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Abstract

This thesis explores the lives of women with learning disabilities who live in
a secure unit in the North of England. It focuses on empirical data gained
through ethnographic research in the Unit, which encompasses participant
observation on three wards and formal interviews with service-users and
staff. The theoretical framework draws on ideas in Disability Studies
associated with the social model of disability and feminist methodology,
which privileges accessing the voices of women and marginalised

groups. The study explores how women came to be at the unit and their
experiences of day-to-day life as played out through relationships with staff
and other service-users. Regulation and power on the unit are explored
through women’s and staff accounts and fieldnotes about institutional
responses to behaviour perceived as ‘difficult’.

Findings suggest that overt and covert attempts to regulate women’s
behaviour are ever present, but do not always work, and that institutional
responses are at risk of replicating women'’s bad experiences from the
past. Stories by and about women suggest that women's aggression is
seen by staff as pathological, and that women are constructed as
manipulative and complex in their interpersonal approaches. The women in
the study valued relationships with staff and peers but these were treated
ambivalently in the service. | argue that women are not ‘docile bodies’ in
the Foucauldian sense, but shape their own identity and futures,
sometimes by resisting the norms expected of them within allowed limits
and sometimes by transgressing the rules. Women had clear ideas about
their future, and how to progress through the service. This thesis
challenges normative and institutional accounts of gender, learning
disability and deviance, exploring alternative possibilities articulated by
women on locked wards.
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Chapter One — Introduction

| have a long life story to tell.

And yet, people don’t even listen to me.

The one world is normal and the other’s world is simply not.
They make it up. We don’t belong to society.

We just cannot grasp the world as it is, they say.
(Rosa Reinaart in Roets et al, 2008:23)

The quotes at the beginning of each chapter in this thesis are taken from publications which
give verbatim extracts from words that learning disabled women have spoken or written.
Before starting to plan this research project, | began to collect quotations together to see
what learning disabled women had to say about their lives and | was astounded to realise
how few publications there were. Considering the number of personal experience narratives
that proliferate in journals, magazine articles and books, the absence of writing by and about
learning disabled women is notable. The personal stories | did find showed that such women
can be, like other women, strong in the face of adversity and discrimination, caring and
nurturing with others, insightful about their circumstances, and that they often have

amazing stories to tell.

Reading their stories inspired me to add to this small body of literature. Itis common
knowledge that women described as learning disabled have been hidden away throughout
history and have been characterised as ‘failed’ women. Women are no longer
institutionalised merely for being learning disabled, but how much of this discursive legacy
remains? | found that some contemporary academic literature shows that women are often
sheltered by families or staff, living with very traditional views about their abilities and the
choices they can make in life. These imposed expectations become internalised by many
women, who accept the limitations, becoming passive and compliant. My research career
prior to this point had involved exploring self-harm from the perspective of learning disabled
women and the professionals who work with them in secure accommodation, and | became
aware that this mainstream account was not a comprehensive portrayal. It simply did not
represent the women that | had encountered. These were women who had been
purposefully excluded from society because their behaviour deviates from normative
expectations. | wondered how these women had ended up in a secure unit; what were their

stories? How did they live out their lives, locked away from society? | was well-placed at the
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time to find out, as | was working as a researcher in a learning disability secure unit, and this

is how my PhD study began.

The aim of this thesis therefore, is to explore the experiences of female clients and staff at a
secure learning disability unit in the North of England (I will call it Unit C for anonymity). The
research uses empirical data gained from ethnographic research at three of the women’s
wards on the unit, in the form of fieldnotes and in-depth interview transcripts with both staff

and clients.

In the study, I explore how people felt when first arriving to live or work at the unit, their
relationships and daily life whilst living on the unit, their conceptions of progression, and
ideas about their future. | also look at the stories used by the staff to talk about the women

who live on the unit, and the staff’s perception of their role in relation to the clients.

The present chapter gives some background information about the research site and
describes my reasons for conducting this research. | will outline the study’s context, including
the historical and contemporary policy relating to the type of service, as well as to learning
disabled women, and women in secure care. | will then highlight some of the academic
literature which is most relevant to these women and situate my own research within it.
Finally I will discuss some of the key concepts used within the thesis, and conclude by

providing an outline of each of the chapters that will follow.

