? The answer is that it cannot, but it is all too easily
explained. In the total sum, upwards of 3.000 patients is a small problem,
and small problems tend to be nobody's responsibility. The Ministry
encourages but does not enjoin boards to set up such units. Regional
boards are concerned with capital programmes governed for the most
part by individual management committees. For the average individual
management committee the problem of a very small number of young
chronic sick is a minor one, and stays fairly well down the list of needs.

Society might, of course, press their case. But our welfare society is still
fairly primitive in the consideration it gives to the less rewarding subjects
of care. It takes a very high degree of civilisation indeed to see that the
chronic sick, with the long-term mental patients and the dying, are
properly looked after.
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12 - Judith Kazantzis, letter to The
Guardian, 1 November 1965

Help for the young chronic sick

Sir,

I'd like to congratulate Nesta Roberts on her article (October 26) on the
young chronic sick.

This year's Labour Party Conference unanimously accepted Chelsea
Labour Party's resolution that medical home helps be established for the
chronic sick so as to release relatives to work; that relatives be paid to
look after their chronic sick at home; that the mobile physiotherapy
service be extended accordingly; that there should be better provision of
young chronic sick units.

We are glad that Nesta Roberts drew on the figures, hitherto unknown,
that our campaign dug out of the Ministry of Health last session. We
hope that groups like ours will eventually be able to make a considerable
dent in the worst of these figures, with the help, one hopes, of a
humanitarian Labour Government.

Yours sincerely,
(Mrs) Judith Kazantzis

Chelsea Labour Party,
Young Chronic Sick Campaign,
9 Langton Street, London SW10.
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13 - Marsh Dickson, letter to the
New Statesman, 18 March 1966

The Young Chronic Sick

Sir,

May | draw your attention to Mr Heath'’s speech in the House of
Commons in which he said: ‘The chronic sick could have a special

benefit of one pound a week after the first six months, to deal with their
particular problems’ (Hansard, 23 February)?

For sheer audacity this takes some beating. There are over 3,000 young
chronic sick in geriatric wards in England and Wales. Unless conditions
are changed, there are more than 3,000 living at home who will be going
into geriatric wards. £1 a week cannot prevent a single one of these
cases from entering a geriatric ward to spend anything from five to 40
years amid the aged and often the senile. | cannot see the young chronic
sick patient or the very worried relative who is giving up everything to
care for the patient touching his cap in gratitude for this magnificent
charity handout.

M. Dickson

Chairman
National Campaign for the Young Chronic Sick
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14 - Paul Hunt, letter to Marsh
Dickson, 22 June 1966

Le Court, Liss, Hants.

The Chairman, Chelsea Labour Party,
9 Langton Street, London S.W.10

June 22nd, 1966
Dear Sir,

A friend recently sent me your brochure and memorandum about the
‘young chronic sick’. As | am officially classed in this category myself, |
am very interested in your campaign and would like to respond to your
invitation to comment on your proposals.

Firstly, | am delighted that you have taken up this urgent issue, and
wholeheartedly endorse most of what you say. If what follows is mainly
criticism | hope you will take it as in a way the best compliment | can pay
you.

(1) The suggested medical home help service is an excellent idea, as is
the plan to pay allowances for relatives and friends caring for the
disabled at home. However | disagree strongly with your suggestion
that allowances should be paid to the relative or friend. | consider it
absolutely essential that an adequate pension and allowances (linked
to the cost of living so that they don't depreciate) should be paid direct
to the disabled person himself. Other arrangements could be made
when there is evidence of mental confusion or of misuse of the money.
You seem to have in mind only the case of the disabled person with a
loving partner whose one concern is his well-being. But surely this is
the exceptional case. Usually, even where there are relatives willing to
help, relationships are complex and difficult, and the tendency of the
able-bodied helpers is to forget that the disabled person is still an adult
and should be responsible for his own decisions as far as possible.
Physical dependence tends to have so many unfortunate social
consequences that it is vital the person should not be economically
dependent too. The effort to become, or remain, an independent-
minded and responsible individual is great enough without an added
handicap. Much the same thing applies to institutions like the one | am

199



in here; it would be an enormous (if subtle) help if the state fees for my
maintenance were paid to me first, and only then to the administration.

