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CHAPTER 3

Social Stigma, Stress and Enforced 
Transition in Specialist Epilepsy Services 

1905–1965

Rachel Hewitt

IntroductIon

For many people with epilepsy, the central characteristic of their impairment 
is fear. From a belief in supernatural possession to a ban on types of employ-
ment, people with epilepsy have historically faced stigma associated with the 
fear of seizures.1 As Penny Rhodes et al. have argued, epilepsy sits in an awk-
ward position within disability studies and indeed within the history of men-
tal health.2 The ‘impairment’ of epilepsy is often one that is invisible. Many 
people with epilepsy are thus often able to ‘mask’ their impairment, only 
being ‘unmasked’ after experiencing a seizure.3 For this reason, according 
to Rhodes et al., people with epilepsy occupy an awkward position within 
the disability studies movement. Barriers to employment, access to services 
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and the maintenance of social relationships are and have historically been 
shaped by the stigma surrounding seizures, which in itself creates a unique 
concept of ‘impairment’, one not unlike that experienced by people with 
mental illness. The history of epilepsy has therefore largely been unwritten. 
Temkin’s assertion that the history is a triumph of ‘science over superstition’ 
relates largely to the development of neurology as a science and omits peo-
ple’s experiences of specialist services, in spite of these services’ domination 
in constructing the scientific knowledge of epilepsy. This chapter reflects 
the complex interplay between a variety of nascent twentieth-century scien-
tific discourses, including psychiatry, psychology, and social policy, and their 
influence on people’s experience of epilepsy.

G. Berrios argued that at the end of the nineteenth century, epilepsy 
was seen as separate from insanity.4 Yet, people with epilepsy at the end of 
the nineteenth century were almost indistinguishable from those with hys-
teria and manic schizophrenia.5 Localisation by John Hughlings Jackson 
in the 1870s, in addition to Jean Charcot’s work in Paris, had created 
an explicit medical link between seizures and emotional and psychologi-
cal states.6 In particular, post-seizure states of automatism, confusion and 
irritability had led to a development of the idea that epilepsy was a psy-
chological as well as neurological phenomenon.7 The nineteenth century 
was the springboard for research into the medical causes of epilepsy—the 
twentieth century, however, saw a diversification of epilepsy research and 
services into the issues surrounding stigma, access to medication, child-
hood experiences and the importance of well-being. The site of the major-
ity of this research was specialist services, developed from the 1870s. This 
chapter draws on sources of three epileptic ‘colonies’ in the UK and one 
‘colony’ in Sonyea, NY, in the United States. The British colonies focused 
on in this chapter are now major UK charities representing people with 
epilepsy—the David Lewis Centre, Young Epilepsy, Epilepsy Action and 
the Epilepsy Society. Records for these colonies are scarce and, where they 
have survived, give an incomplete picture of the true experiences of young 
people within the colonies. In part, this reflects the chaotic nature of ser-
vice transition and the complex map of service provision for people with 
epilepsy in the twentieth century. Extensive record-keeping allows for a 
more complete picture of life within the colony at Sonyea; however, there 
is limited data on transition, reflecting widely different approaches to insti-
tutionalisation and deinstitutionalisation between the two areas.

Colonies focused on re-training, employment and social care, in par-
ticular training colonists for a life of agricultural labour in the country-
side.8 They were founded in part to mitigate the effect of people with 



3 SOCIAL STIGMA, STRESS AND ENFORCED TRANSITION IN SPECIALIST …  55

epilepsy falling through the gaps between services (the Poor Law, hospi-
tals, asylums and charities) and to provide residential education for chil-
dren under the age of sixteen.9 In addition to providing accommodation 
and training, the colonies were sites of extensive research into epilepsy, 
and the ability to control environmental factors which were thought to 
influence severity or frequency of seizures (including medicine, diet, rou-
tine and social relationships). Young people’s experience within the colo-
nies illustrates a change in scientific understanding of epilepsy, including 
those related to personality, trauma, stigma and a broad conception of 
‘stress’. Part of this experience, it will be argued, was an understanding 
of how the process of enforced transition—the experience of moving 
between services with nowhere else to go—could have a severe influence 
on the ‘healthy’ minds of colony residents.

