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| Introduction

My name is Hilda Turner. This is my story. | have told part of my
story lots of times - to students, social workers, nurses and
doctors. | want people to understand and so that things like that
happened to me can’t happen again. | want to tell the story for
those who aren’t able to speak up for themselves. My
community nurse, Mary, said ‘why don’t | do my life story
book?’. 1 should write a book. I've wanted to write a book for a
long time so more people will know. It's my life I’'m talking about

~ it’'s my ambition to write my life story.

| needed support to do this. It was difficult to find someone. |
didn’t know the whole story. There are still some things | don’t
know. It’s taken a long time and it’s been difficult — very, very

difficult but I've come out even stronger.

Most people have a sense of identity rooted in their personal histories. Stories
are discussed with famiiies and friends; memories are supported by documents,
photographs and significant others. When there is separation from family, few
consistent relationships, little documentation, and memory and sense of time are
challenged discovering one's personal story is like putting together a jig saw
puzzie without a picture of the whole. Hilda’s search for her story has been a
difficult and emotional journey. It has involved finding people from her past with
whom to share memories and seeking professional records to gain some
understanding of decisions made about her life. The picture of the jigsaw has

become clearer but there are still some pieces of the puzzle missing. These may



never be found. It has not been possible to contact some significant people and

there are few contemporaneous records about Hilda’s early life.

The book is the result of a partnership between two women; one, Hilda, brought
memories and a burning desire to know and to share her story; the other brought
knowledge of the service system, empathy and tenacity. Although they had
known each other through advocacy groups, conferences and teaching sessions,
the only knowledge they shared about Hilda’s life was that given by Hilda herself.
When the two embarked on the project it was therefore a journey of discovery for
both. An agreement was made that any material found would belong to Hilda,
she could call an end to the search for information at any time and she would
control what was eventually published. Through the book, Hilda tells her story in
her own words, with her own memories. These are in emboldened text
throughout and are supplemented by the memories and comments of others and

a commentary which tells the story of the service system.

The names of people within the text ( other than those of Hilda’s mother, father
and husband) have been changed unless they were interviewed specificaily as

part of the research process.



il Early Years

| was born in the East Suffolk and Ipswich hospital on the 9
October 1948. | never knew my Mum and Dad. My mum died in
1950. My dad worked on a farm. | went to live with foster parents.
I never saw my family. | didn’t know | had any brothers or

sisters. | met two sisters when | was older.

Hilda was born to Wallace and his wife, Gladys, on 9.10.48. On 10.10.48 Hilda
was taken into the care of the East Suffolk Children’s Department under Section
1 of the 1948 Children Act. She was placed in a number of nurseries and foster
homes. Files from the statutory agencies suggest that there were two older
sisters (born 6.8.40 and 11.10.48). The younger of the two was boarded out with
foster parents when four months old and subsequently adopted on 9.3.49. Parish

records show there was also a brother (born 31.5.45).

A letter on the file of the sociai services department dated 15.7.74 states that
‘she (Hilda) and the other children were removed from their parents’ care

because of home conditions, illiteracy and backwardness of the parents’.

At the start of the journey Hilda had no positive image of her family. However, a
resident of the village who knew ‘Wally’ paints a very kind picture of ‘a little man
with a cap who rode his bike’'. He was part of a * well known and well liked local
family, known at that time as simple minded ... they were very much part of the

local scene ... .

Commentary

The Children Act 1948 drew on the findings of a public inquiry conducted by the
Care of Children Committee chaired by Myra Curtis. The Curtis Report, published
in 1946, considered the care of children who were without parents or without an



appropriate home life. The need for a review had been highlighted by the death
of Dennis O’Neil who had died aged 12 in 1945 at the hands of his foster parents
Reginald and Esther Gough, having been boarded out under the provisions of
the Children and Young Person’s Act 1933. The 1948 Act established new
children’s departments and ‘gave them the duty to care for orphaned, abandoned
or deprived children, the power to assume parental rights over children in their
care who had no parents or parents who were in some way incapable or unfit to
look after them, and the duly to act as a fit parent for children compuisotily
removed from home by a court’ (Hoggett and Pear! 1991:573)

There is no record of Hilda's early placements. Sparse records suggest a series

of foster homes, hospital placements, nurseries and residential care homes.

| know | stayed in Rattlesden and in Finingham. ! remember the

names of some of the foster parents.

There may also have been foster carers in Bildeston.

There were two children’s homes in Stowmarket; Sunnyside and Evelyn Fison
House. Hilda believes that she may have spent some time in the iatter with at
least one of her sisters but has no memory of this. However, this property was tc
assume great significance for Hilda as an aduit when for a time it became the

offices of the social work team for adults with a learning disability.

Commentary

Evelyn Fison House was built in the early 1830’s by Benjamin King, a wealthy
merchant, on some meadow fands in Stowmarket known as Bess Garnharms.
The house was originally given the same name but when it was sold in 1865 it
was called Hill House. Forty years later it became a private school, Eastwood Ho,
and was extended to provide extra classrooms. The school closed and the local
authority assumed use of the property as a children’s home and changed the
name to Evelyn Fison House. As residential accommodation for children fell out
of favour, the building was used as offices until the local authority vacated it in
2003.



When Hilda was in her second year, left hemiplegia was diagnosed which led to

extended periods in the East Suffolk hospital for corrective surgery.

I was told that my Mum fell down stairs when she was carrying

me.

Hilda's earliest memory is of ‘being in a cot with a plaster on my leg’.

| know I've got this but it doesn’t bug me. It doesn’t stop me
doing anything. I've got lots of determination. If you think in
your head you can do it, you can do it. There’s no such word as

can’t.

Hilda is able to walk, but her left leg is weak and she has little use of her left arm.
She describes herself today as ... little, with blond hair and green eyes
... and nice and slim. In her youth her hair was a brilliant red and her figure

was petite.



lll School years

Hilda has no memory of her early schoot years and there are no records to
indicate whether in fact she went to school prior to the age of 9. in 1957 Hiida
went to Greenwood School in Halstead. Greenwood School was an independent
boarding school for girls with emotional and behavioural disorders. The County
Adoptions Officer recalls in a letter of 1980 that Hilda was nicknamed ‘Blossony’

at school.

It was a boarding school... all girls’ school. We wore school
uniform. There was quite a few friends in there — they weren’t
friends for very long. | shared a room with one particular friend. |
didn’t do much really. | mucked about mostly. One of the
teachers said to me ‘aren’t you going to settle down? If you do
you could do quite well’ - | didn’t like the room. It was too

squashed. | couldn’t do it.

The schoo! was residential and during the holidays Hilda returned to foster

homes.

When | left school | went to stay with Mr and Mrs ... in Dunwich.
The placement brcke down and records show that the foster carer subsequently
died.



IV In Hospital

Then | went to Turner Village. | was in Essex Hall first. That was

horrible. it was a dump.

Hilda was admitted to the Royal Eastern Counties Hospital on 17" April 1966.
There were a number of different settings, of which Turner Village and Essex Hall
were two.

Commentary

The Royal Eastern Counties hospital in Colchester was established in 1849 for
Young Inmates of Royal Eariswood and ten years later became the Eastern
Counties Asylum. It subsequently became the Essex Hall Asylum for Idiots, then
the Royal Eastern Counties Institution for Mental Defectives and finally the Royal
Eastern Counties Hospital. By 1979 in Cclchester Health District there were 338
beds in Essex Hall with other units also providing for those who were, by the
labels of the time, mentally handicapped::

Turner Village Hospital, Turner Road, Colchester, 476 beds
Lexden House, Lexden, Colchester, 78 beds

Barker House, Coppings Road, Clacton on Sea, 43 beds
Brunswick House, Mistley, Manningtree, 43 beds

Severalls Hospital had 38 beds for mental handicap
Ramsey Lodge, Oakley Road, Dovercourt, Harwich, 37 beds
Crossley House, Marine Parade, Clacton-on-Sea, 33 beds
Hilisea, 10 East Hill, Colchester, 30 beds

Handford House, Queens Road, Coichester, 20 beds
Kingsmead, Straight Road, Colchester, 10 beds

Hilda was 17 and the request for her admission came from East Suffolk
Children’s department. Responsibility for Hilda's welfare passed from the Local
Authority to the National Health Service.

In a letter dated 16.2.76 a Specialist in Community Medicine writes ‘the tragedy

is that she was ever admitted to a mental sub-normality hospital. Unfortunately, |

think that we shail find that there were quite a few of these unofficial admissions

10



to the Royal Eastern Counties of children who were in care of the East Suffolk

Children’s Department, scme of whom were far from being severely subnormal’.

The story of Valerie Argent illustrates this tragic point: and in her autobiography
she graphically describes the conditions in Essex Hall. The following extract is
taken from Just one thing well; The Life of Valerie Argent (Roberts 1992).