A note about terminology
Although | write about my participants as ‘having’ learning disabilities or as ‘learning

disabled’, | acknowledge these to be complex and controversial descriptions. The category
‘learning disabled’ is defined on Unit C by 1Q levels (below 70). In this respect, the label is
arbitrarily designated by professionals (Rapley, 2004). The World Health Organisation’s
categories of learning disability include 1Q levels along with taxonomies of social functioning,
and requirements for diagnosis to be within the developmental period (O'Brien, 2001).
Simpson (1999) gives an overview of the history of definitions of learning disability, and
provides a critique of the classification mechanisms in use at particular times as moving
between physiological descriptions to social manifestations. His chapter describes the
association between changes in discourse and how society responds to learning disabled
people, constituting them as objects of knowledge. He describes the terminology as tactical
and strategic, advancing institutional practices and suggests that current service provision
uses the concepts of behavioural (in)competence and (in)dependence to be central issues in
defining people’s needs. Although | acknowledge the terms to be contested, | use the terms

‘learning disabilities’ and ‘learning disabled’ because they are the dominant and accepted
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terminology in services such as the research site and locate my writing within the field of

disability studies.

With reference to my use of the term ‘client’, | take into account the debate regarding terms
for people who ‘use’ services {McLaughlin, 2009), notably the pervasiveness of business
terminology into healthcare. MclLaughlin finds most available terms problematic, due to the
suggestion of ‘choice’ and marketization within them and calls for a new semantic system.
Despite McLaughlin’s claim that ‘client’ signifies the recipient position within a system of
hierarchy, and it is clear that clients in Unit C are not choosing to use the service, | use ‘client’
because this is how relevant stakeholders in Unit C referred to residents at the time of my

fieldwork.

Unit C
The research site is an NHS learning disability forensic trust which offers ‘assessment,

treatment and rehabilitation’ within secure environments, including medium and low secure,
enhanced and ‘step-down services’ (supported houses in the grounds). The aim is to support
people through their care pathway from admission to eventual discharge into community
settings such as group homes. Clients are admitted for a number of reasons including prison
transfers, diversion from the Criminal Justice System (CIS), breakdown of previous placement
or behaviour which is judged to put them at risk to themselves or others. Most of the clients
have been through the CJS and have been assessed as suitable by the Community Learning
Disabilities Team, or sectioned under the Mental Health Act (Department of Health, 2005)

due to a further diagnosis of mental disorder.

The unit has separate wards for women and men, but only approximately 20% of clients are
women. They live on single sex wards that contain between 2 and 8 women. Clients receive
an individual care plan package, which includes input from psychiatry and psychological

treatment services, occupational therapy and specialist nursing support.

Historically, the unit was a traditional asylum which was built in 1914. From 1915 to 1920 it
was designated as a ‘military hospital’ and treated 56,800 soldiers for wounds and sickness.
Following the First World War the hospital was returned to the Asylums Board and opened in
1921 to admit ‘mental defectives’. During the Second World War in 1939, half of the
hospital was once again handed over to the military authorities. When the British National
Health Service was established in summer 1948, more than 2,000 people lived at the
institution. There was a functioning farm, and an upholsterers where patients worked, as
well as a huge auditorium with stage, shops and clubs (Bogdan & Marshall, 1997). Since the

1990s, in the context of the National Health Service and Community Care Act (1990), most of
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the large ward buildings have been knocked down and purpose-built modern buildings have
taken their place. Modern barriers guard the entrance to the grounds, yet the austere

Victorian administration building, a symbol of the past, remains.

The policy context: The development of secure services for learning disabled
people
From the 1900s until the late 1970s in the UK, offenders with learning disabilities and those

at risk of offending were placed in institutions or high-secure hospitals. Provision of services
for this group changed in the 1970s, after the publication of Nirje’s (1969) principle of
Normalisation (which | will discuss later), and the subsequent 1971 white paper Better
Services for the Mentally Handicapped (Department of Health and Social Services, 1971)
which introduced the government’s intention to shift from institutional care to community
care. This was part of wider government policy shift to provide community based services
for people with mental health conditions and physically impaired people who needed day-to-
day support. During the 1980s and early 90s long-stay users were relocated to the
community; the people who remained tended to be perceived as the most difficult to
relocate (Mansell et al., 2007; Yacoub et al., 2008). For those who were unable to access the
generic community services due to their ‘clinical presentation’, The Glancy Report
(Department of Health and Social Services, 1974) and The Butler Report (Home office and
Department of Health and Social Services, 1973) advocated the creation of regional secure

units in the NHS.