(2) I think the provision of young chronic sick units within hospitals is
certainly a step forward, but it is important to bear in mind that this is
not the ultimate ideal. In my experience the assumption is still made
far too easily that people need hospital care at a certain stage in their
deterioration. | believe that in the vast majority of cases the care
necessary could be provided outside hospital, right up until the time of
death. Usually this could best be done by the provision of blocks of
flats, a proportion of which are designed and set aside for the disabled
either living alone or with relatives. There could be a nursing wing for
those who needed skilled help. There is a fine scheme like this
operating in Copenhagen, and one of its best features is that two-
thirds of the flats are let to the non-disabled, thus helping to integrate
the disabled into ordinary society.

(3) I think it is very important that the holiday centres you mention should
have high standards of personal care and freedom, with single rooms
available. Apart from anything else, this is necessary in order to
persuade the disabled people and their families to make full use of
such facilities.

(4) With reference to your interesting statistics about the young chronic
sick ( what an unpleasant term that is ) in hospital, you may be
interested to know that in the Cheshire Foundation Homes there are
only about thirty R.H.B. [ Regional Health Board ] contractual beds out
of a total of roughly 1,000. Yet the Homes are catering almost entirely
for Y.C.S. people.

I hope some of my points will be of use to you. You might also be
Interested to read a book of essays | have edited which is to be
published in September. Twelve of us have written about our situation as
people with physical handicaps, and some of this is relevant to your
memorandum and brochure. The book is called Stigma: The Experience
of Disability, and is being published by Geoffrey Chapman Ltd. Professor
Peter Townsend has written a Foreword, and there is an Appendix on
Social Security in Disablement done by a social worker.

Yours sincerely, Paul Hunt

200



15 - NCYCS newsletter 2, autumn

1966

CHELSEA LABOUR PARTY

NATIONAL CAMPAIGN FOR
THE YOUNG CHRONIC SICK

NEWSLETTER No. 2

We seek no Charity, no
special privileges. We seek
social justice, equality of
opportunity

RAILWAY TRAVEL

You have had your holidays -
as of right because men and
women of our movement have
fought for that right over the
years.

This year chronically ill people
have been deprived of that
right by British Railways due to
the Tory Act of 1962. It now
costs a seriously chronically ill
patient and an escort four
times as much as it does you
to travel by rail. Incredible but
true. Even more incredible our
own socialist Ministers have
up to now, done nothing about
it. Passing the buck does not
help.

CHELSEA LABOUR PARTY

NATIONAL CAMPAIGN FOR
THE YOUNG CHRONIC SICK

NEWSLETTER No. 2

Is it to be this

R

«

Or this?

We seek no Charity, no special
privileges. We seek social justice,
equality of opportunity

201




CONFERENCE RESOLUTIONS

Last year at Blackpool you passed unanimously the Chelsea Labour
Party resolution on improving social justice for the chronically ill on the
Ministry of Health front. As the responsibilities for the care of the
chronically ill are divided between the Ministries of Health and Local
Government, the Chelsea CLP resolution this year - 141 - deals with
local government.

THE CURSE OF PERMISSIVE POWERS

At present the chronically ill are at the mercy of the social conscience of
the local authorities. Many local authorities would prefer to hand this
problem over to the charitable societies rather than face their social
responsibilities.

As socialists we regard making our unfortunate brothers and
sisters dependent on charity an insult.

THE Y.C.S. LIVING AT HOME

Last year we gave you the appalling figures for the chronically ill in
geriatric wards. This year, thanks to the co-operation of the London
Borough of Lambeth we can give you a very rough estimate of those
living at home who are registered with local authorities and the actual
figures for Lambeth. It is only by getting such figures that we can hope
for real action by local authorities.

How many of you councillors know the actual situation in your own
councils and consequently demand action? Please look at the
Lambeth figures.

We estimate that in England and Wales there are over 500,000
registered chronically ill living at home of whom some 125,000 will be
institutionalised if the person at present caring for them dies or can no
longer, under present circumstances, take the strain.

It is wrong that the future of the chronically ill should he at the mercy of
ignorance or indifference. We call for your support for the Chelsea
Labour Party resolution.
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THIS IS WHAT DOES HAPPEN

Here is the story of what can happen to an institutionalised chronically ill
patient.

Y--, struck down by Polio becomes institutionalised but determined
to make the best of her position learns to type, contributes to
magazine and on all sides draws praise for her efforts. But
gradually her environment closes in on her. She is unable to break
through the barrier of understanding, overworked, over- wrought
staff. Years pass. Lacking the encouragement of those in authority
around her, determination degenerates to despair, cheerfulness to
bitterness and she calls out to all who will listen for the scraps of
sympathy that may fall from charity's tables.