SocIal StIgma and StreSS In the colonIeS

The language used to describe the ‘epileptic personality’ was similar to 
that used to describe maladjusted children and was rooted in Freudian 
psychoanalytic theory. Freud’s influence on epilepsy had up to the 
mid-1930s been on the interpretation of seizures as a form of hysteria. 
Hysteria and neurasthenia were different from epilepsy in that the sei-
zures presented as something that the patient could control, where the 
patient did not bite their tongue or fall completely unconscious.10 Even 
in the early twentieth century, cases were still being presented in Maida 
Vale Hospital for Neurology and Neurosurgery which were diagnosed 
as being hysterical in nature, due in part to the psychological or emo-
tional root of the first seizure.11 The belief in ‘fright’ as a cause of sei-
zures altered the perception of people with epilepsy as being born with a 
disposition that was connected directly to their epilepsy. It suggested that 
even without direct hereditary factors, people could develop epilepsy fol-
lowing an emotional or psychological shock. Consequently, epilepsy fell 
between neurology, psychiatry and, later, psychology, in its diagnosis and 
treatment.

Following the First World War, many neurologists who had been key 
figures in the treatment of shell shock also developed an interest in epi-
lepsy, such as William Aldren Turner. The psychological and neurologi-
cal knowledge which resulted in the study of shell shock influenced the 
medical directors of the colonies. In 1920, Tylor Fox wrote:
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There are a large number of people who are declared epileptics, suffer-
ing from fits; and a number more who are potential epileptics, ready to 
develop fits if they are exposed to severe mental or physical strain. Thus 
many potential epileptics became actual epileptics under the strain of active 
service in the European War.12

In addition to severe mental and physical strain in later life, epilepsy 
could be worsened by childhood experiences. Epileptic colonies intended 
to provide a therapy based on overall well-being. As the first annual 
report for the Chalfont Colony, run by the National Society for the 
Employment of Epileptics, noted:

It is, in the view of the Committee, a matter of primary importance that 
everyone received at the Colony should be happy and contented, and, as the 
welfare of the Colony will always depend very largely upon the effects of the 
Colonists themselves, it is earnestly hoped that all Colonists will endeavour 
by industry, good temper, cheerfulness, and mutual kindness and forbear-
ance to promote the happiness and well-being of the whole community.13

The focus on community living was part of the colony’s purpose. This was 
steeped in a wider context of modernity and anti-modernity, with a strong 
emphasis on colonists returning to the countryside. In this way, colonists 
were more closely aligned to open air schools, or collective living, than 
asylums. Walls were permeable, admission voluntary, and treatment was 
designed to improve the whole self, rather than merely reduce the rate of 
seizures. In doing so, the colonies aimed to prevent long-term residency 
and to support people with epilepsy to find employment outside the colony.

The focus on unemployment stemmed from the colonies’ foundation 
as a means to alleviate urban poverty, in particular casual or precarious 
labour. Due to the highly variable nature of seizures, and the stigma 
and danger faced by many people with epilepsy in the industrial work-
place, the colonies were initially designed as a means to provide stable,  
stigma-free employment.14 Unlike other services, such as work colonies, 
specialist epileptic colonies explicitly tied the provision of stable work 
with a reduction in anxiety. An article in The Lancet noted:

The problem of unemployment was widespread and less easy to deal 
with. The whole question could be regarded as one of mental ill health. 
Continued unemployment, resentment and anxiety increased the fits, and 
increase of fits caused further mental deterioration. A vicious circle was set 
up with the destruction of personality as the end.15
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This drew a further explicit link between the experience of epilepsy and 
the experience of stigma, and its consequent effect on mental health, or 
self-image (described above as ‘the destruction of personality’). For chil-
dren and young people, this was especially pertinent. Tylor Fox wrote 
extensively from the Lingfield Colony of the difficulties faced by people, 
especially children, surviving outside the colony:

From the time of onset of the fits the epileptic member of the household 
is regarded as someone abnormal, and if, as so often happens, he shows 
mental peculiarities in addition to the fits, this impression of abnormality 
is strengthened […] An epileptic child is not wanted at Church, Chapel 
or Sunday School, at picture shows or other entertainments. The parents, 
bothered by having him repeatedly brought home after fits in the street, 
or naturally anxious about his safety from accident, tend to keep the child 
more and more within doors, with disastrous results to his health.16

Unlike the stigma faced outside the colony, the colonies aimed to pro-
vide a safe and secure environment for its residents. In effect, the col-
onists’ entire world within the colony walls was subject to scrutiny 
and prescription. For some, this had good results, with a doctor in 
Pennsylvania noting that ‘all patients now at the colony are distinctly 
improved in physical and mental health, and in a large majority there is 
a marked reduction in the number and severity of attacks’.17 This was 
echoed in the 1895 Annual Report for the National Society for the 
Employment of Epileptics, the governing body of the Chalfont Colony 
in Buckinghamshire, that stated, ‘The improvement in the general 
well-being of the Colonists has been most encouraging, and it is far 
greater than can be measured by the mere diminution in the frequency 
and severity of fits’.18

Unlike other colonies, the David Lewis Centre in Manchester stated 
in its first Annual Report that the aim was not to reduce seizures, but to 
improve the overall well-being of its inhabitants—regardless of whether 
they had more or fewer seizures.19 According to the 1912 Report of the 
Chief Medical Officer of the Board of Education, most children with epi-
lepsy attended regular mainstream school. In cases where they did not, 
attendance at a special residential school was due to a number of factors, 
not all relating to the frequency or severity of seizures. In some cases, the 
child had been excluded from school following a seizure, or following 
a period of inattentiveness, hyperactivity or poor attendance.20 Quoting 
the neurologist David Ferrier, the Report noted that this was due to ‘the 
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occurrence of fits in a school causes all kinds of nervous disturbances on 
the part of other children, and the terror sometimes caused by epilepsy 
might induce it in others who had a predisposition…the whole school 
may be upset in consequence’.21 Yet, Ferrier argued epilepsy itself was 
not a reason for children not to attend school. He wrote:

I do not see apart from [the fear of other children] why epileptics should 
not be educated with other children, so far as their mental condition is 
concerned. Some are very clever. Many persons occupying responsible 
positions in society are suffering from epilepsy and are doing excellent 
work.22

The primary concern of the authorities was that children’s epilepsy was 
a source of fear for other people—necessitating exclusion of these chil-
dren from wider society. This was argued by Ferrier to benefit the child, 
also, whose confidence and ability were said to improve once he or she 
was in a situation which allowed ‘lively intercourse with other children’ 
rather than exclusion.23 As a result, the Defective and Epileptic Children 
Act put measures into place which provided a requirement for residen-
tial schools to be set up, linked with epileptic colonies.24 The Board of 
Education noted that:

A young epileptic child stands a better chance of arrest if taken in hand as 
soon as the fits declare themselves. It is detrimental to the young epileptic 
to keep it at home, where it becomes spoiled, remains uneducated, and 
where the chance of arrest from fits is deterred through petting and inade-
quate medical and open-air training.25

Even those who were against institutionalisation of children believed that 
the case of children with epilepsy was different. When in a community 
where seizures were the norm, children with epilepsy were enabled to 
reach their full potential, without fear of social isolation or exclusion. 
The irony of this was the same as other residential care schemes—in 
order for the children not to experience social isolation, the children 
were required to be cut off from mainstream society. M. K. Inglis argued 
in the Fortnightly Review in 1908 that removing children from the 
homes of poor families was detrimental to the long-term development of 
children as they lacked the stability and love that their family should be 
able to provide. Inglis wrote that ‘no institution system, however perfect 
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nor “Home”, however few the number of inmates it contains, can make 
up for the loss of the rough-and-tumble of family life, and for father and 
mother and sister and brother love’.26 Inglis noted, however, the special 
social status of the child with epilepsy:

There are, however, certain classes of children who must be taken from 
their homes and kept under special conditions if the best is to be made 
of their own lives, and if a healthy life is to be made possible for the other 
members of the family; such are most cases of epileptic and mentally defec-
tive children. For them the danger of the streets is manifold, and they 
require very special training and protection long after they cease to be 
children.27

Fifty years later, in 1962, de Haas reiterated that children with epilepsy 
faced social stigma. The stigma originated from teachers who lacked 
knowledge of seizures and lived in fear of a child experiencing a seizure 
in front of their classmates. Often, the fear other children experienced, 
in addition to the isolation felt by the child, was the main barrier for 
attending mainstream school.28 As with other aspects of life, only if the 
child was able to ‘mask’ their epilepsy would they be accepted socially. 
This in itself was thought to have a profound impact on the emotional 
state of the child—increasing their fear of seizures and impacting on their 
mental health.

epIlepSy and the FamIly home

In 1906, William Gowers argued that epilepsy was often prevalent in 
families with a history of insanity or alcoholism. In addition to viewing 
these as inherited illnesses, Fox identified the impact that this environ-
ment may have on a child with epilepsy. He noted in 1920 that ‘the 
parents themselves so often show evidences of mental instability[…] 
evidences of minor mental derangement, whether they come under the 
heading of hysteria, neurasthenia, violent tempers or addiction to drugs 
are likely to be prevalent also’.29 He gave the example of a case where a 
girl aged twelve years old experienced violence at the hands of her par-
ents, involving violent tempers ‘which sometimes result[ed] in crock-
ery flying about’.30 Although Fox attributed some hereditary factors to 
the family’s history of mental illness, Fox noted ‘it is difficult to think  
of an atmosphere in which [seizures] are less likely to be controlled’.31 
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Ralph Crowley’s work on ‘the social care of the epileptic’ examined the 
rates of ‘broken homes’ among children with epilepsy, noting that in two 
cases out of sixty the child’s epilepsy was thought to be the cause of the 
separation.32 Reiterating Fox’s findings, Crowley noted that in many of 
the cases, the prevalence of ‘homes in which a parent was psychoneurotic 
had some form of mental illness was particularly high’.33 Therefore, it 
was not only the influence of wider society on the child’s psychological 
experience, but the experience in this home. The psychological impact 
of this was believed to have an effect on the number and frequency of 
seizures, and highlighted a growing discourse not only of the impact of 
stigma on mental health, but the impact of poor mental health on sei-
zure frequency.

The social stigma experienced by children with epilepsy was not con-
fined exclusively to their experience of seizures, but also to their experi-
ence of being ‘an epileptic’ and the impact this had on a chaotic family 
life. Part of this was the construction of the ‘epileptic personality’, where 
a set of negative personality traits or behaviours were attributed to chil-
dren who had seizures. An unknown author in The Lancet noted:

There is general agreement that epileptics, as a class, are more egocentric 
and more sensitive than the rest of the community-that they are poor in 
ideas and unstable in their emotions. Thus they are said to possess the epi-
leptic personality.34

This ‘epileptic personality’ was seen as the lesser form of the criminal 
epileptic. The epileptic personality suggested the potential for violence 
or uncontrollability and became further associated with poverty and 
delinquency. The family, and the child’s place within the family, became 
synonymous with the child’s place within society. The case of Robert, a 
patient in Craig Colony, NY, demonstrates the connectivity between cha-
otic lives, urban poverty, and an ‘epileptic temperament’. Robert’s case 
notes reported that he was raised by his mother (an alcoholic of ‘loose 
morals’), an uncle who taught him to steal, and his father who could not 
afford to care for him. After being abandoned by his mother, Robert was 
transferred into foster care in Long Island, yet gained a juvenile record 
and was transferred to Randall’s Island, an institution for feeble-minded 
children in New York at the age of twelve. Robert’s personality was 
recorded in detail during the mental examination:



3 SOCIAL STIGMA, STRESS AND ENFORCED TRANSITION IN SPECIALIST …  61

As a personality, he already displays the epileptic make-up. He has a pov-
erty of interests other than those directly related to himself, he is egotistic, 
refuses to play basketball with team work and is expelled. Unemotional, 
set forth by the teachers has no ideas of the rights of others. In addition 
to his personality of epileptic traits he presents as a psychopathic type of 
delinquent.35