So although care in the community was the highest aspiration, it was recognised that some
people who had offended or were described as difficult to manage within the community
would need specialist residential services for rehabilitation. The Reed Report (Department of
Health and Home Office, 1992) gave an overview of each ‘group’ of mentally disordered
offenders and recommended that people be cared for in the least restrictive environment
for their needs, as near to their home as possible. The report proposed that services should
be designed with quality of care and attention to individuals’ needs in mind, and as far as
possible people should be cared for in the community, under no greater conditions of
security than is justified, and in a way that promotes rehabilitation and chances of sustaining
an independent life as near as possible to home. Following this, The Mansell Report
(Mansell, 1993), which related specifically to learning disabled people with complex needs,
was published. Both of these reports emphasised the need for locally based secure services,
reflecting the shift in views as a response to activist movements, such as the Disability Rights

Movement and the Independent Living Movement (Mansell et al., 2007).
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Despite recommendations to place people as locally as possible, specialist services for
learning disabled people have developed at varying rates, possibly due to the small number
of people requiring them. This has resulted in people being placed in secure care hundreds
of miles from home, which can present many difficulties such as loss of contact with local
services and families (Stewart & Dakin, 2009). This is a current issue at the time of writing,
as families are joining together to challenge the available service provision and the
acceptability of the removal of their family member for reasons of ‘challenging behaviour’

(Ryan & Julian, 2015).

This lack of service provision particularly affects women because some of these services are
men-only, resulting in a higher probability of being placed far from home. The Corston
Report (2007), which looked specifically at issues experienced by women in prison,
recommended changing the way criminal justice agencies work with women, and replacing
women’s prisons with local custodial units as a way of addressing these issues. Some
academic literature suggests that there is less of a need for high levels of physical security
and more need for ‘relational security’ for the majority of women offenders (Hassell &
Bartlett, 2001; Long et al., 2008). Relational security is defined by the Department of Health
as ‘the knowledge and understanding staff have of a patient and of the environment; and
the translation of that information into appropriate responses and care’ (Department of
Health, 2010). Despite this recommendation, some researchers have demonstrated that
women are detained within higher levels of security for less severe crimes than men, and

certainly higher than is justified (Bland et al., 1999).

Until 2007, there was a lack of nationally agreed standards in England and Wales for medium
secure care, leading to confusion as to whether units were classed as medium or low secure.
Due to the growing private and voluntary sector provision, the Department of Health
released Best Practice Guidance: Specification for adult medium-secure services (Department
of Health, 2007) which gave clear standards for service agreements. Nevertheless, there are
still concerns that some people confined in these services are wrongly placed due to their
behaviour being inappropriately treated as criminal, when there is no criminal intent (Douds

& Bantwal, 2011).

A recent investigation into prisoners’ needs commissioned by the Prison Reform Trust, No
One Knows (Talbot & Riley, 2007) reported that a significant number of people in prison
could be described as learning disabled due to their |Q scores. This flagged up concerns
about the pathways to prison and the links between courts, prisons and learning disability

teams. For this reason, The Bradley Report (Bradley, 2009), an independent review of people
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with mental health conditions and/or learning disabilities within the criminal justice system,
was commissioned. This report set out a national strategy for better screening and more
appropriate placement of these people, and rehabilitation services for this group. Although
accessing the relevant service is important (Glaser & Deane, 1999), being placed in a
specialist unit rather than prison means there is no release date, resulting in some people
being confined for many years. Furthermore, women tend to spend longer in secure units
due to their level of behavioural disturbance (Hayes, 2004). This situation has resulted in
questions being asked about whether such units are indeed better than prison for learning
disabled people, and whether detaining them with no clear plan for release infringes their

human rights (Hayes, 2007a).

It is clear that this type of service is still evolving in policy terms. Provision for offenders with
learning disabilities, in particular for women, is evidently not ideal. The flaws in the diversion
system means that some people are inappropriately sent to prison, where discrimination and
bullying is prevalent (Talbot & Riley, 2007). Although policy is slowly responding to this
concern, and more and more women are being diverted away from the prison system, the
guestion as articulated in The Corston Report (2007) remains — why are women as a minority

group residing in services being largely designed around the needs of men?