It is a tragic story that should never have had to be told if, as a society,
we faced our responsibilities at both local and national level.

THE MINISTRY OF HOUSING AND LOCAL GOVERNMENT HAS
RESPONSIBILITY

We call on all councils to follow Lambeth's lead and on the Minister of
Housing and Local Government to see that they do so. This is not a
question of a few individuals to be dealt with on an ad hoc basis, this is a
social problem. Without figures there can be no social policy. You
laid down a Labour policy last year on the Health Service front. Please
do so now on the Local Government front. Then help us see that those
policies are carried out. We on our side promise not to give any Minister
or council peace until the policies you have laid down are put into effect.
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Survey of Handicapped People aged 16 — 60 years on

Lambeth Welfare Register, June 1966

(provided by London Borough of Lambeth)

ACTIVITY LEVEL

Activity level Age groups Total
16-35 36-50 51-60 16-60
Full time employment / full 41 43 60 144
range household duties
Part-time or sheltered 23 60 98 181
employment / limited range
household duties
Unemployable / incapable of 24 31 61 116
any physical household duties
Totals 88 134 219 441
MOBILITY LEVEL
Mobility level Age groups Total
16-35 36-50 51-60 16-60
No difficulty 33 37 61 131
Can walk with sticks or 33 66 123 222
crutches
Chairbound 22 29 28 79
Bedridden 0 2 7 9
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DEPENDENCE LEVEL

Dependence level Age groups Total

16-35 36-50 51-60 16-60

Can manage satisfactorily on 36 45 70 151
their own
Can manage with help of 17 47 88 152

district nurse and 4 hours a
week home help

In need of constant care 9 12 21 42

Would have to be 26 30 40 96
institutionalised if person

now caring for them left or
died

These figures all exclude the mentally ill or deficient [learning difficulties],
epileptic, deaf, dumb [non-verbal], or blind, as such.

Published by the Chelsea Labour Party National Campaign for the
Young Chronic Sick, 94 Marlborough Flats, Walton Street, London,
S.W.3 and printed by Precision Press (TU, 36-hr. week), 44 Broad St.,
Teddington, Mx.
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16 — Guthrie working party, meeting
with government, 22 Nov 1966

Note of a deputation to the Minister of Social Security from

The [Guthrie] Working Party to Consider the Problems of Enabling the
Young Chronic Sick to Live at Home, on 22nd November 1966

in the Minister's room at 10 John Adam Street, London, W.C.2.

Present

Minister

Mr. Norman Pentland ) Joint Parliamentary Secretaries
Mr. Harold Davies ) Joint Parliamentary Secretaries
Mr. R.S. Swift

Miss N. Hellon

Mr. N.M. Hale

Mr. J.H. Ward

Mr. R.G. Wendt

Mr. Duncan Guthrie
Mr. J. Bowstead
Mrs. M. du Boisson
Mrs. L. Stacey

Dr. D. McAlpine
Mr. A.C. Waine

1. Mr Guthrie introduced the members of the deputation and explained
that the Working Party had been set up in October 1965 to consider
the problem of enabling young chronic sick and disabled people to live
at home instead of in hospital. The age groups concerned were 16 —
65 for men and 16 — 60 for women. On the question of cash benefits,
the Working Party's general view was that cash provision for the
“civilian" disabled should be comparable to the benefits provided for
the industrially and war disabled.

They had three proposals which they wished to put before the minister -
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(i) the immediate provision of an adequate disability pension related
solely to the degree of incapacity (and irrespective of the cause of the
disability);

(i) in addition, in severe cases, a supplementary allowance as may be
necessary for such purposes as constant attendance and other
requirements;

(i) the inclusion in the above proposals of the disabled wife and mother
who, prior to her disability, was working fulltime in her own home.

2. Members of the deputation made the following further points -

(i) Mr. Bowstead, said that long-term disability created a different
financial need from short-term sickness and referred in particular to
the need for officials of the new Supplementary Benefits Commission
to be able to make the fullest possible use of their discretionary
powers so as to give adequate help for the financial needs of the
disabled. He emphasised that it was not the cause of the disability
which mattered but the extent of it and that this was a matter for
medical assessment. He also suggested a relaxation of the rule
under which sickness benefit is curtailed after a relatively short period
in hospital. Here again there was unfair differentiation between those
who benefit under the Industrial Injuries Act and other severely
disabled people.