Sometime in the autumn of 1962, Valerie was admitted as an inpatient to a
Colchester Hospital. Her own account of her admission differs from that in the
following medical record, written by a doctor in the therapeutic community that
rescued her [as she saw it] from Essex Hall:

“She has been an in-patient of the Royal Eastern Counties Hospital,
Essex Hall, Colchester, which is a hospital for mental defectives. She was
sent there as other suitable accommodation was not available, following
an attempt at suicide by holding her head in a basin of water. She is an
intelligent girl with an 1Q of 120 and has been attending Hornchurch
Grammar Scheol”

Valerie re-lived cruelfy and kindness in Essex Hall in a long entry in her journal
on 24.3.1982:

Spoons and tin plates. The cold. Chapped sore thighs and buttocks, and
the skin sloughing when they washed the shit off. Soreness there, and on
my wrists, where 'd scratched and bitten them. And bruises everywhere.
The casual way they slapped you. The way no one, dad, the doctors, the
chaplain, ever protested about them hitting us. The doses of laxatives for
punishment [,] the ones that thought it funny, or got annoyed if you
protested about scalding bath water, shampoo rubbed in your eyes as well
as hair, pushing me over when | was doing dirty linen in the sluice so it
went all over me, and then wouldn't open the washroom for me. The
shame of doctors rounds, and ail the students being taught on you. The
times | couldn’t keep the tension in, even knowing they’d tie me up or even
worse...

And I didn't really want or dare to respond fo the young doctor, because it
would have meant acknowledging how horrible the rest was. But he still
used to come sometimes, and bring me sweels, and sit and hold my hand
and talk about things he’d done and seen, a physical hurt treated, a walk
in the park, why he wanted to put a shelf up in his room. | could usualfly
say helfio, and smile, but | don’t think much more.
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No glasses, no paper or pencils, no way of not thinking, except looking at
the other women. Most of them couldn’t speak. It was one of the lowest
grade wards, where they all needed iots of attention — not that they got ...
Some of them did things with their hands, some made noises, some were
like vegetables..

They didn’t even bother to decorate the ward at Christmas. There was a
party at OT though, with balloons and cake, and a present for each of us, !
think of sweets. The young doctor gave me a jar of face cream. | scarcely
ever used it but | kept it for years. | don’t know what happened fo it, | cant
imagine throwing it away.

Valerie was placed just four years before Hilda. Conditions seem to have been
appalling. Indeed, there were to be a series of national scandais about such
hospitais across the country during the1960’s and 1970’s. Valerie's {Q was said
to be 120. Hilda's was said to be between 60 -70. Hilda, like Valerie, did not meet
the criteria for admission as a woman with severe mental sub normality as this
classification at the time conventionally was attributed to those with an IQ below
50.

The letter about Hilda was written in 1975. By this time the World Health
Organisation had published an international classification of the condition mental
retardation. This classification alsc sub divided people by IQ measurement: miid
50-69; moderate 35-49; severe 20-34; profound under 20. The letter refers to an
‘unofficial admission’. It is unclear under which legal provisions Hilda was
admitted to hospital. The most likely is that she was placed in hospital as an
informal patient under the terms of the Mental Health Act 1959 by the children’s

department which had parental rights, aithough she hardly met the criteria.

Commentary
Within the Mental Health Act 1959
Severe subnormality (mental handicap) means a state of

arrested or incomplete development of mind which includes
subnormality of intelligence and is of such a nature or degree
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that the patient is incapable of living an independent life or of
guarding himself against serious exploitation, or will be
incapable when of an age to do so. (Section 1)

The 1959 Mental Health Act was based upon the Royal Commission
on the Mental Healith Laws (the Percy Report) published in May 1957.
The key themes were that mental disorder should be regarded ‘in
much the same way as physical illness and disability’ (para 8) and that
hospitals for mental illness should be run as nearly as possible like
those for physical disorders. ironically, the Percy Report stressed the
desirability of community living for those with sub-normalify and some
of the present notions of community care may be traced back to this
report. A telling comment can be found in section 4:

The idiot, imbecile and feeble-minded are an integral part of the
human race; their existence constitutes an unspoken demand
on us. The extent to which we guard their right to the fullest and
most useful life, the extent to which we guarantee fto them the
maximum freedom which they can enjoy and the extent to
which we help their families to give them the love they need, is
a measure of the extent to which we ourselves are civilised.

( Percy Report 1957: 4 )

However her admission was arranged, the outcome for Hilda was dire. She was

to spend the next eleven years of her life within the remit of the hospital.

Memories shared with Colin

Colin was the social worker at Turner Village from 1973 -1979. He agreed to talk
with us, and his wife, Joan, who Hilda had also met many years ago, joined us

for some of the time.

... She used to ride a moped

Before the research into her story Hilda believed that her admission was because

she ... must have done something very bad. However, the meeting with

13



Colin dispelled this view. Many young people with learning disabilities who were
in the care of the local authority passed into the hospital as they reached
adulthood. Hilda’s records suggest that her admissicn was due to ‘lack of
occupation and adolescent preblems’. Colin suggested that it is likely that the
admission would have taken place irrespective of any behaviour Hilda displayed

because of the lack of alternatives. Hilda had to re-evaluate.

So | wasn’t really that bad........ ?

Hilda remembered the buildings at Turner Village, called Vilias. | was on Villa

5 and Villa 12. villa 5 was originally the children’s villa.

Colin remembered that ‘the nurses still wore blue uniforms — some chose to,

some didn’t. But there were no hats’. The wards had 20 people.

It was all open — there was a wardrobe on each side of the bed...
There was a workshop — concrete slabs —- boot shop, laundry

block, animals, to attract the public........

In a small exchange Hilda described a period of seclusion:

... at one point | was locked in a side room ... they took my bed
away ... they took everything away ... | had to eat off the floor ...
they only drugged us up to keep us quiet. Hilda describes a zombie-
like state as the impact of the medication. | couldn’t feel nothing. She
remembers someone saying to the staff ‘if you treat her right she will

behave right’. She believes this may have been Colin. Colin agreed that even
in his time at the hospital when the situation was beginning to improve ‘it was a

bit brutal, a bit harsh...’. One psychiatrist Hilda remembered well ... he was a

horrible man. He was fierce with me. Another she remembered as more
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gentle. He described Hilda on a form some years later as ‘occasionally

aggressive’. Colin remembered the doctors too.

The strongest memories Colin has of Hilda at this time are her ‘red hair and

dancing — Hilda liked dancing’ There was a big hall in the middle for

dances — on Wednesday afternoons there was a film show.

There was a TV in there ...You could only watch it for so many
hours ... but | couldn’t watch it like | do now. My time was really
very boring ‘cos | didn’t have anyone to talk to ... if you did talk
to someone you got told off. If you asked for something they
told you, you would have to wait until the next day. | only spoke
to them (the other patients) when the staff weren’t there ... they
thought we were talking about them but we weren’t, we were
talking about all different things, you know, like what we would
do if we got out but then when we saw the staff coming we just
switched our radio on and pretended we weren’t doing anything
else. (Welistened to) Radio 1 ... Sometimes if they knew you’d got
it they’d take it away and lock it in the cupboard.

Now | listen to Radio Suffolk ... Radio 2 ... | like listening to
Radio Suffolk best ... it tells you the news and the old songs... |
know all the words ... | sing in the bath too ... | dance in public
but | wont sing in public.

In another exchange Hilda remembered:
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... when | used to come over and see you a lot and | would stay
outside your office for hours. Colin agreed- ‘you were very persistent ... |
used to have a queue sometimes and Hilda was always at the front’. He was

the only person | could talk to.

However, the regime in the hospital began to change and life became easier.

Hilda recalls being told that ... you can walk round the grounds as

long as you don’t go out the gate.

in hospital under the kinder regime, Hilda met Maurice. Maurice was twenty
years older than Hilda and had been admitted from Cambridge where he still had
two brothers.

One brother is the same as me — got the same symptoms as me
— down the left hand side. [ was told about him, Maurice told me

about him.

Maurice was in Turner Viliage on Villa 1. He had been admitted following an
offence in the community and was ... a high grade. A distinction was made

by staff and patients within the hospitals between those who were said to be
‘high grade’ and those labelled as ‘low grade’. People who were graded highly
were felt to have more ability, were afforded more privileges and subject to less

constraints. Maurice worked for some of the time in the concrete workshop.

He was about the same height as me and he was a very gentle

person.
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Commentary

Whilst Hilda was in Turner Village and under the care of the health authorities,
services in the community changed dramatically. The Seebohm Report of 1968,
and the subsequent legisiation, The Local Authority Social Services Act 1970,
had brought the former East Suffolk Children’s Department under the auspices of
the newly created Suffolk Social Services Department. More significant for Hilda,
at this point, were the changes which were occurring in health provision for
people said to have a mental handicap.

Internationally, people with a mental handicap were increasingly recognised as
people with rights. The ‘ normalisation * movement arose first in Scandinavia with
the work of Bank-Mikkleson and Nirje and then in U.S.A. through the work of
Wolfensberger ( Flynn and Nitsch 1980 ). A sociological critique also emerged
which questioned the role of professionals and denied that mental handicap was
a medical condition. Research in Britain had also drawn attention fo negative
aspects of institutions, particularly hospitals, and there were a number of well
publicised scandals of ill treatment and mismanagement (Martin 1984).

In 1971 the government published a White Paper — Better Services for the
Mentally Handicapped ( DHSS 1971 ). This outiined a programme of service
provision which would move from a hospital service o one in the community over
the nexi twenty years. This resulted in the run down of the large hospitals
through an active discharge policy and decrease in admissions, the transfer of
more able people into the community, building smaller hospital units on the sites
of generai hospitals, refurbishment of the old units, co-ordination between health
and social services and the development of local authority provisions. The stated
philosophy of service had two components: a) mentally handicapped people
have the same needs and rights as other peopie; and b) that where special
services are required these should be as much like normal social and public
services as possible.