General learning disability policy in the UK
Articulated by Nirje (1969) and then adopted by US scholar Wolfensberger, the

‘Normalization Principle’ aimed at ‘eliciting and maintaining culturally normative behaviour
and using culturally normative means to this end’ (Wolfensberger, 1970:291). Learning
disabled people were expected to live in family type groups, experiencing life as near to
‘normal’ as possible. The normalisation movement was undeniably pivotal in changing lives
for learning disabled people, strengthening the move towards deinstitutionalisation and
community-based services (Mansell & Ericsson, 1996). Although the normalisation concept
has since been criticised for reproducing inequality by advocating that people should fit in
with a professionally designated view of ‘normality’ (Moser, 2000; Williams & Nind, 1999),

many services still use normalisation as a prevailing ideology (Deeley, 2002).

The evolution of Person Centred Planning (PCP), the central principle of the 2001 White
Paper Valuing People, moved away from normalisation with a focus on services, offering
them something to work towards in terms of planning for the future (Robertson et al., 2005).
PCP is rooted in the principles of shared power and self-determination, encouraging learning
disabled people and their families to be involved in the plans for their future (Sanderson,

2000). PCP, if performed correctly, should focus on capabilities rather than deficits, and
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reflect what is possible rather than what is available (Sanderson, 2000). Although this
sounds like a positive step in moving services forward, some authors claim that services are
not following the principles correctly due to underfunding (Beresford, 2014), and others
maintain that PCP remains a largely paper-based exercise (Mansell & Beadle-Brown, 2004).
Indeed, some people, including those with mental health needs, are less likely to receive or

benefit from person centred planning (Robertson et al., 2007).

Valuing People Now (2009), a new three year strategy, reiterated the central
recommendations of Valuing People, that learning disabled people have the same rights as
everyone else, and are entitled to independent living, control and inclusion. Although these
white papers focus on a person-centred agenda, criticisms have concentrated on the use of
the neoliberal concepts of ‘choice’” without altering the system architecture to facilitate real
control and inclusion (Burton & Kagan, 2006; Kendall, 2004). Indeed, according to Kendall,
neoliberalist ideology now pervades policy and services for learning disabled people, as the
preoccupation with the term ‘choice’ can mask the fact that opportunities are often narrow
and constrained, and when there is perceived choice, individuals can be blamed for not

taking the ‘correct’ path (Kendall, 2004).

in light of these claims, it has been argued that there is a discrepancy between white papers
and policy for learning disabled people and the experience of people who use the services
(Hollomotz, 2014). Adding to the knowledge-base of personal experiences of living in these

services is essential. | hope to address this with my research, now and in the future.

Finding the research topic
| began working at a secure unit as a research assistant in 1997. When | first arrived it was an

institution with many long-stay patients waiting to be resettled into the community; the
process of deinstitutionalisation was ongoing. As the patients were resettled, most of the
old-fashioned wards were demolished and sold for housing and some single storey purpose-
built wards and a new medium secure unit were built. The transformation from asylum to
secure unit was gradual but unmistakeable, and most of the same staff were kept on to work

with the new client group.

When | began working at the unit, my (then) manager asked me what | was interested in
researching. After seeing too many research projects falling by the wayside, his belief about
how to get research projects started, and above all completed, was to let researchers choose
to do something they were interested in, rather than drip-feed tasks. After talking to some
staff in the canteen at induction, | had some idea about what | was interested in, so | replied

that | wanted to research the staff/client relationship, and how staff manage to keep a
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positive relationship with (sometimes aggressive) people who they are charged with
‘containing’. He then told me a story about his personal feelings towards a particular
patient. He once worked on a psychiatric ward, looking after a woman who had post-partum
psychosis. He said that it felt particularly strange to be physically restraining this woman
when she was aggressive, because he knew that she would recover and he might see her out
on the street in the future. The staff | had talked to had not expressed similar concerns. My
manager’s story has stayed with me, and made me question the nature of such services: why

should it feel acceptable to treat some people in certain ways and not others?