(i) Mr. Waine asked whether the provisions of the Ministry of Social
Security Act in relation to discretionary additions represented any
improvement on the national assistance scheme.

(i) Mrs. Stacey said that "subsistence" benefits alone were inadequate
for the disabled who had special financial needs in addition to normal
subsistence requirements.

(iv) Mrs. du Boisson referred to the position of the disabled housewife,
who did not usually qualify for benefits in her own right, and to the
consequent financial burden on the family, especially where the
husband had to give up work to look after his wife. She also
suggested that some relaxation should be made in the rule that a
disabled man could not receive any increase of sickness benefit for
his wife if she earned more than £2 10s 0d [£2.50] a week.
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3. In reply, the Minister made the following points —

(i) The Government were very conscious of the financial needs of
disabled people, and of the difficulties which could arise where a
housewife was herself disabled or working and caring for a disabled
husband. All these matters were being considered in connection with
their review of the social services. It would, however, be wrong to give
the impression that any immediate changes could be made. There
were a number of competing claims on the resources which could be
made available for expenditure in the social services field. A problem
receiving urgent attention, which linked to some extent with the
considerations raised by the Working Party, was that of poor families
in general. The Government were however also studying the problems
raised by all the various groups of disabled people, including
housewives, and the question of a "constant attendance" allowance
was one of the matters under consideration. The earnings rule for
dependent wives was another of the matters which would be looked at
in the course of the review.

(i) The provisions of the Ministry of Social Security Act, which would
come into effect on 28th November, were designed to benefit in
particular those with a long-term need, including the chronically sick
and disabled. The special addition to the basic rates of 9s. [45p] a
week, which would be payable to old people and also to long-term sick
and disabled people, was in replacement of the various discretionary
additions which had been payable under the national assistance
scheme for small special expenses up to that amount, and would
avoid the need for detailed enquiries into such expenses in the future.
Where however, as would often be the case with more seriously
disabled people, the 9s. addition was insufficient to cover the extra
expenditure involved in consequence of the disablement, e.g. for
domestic assistance, extra heating and special diet, the new
Supplementary Benefits Commission would make full use of its
discretionary powers to provide further additional amounts to cover the
excess. In this way the Commission would be able to channel extra
help to where it was most needed. The Ministry of Social Security Act
was the first step forward in improving the financial provision for long-
term sick and disabled people, and would help the hardest hit
financially of them. It was however too early to say what further steps
might be possible as a result of the review of the social services.
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(i) In conclusion the Minister emphasised that the Government were
very conscious of what needed to be done for chronically sick and
severely disabled people, but that improvements in this, as in other

directions where help was needed, depended very much on the rate at
which the country's economy could grow.

4. Mr. Guthrie thanked the Minister for receiving the deputation. It was

agreed that a note of the meeting should be made available to the
Working Party.
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17 - Pamela La Fane [as Michele
Gilbert], Growing up Geriatric,
article in The Guardian, 23
December 1966

[ Pamela La Fane used the pen-name Michele Gilbert for this article to
avoid possible reprisals from staff in her hospital accommodation — TB ]

*k*%k

At the age of 16, in 1943, | 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 | was awakened at 3am for a wash. |
thought | must still be dreaming, but as | peered round the darkened
ward | could discern that others were receiving similar treatment. | felt
like a character in a Dickens novel, and in the days that followed | 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.

| witnessed the daily ritual from my bed. | had been put there on arrival
and was told that as | couldn’t walk (in actual fact | could) or do anything
for myself | 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 | 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 | was in trouble with the authorities because |
wanted something to occupy my perfectly normal mind. They suggested
I might, as | was so anxious, make an iron holder. | 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 | made it clear that even this was not enough to satisfy me. |
wanted books! And writing materials! | was cluttering up my locker and
making the ward look untidy. | even had books on the window sill. What
did | want them for? | could read only one book at a time, couldn’t 1?
Didn’t | realise | was in a hospital?

Yes, | realised that. All too well. | realised that this bed and locker were
my home and would be for the next 50 years or more. | wanted to take
correspondence courses, to learn. This meant more books, as well as
papers. On one occasion an irate sister confiscated everything | 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 | 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 | 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
known as “happiness.” Did it never occur to them that we could be
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human enough to feel despair and frustration at the barrenness of our
existence?