Most of the finances remained with the National Heaith Service. There was no
incentive, nor compulsion, for the professional groups within the health service to
co-operate with any radical shift fowards community care nor to surrender their
professional dominance (Gostin 1982). Movement into the communily refied
heavily on the commitment of key people.

Essex Hall had its own scandal in 1972 where overcrowding was the main issue.
A change of lead psychiatrist at the hospital who favoured community care
pushed through reforms. Preparations began to move Hilda and Maurice, along

with other patients of the hospital, into the community. This largely involved
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training for living in group homes, where commonly three or four people would

share a home supported by residential or peripatetic staff.

Letters from the file dated 1974 show that Hilda was keen for any information
about her family. With Colin’s support, she found an older sister, Paula, who was

living in a village some 20 miles from the hospital.

My sister Paula came to see me in Barker House once... she had
red hair too, two sons and a daughter and a husband... She said
when you come out of hospital I'll come and see you. But she

never did.

Attempts were made to move Hilda out into the community in group homes within

easy reach of her sister. Hilda was unhappy about a move and turned down the
opportunity of three placements in the community. | wasn’t ready. It also

became apparent that Paula did not wish further contact with Hilda.

Commentary

The Mental Health Act 1959 had made it a statutory duty for local authorities to
provide * occupation and training cenires ‘ for people labelled as defective who
were living outside of hospitals. These subsequently became known as Adult
Training Centres (ATCs) . The 1971 White Paper envisaged that these ATCs
-would become the back bone of the new community services for people already
living in the community and those leaving hospital. It estimated that in 1968 there
were approximately 70, 000 aduits with a severe mental handicap in England and
Wales of whom about 24, 500 attended ATCs. It set, as a national target fo be
reached by 1991, 74, 800 ATC places which would be the equivalent of 202 per
100, 000 of the general population over the age of 16. The stated aim was that
people with a mental handicap were to be integrated with the community.

in 1975, in preparation for discharge into the community Hilda began to attend
sessions at Mile End ATC in Colchester where she learnt domestic skills. She

hated the day centre and within six months had moved back to provision within
the hospital. She underwent rehabilitation training at Lexden House and at the
Kingsmead Unit.
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Memories shared with Gillian and Rosemary

Giilian and Rosemary had been patients in the hospital and were still in touch
with Colin who arranged a meeting. They recalled Lexden House which at its
height was a training unit for young women in service. There were eight
dormitories each sleeping eight women who were trained to work as domestic
servants in Colchester. They remembered that they wore uniforms and that they
‘were big houses — we cleaned houses — it was bad wages — 6d an hour’. Hilda
never worked in service but remembers the Matron and her dog Rusty. The three

women shared memories of other staff and patients.

In 1976 Hilda moved to Conifer Close Hoste! in Colchester which was more
acceptable to her as she was closer to Maurice who by this time was at Barker
House in Clacton. In the hostel, two converted council houses established as a
half way house for people with mental health problems, Hilda had a room of her
own and could go out whenever we wanted. However, there was small food
and there wasn’t much to do. She was often in dispute with other residents but
as Colin wrote in a letter at the time, this was not always of Hilda's making. Hilda
was finally discharged from hospital on 20 Jan 1977 aged 28. Responsibility for
her welfare passed from the National Health Service to the relevant locai
authority.

Commentary

The reorganisation of the National Health Service in 1974 had weakened the
hold of the medical profession in this field as joint planning between heaith
authorities and local authorities became a statutory requirement. However, by
19785, it was already apparent that the implementation of community care was not
taking place as envisaged. Barbara Castle, as Secretary of State, announced
three new initiatives: 1) the establishment of the National Development Group; 2)
the convening of a Committee of Enquiry into Mental Handicap Nursing and Care
under the chairmanship of Peggy Jay and 3) an intention to establish a National
Development Team.
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The statutory bases for Local Authorities to provide community care to people
with a learning disability had existed for many years. The National Assistance
Act 1948 at Section 21 {1) {a) states that:

‘A local authority may, with the approval of the Secretary of State and to
such extent as he may direct, shall make arrangements for providing -

Residential accommodation for persons aged eighteen or over who by
reason of age, iliness, disability or any other circumstances are in need of
care and attention which is not otherwise available to them...’

These duties had been strengthened under the Chronically Sick and Disabled
Persons Act 1870

(1) Where a local authority having functions under section 29 of the
National Assistance Act 1948 are satisfied in the case of any person to
whom that section applies who is ordinarily resident in their area that it is
necessary in order to meet the needs of that person for that authority to
make arrangements for all or any of the following matters, namely . . .

(a) the provision of practical assistance for that person in his home;

(b} the provision for that person of, or assistance to that person in
obtaining, wireless, television, library or similar recreational facilities;

© the provision for that person of lectures, games, outings or other
recreational facilities outside his home or assistance to that person in
taking advantage of educational facilities available to him;

(d) the provision for that person of facilities for, or assistance in, raveling
to and from his home for the purpose of participating in any services
provided under arrangements made by the authority under the said
section 29 or, with the approval of the authority, in any services provided
otherwise than as aforesaid which are similar to services which could be
provided under such arrangements;

(e) the provision of assistance for that person in arranging for the carrying
out of any works of adaptation in his home or the provision of any
additional facilities designed to secure his greater safety, comfort or
convenience;

() facilitating the taking of holidays by that person, whether at holiday

homes or otherwise and whether provided under arrangements made by
the authority or otherwise;
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(g) the provision of meals for that person whether in his home or
elsewhere;

(h) the provision for that person of, or assistance to that person in
obtaining, a telephone and any special equipment necessary to enable
him to use a telephone,

then . . .it shall be the duty of that authority to make those arrangements in
exercise of their functions under the said section 29.

The statutory responsibility for Hilda's support was clearly with a local authority
but there was dispute as to which it should be; Essex County Council or Suffolk
County Council. Practice and policy at the time of the hospital closures
maintained that a patient should be repatriated to their county of origin. The
records reveal a search fo find suitable accommodation for Hilda in Suffolk, but
there were difficulties about funding and she was placed briefly in a group home
near the hospital. Hilda was not happy about the placement and became
distraught when plans were made to move Maurice to Cambridge without her.
Hilda’s behaviour deteriorated and she found herself in difficulties in a number of
areas. Hilda was apprehended for shoplifting in Colchester. On 17" Feb 1978
she was fined £5 by a magistrate’s court and her costs of £17.20 were paid

through legal aid.

It was scary, very, very scary — | was in the front and | could hear

people behind me

Hilda's placement in the group home broke down and she returned briefly to
hospital accommodation which had been her wish. Maurice was moved to a
group home in Cambridge and attended Ditton Walk ATC during the day.
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V In the Community

in March 1978 Hilda visited La Pianche in Thurston; ‘a privately owned
residential home for 30 mentally handicapped adults’. Hilda initially stayed for a

week.

... she was the one who picked me up... it was tea time.
Everybody had soup — my soup was already on the table. | went
in and met everyone. | sat at the table. | met irene and we got
chatting. She said ‘will you be my friend’ and | said ‘yeah’. We all

sat round a big table having this soup.

After a trial period of a further four weeks, a placement was confirmed. This was
to be her home for the next four years. Here Hiida met Isobei and her husband

Geoffrey. Isobel was a residential worker.

She didn’t treat us as if we didn’t exist. She treated us all the

same. Isobel was different.

Indeed for Hilda, sobel was different. Hiida still visits her home two or three

times a year and refers to her as ... my mum.

| liked La Planche most of the time when my friend was on
duty... it was big, very, very big ... it's got little chapel where

they used to go ... Thurston grounds are huge ...
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| didn’t have to share a room. Irene was there and there were
men on the corridor as well. Three women: Irene, Vivienne and

me on the top floor.

initially Hilda's life was entirely within the auspices of the residential home.

The only time we could have gone out was a Wednesday
morning or a Saturday. We all had to tidy our room before we
went out ... We had to sign a rule book in case of fire. We were

allowed to go out on our own.

We used to stay in Bury all day. We would get a bus to Angel
Hiill. We went to look round the shops and we went to have
something to eat. If we missed the last bus sometimes Geoffrey

would pick us up.

Time was filled during the day with contract work or domestic tasks.

There used to be a sweet shop and we used to pack sweets. |

loved packing them and sealing them up.

| used to do the washing and ironing — | used to wash them.
They used to have these big white sheets. Irene and Violet used
to help me wash them and iron them and then in the airing

cupboard. | love it.

23



By the end of the year, many people had moved from La Planche following a
troubled time and change of management. Hilda was settled, unlike the political
climate of the time which resulted in the ‘winter of discontent’. Records show a
holiday to Skegness with staff and residents of La Planche in 1979 and the
same year her social worker wrofe that * Hilda has made very good progress
since she has been at La Planche and presents as a much more relaxed,
outgoing person’. However, there was one thing on Hilda’s mind, and it was not
the political climate. Her new social worker records that ‘Hilda has been pestering
... to visit Cambridge alternate weekends’. Hilda missed Maurice. Colin also had
occasion to visit La Planche in April 1979 and writes in a letter to Hilda's social
worker of Hilda's hopes to move to be near Maurice in Cambridge and to one day

marry him.
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VI Moving On

Stowmarket ATC opened in 1980 and in the same year Hilda took up a place.
There was concern that the other residents of La Planche were older than she
and the paperwork of a review held in the same year records that Hilda's
interests were ‘knitting, sewing, watching TV'. She needed more stimulation and

activity. Initially her placement was full time.

| used to come in from la Planche on the minibus and as soon as
| got in | started complaining ... because we had timesheets and
| wouldn’t go by the time sheets. | had the programme at home

... but I'd ripped it up.