| began my research career by doing a small-scale service evaluation of a new community
forensic service (secure unit) as required by the organisation (Fish & Lobley, 2001}, and then
moved on to interviewing staff about working with people who self-harm (Fish, 2000) and
about working with people who could be aggressive (Fish & Culshaw, 2005) as part of my
research interest into the staff/client relationship. Later, | began working on collaborative
projects with nursing staff and we were granted some funding to research self-harm further,
so we decided to involve clients as participants {(Duperouzel & Fish, 2008; Duperouzel & Fish,
2010; Fish & Duperouzel, 2008; Fish & Reid, 2011; Harker-Longton & Fish, 2002).
Throughout this research, the subject of women and their management was recurring. In

interviews, staff would talk about how difficult it is to work with women, for example:

Because the women, and | don’t mean to be horrible to them or anything, but they’re
very difficult people, they’re very, very complex, very difficult people. And they burn
out the staff. (Unpublished excerpt from research with qualified staff member about

working with people who self-harm — Fish, 2000)

The main difficulty of working with women described by staff was the way clients dealt with
conflict. In general, it was assumed that working with men was more straightforward,
because in a situation of conflict, they may be aggressive but it would be over (see also
Williams et al., 2001). Women, some staff said, would keep the issue simmering under the

surface for weeks and may decide to revisit it at any time. This notion is reflected in some of
the literature, for example:
Women’s wards are known for their emotionally intense atmospheres, very frequent
assaults and repeated acts of self-harm that painfully challenge professionals’ wish

to help and support. Nursing staff often comment that they would rather deal with a

physically violent male patient than with the more subtle, complex and covert forms
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of aggression presented by women. Staff experience intense interpersonal

demands. (Jeffcote & Travers, 2004:23)

Why are women talked about in this way? | was interested in exploring both staff and
clients’ perspectives on this issue. When | began work at Unit C, my new manager asked me
to move on from self-harm research to prevent me being considered a ‘one trick pony,” so |
decided that studying women’s experiences would be the way forward. Despite being
anxious about spending time on the wards which | had never visited, | felt that exploring the
situation on the women’s wards would throw some light on this phenomenon. When an

ESRC studentship was advertised at Lancaster University, | used this idea for my proposal.

On learning that my proposal had been accepted, | began to plan how | was going to
research the women’s wards. | was immediately drawn to ethnography as a research
methodology, as | wanted to be able to see day-to-day life on the wards. However | believed
the local R&D and NHS ethics review system would be hostile to the use of ethnography, and
| expected to have to glean enough information through in-depth interviews with a sample
of the women. As | describe in Chapter Three, my suspicions were unfounded, and | was
given permission to conduct an ethnography. In hindsight, this enriched the whole PhD
project, and ensured that the analysis was firmly rooted in day-to-day experiences on the

wards.

Many researchers in the learning disability field have used observational methods in their
research and some examples include exploring the experiences of people in locked wards
(Hubert & Hollins, 2006; Johnson, 1998; Owen et al., 2008). This type of institution has
interested academics in social science for decades. Perhaps the most famous ethnography
of an institution is Goffman’s book, Asylums. First published in 1961, it is a work which
details the intricate and unwritten rules and conventions governing life within different kinds
of institutions of the time. It looks at life within what Goffman calls ‘mental hospitals’ (today
these would be called psychiatric or learning disability services) and comparing these with
other institutions such as prisoner of war camps, prisons and monasteries. Goffman bases
his writing on the year (1955) he spent doing field work at St Elizabeths (sic) Hospital in
Washington DC, which had 7000 ‘inmates’ at the time. He wanted to learn about the social
world of an inmate, and did this covertly by working as an assistant to the athletic director
under the guise of being a ‘student of recreation and community life’ (Goffman, 1961:7). He
spent time with patients and avoided social contact with the staff; only the top hospital

management knew what his aims were. Although my study was not a covert ethnography -
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everyone was aware of my role as researcher - there are many similarities between our

motivations and methods.

Goffman’s reason for using ethnography was that he believed that any group of people
develop a life of their own that becomes ‘meaningful, reasonable and normal once you get
close to it’ (Goffman, 1961:7) by submitting oneself to the ‘daily round of petty contingencies
to which they are subject’ (Goffman, 1961:7). Goffman defends his method by telling us that
almost all literature on ‘mental patients’ at the time was written from the point of view of
the psychiatrist, and he argues that ‘to describe the patient’s situation faithfully is

necessarily to present a partisan view’ (Goffman, 1961:8).