By the 1960s, the influence of the Child Guidance movement and 
attachment theory was added to Freudian ideas of parental influence. 
Central to this was the parent–child relationship, and the role that the 
child’s epilepsy played in the development or stunting of that relation-
ship. Inter-family relationships were complex, and the position of epi-
lepsy within these relationships was seen to be no different from any 
other personality trait or attribute. In this way, the child’s epilepsy could 
either be part of the parent–child conflict or else the basis for a parent’s 
reaction to the child. This in itself served as a reason for removing chil-
dren from the home, noting that when removed from these parental 
conflicts, a child could thrive. As Lorentz de Haas, from the Meer en 
Bosch Epilepsy Centre in the Netherlands, wrote in 1962:

There are conditions under which the epileptic seizure becomes a weapon 
for the child in a difficult family situation, in which the seizure is inte-
grated in a neuropathic defence system, or in which, in reverse, the child’s 
epilepsy becomes a psychological necessity to the family, as a result of 
which a cure is unconsciously sabotaged. […] in 17 children with petit mal 
epilepsy found an impaired parent-child relationship as a cause. In every 
instance there was a conscious parental rejection with attending overt hos-
tility or unconscious parental rejection with attending compensatory over-
protection and thinly veiled hostility.36

The colony institution aimed to re-create the family atmosphere, 
but away from the chaotic or detrimental aspects of domestic con-
flict. In addition to removing the child from an environment of stigma 
or isolation, the colony could provide stability, which would prevent 
maladjustment:

Although during his stay in the institution, the child is somewhat more 
remote from normal society, we believe that personality development 
during a given period in relative peace can sometimes better prepare this 
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personality for meeting the exigencies of later life in society. Because epi-
leptic children rather often come from disturbed homes, it must also be 
remarked that they can lead “a sensible and stable life” in the epilepsy cen-
tres and colonies, away from their homes.37

Stress, childhood trauma and poor home life were often referred to as 
the cause of seizures, and the daily life at the colony was aimed to mit-
igate other triggers, such as heat. Residential schools offered medical 
superintendents the opportunity to draw links between seizure frequency 
among the children in schools and environmental surroundings. The 
logbook for the Soss Moss School (run by the Manchester Education 
Authority) frequently reported the weather as a cause of an unusual 
increase in the frequency of seizures in the classroom. In June 1903, the 
head–teacher noted, ‘The weather has been hot and thundery during the 
week and it seems to have had considerable effect on the health of the 
children, they seem to be more liable to fits’.38 Two weeks later, it was 
again noted, ‘the hot weather however appears to affect some of the chil-
dren so as to make them restless and to make them more liable to fits’.39 
This understanding of the physical environment’s impact on the mental 
health of the children further demonstrates how the twentieth century 
saw a diversification in the understanding of the experience and causes 
of epilepsy. Clearly removing children from their family home was just 
the first step in removing these children from the stresses of daily life and 
inculcating a philosophy of healthy minds.

colonIeS and aFter-care

The Education (Defective and Epileptic Children) Act, 1899 ensured 
that local authorities provided residential care and education for children 
with epilepsy. The Act stipulated that children would be under the remit 
of the Act until they were sixteen years old. This was above the leaving 
age of mainstream education, yet significantly below the average age of 
adult entries to the colonies. Colony schools were set up with the aim 
of either educating children for mainstream capital-labour markets, or 
else preparing them for colony life, significant amount of emphasis was 
placed on the outcomes of children upon leaving the colonies. This dif-
fered in the UK and the United States. In the UK, the emphasis was 
placed on the employment prospects of post-colony life. Advocates like 
Tylor Fox extensively studied this vulnerable period, campaigning for 
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more social care for young people with epilepsy.40 This may, in fact, be 
one of the central reasons why Lingfield’s legacy lay in the creation of a 
charity specifically aimed at the rights and abilities of young people with 
epilepsy.41 In the UK, the design of the colonies meant that young peo-
ple were expected to stay for significantly longer. Yet, many people left, 
due either to parents removing them (in the case of voluntary patients) 
or else being removed after parents obtained a court order.42