Then those visiting doctors, appalled to discover how long | 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. |
had to fight for it, and if | did get it | 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 | 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 | had dared to say that | 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 | 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 | 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. | 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. | sit here, the elderly women around me.
Many of the evils of the past have been eliminated. | 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
days now. Thank goodness it is not. | have revived painful memories that
| would rather forget. But so long as there are young people normal in
their minds and feelings, lying imprisoned in crippled bodies, in geriatric
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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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18 — AC Waine, letter to The
Guardian, 2 January 1967

An alternative to growing-up geriatric
Sir,
Your article "Growing-up Geriatric" (December 23) will excite a lot of

comment - as no doubt was intended. A lot has been done since those
dark, dismal days about which your correspondent writes so tellingly.

The fact is that many young chronic sick have to face years of
incarceration in a geriatric ward because there are no alternatives
available to them. Surely it is time that public opinion asserted itself and
made alternatives available? What are they?

First, there is a need for adequate financial provision to enable cases
who do not need constant medical care and nursing attention (and thus,
hospitalisation) to remain in their own homes and with their families.
Consider the case of the disabled wife or mother who, prior to her
disability, was working full time in her home. No financial benefits,
sickness or disability allowances were available to her.

Then, in severe cases, supplementary allowances may be necessary for
such purposes as constant attendance and other requirements.

Such cases could also be catered for by the provision of more purpose-
built residential accommodation alongside a day hospital or day-care
centre.

Together with other organisations, my society is deeply aware of the
shortcomings in the Welfare State where the chronically sick are
concerned. For this reason, articles such as "Growing-up geriatric" are
welcome and valuable as they bring to light shortcomings which,
lamentably, are not generally known. Thank you for publishing it.

Yours faithfully,
A. C. Waine

General Secretary
The Multiple Sclerosis Society
London W8.
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19 - Megan Du Boisson, letter to
The Guardian, 2 January 1967

Sir,

There is no doubt that, in accordance with the expressed intentions of
members of the medical profession, the Ministry of Health, the Ministry of
Social Security, and other bodies concerned with the long-term sick and
disabled, any patient who could do should be enabled to live outside the
confines of a hospital. Hospital beds are costly, precious, and designed
for the cure of patients or for the nursing of the elderly and those in the
terminal stages of their disease.

If Michele Gilbert had the means, and was offered the full services of her
local authority, her tragic experience of growing up geriatric need never
had happened. With the enlightened local authority, properly supported
from funds from Central Government, and with a suitable income which
recognised the degree of her dependency, Michele Gilbert could today
choose whether she wished to continue to live in the care of an
institution or to live in the community. Society does not offer her this
choice.

It is the work of the Disablement Income Group to ensure that such
tragedies do not occur wherever they are preventable, by working for a
National Disability Income. The story of Michele Gilbert makes us more
determined than ever to continue to represent to members of Parliament
the appalling plight of our chronic sick. Alas, Michele Gilbert is one of a
growing company. We shall make private approaches to Miss Gilbert
and we hope your readers who are interested in our work will write to us.

Yours sincerely,
(Mrs) Megan Du Boisson

Hon. Secretary
Disablement Income Group
Rellen House, Busbridge Lane, Godalming.
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20 - Marsh Dickson, letter to The
Guardian, 6 January 1967

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 [sic] Marlborough Flats

Walton Street

London SW3.
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21 - Pamela La Fane [as Michele
Gilbert], letter to The Guardian, 10
January 1967

Growing up geriatric
Sir,
| should like, through your columns, to express my appreciation for all

the interest shown to my article "Growing Up Geriatric," published in your
paper on December 23.

Every letter will be answered personally, but as this may take some time
| should like them to have this general acknowledgement of my heartfelt
appreciation. Yours etc,

(Miss) Michele Gilbert

c/o The National Campaign for the Young Chronic Sick
94 Marlborough Flats

London SW3.
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22 — Stan Newens MP, Letter to
The Guardian, 23 January 1967

The young sick

Sir,

| hope the publication of Michele Gilbert's letter does not mean a
conclusion of correspondence in your columns on the young chronic
sick, because to my mind this is an important subject which should form

an essential part of the comprehensive review of the social services
begun by Douglas Houghton.

Since this point has not featured in correspondence, it may interest a
number of your readers to know that the Labour Party has a policy for
the young chronic sick laid down at the 1965 Conference in Blackpool,
where a resolution from Chelsea Labour Party was adopted, calling on
the Minister of Health to (a) enrol and train medical home-helps; (b)
extend and make mandatory local authority services; [ (c) ] pay relatives
for care for care in the home; (d) establish young chronic sick units in
local hospitals with a specific purpose of making growing up geriatric a
condition of the past.