Hilda remembers some of the staff and the activities. Gorden and Jack were two

key people.

When the centre first opened Jack used to be the PE teacher.
There was 10 of us doing PE and everyone done PE and | was
asked to climb this monkey climb and | said ’'m not doing that |
don’t care how hard you try but I'm not doing the monkey climb.
So everyone else got changed and he said to me ... Hilda you
stay put and stay on that mat and I’'m going to make you climb
that monkey climb...l just sat on the mat and | wouldn’t do a
thing ... someone told him that the telephone had gone ... he
went and answered it ... and by the time he came back from the
dining area I'd gone ... | went and hid in Gordon’s room. He used

to make us walk across the beam ... and | wouldn’t do that ... he
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said | bet you can’t play netball. | said ‘yes | can’. That’s the only

game | like ... and we played netball ...

After coffee the next lesson was making things with dough, with
clay ... | said ‘I’'m not doing that’ so | went into Gordon’s room
again. | said ‘I’'m choosing what I’'m going to do. You can’t tell
me what to do.” They said ‘what would you like to do’ and | said
‘cooking and trying to get ready to go out in the community’.
From that day on | stayed in the flat every day that we went to
centre that was five days. From that day on | stayed in the flat
and worked in the flat ...

| was a pain in the bum. Hilda valued Gordon’s support and found that he

was understanding and explained things.

They used to say to me you know you got red hair, you know
what it does to people with red hair? It makes them very bad
tempered and | said ‘yeah if you put me out of place | will be’.

Commentary

In 1977 the National Development Group published Pamphlet 5 setting out a
vision for day services (NDG 1977). A developmental approach was adopted
which recognised the ability of people to progress and leamn new skills. To reflect
the change in emphasis, the NDG recommended that the term Adult Training
Centres be replaced by Social Education Centres (SECs). ‘Social education is
concerned with every aspect of personal competence and development which
will enable the mentally handicapped person to live fully in society’ ( NDG
1977:15).

The social work assessment for Hilda’s annual service review in 1981 records
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‘when Hilda commenced at the SEC her dream was to move to Cambridge to live
near Maurice’. This possibility was investigated. Hilda began attending Ditton
Walk ATC on alternate Fridays followed by a weekend with Maurice in his group
home. However, in May of the same year, following a meeting of centre staff and
representatives from Cambridge, Hilda decided, with Maurice’s backing, that she
would prefer to move into a group home in Stowmarket. This was mainly
because it appeared that a group home would be availabie in Stowmarket more

quickly than in Cambridge.
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VIl Own Home

On 29.3.82 Hilda and a friend moved into a home their own in the community:

37, Union Street in Stowmarket. She was 33.

| was friends with Simone and she used to play netball with me
and she used to live at Union St with me. There was only two

bedrooms ... We got on quite well actually.

At first they were supported at home by centre staff. Jane was very important and
Hilda saw her nearly every day. Many years later when Jane retired, Hilda spoke

at her leaving party.

... the only (support) we really needed, or that | needed (Simone
was alright). | needed help like | do now getting in and out of the
bath ... | was always told to tidy my bedroom up. | hated it ... we
had separate jars, one for the bank and one for the shopping,
the rest of the money was ours. If we wanted any more money
for the weekend ... we needed to put a bit extra in the jars to tide
us over for the weekend ... in case we wanted any bread or milk
or butter ... they would go shopping once a week and we went to

the shops for bread and milk and things at the weekend.

Commentary

Peggy Jay’'s committee reported in 1979 (Jay Report 1979) and was based on
three main principles: a) mentally handicapped people have a right to enjoy
normal patterns of life within the community; b) they have a right to be freated as
individuals; and c) they require additional help if they are to develop to their
maximum potential as individuals. The report maintained that the label of mental
handicap should not affect an individual’s status as a citizen. All labelled
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individuals would have a life-plan and someone lo intercede on their behalf to
enable them to obtain appropriate services. The same year the King's Fund
Centre set out to explore, through a series of workshops, how the principles of
the Jay Report might be operationalised. The workshops resufted in a
publication, ‘An Ordinary Life’ { first published in 1981; 39 ed.1987 ) which has
become amongst the most widely debated papers in the field.

Our goal is to see mentally handicapped people in the mainstream of life, living in
ordinary houses in ordinary streets, with the same range of choices as any
citizen, and mixing as equals with the other, and mostly not handicapped
members of their own community. { King’s Fund Centre 1987:8 ).

Hilda’s team were somewhat ahead of government policy. In 1983 the Minister of
State for Health announced the intention to set up projects to explore ways of
moving people from hospital info the community. These included those who were
elderly and mentally or physically frail, children and adults with learning
disabilities and people with a mental illness. In total £15 million was fo be
aliocated by central government between 1983 and 1988 for this purpose. Many
areas of the country began to implement schemes of community living for those
leaving hospitals following ‘ Ordinary Life ‘ principles. The government
commissioned research so that the initiative could be monitored and good
practice disseminated (Renshaw 1988). An additional £9 million was granted to
support initiatives by District Heafth Authorities to enable children still living in
hospital to move into the community. Research was again commissioned to
evaluate these projects (Leonard 1991). Turner Village finally closed in 1986 as
did many other big institutions { Wertheimer 1986;.

Memories shared with Gordon

Gordon was one of the first staff members to be appointed at Stowmarket SEC

when it opened. He still works there today.

On a cold Wednesday morning during the research Hilda visited Gordon at the
centre. He showed her the changes which had taken place since she had left.
There are more provisions for people with multiple needs. Hilda remembered
some of the rooms and the activities she undertook there. A short walk out of the
back door of the centre, through a large wooden gate and up a small hill to the
right led to Union Street. At the top of the hill was a space between two buildings
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where number 37 had stood. Gordon had lived in number 37 himself for six
weeks when he and his wife first moved to take up his post in Suffolk. It had been
demolished to make way for a road expansion scheme but in the event the road
took a different route. The public house and bakery once frequented by Hiida still
remained. Walking back to the centre, Hilda and Gordon reminisced about

Hilda's work experiences, the gardening work and the recycling jobs.

When it was Gateway before it became Asda ... Stacking shelves
mostly ... You had to put the old ones at the front and the new
ones at the back ... | used to work with Cathy ... when she was
off 1 was off, when she came in | came in , when she went in at 8,
Iwentinat8, ... we used to have coffee together ... | loved it ...
my friend has gone abroad now with her husband - her
husband’s been promoted ... | stayed on a little while and then |
gave up. MSC means you go around cutting peoples grass and
you go around collecting the furniture and taking it to people’s
houses ... and they said | wouldn’t never last the winter but | did
... | preferred the supermarket ... it was warm in there.

Hilda also attended a personal relationships group and, on a Monday and
Thursday morning, a reading group which was run by a nun in the rooms of a
local church. Volunteers from the community would offer support with writing and
reading. Hilda enjoyed the social contact and also went to a bible study group at
Gordon's home on a Wednesday night. With fondness, Gordon remembers the
Hilda from that time as a woman with ‘flaming red hair and a flaming red temper’.
Like Colin, Gordon also remembered Hilda’s love of dancing. Her favourite tune

during this period was ‘Shut up a your face’.
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Organised through the ATC, and supervised by Gordon, Hilda also spent over
two years helping at a playgroup based in the same local church. it was here that
she first met Sarah who was a parent/worker at the playgroup. Sarah was to

become a good friend and, in the future, a colleague in advocacy work.

Ultimately Hilda was to become ... her boss.

Memories shared with Sarah

Sarah remembers ‘There was a little boy who was a really naughty little boy...he
was great but ... Hilda used to come and he was as good as gold and you used
to do a one to one with him and ... you were absolutely brilliant with him ... so my
first experience of Hilda was this really amazing person who could just talk to this
little boy so that he could have a good morning and he could come ... and this
man, that | now know as Gordon, used to come and look a bit worried and say ‘is
everything OK?'.’ He must have been very tactful ... we didn’t know then that
there were difficulties in other parts of your life. Everything was going fine ...

And then | knew you and used to say ‘hello’ to you in Stowmarket because
Stowmarket is such a small place. Lots of people in Stowmarket know you. My
mum has known you for ever ... she was the vicar's wife and used to invite

people from the centre to a garden party every year.

Each year there was a holiday organised from the centre which Hilda enjoyed
and which she viewed as very significant events. In 1981 from 2-4 September a
group stayed at Woolwarstone Hall School. Hilda went with a friend, another
resident of La Planche. The following year from 28" March — 2" April they visited
Manor Park in Hunstanton. In 1983 they went to Austria.