Epileptic colonies shared similar characteristics to post-war therapeutic 
communities, in particular their belief that treatment should be holistic, 
with the focus on the self.43 In the UK, the colonies were a short-term 
solution. The colony provided education, training and medical care so 
that colonists would leave and becoming sufficient. For this to be suc-
cessful, the colony needed to integrate itself with community medi-
cal settings so that work began at the colony would continue. In 1920, 
Hume Griffiths, medical director of the Lingfield Colony, noted:

[The children leaving colony schools] have been carefully looked after for 
years, even had their games organised, only be to pitch-forked into the 
outside world, to sink or swim […] when the age of sixteen is reached, 
[any] responsibility ceases and, unless he or she can be transferred to a 
Board of Guardians, the child is withdrawn, lives in unsuitable surround-
ings, the treatment is stopped, often suddenly.44

Griffiths highlighted that this enforced transition between the colony 
and the outside world, or between the colony and other services, had 
a profound impact on the mental health of young people with epilepsy. 
In 1921, Tylor Fox made several references to the link between stress, 
anxiety and seizures. While the routine of the colony served to reduce 
this stress by providing education, a stable home and employment, there 
were some instances where the colony itself often produced anxiety in its 
inhabitants. He noted:

In my experience one of the most potent factors in producing fits in one 
liable to them is continual worry or apprehension. When an epileptic child 
has some fear or anxiety on his mind, it seems almost useless to expect 
any improvement until that anxiety is removed. We have often noticed 
at Lingfield that as a child approaches his sixteenth birthday, and realises 
that we are deciding whether he must stay on the colony or be allowed to 
return home, his fits increase in number.45
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Through their analysis of enforced transitions, Fox and Hume Griffiths 
drew a direct link not only between transition and poor mental health, 
but between poor mental health and an increase in seizures. This, in 
turn, reflected a growing understanding that epilepsy was not only in the 
remit of neurologists, but required a more comprehensive and holistic 
approach to treatment.

Colony after-care therefore became a key area of discussion among 
those working in epilepsy medical and social research. The lack of infor-
mation on the outcomes of children leaving residential care was due in 
part to the difficulty in following-up cases. As the Chief Medical Officer 
of the Board of Education noted in 1912, this could be improved by 
‘a closer association between the authorities of the residential institu-
tions and the school medical officers and any after-care committee from 
whom the children are received’.46 Individual colony schools made 
some attempt to trace its alumni. In 1907, Soss Moss School, run by the 
Manchester Education Authority, yet tied to the David Lewis Colony, 
reported the end of the school career for children in the following two 
entries:

[One boy] who was admitted on Dec 13th last left the school on Saturday 
as he was sixteen years of age. He will remain in the adult part of the col-
ony. [one girl] who has been here for over two years left today. She has not 
had any ‘attack’ since she came. She is intelligent but inclines to be careless 
about the way she does things.47

In November of the same year, the logbook reported another two cases:

One boy […] left on Monday last, 28th inst. He was over 16 years of age; 
he has gone to the adult part of the Colony. He has been here nearly a year 
and a half. He had made good progress in reading, but he was very baby-
ish in many respects and very weak minded.48

[…] leaves tomorrow to go to the adult part of the Colony. For many 
months he got no benefit from being in school. Most of the time he sat 
in his desk without giving the last attention to what was going on with the 
class. Occasionally he had brief interest, when he was eager to take part in 
the class work, but as a rule he had to be left to do nothing.49

Many reports were given of young people aged sixteen who were seen 
as not progressing in the colony schools. The head–teacher (author 
of the report) noted frequently that many of the pupils in the colony 
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school were mentally not capable of benefiting from the colony educa-
tion. For many of them, this meant being transferred to the adult sec-
tion of the [David Lewis] colony in order to remain for a longer period 
of time. These young people were in a manner of speaking the ‘fail-
ure’ of the colony; although admitted, presumably, as sane or mentally 
developed, many of the young people presented symptoms of advanced 
deterioration.