Of course an Annual Conference resolution does not commit the
Government in any way, but it does mean that Ministers, as members of
the Labour Party, have no reason not to be aware of, and give attention
to, this tragic situation.

Stan Newens [MP]

House of Commons.
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23 - NCYCS newsletter 3, spring
1967

CHELSEA LABOUR PARTY

NATIONAL CAMPAIGN FOR EA LABOUR PARTY
THE YOUNG CHRONIC AMPAIGN FOR
SICK -HRONIC SICK

WSLETTER No. 3

NEWSLETTER No. 3

We seek no Charity, no e
special privileges. We seek 2 ‘ i N
social justice, equality of '
opportunity \ y

=
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Price Sixpence

EDITORIAL w s
ONE STEP FORWARD

Since Newsletter No. 2 there
has been one important
advance in provision for the
Young Chronic Sick —
POSSUM — Patient
Operated Selector
Mechanism controls for the
severely disabled. These

electronic aids developed .
under a research grant from We seek no Charity, no special
privileges. We seek social justice,
equality of opportunity

PRICE SIXPENCE

the Polio Research Fund at
Stoke Mandeville by a
research group under Reg
Maling are now available on
prescription by a consultant

on the National Health Service.
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Our solicitor, a polio victim who runs his whole practice with the use of
only one thumb, thanks to POSSUM, tells you about it in this issue. We
add a note on its possibilities for the progressive diseases such as
Multiple Sclerosis. What do you know about this? What does your
Council know about it? What does your Regional Hospital Board know
about it? For further information a self-addressed stamped envelope,
please.

HOUSE OF COMMONS

It is with no sense of complacency that we bring to your notice Question
and Answers in the House. We are pleased that they have been raised,
grateful that our efforts have been praised. Above all, we are grateful to
the M.P.s who have asked the questions, however unsatisfactory some
of the answers are. Lack of information at both National and Local
Government level is still the greatest barrier to action, and to the
discussion at local government level on which action so much depends.
More about this later in this Newsletter.

CONFERENCE RESOLUTIONS

The Young Chronic Sick are not to be forgotten at Conferences this year.
See further on the resolutions at the Women's Conference, the Eastern
Region Conference and the London Party Conference. We are the party
of Conscience or we are nothing. Ours is the only party that consistently
raises the problems of the Young Chronic Sick at our conferences. It is
up to all of us to make sure that resolutions are transferred to statute
book and action in the council chamber.

WHAT PRICE HOLIDAYS?

The scandal of Railway charges for the Young Chronic Sick continues.
St. Beeching still lords it over social justice and pious buck passing
swings its malodorous censors. The Young Chronic Sick are far too
unimportant for even junior ministers of the Ministry of Transport to
bother to meet us to discuss the problem. But don't think we have given
up. Until the Young Chronic Sick get social justice we'll never give up.

IT DEPENDS ON YOU, MINISTERS

We are grateful to Robinson and Snow for their genuine interest in the
Young Chronic Sick but are they prepared to be sufficiently forceful to
ensure that NO Young Chronic Sick shall be condemned to geriatric
wards, that the necessary action is taken to allow the Young Chronic

Sick to remain at home and that the public has access to all available
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information in adequate form, not only at national, but also at local level?
Please, please have the guts to require instead of asking.

POSSUM and a single thumb

POSSUM has thrown not only the necessities of doing and selecting, but
also daily important right of rejecting. The exercise of the will arising out
of this is the key to the vicious circle, whether for the productive, or the
unproductive.

BODY

To say that it would be as hard for the paralysed person to imagine life
without POSSUM, as for the able-bodied person to imagine himself para-
lysed, is an inadequate, but possibly accurate attempt to indicate the
value of its limitless applications to the disabled person. To all disabled it
provides domestic independence, and control of the environment from
heat and light, to entertainment, be it radio, television or model trains; to
communications -- the most vital sphere of all to the disabled, by the use
of the telephone, or the intercom system. Its application in the field of
rendering the disabled productive is even more startling; while its
potential is limitless, and already reaches into the field of industry, the
mere application of the telephone, typewriter and dictaphone make a
potential tax-payer out of the man who cannot move a muscle.