We went on a coach, a very big coach ‘cos there was a lot of

us... some of them slept on the way but | didn’t | stayed awake...
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we stayed in this hotel looking over the mountains, over the
Austrian Alps and we went and had lunches up there and went
on a lot of walks ... we walked everywhere ... we took a picnic up
there. The week we came away the maid there nearly set the
hotel on fire ‘cos we saw smoke coming from her bedroom. She
was meant to be working ... she’d been smoking in her

bedroom. Lucky enough we were alright, we got out in time.

Hilda became involved in the advocacy group in the centre. This was to open

many dcors for her in the future.

We had talking groups in the centre and then | went to Bury

People First — then Stowmarket.

Commentary

The advocacy movement in learning disabilities moved to Britain from the USA
through a series of workshops and conferences in the early 1980’s. The main
tenet was that disabled people were first and foremost people, should be
afforded the same civil and legal rights as other citizens and should be able to
determine how they wished to live their lives. Different groups of People First
were formed throughout the country. Many day services developed ‘talking
groups’. Although there was criticism of these groups from such as Values into
Action ( Dowson 1990), at their best they enabled peopie to gain the skills and
confidence to speak up for themselves. This was the case with Hilda who used
the skills she had developed within the SEC to become an active member of
Bury St Edmunds People First.

Despite a more settled life with some events she enjoyed, Hilda stili missed
Maurice. She sought to visit him in Cambridge as often as possible. This
sometimes led to trouble and the records for 1982 report a ‘dressing down’ by the

centre manager for borrowing money to visit Maurice. Maurice was also keen to
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visit Hilda and records state that on 21.5.82 ‘Maurice spent his first ‘officiar

weekend in Stowmarket'.

He had lots of girlfriends but then he left those girifriends. Then
Maurice and [ got very very friendly and we were together for a
long time. He had several girlfriends. | was the longest one with
him... He had girlfriends before he knew me and he had
girlfriends while he knew me. He was in Turner Village and | was
in Turner village... | went to see him every weekend and every

holiday.

I used to pack my case on a Wednesday or Thursday. | used to
get the train to go to Cambridge. He’d meet me at Cambridge
station. We used to go round the town and then we’d go back to
his. He had Brett and another girl living with him. It was like a

group home sort of thing. They used to cope on their own.

And my friend Sarah said why can’t | come with you? ... we
travelled on the train backwards and forwards. And then Sarah
decided to stay up there with one of Maurice’s mates and
Maurice wanted to come down to Stowmarket.

After a while | got tired of travelling backwards and forwards to
Cambridge and he got tired of travelling as well. He had lots of
girifriends but then he left those girlfriends. | said to Maurice

‘you’ll have to ask your social worker in Cambridge first if you
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‘can come down this area’ and we both had a meeting and he

ended up down here.

On 3.8.84 Maurice moved in and began to attend Stowmarket SEC three days a

week.

| told them that he was deaf... when he came to live with me
down here ... my social worker took him to the hospital and got
him sorted out ... he wore one hearing aid to start with and then
he wore two. When his hearing aids don’t work we had to get

Lorraine in to get them fixed because he got very frustrated.

He used to collect me from the reading group in town... we went
there together and he got fed up with it and he didn’t want to go
there any more... he used wait outside for me. He used to come
in for coffees and meet me ... and he used to walk me home...
He used to take me to the coffee house and buy me lunch and
that.

He loved his meals. His favourites were ‘Pot Noodles’ — he used
to live on them. Fish and chips — he loved them - pork pies. He

liked everything that was put in front of him.

In 1984 Hilda and Maurice holidayed on the canals with the SEC. This was their

honeymoon, although it took place a month before their wedding.
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Vill The Wedding

Hilda and Maurice married on Sept 29" 1984 at Gipping and Hartismere Register

Office Stowmarket.

Maurice’s brother and Geoffrey (Isobel’s husband) were witnesses. Hilda was

given away by Geoffrey.

When Maurice and | came to sign, Maurice signgd first and then
when | came to stood up to sign it | was in tears. | tell you | was
in tears because ... | just thought this is really true now and we’ll
be together now. We’ll be together for a long time now. It was
lovely, and we had a person from centre who took all the photos

and he never asked for payment ... | haven’t seen him about.

It was Jack’s wife’s dress. It didn’t need to be altered or nothing
She was little like me. It fit perfectly. It didn’t need anything

doing. It was lovely.

... and the suit came off Jack’s Dad ... Jack’s dad was the same

size as Maurice so it didn’t need altering or anything.

| had it — my hair — done at the centre ... There was a sort of a
bed place where we made sure we knew how to make a bed and
make breakfast. | loved it in there | used to go in there every day
... It’'s not normally open on a Saturday but they came in ... but
Derek said we’ll open it just for you. You can have your wedding

on a Saturday.
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I made that cake. I didn’t ice it though. A friend of mine made the

icing ... | made the cake and she made the icing for me.

The guests were staff of the centre, Maurice’s brother and his wife, Isobel and

Geoffrey, and friends from Hilda's community pfacements.

Hilda and Maurice were the first couple using services in Suffolk to marry.
Following the wedding, they resumed their daily activities. Contacts with family

and friends continued as before.

He (Maurice’s brother) came to see us. He used to send Maurice a
birthday card with money in it and when it was my birthday he
used to send me a birthday card and ... a Christmas card with

money in it ... we’ve lost contact now.
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IX Married Years

In 1985 Hilda started to attend West Suffolk College in Bury St Edmunds for the

first time.

Then | went to college ... | only went for three months. | didn’t
start the third term ... that was my own decision. | carried on

with meetings (advocacy meetings).

Commentary

The education of children with disabilities had been reviewed by a commiltee
chaired by Mary Warnock (Warock Report 1978). This stressed the need for
inclusion of those with special educational needs and formed the basis of the
Education Act 1981. Such children were said to have learing difficulties. The
stress on development and life long learning also led to the development of
courses within post -16 educational facilities for people with disabilities. The
Learning and Skills Act 2000 subsequently defined a person as having fearning
difficulties if a) he has a ‘significantly greater difficulty learning than the mafority
of persons of his age or b} has a disability which prevents or hinders him from
making use of the facilities of a kind generally provided by institutions providing
post-16 education or training’. (5.13:5)

Then | started going back to college and he stayed at home
doing the housework and that for me and ... He used to do quite
a lot for me, actually ... When | went to college in the mornings
all the housework would be done and then he would cook me a
meal in the evenings ... He did the shopping ... he always liked
getting the Sun. There was always a woman in there ... he loved
the page three girls... He helped me out quite a lot ... he also

helped people ... he said ‘I've done my good deed for the day
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now can | go for a bike ride?’ ... he would go out on his bike and
I would say ‘don’t stay out too long you haven’t got lights on

your bike’. Sometimes he forgot to switch them on.

Sarah remembered that Maurice became well known in Stowmarket. ‘Everyone

knew Maurice because he used to go everywhere on his bike’.

In line with the government initiatives, services to support people living in their
own homes became more structured and developed. Community nurses
replaced the centre staff as the key support for the couple. Mary, who was to
become one of Hilda’s main anchors for over twenty years met her first in 1986
when she covered for a nursing colleague who was on annual leave. ‘We were
called community training nurses then’. Nurses provided all the support in the

home for two years until the creation of a new domiciliary service, Homemakers.

When | was at college he used to go up and talk to the team
{ community learning disability team) ... 1 rang and | said have you seen

Maurice and they said yes he’s up here ...

Mary remembers ‘Maurice used to come up to our office whether we were there
or not and he used to walk in like a member of staff put the kettle on and make a

cup of tea ... sit there like part of the furniture and have his cup of tea and then

go'.

Married life was not always easy. There were problems in the marriage and on

16.12.86 Maurice was sentenced to probation for two years.

The couple could no longer stay at Union Street ‘ | think because of the

road ’. Hilda had also expressed a wish to move to a more comfortable house.
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Their present home had two rooms downstairs, two bedrooms upstairs and a
toilet outside in which the water froze in the winter. The heating was one coal fire
and a calor gas heater. On 18.5.87 Hilda and Maurice moved to a two bed-
roomed upstairs flat in Windemere Rd. A hcusewarming party heid on 4.7.87
went very well and was enjoyed by all. However, the new home also presented

some difficulties, particularly with the locks. The files record:

12.10.87 Had to get a policeman to break a window in their house as they had
again locked themselves out
24.11.87 Locked themselves in the bedroom ... the handle would not open the
door so a policeman had climbed through the upstairs window and had

hacked the door with a crowbar...

So in the end the policeman came in through the window and
opened the door ‘cos we couldn’t do it. Maurice had a mobile

phone.

Preblems continued in the hew home and money, in particular, became an issue
as debts amassed. Social workers and community nurses worked together to
support Hilda and Maurice but despite their attempts to ‘co-ordinate our various
efforts to provide a support system’ (service file 21.3.88) the situation

deteriorated.

The file records on 26.3.92 * Windemere Rd complaints from neighbours,

complaints about noise, (several) arguments, shouting, throwing things'.

When | was mad at him | got all his clothes and | chucked them
out the window — | even chucked his case out the window- and
all the neighbours came round and said what’s all this noise

going on and the people from the pub all came out and ! said
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have you had a good look? Do you want a photograph? Is
anyone on duty and | said no we are on our own and they said
well if you don’t be quiet we will go to the centre and report you
to the centre on Monday ... | said to Maurice you can go home
now. You can go back to Cambridge if you want. | don’t want
you ho more ... we made up in the end ‘cos he was very upset
about it all ... and then we had one row after another ... It got so
bad | went to live with Veronica. Before | did he used to throw
plant pots and things at me ... One time he caught me and Mary

came round and said what’s going on?