In 1916, Hume Griffith attempted to trace school leavers from 
Lingfield. He contacted local authorities and received information on 80 
ex-colony residents in order to produce an after-care report, the major-
ity of whom had left the colony within four years. Out of these, 22% 
were ‘wholly or partially self-sufficient’. Griffiths noted that for this sec-
tion, many had been removed from the colony against medical advice, 
as ‘parents insist on parental rights’. The ‘sufficiency’ of those in this 
section was due to the cessation of seizures, which, Griffiths noted, was 
likely to be temporary. Those ‘partially self-sufficient’ were unlikely to 
be in work, due to ‘fear of the Workman’s Compensation Act’.50 Of 
those that were employed, one was employed in a shop, six in the army, 
eleven not mentioned, one handyman and one in the chemical works. 
Griffiths noted that ‘at present they take any job that offers, and go from 
one situation to another’.51 This pattern was also seen at Starnthwaite, 
Lingfield’s sister colony, where the vast majority of leavers from 1905 to 
1913 (ranging in ages from 14 to 24) were transferred to the adult part 
of the colony and employed as farm labourers. For those transferred to 
the adult colony, ‘mental weakness’ often led to subsequent transfers to 
workhouse or infirmaries. In a few cases, employment was gained out-
side an institutional setting. In one case, the person was ‘in partnership 
with a brother as a decorator and signwriter’. In another case, a person 
was described as, ‘able to assist a little in the printing office’ despite still 
having seizures, yet another was ‘taken home by parents on reaching age 
limit, working at a market gardener’s earning 10s a week’.52 This data 
was perhaps influenced by gender, with the population of Starnthwaite’s 
school leavers being boys. Records for both Maghull Colony and school 
leavers in the Leicester district demonstrate that a higher number of girls 
remained at home in the care of parents, with boys being more likely 
to be maintained in an adult colony or under the care of the Board of 
Guardians.53 This was due to economic patterns, as male leavers were 
able to gain precarious employment as labourers and were more likely 
(on a whole population level) to have higher earning power. The colony, 
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therefore, merely offered temporary respite from the precarious labour 
market and stigma faced outside the institution’s walls. The enforced 
transition for those school leavers was a stark cliff-edge between security 
inside the colony and precarity and stigma outside it.

For the most part, those transferred to the adult colony were trans-
ferred not on the basis of their mental capacity (though, these cases are 
from before the regular usage of intelligence testing). For many, it was 
the absence of self-sufficiency being demonstrated, either in their ability to 
perform tasks or in their communication or response to social cues. In the 
above cases, limited concentration or engagement with the colony school 
curriculum was enough to demonstrate to the school authorities that any 
young person was not only unfit for school life, but for life in the ‘outside 
world’. For their post-colony life to be successful, young people needed 
not only to demonstrate a life free from seizures, but to demonstrate a 
certain attitude, personality and work ethic. The young people resident in 
Soss Moss School followed the same pattern as those in Lingfield:

Lizzie M(-) who was sixteen years of age on the 17th inst left school yes-
terday. She is not free from occasional epileptic fits but she is otherwise 
strong and healthy, fairly intelligent and under suitable supervision would 
be very useful in domestic work. She is good at needlework.54

For many young people, success outside the colony depended on a com-
bination of personality, health and available support. In effect, young 
people as with the cases above had to demonstrate that they were ‘use-
ful’. In the same vein, colony proponents, educators and medical officers 
also had to demonstrate that the colony system could produce ‘useful’ 
people. For those that had little chance, the adult colonies were a final 
reserve. If unable to work, or to be self-sufficient, and (for many) in the 
absence of friends and relatives, transfer to the adult colony meant an 
escape albeit temporarily from the workhouse and asylum or homeless-
ness. The familiarity of the colonies often meant that those transferred 
to the adult colonies would often from the age of sixteen have worked 
and lived with their future home-mates, creating minimal upheaval in the 
transition from school to adult life.