AND MIND

On the other side of the picture, it serves what may be yet a more
valuable end; who, but the totally paralysed, can conceive the horrifying
effects of the environment in which they are placed, upon the mind, the
will and the spirit; the sheer vulnerability, the gradual subjugation,
especially of the institutionalised, to the will of others to whom they are
nothing but an added demand upon their time and physical resources,
the slow loss of self-respect, and ultimately the so-called 'secondary
paralysis' that is, the a deadening of the anaesthetising of the will and
desires which subconsciously occur as a result of the reluctance to make
— and often the sheer impossibility of satisfying — the persistent
requests commensurate with one's needs. Even with the most kind
natured and tolerant of helpers, this environment can have a stultifying
and repressive result. The wrong circumstances -- the snubs,
impatience, or downright heedlessness of institutional staff, or indifferent
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assistance, can create a vicious circle of negativeness in which the end
result can only be the degeneration of the will to the state of a vegetable.

Into this limbo, POSSUM has thrown not only the basic necessities of
doing and selecting, but also the vitally important right of rejecting. The
exercise of the will arising out of this is the key to the vicious circle,
whether for the productive, or the unproductive.

REALITY RESTORED

The practical effect of POSSUM is, in short, that the proposition can now
be made that no mentally healthy person need be unproductive, however
great the degree of his physical disability, barring only of course, actual
illness and pain. To project the disabled into the living hurly-burly of
everyday life by being given the means to escape from wallowing in the
sickly sweet comfort of nothingness to feeling the hard edges of life's
realities, to have the opportunity to be on equal terms with one's fellow
men in the use of one's mind, and to make this the means of restoring
one's earning power to almost normal, must surely be the ultimate, but
most improbable hope of any totally disabled person. That POSSUM has
developed this phantasy into a reality is a breakthrough in these realms
of a consequence which has not yet received anything like the
recognition it deserves.

ENDS WITHOUT MEANS

POSSUM has at least been recognised, however, albeit grudgingly and
inadequately. It could not be ignored. What is ignored now, by the sterile
consciences in Whitehall, is that these fantastic potentials can never be
developed, without a full and realistic recognition of the need of those
who are in the position to benefit from the advantages of POSSUM, of
adequate practical help and financial provision to enable them to carry
the enormous additional financial burden thrown upon them by their
need for constant attendance and assistance in the actual process of
living. The one is complementary to the other; but the absurd situation
now exists that this tremendous discovery can only be used by a
comparative few not because of its intrinsic cost (which is extremely low
for what it is and does) — but because of the short-sightedness of those
who cannot realise that it would save the State large sums of money to
make adequate provision of financial and practical help to the potential
users of POSSUM of an order of a mere fraction of the cost to the State
of them being kept in hospital; to enable them so gladly to vacate their

sorely needed hospital beds and once again, even if after a necessary
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period of rehabilitation, to set themselves up again as useful working
members of Society.

LET THEM NOT ROT

It has often been found that the disabled have a particularly high power
of concentration which enables them to do jobs, especially in the
scientific and electronic field. which cannot be tackled by others; not only
the average intelligences therefore, are being thrown to waste, but even
these exceptional talents lie rotting in geriatric wards — those supremely
expensive breakers' yards of our civilisation.

POSSUM in progressive diseases

AIDS such as POSSUM and the coupled G.P.O. telephone loudspeaker
have enormously widened the scope of activity of the patient. With these
aids a wife who could not dial or call for help can now do her shopping
over the '‘phone, speak to whomever she wants, switch on the TV or
radio programme of her choice, regulate the heating, turn over the pages
of the book she could not handle, or manipulate the talking book. She
can recognise the caller at the door and let him in. She can type the
letter she can no longer write by hand. She can discuss her children's
problems with their teachers. She can call for help in an emergency. All
this without the minute to minute dependence on another human being,
however loving, however loved. Love thrives on giving not on
dependence. We who love our increasingly dependent partners do not
seek any easy way out, we know that the more independent we can
make them the deeper our relationship will be, and the more fruitful, not
only for ourselves but for our families and for the community.

As together husband and wife face the increasing disability of the partner
they can face the future more serenely and securely. These aids should
be brought into use before total incapacity sets in so that the shock, both
physical and emotional, of increasing disability, be reduced as much as
possible and does not vitiate their implementation.