Veronica's was a group home. A summary on the file suggests that ‘whilst Hilda
and Maurice remain very committed to each other their marriage has

experienced major relationship problems’.

Commentary

Whilst there were many events in Hilda’s life, services which offered her support
were also in the throes of yet ancther major re-organisation. During the 1980’s
the doctrine of the New Right, with the emphasis on consumerism, had emerged
as the dominant ideology. This informed a dramatic programme of change within
all the welfare services (Alaszewski and Manthorpe 1990). Griffiths (1988)
recommended that local authorities shouid have the lead responsibility for
community care, making maximum use of the voiuntary, commercial and not for
profit sectors in the provision of care. Medical, nursing and social service
agencies were to collaborate in assessing individual needs and designing
packages of care. Emphasis was placed on informal networks of care and
supporting individuals in their own homes. The ensuing White Paper, * Caring for
People “ ( DHSS 1989 ), was largely concemed with the structure and economics
of service provision and was subsequently underpinned by the National Health
Service and Communily Care Act 1990 which was implemented in 1993. This
introduced a separation of the assessment of need from the provision of service,
in the belief that a market economy with independent competitors would prove a
more efficient means of delivering welfare services than traditional public
services. The Act states:
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S. 47 Where it appears to a locai authority that any person for whom they
may provide or arrange for the provision of community care services may
be in need of any such services, the authority—

(a) shall carry out an assessment of his needs for those services;
and

(b) having regard to the results of that assessment, shall then dscide
whether his needs call for the provision by them of any such services.

Hilda’s and Maurice’s needs would be assessed by a local authority assessor
and their support would now be purchased on their behalf from a private or
voluntary agency. Maurice and Hilda became ‘customers’ according to the
nomenclature of Suffolk Social Services.

The couple received fourteen hours of support from a private agency which was

purchased on their behalf from the local authority.

At her review in 1993 Hilda's weekly programme of activities was recorded as:

Monday: Reading Group Reading Group
Tuesday ‘Nothing’ ‘Nothing’
Wednesday Craft class (once a fortnight) Bible class
Thursday Reading Group ‘Nothing’
Friday ‘Nothing’ ‘Nothing’
Saturday ‘Nothing’ ‘Nothing’
Sunday ‘Nothing’ ‘Nothing’

On 24.1.94 Hiida and Maurice took up a tenancy in iwo bed-roomed ground floor
flat in Curwen Road. The property was decorated by people sentenced to

probation undertaking community service.

Despite the changing times in her personal life, Hilda increased her involvement

with the advocacy movement.
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Memories Shared with Joy and Sarah

Joy remembered ‘i started with Suffolk Voice in 1594. | must have met you at a
conference ... in 1995. It was a get together of people who use day services ... |
remember hearing you speak ... you were very, very annoyed, loud, fiery. | think
that was when | first saw you banging a table. | remember thinking that’s
probably the sort of person | need to be getting and talking to, to be involved with

Suffolk Voice but | was too scared’.

Suffolk Voice, led by Joy, supported self advocacy to develop within Suffolk and
People for People, led by Sarah, supported citizen advocacy. in 1997 the latter
became an independent charity and joined with Suffolk Voice to become ACE

(Advocacy Can Empower). Hilda, Joy and Sarah shared some memories of this

time and talked of others known and involved.

Joy said ‘you’ve always been assertive, you've always known what to say and
you've always been prepared to speak your mind ... | was in awe of you because

you were so strong and so angry.

Sarah said she found it ‘really funny’ that Joy found Hilda scary....’she wasn’t
scary at all'. They agreed that perhaps the different views of Hilda were because
Sarah met her in the community and that she mostly became really angry about
issues in services. Sarah continued:” The publicans know you ... (and laughingly
named nearly all the pubs Stowmarket) ... all those people wouidn’t see you as
angry and disruptive. They would see you as Hilda whe always has a Babycham

(... with a cherry). People in services get your back up ...’

The office base for ACE was 55, Violet Hill Road in Stowmarket, very close to
Hilda's home. Hilda spent increasing amounts of time in the office where she
worked as a volunteer. Joy took up the memories: ‘| can remember when we
were at the old office in Violet Hill somebody came into the office ... he got a bit
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cross at one point ... he lashed out and he grabbed my arm. Everyone else ran
out the office and Hilda ran at him and shouted... but it sorted it out. Within

minutes she had calmed him down, toid him it was not a good way to behave ...’

Sarah took up the theme, 'When we have gone into places you have never been
afraid of people who have got a huge reputation ... you always say ‘just talk to
people with respect and understanding ... if you treat people like pigs they wili
act like pigs.’

Joy reflected "You have also teld me a iot about being a supporter. We were at a
meeting and | hadn’t worked with Hilda for too long and there was some
conversation going on and you needed to respond or something. | was sitting
next to you and | wasn't sure whether you had understood or not. | whispered in
your ear if you understood and you toid me that if | stopped whispering in your

ear you might be able to hear what was being said ...’

They laughed together about the strength Hilda had in meetings in the ‘early
days’ but then when she wanted to go to a meeting, or to venues with an

overnight stay, she always said ‘ but I'll have to ask Mary’ ...cr ‘if I'm allowed’.

The three women talked for some time about their memories of conferences

friends, discos and alcohol.

Commentary

ACE, as other advocacy groups of the time, were involved in supporting people
to achieve a lifestyle they wished. For some this involved choosing who provided
their care. Direct payments were introduced by the Community Care (Direct
Payments} Act 1996 which gave Local Authorities the power to make direct cash
payments to individuals, aged 18 to 64, in lieu of the community care services,
provided under the NHSCCA 1990. This was later strengthened in the Health
and Social Care Act 2001.
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Whilst Hilda was aware of direct payments it was not an option she chose for
herself. Money was an area of concern to her, she had a care package which
was comfortable and she did not like change. There had been a situation in the
past but this had been addressed.

One woman (Homemaker) ... She used to come in the back door if

we were still in bed... she shouldn’t do that ...

Hilda had first taken holidays with centre staff, and whilst these continued

community nurses became the holiday supporters.

| always go on holiday in September ... | went on a caravan

holiday first ... | can’t remember the place ...

Mary remembers ‘We went to Clacton, we went to Kessingiand twice, we went to
Great Yarmouth, we went on the Norfolk Boards twice. The first time was 1987 —

the year of the hurricang’.

One year | know we went on the Norfolk Broads... that was the

last holiday Maurice went on.

The Norfolk Boards with Maurice was a nightmare... We had two boats ... Hilda
and Maurice had a double cabin at the end ...and there was Eric and Pat on one
boat with Peter... Maurice always used to sit at the back .. we had a one level
boat ...and | yelled * Maurice isn't on the boat’ and | slowed down to wait for the
other boat and | yelied to them ‘ we've lost Maurice’ and i literally thought we had
lost Maurice overboard ... and they panicked too ... and he was sitting at the
back of their boat ...he’'d jumped boats and we didn’'t know ... we had some great

holidays we really did’.
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Hilda was still keen to find any information about her family. There are reports on
nursing and sccial work files of Hilda asking to see her records and to learn more
of her background. Staff were unable to find any family. Paula did not respond to
letters and it was not possible to trace Sandra as she had been adopted. Hilda
did not know she had a brother. However, Sandra was also looking for family and
her social worker made contact. The first meeting took place in an office of the

social services department on 15.12.97.

Mary ( community nurse) said ‘come on there is someone | want you
to meet’ ... | had a nice skirt on, a nice top on ... then she took
me back up to the office and made me a coffee ... And they were
in the big blue room ... | want you to sit here. She (Sandra) came
to the office with her social worker ,.. then she went straight to
the ladies’ and wouldn’t come out. One of the social workers
went and got her ... And she stood near the door and said ‘that’s
my sister’ ... and | didn’t say anything at all. | was stunned. ...
Mary said ‘why don’t you go to the coffeehouse and have a

coffee?’. She had some papers from her social worker.

It had been a dream of Hilda to find family members. Sandra was homeless at

this time so Hilda offered her a home. A month after their first meeting, ... she

came to live with us. There were some good times.

| had this green dress ... it was lovely ... | had the shoes to
match and everything ... we went to a Mayor’s do ... me and
Sandra ... when | walked in everyone turned and looked. It had

to go back ... it was hired ...
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However, Maurice and Sandra did not get on and there were many rows.

She wanted to take over my life completely and she also bossed
Maurice about. We had a big row. She said ‘are you going to
stick up for me or are you geing to stick up for Maurice’. | said
‘m going to stick up for Maurice’ ... she got in arage ... and
then after that the phone bill went up because she kept phoning
people ... and [ was in the red ... I've always spoken to the
people at the office ... | said | don’t live this, | don’t want to live
like this ... and we had a terrific row and we didn’t speak for
days ... she said ‘l thought you wanted me here’ ... | said
‘Sandra I’ve spoken to the team. | know you are my sister but
you are not bossing me about’ ... she went to live in Sudbury.
She said ‘let’s forgive and forget’. She had two sons | think and
a daughter and some grandchildren ... They call her Helen. | call

her Sandra.