The nature of the epileptic colonies was that adults who were admit-
ted were there for a long duration. Young people, however, were there 
to attend school, after which they were expected to find employment. 
Fox’s extensive efforts to maintain a link between the children’s and the 
adults’ sections of the colonies led to further research into the transition 
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between services, both between the colony and the community and 
between hospital departments and other services outside the colony. As 
Ralph Crowley, former senior medical officer to the Board of Education 
wrote in the Lancet in 1938:

The hospital doctor, the private practitioner, the mental welfare worker, 
and the aftercare visitor acting as a team and backed by the community 
could bring untold relief to the daily lot of the epileptic. Such a welfare 
organization must operate early if it is to prevent the maladjustments of 
adult epileptics.55

In 1948, the National Committee for Mental Health had a dedicated 
Committee for Epileptics, which was tasked with implementing measures 
to improve the lives of people with epilepsy. As reported in Epilepsia, one 
of these measures was the introduction of hostels, or halfway stations, 
between the hospital and the community. These hostels aimed to provide 
the kind of employment provided in the epileptic colonies, but maintain 
a close relationship with outpatient departments and mainstream ser-
vices. In addition, the Committee made reports to the Under Secretary 
of Labour that special clinics be set up for people with epilepsy ‘with 
an emphasis on social and vocational aspects’.56 By the mid-twentieth 
century, then, services for people with epilepsy recognised not only the 
strong psychological component of seizures, but the impact of enforced 
transitions between services.

concluSIonS

For children who were considered to have an ‘epileptic personality’, the 
colonies were a respite from chaotic homes and social stigma. Robert, 
a resident at the Craig Colony, was moved frequently from house to 
locked ward to house, both gaining and losing responsibility dependent 
on behaviour. Throughout this time, the boy’s reports were largely pos-
itive, with staff at the colony noting that he was charismatic, intelligent 
and got on well with many attendants. Some years after absconding from 
the colony, he wrote to the superintendent:

I ran away from Sonyea because I could only see my father once a year 
and it would cost him a whole lot to go from NYC to Sonyea […] I am in 
one of the biggest hospitals of N.Y and it is a lunatic asylum. That is the 
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nearest an epileptic can get to his locality hear [sic] in NYC […] two years 
ago my father passed off. I am now 30 sitting among full lunatics watching 
walls, with no freedom we had on Sonyea.57

Up to 1965, a growing body of research examined the ways in which 
the experience of social stigma and family conflicts could have an effect 
on seizures, largely by creating an environment of stress and insecurity 
for young people. The colonies were seen as places of stability, where 
young people were able to feel at home and where they were protected 
from the conflicts of the family. Yet, at age sixteen, many young people 
were no longer offered accommodation or support, and the enforced 
transition between the colony and the outside world often caused poor 
mental health and an increase in seizures. This led to a move towards 
greater integration of services, with an emphasis on social care as well 
as medical care. This association between stress and seizures was not 
necessarily new, but it did demonstrate that the treatment in the colo-
nies had moved away from a general belief in the benefits of fresh air, 
exercise and diet (that which categories most asylum regimes at the 
time) and instead created a direct and causal link between anxiety and 
seizures.

The psychosocial experience of epilepsy enabled the history of epi-
lepsy to be viewed within a wider history of mental health. This has a 
particular significance for the political position of epilepsy within the dis-
ability studies movement. As is the case with epilepsy services, the study 
of epilepsy also necessarily has to cross the bridge between neurology 
and psychiatry. People with epilepsy often categorise their psychosocial 
experience as one of fear: both the fear of seizures and the fear of being 
‘found out’ or unmasked. For a large part of the twentieth century, this 
fear was based on the social reality of isolation, of ‘being epileptic’ and 
the necessity of creating a whole new social enclave in which children 
were able to thrive. The International League Against Epilepsy’s empha-
sis on childhood experiences and stigma drew the discussion of epilepsy 
away from a medical model and towards a psychosocial model of sei-
zures. As Rhodes et al. noted, this in itself highlights the importance of 
the social model of disability and the history of social oppression expe-
rienced by people with epilepsy. Yet, the historical need to protect men-
tal health through a process of masking often led to an unwillingness to 
self-identify as disabled.
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