Of course such aids do not obviate the need for the services for which
the Labour Party in its policy stands. They are not a 'lavabo’ [Latin: a
handwashing bowl] for the Pontius Pilates of officialdom. But they have a
vital role to play if only the blind will see.
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HANSARD
30th JANUARY, 1967

DR. OWEN asked the Minister of Health (1) what evidence he has that
there has been any reduction in the number of patients classified as
young chronic sick living in geriatric wards during 1966; and what further
reduction he expects to occur in 1967; (2) what evidence he has of an
increase in the number of beds provided in special young chronic sick
units during 1966; and whether any further increase can be expected in
1967.

MR. K. ROBINSON: Up-to-date information about the young chronic sick
in hospital will be obtained in the course of a survey which is in
preparation. When the results of this survey are available, | will write to
my hon. Friend.

6th FEBRUARY, 1967

MR. ALFRED MORRIS asked the Minister of Health what progress is
being made towards establishing more young chronic sick units near
patients' homes and abolishing the present practice of confining the
young chronic sick in geriatric wards with the senile; and if he will make a
statement.

MR. SNOW: | would refer my hon. Friend to my right hon. Friend's reply
to my hon. Friend the Member for Plymouth Sutton (Dr. David Owen) on
30th January.

MR. ALFRED MORRIS asked the Minister of Health what consideration
has been given to enrolling and training special medical home helps to
reduce the numbers of the young chronic sick who are confined in
geriatric wards; and if he will make a statement.

MR. SNOW: It appears to me that my hon. Friend's objects can best be
met by the development of home nursing services, particularly through
the increased use of ancillary staff for less skilled work; and local
authorities have been asked to review their staffing with this in mind.

MR. MORRIS: May | inform my hon. Friend (Hon. Members: "No'.)—is
my hon. Friend aware that it is considered by many people to be a crime
that any young chronic sick should be in a geriatric ward? Will he state
what is being done in the near future to encourage local authorities to
take much more action than they are taking at present?
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MR. SNOW: This was done in March 1966. Local authorities were asked
to review their internal arrangements for co-ordinating the services for
handicapped children and school leavers and to take into account the
chronic sick aspect of it. We are carrying out this survey. We are fully
conscious of the serious nature of the problem.

13th FEBRUARY, 1967

MR. WINNICK asked the Minister of Health how many chronic sick
patients under 60 years of age have been taken out of geriatric wards in
hospitals and placed in more suitable accommodation in the last 18
months.

MR. SNOW: | regret that this information is not available.

MR. WINNICK: Is my hon. Friend aware that there is a great deal of
public concern about this whole matter? Has he been in touch with the
Chelsea Labour Party which is organising a first class campaign on this
issue? Has my hon. Friend's attention been drawn to a recent article in
‘The Guardian' written by a former patient, which again has caused a
great deal of comment?

MR. SNOW: | am in touch with the Chelsea Labour Party on this matter.
In my view, the Chelsea Labour Party has carried out a very good
service indeed in drawing public attention to this matter. A pilot survey by
my right hon. Friend on the question of younger chronic sick in hospital is
in the process of being organised.

*k*k

DR. DAVID OWEN asked the Minister of Health if he will instruct regional
hospital boards to provide a service for relatives and friends of the
bedridden chronic sick so that for a period of weeks once or twice a year
they can be admitted to hospital to allow a rest and holiday for the
people who undertake their care at home.

MR. K. ROBINSON: Hospital authorities already provide this service
wherever possible.

DR. OWEN: Is the Minister aware that this service is provided at only a
few centres, that where it is provided it is possibly the greatest single
factor in keeping patients at home and that an extension of this service
would be greatly appreciated?
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MR. ROBINSON: | agree with the second part of my hon. Friend's
supplementary, but not with the first because my information is that
hospital authorities in general are fully aware of the value of the short-
term admission of patients who are normally cared for at home. My hon.
Friend will be interested to learn that there are arrangements for such
short-term admissions in the Plymouth area.

BRIEF COMMENT

The answers will satisfy few people. It is scandalous that statistics are
not readily available to provide clear cut answers to David Owen's
guestions or those of Alf. Morris and David Winnick. The answer to
Morris's question on medical home helps is equally disturbing. Those on
the receiving end will have some bitter things to say about this, knowing
as they do how inadequate local authority provision is and how its lack
fills geriatric beds. When will the Minister start to require instead of
asking local authorities to act, and face the bill which will save him
hospital costs?

David Owen appears better informed than the Minister about the short
term admission of Young Chronic Sick to allow rest periods for the
family. We know of cases where this can only be done in geriatric wards,
not a suitable environment. It takes great courage to face a geriatric
ward while the family is away on holiday.

Fighting for the facts

The appalling la