Although it was impossible for me to perform such an in-depth study due to time and ethical
constraints, | agreed with Goffman’s rationale for the use of ethnography. To find out how
life really is for people, it is necessary to get as close to them as possible. Throughout this
thesis, | shall use a number of Goffman’s observations to compare his illustration of St

Elizabeths asylum with Unit C, a more contemporary type of institution.

Thesis outline
In the next chapter | describe the writing and knowledge that has been relevant to

understanding the social position of learning disabled women historically and in
contemporary society to argue why my research is important and novel. In Chapter Three, |
outline my methods and rationale for the use of ethnography, and detail how | negotiated
the ethical complexities of such a project. Chapter Four will give a background to the
service, explaining how staff and clients came to live and work there, and discussing aspects
of everyday life and how the service is organised. Chapter Five analyses the different
relationships on the unit and how they are navigated on a day-to-day basis. Chapter Six
picks out particularly challenging carceral occurrences that women experience on the wards,
such as being physically restrained and placed in seclusion. Chapter Seven describes the
women’s visions of their future and how they feel they can realise these goals. Finally in
Chapter Eight, | identify the significant themes arising from my work, including the many
apparent contradictions and tensions, and look to find a way forward for Unit C and similar

services.
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Chapter Two — Learning disabled women in secure services — a
literature review

I was taught to be a quiet, dedicated, sweet young lady.
There was no scope for individual personalities and traits
such as aggression, assertiveness, shyness to be

used as benefits.

(Simone Aspis, 1992:283)

There is a small but growing literature that has explored the experiences of learning disabled
women; however there is very little research with women who live in residential services
(Allen et al., 2001; Crawford, 2001; Taggart et al., 2008). Brown (1996) suggests that the
reason for this is that learning disability services have traditionally hidden behind a ‘gender
blind’ approach (see also Scior, 2003). What is already known about learning disabled
women’s lives, both in community settings and in secure services? If learning disabled
women in secure services have similar experiences and needs as women living in secure
mental health services (James & Warner, 2005), then what are the cross-cutting themes
arising in research and women’s testimonies? This chapter will consider these themes, as
well as exploring specific concerns which arise in the literature about women in services,

such as self-harm and sexual abuse.

Considering the relatively large amount of published literature and personal accounts
detailing women’s experiences of residential psychiatric services in the UK and USA (Duke,
2010; Jamison, 2009; Kaysen, 2013; Pembroke, 1996; Vincent, 2008), the scarcity of work on
learning disabled women living in contemporary services is notable. Some authors include
women in residential services as research participants as well as women in the community
(McCarthy, 1999; Scior, 2003), and others, including my own work, focus on women in
secure services but explore only a particular aspect of their lives (Duperouzel & Fish, 2008;
Duperouzel & Fish, 2010; Fitzgerald & Withers, 2011; Harker-Longton & Fish, 2002; Sequeira,
2001). | have found only one study that explores the experiences of women living on a
locked ward (Johnson, 1998). Perhaps due to the heterogeneity and medicalisation of the
population of adults who have been labelled as learning disabled, research has concentrated
on medical syndromes and service provision (Aspis, 2000b) and has, with little exception,
been presented in a gender-neutral way (Atkinson et al., 2000), with papers not specifying

the sex of their participants.
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Until recently, learning disabled women have not been provided with the opportunity to fully
participate in both private and public aspects of society. As Traustadéttir and Johnson (2000)

describe:

In the past many [learning disabled women] have been excluded from their families
during childhood and have been prohibited from forming adult relationships or
families of their own. They have often been excluded from work or community
involvement or their participation has been voluntary or unacknowledged (ibid 2000:

16).

Learning disabled women have had very little representation or influence in the UK women’s
or disability movements (Aspis, 1997), and their circumstances have been hidden or
overlooked (Atkinson et al., 2000). Traustadottir and Johnson (2000) write about their

involvement with learning disabled women, and report that they felt:

... outraged by the failure of those around them to recognise them as women or to
take into account their concerns and desires . . . their stated desires and needs were
ignored by families and service providers while their gender (when it was

acknowledged) was constructed as a problem and a threat.

Researchers looking at the history of learning disability in the UK, Scandinavia and the USA
claim that historically learning disabled women have been treated as a threat to society
because of the combination of their sex and their impairment, and that this belief is still held

in society today (see for example Phillips, 2007; Carlson, 2009).