In 1996, Maurice’s health started giving cause for concern and it was agreed that
some additional support about cooking and diets would be helpful. The couple
accepted an outreach service from the SEC to teach them more skills in this
area. Meais on wheels brought food to the house which the couple also enjoyed.
One of the volunteers was Rose who was to become, and remains, one of the

most valued of Hilda's support team. Maurice lost his appetite.

In mid-September 1997 Maurice seemed frail and went to stay at a residential

home for older people for three days respite. However a moth later he became
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very unwell and required in-patient hospital care for eight weeks. Hilda had an

accident.

| was playing with the kittens ... it was a fireplace ... in the

bedroom ... | broke my wrist ...

On 4.11.97 Hilda found managing alone too difficult and went to stay at a
residential home in Stowmarket. The couple returned home but in the following
April Maurice began having panic attacks and was admitted tc a hospital facility
for people with learning disabilities for two weeks. He continued attendance as
an out-patient once a week. Hilda returned to college but this was short lived as

Maurice became unwell again

... he started having panic attacks ... he started having small
panic attacks and then they started getting bigger ... that’s
when | stopped going to college. Mary phoned the college and
said that she wants to stay at home with Maurice because he’s
not very well ... they used to set out the tablets for him and the

medicine. | used to give him his tablets and his medicine ...

The records show that the ‘medicines are placed in a dosset box by the

community nurse and administered jointly by home carers and Hiida'.

On 13.8.98 Sandra left the home but this was the first of many departures.

... and then he got worse so ... That’s when they moved him to
Wellington House ( nursing home ) that’'s when he got really bad ...
that’s when | went back to college, when he was really bad, and |
started getting lonely and saying | cant handle this ... then they
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brought him out at Christmas time and at Easter time. He just
stood at the door and he wouldn’t come in ... he was very fidgety
and he was very uncomfortable and at that point | did ask
someone to come and get him and he kept going in and out and
going to the park ... he wouldn’t put no shoes on and | had to
take them to him ... | went to stay with him ... and kept going
backwards and forwards ... on the Wednesday ... the team
weren’t working at the weekend I left them a message to say I'm
going to go out but leave a message ... | said | will go home
when he is asleep and | sat on his bed ... he wouldn’t eat for
them but he would for me ... he used to do it for me but he

wouldn’t do it for anyone else ...

Maurice had a late diagnosis of Leukaemia.

And she (manager of the residentiai unit where Hilda had stayed in
Stowmarket) came round on a Sunday and she said ‘I’ve got

something to tell’ and | said ‘don’t tell me | already know’.

On 2 January 1999 Maurice died. The funeral was held on 13 January 1999 at
the Church of St Peter and St Mary in Stowmarket.

Rose, who had previously taken meals on wheels to the couple, was now
employed by a private care agency and became Hilda's support worker, Rose
remembers 'the first day | started they took her (Hilda) out to lunch to talk to her
... so | had to go home early’. Rose made the food for the wake. ‘We went to
Evelyn Fison House in the Sunflower room where the team used to be. | ... made
the food first at Hilda’s and then took it up in the car'.
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A month later on 19.2.99 Hilda was knocked over by a car. Her left leg was
broken in two places which left her in a full leg cast for six weeks. She had period
in hospital and Rose recalls that ‘| used to have to do my time up the hospital’.
Hilda then returned to the residentiai home in Stowmarket for respite before

going home.

Sandra and Hilda continued their stormy relationship but this broke down on

10.7.99 when Sandra moved out of Curwen Rd.

| was very lonely ...

A friend moved in on 22.7.99 and the support package purchased by the local

authority, from a private agency, increased to 34 hours per week.

On 13.9.99, determined to pick her life up again, Hilda began another
programme at West Suffolk College, Moving On, (which she successfully

completed).

Hilda’s advocacy work continued. A letter dated 18.10.99 confirms her
appointment as the regional representative for Cambridgeshire, Norfolk and
Suffoik at Mencap’s National Assembly. This involved a journey to London three
times a year. Hilda served two terms and so was a representative for six years.
Rose remembers ‘ We used to stay in a hotel overnight. We used to catch the
3.30 (pm) on a Friday night and come back on a Saturday on the 8.30 (pm). This
was alright until they started to change where they held it ... we missed the train
back from York and had to wait two hours at Peterborough ... there was too
much travelling ... she used to stand up and say what she thought there. She
had quite a few friends in the assembly. They all knew who she was °. Hilda is
very proud of the photograph she had taken with Sir Brian Rix, President of

Mencap.
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On 18.11.99 Hilda changed her name back to Tumer by Deed Poll.

After he’d passed over 1 didn’t like that name any more ... it
reminded me ... | liked that name when | was married but not any
more. If he’s not going to be with me | didn’t want to have that

name any more ...

This was the closing of a chapter.
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Single Again

Curwen Road also held too many memaries. In March 2001 Hilda moved to live
with another friend in a two bed — roomed upstairs flat. Sallianne had lived with

her boyfriend but was now alone. Hilda still had her cats and her second iove.

| love Elvis. | used to watch all his films. I've got all his records
... | think it was when | was in 37 Union Street | started watching

his films ...

| dreamt about going to Graceland for ages and ages and ages
... | asked Mary ... and she said you have to keep saving if you
want to go ... and when | got enough ... [ did go to Gracelands
and it was a lovely hotel, the food was great ... and we actually
went all over Gracelands... when we got to the airport we met
some people ... that were like us ... and we stayed with them all
time we were down there ... Mary had met up with them before
... | think | paid for some of it and | think Holiday Explorers paid

for the rest.

Mary recalls ‘We had a wonderful time, didn’t we? ... we went up to Heathrow the
day before ... I didn’t want to miss the flight...we spent hardly any money on the
tour ... everybody loved Hilda and kept buying us drinks all the time...the stuff we
bought as souvenirs — | don’t know how we got it all back ... on the way back in
the duty free there was one of the air stewardesses.. when we got on the plane
she said ‘Oh its you two again — do you fancy going up first class?’ ... she moved

us up to first class and brought us a bottle of champagne ...” This was in 1981.
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Every year since Rose has enabled Hilda to keep the Elvis dream alive.

We go on an Elvis holiday ... the first holiday, there was Rose
and we did take some others ... and we wore different Elvis
costumes ... Rose is really, really good. And whoever we go on
holiday with we always buy them a present even though they tell

us not to.

Rose explains "We go for a long weekend. | knew about the Elvis holidays. |
knew it was in the (Great) Yarmouth area. | phoned up tourist information. We
have a chalet in Hemsby, a two storey chalet ... | normally do a cooked
breakfast, snack funch and | cook in the evening. We go into Yarmouth during
the day and dancing all night. We don’t normally go to bed until about 3 in the
morning... dancing ... Hilda loves dancing’. One year everyone had to dress up

in costume. Hilda had a G.i. Blues outfit but she also has

... several Elvis suits made for me...

During a period of reconciliation Sandra joined them on a holiday in Hemsby.
Shortly afterwards, Hiida, on leaving her own birthday party, slipped on some
grass in the dark and broke her ankle. Sandra came to see herin hospital but

further attempts by Hilda to resume their relationship have been unsuccessful.
Commentary

Another re-organisation of services was to follow hard on the implementation of
the NHSS and Community Care Act 1990: the Health Act 1999. At section 31 this
introduced the concept of partnerships between NHS bodies and local authorities
to give them ‘the flexibility to be abie to respond effectively to improve services,
either by joining up existing services, or developing new, co-ordinated services,
and to work with other rganizations to fulfill this’. (DoH 2000).
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Community services for people with learning disabilities provided by health and
social services came together. This happened differently throughout the country
but in Suffolk the partnership was tfo be short lived. The teams shared premises,
funding and records but just three years later separated again. Section 31 of the
Health Act 1999 has now been repealed and replaced by section 75 of the
National Health Service Act 20086. This consolidated NHS legisiation.

In 2001, the government published the White Paper ‘Valuing People’. This was
the first key strategic document in the field for over thirty years and was
underpinned by four core values: legal and civil rights, independence, choice and
inclusion. It had many stated objectives and the means by which these were to
be implemented on a local level was through the creation of Local Partnership
Boards. Boards were to include all services working with people with learning
disabilities and people with learning disabilities themselves.

Hilda became the co-chair of the Local Partnership Board.

At a meeting in 2001 in a social services building Hilda slipped on a step and
broke her hip ... | was with Joy. My physic was there as well ...

Mary reminded Hilda that ‘ ... an hour later the director of social services turned

up at your hospital bed with a bunch of flowers ...’

Hilda returned home with a cast still on her leg but living in an upstairs flat

caused some difficulties.

| went up on my bum and down on my bum. Had to go the

meetings ... if there were meetings | had to go.

In less than two years Hilda was again a visitor at the local hospital having

tripped over a parked bicycle and broken her wrist.

In March 2005, the two friends moved to a two-bedroomed bungalow. In the
same year Hilda went to London to receive an award. The ‘Accolades’ were
presented by the journal Community Care, Skills for Care and Pavillion
Publishers. She accepted the presentation of Highly Commended as the Most
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Innovative Model of Practice Learning for the Steering Group for the Involvement

of Service Users and Carers in the Social work Degree in Suffolk.

Shortly afterwards Hilda became the chair of the board of ACE. She had
become Sarah’s and Joy's ... b0OSS. As chair she hosted the 10 year

celebrations and wrote in the 2005 newsletter:

| would like to thank all the people who have worked for us,
members of ACE, workers and volunteers. We wouldn’t have
been able to do it without the great people we have got. | can’t
believe we have come this far. Who would have believed | would
be co-chair of the Suffolk Learning Disability partnership Board?
Ten years ago we weren’t even allowed at the meetings. We have
helped people get Direct Payments, their own houses and real
jobs with real pay. Some people have been fighting very hard to
be in control of their lives. And now they can say they have

achieved it.

ACE had grown to support 9 Peopie First Groups and over 20 citizen advocates,
was developing self-advocacy for young people and was involved in Person
Centred Planning with 18 people.

A paid post in advocacy was advertised and Hilda was invited to apply. Having
never been in paid employment Hilda was keen and made an apptication.

However, the wages available and the time limited duration of the post placed

her state benefits in jeopardy and she withdrew her application.

It was too risky. Too, too risky...
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A number of the conferences and training courses Hilda was involved in were

recorded on video but an acting role became important for a staff training video
made about Aduit Protection.
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X Present

The most important thing to Hilda now is ... My own front door key ... and
my own bedroom ... one of the things I've always wanted is my
own front door key. When | first went out into Union St | kept
thinking [ shouldn’t be having this key | should be giving it back.

Sometimes | still think that now ...

Mary and Hilda laughed when they remembered together Hilda asking
continually if she was ‘allowed to ... ’. Rose too recalled ‘... she used to keep
ringing Mary. Mary said “you don’t have to keep ringing me. It's your life™.
Similarly Joy and Sarah laughed with her about a time when Hilda had been at a
meeting being !oud and strong for other people’s rights but when asked if she
would like to go to a conference said ‘I'll have to ask Mary’. Now Hilda is mostly
able to put the past behind her and has grown in confidence. As Rose comments

‘She’s pretty strong. She knows what she wants’.

| love my bungalow ... I’'ve got a iovely bungalow ... you have a
look at this one now ... if you look at St Mary’s Road my
bedroom was a junk yard compared to this... It's beautiful.

Hilda still shares the bungalow with her friend, Sallianne, and her two cats.

| had them when they were babes. | rescued them. They were
going to be put down ... Sooty came from a farm ... When Snowy
first saw Sooty she put her back up ... and then Snowy put hers
up ... they both put them up ... and then they were alright
together... Sooty always used to sleep on Maurice’s bed and
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then Snowy used to sleep on my bed. It’s the other way round
now Sooty sleeps on my bed and Snowy sleeps on Sallianne’s
bed ... They’re both fourteen.

(Just after Hilda had written this, Sooty died. It was the kidneys as well as
the thyroid ... she was a lovely babe and | miss her very, very

much and | think Snowy’s missing her as well ... )

Today, Mary is no longer Hilda’s community nurse. She and her housemates
continue to be supported by a private agency, purchased by Suffolk Adult

Community Services. Rose, remains a key person in her daily iife.

They come in seven days a week ... When I’'m not there they just
come in for little while ... they come in the morning and then
they come again at night ... sc we have them to come in and
give me a swim ... I'm not allowed to have a bath on my own any

more ...

Since Hilda has broken the bones on her left side so many times in the last few

years she says she is ... very, very cautious now, so are my support

team now. Very cautious...

| do all my own washing and ironing ... I've got a washing
machine. | had one in the flat too. | had a twin tub before that ... |
used to like that. | used to like putting the washing back in... |
can cook too ... | like cooking. | don’t do much now ... | eat out

all the time
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Support with budgeting, buying clothes and shoes, household shopping and
maintenance, attending appointments with health professionals, booking

transport and entering events in her diary is valued.

Hilda's advocacy work continues. I’m not fighting for myself any more
... even now some people are frightened to fight for what they

want.

During the summer there will be changes at ACE. Sarah goes
first, Joy is stopping on ... She’s going to be shadowed. Louise
is taking over from Joy and Sarah but what she must remember
is that I’'m the boss ... I'm going to be sorry to see them go to be

honest.

Hilda reaches state retirement age next year but who knows what ventures the

future will hold.

I’ve never been a one for sitting down and doing nothing. |

always have to be up and doing something.
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Xl The Journey

The journey into Hilda's past has been laden with emotion: joy from discovery
and sharing of memories; frustration at the delays and detours and sadness
about the dead ends. It has taken nearly three years. At the outset the only

information was that of Hiida’'s memory and a copy of her birth certificate.

The first chailenge was to obtain copies of any official records held about Hilda
from statutory bodies. Hilda had been in the care of a children’s department, two
local authority social service departments, a patient of the health services of two
counties and a customer of a joint health and social care partnership. Letters
were sent to all the departments and hospitals requesting access to information
under the Access to Information Act. Eventually, following a formal complaint
against a local authority access to some information was achieved. However,
Hilda's many moves within the service system and the changes within the
structures of services over the years, coupled with the less stringent recording
and archiving of material in the past, had resulted in some files being lost or

destroyed. There were no records from her life prior to 1974.

Letters to her GP revealed that he had no records predating her discharge from

hospital.
| think it’s appalling. There should be records ... It’'s my life.

Turner village had closed in 1986. Letters to the administrators of the archive and
information section were unsuccessful but staff sent a booklet about the history
of the hospital which was helpful in providing a vehicle for Hilda to express her
memories. Some of the buildings of the old hospital still exist and Hilda visited

the site with a camera.
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Hilda could remember the name of a staff member who was significant to her;
Colin. Thorough the advocacy networks it was discovered that he and his wife
iived near the old hospital and, although retired, he was still invoived in voluntary
groups for people with learning disabilities. The search for him ground to a hait.
There were three people with his name recorded in the telephone directory. The

second call proved iucky.

The search for Hilda’s family, which records suggest has been on going since at
least 1974, has not been as successful. Letters were sent to the last known
addresses of Hilda’s sisters explaining the writing of the book and requesting any
information they might have. An office address was given so that they could give
information without further contact with Hilda should they so wish. No answer

was forthcoming.

The information given on Hilda’s birth certificate is inaccurate. The names of the
village and property in which her parents lived are misspelt. This may confirm the
skatchy picture drawn in one report that her parents, (at least her father as he
registered the birth), was iliiterate. An internet search for details of the property
and village inevitably drew a biank. The village was identified through another
report but a search for the address yielded nothing. As a final gesture it was
decided 1o visit the village so that Hilda couid at least see the area where her
parents lived at the time of her birth. In the local churchyard a gravestene bearing
the same surname as Hilda was found. There were no contact details of any
clergy. In a conversation in the local pub it emerged that the grave belonged to
Hilda's aunt: she had married Hilda’s father's brother. There were also some
children of that marriage. Hilda was buoyed by the thought that she had some
extended family. Further attempts to gain information failed. Finally, a letter
written to the diccesan office asking for help was passed to the vicar of the local
church, who in turn passed it to a local historian with knowledge of the family.
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It was not possible to fill in some pieces of the jig saw. Hilda has no memories of
her early life. Over the years many people had given her different answers to
many of her questions. Some friends attended Ashley Downs School in
Lowestoft and for a time Hilda believed that she must also have attended there.
Contacts with the school, searches in the archive of the education department
and discussions with people who had been at the school provided no evidence
that Hilda had been a pupil there. Similarly, a supporter of Hilda’s had herself
spent some time in Evelyn Fison House when it was a children’s home and Hilda
believed that she too must have been placed there. Again, here is no

corroborating evidence.

Hilda sums up the process ... What we can’t find | don’t really care so
long as we’ve got the bits that really matter ... there’s lots in

there ...
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Concluding remarks

Hilda was born into the care of the state in 1948. She has been labelled as
mentally defective, mentally sub-normal, mentally retarded, mentally
handicapped, as having learning difficuities and a woman with learning
disabilities. Services and professionals have variously treated her according to

these labels.

Sarah summed up the contribution Hilda has made to the advocacy movement
when she said that to people in services “You’re not just a person with a learning
disability ... They know you as Hilda and a person now ... so they have to listen

fo you ...
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Timeline

Year Significant Event for Hilda Legislation and Policy
1948 Born at East Suffolk Hospital National Assistance Act 1948
Received into local authority care Children Act 1948

1957 Greenwood Residential School Halstead
Mental Health Act 1959
1966 Royal Eastern Counties Hospital, Essex

Essex Hall 1968 Seebohm Report
Local Authority Social Services
Turner Village: Met Maurice Act 1970
Chronicaily Sick and Disabled
Barker House: Person’s Act 1970
Met sister one - learnt of sister two 1971 Better Services for the
Mentally Handicapped

1974 NHS re-organisation
1977 Discharged from hospital
1978 Moved to La Planche residential home 1979 Jay Report

1980 Attended Stowmarket ATC 1981 King’s Fund — Ordinary Life
1932 Moved in to first home - 37, Union Street
1983 Government Community
Care initiative
1984 Marriage to Maurice
1987 Moved to Windemere Road

1988 Griffiths Report
National Health Service and
Community Care Act 1990

1994 Moved to Curwen Road

1996 ACE was formed

1997 Met sister two

1998 Maurice died

1999 Sylvia moved out Health Act 1999

2001 Moved to St. Mary’s Road 2001 Valuing People

2001 Holiday to Gracelands
2006 Moved to the bungalow
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