Historical perspectives - Institutionalisation
The construction of learning disabled women as a problem and a threat dates back to the

European Eugenics movement of the early 20" century and the emerging philosophy of
institutional medicine. The focus on women tended to be in terms of the possible social
threat they posed through their capacity to have children. The Mental Deficiency Acts of
1913 and 1927 in the UK reinforced the ideology of this era by creating a legal framework by
which to label and detain people on the grounds of their ‘handicap’ or ‘moral defectiveness’.
This framework was gender specific, targeting unmarried mothers and disabled women
(Carlson, 2009; Thomson, 1992; Walmsley, 2000). These ‘feeble-minded women’ were
considered to be promiscuous, carriers of disease and highly fecund (see Phillips, 2007).
Engwall relates that ‘Feeble-minded men were seen as problematic due to their assumed

tendency to turn into criminals, feeble-minded women were threatening society through

their sexuality’ (Engwall, 2004:78).
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For most of the 20™ Century, learning disabled people in the UK, USA and Scandinavia were
detained in large institutions, placed in sex-segregated wards and denied access to the
workplace, family life and parenthood (Mansell & Ericsson, 1996). Thomson (1992) shows
that the Mental Deficiency Act (1913) targeted girls as a sexual problem and that once they
were institutionalised they often stayed for life. The Act led to the separation of many
thousands of people from their families in an attempt to curb what was seen as a threat to
society, particularly by women who were widely regarded as the likely bearers of ‘defective’
offspring (Carlson, 2001). These women usually had to undergo forced hysterectomy due to

these pervasive beliefs (Atkinson & Williams, 1990; McCarthy, 1999; Tilley et al., 2012).

Women entered the institutions as children, young women or later in life when caring
relatives had died (Phillips, 2007). Kristina Engwall, in her study of 481 medical records
detailing the daily lives of women in institutions in early 20™ Century Sweden, found that
women were encouraged not to put too much emphasis on an attractive appearance, but
rather on hard work, obedience and being on time. Prohibition of marriage and sterilisation
‘excluded women from sexuality and fertility’ (Engwall, 2004:83), and staff encouraged
women into helping roles such as cleaning the communal areas or caring for other patients
or children. In spite of this, Atkinson and Walmsley (1995) present accounts of women who
had lived in UK institutions and remember gaining satisfaction from their imposed and
unpaid roles as carers for less able patients in the institution. They also found ways to have

forbidden relationships. Atkinson & Walmsley conclude that:

These accounts remind us that even in such outwardly unpropitious circumstances
women can still retain a sense of themselves as more than just victims. They are
capable of resistance because, it seems, they possess a personal identity which is at
variance with the label others have placed on them. (Atkinson and Walmsley,

1995:223)

Despite the dreadfulness of the way women were treated, it is clear that they were not just
passive recipients of the social norms and values at that time, any more than they are today;
they found ways to resist oppression and show strength in the face of adversity (see, for

example Barron, 2002).

During the time of institutionalization from the turn of the 20" Century until the 1960s,
medical discourses that showed interest in issues affecting learning disabled women were
restricted to a consideration of how identified ‘syndromes’ and ‘disabilities’ expressed

themselves differently in men and women and how they affected women’s sexuality
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(Carlson, 2009). Traustadéttir and Johnson (2000) argue that this allowed professionals to

dehumanise learning disabled people and treat them as objects of knowledge.

Wolfensberger’s model of normalisation (Wolfensberger & Nirje, 1972) and O’Brien’s Five
Accomplishments model (O'Brien et al., 1981) advanced awareness of the disadvantages of
institutionalisation in the UK, and supported the community-based living approach for
learning disabled people that we see in evidence today. However, normalisation has been
criticised by many, most notably as reinforcing traditional gender roles which serve to
maintain a woman’s place as being in the home or in low paid work (Brown & Smith, 1992).
Women living in community care are often forced to live with other people (including men),
who they have not chosen to live with; are placed in situations which mimic ‘family life’; and
encouraged to fulfil normative roles of domesticity taking on the bulk of the housework

(Williams & Nind, 1999).

Research with learning disabled women in the Community
Three notable books stand out within feminist research with learning disabled women in the

community. In a landmark book detailing women’s narratives by Atkinson et al. (2000) Good
Times, Bad Times: Women with Learning Difficulties Telling their Stories the experiences and
life stories of learning disabled women are presented. Within what the authors describe as
emancipatory research (Zarb, 1992), learning disabled women wrote their own stories, using
academics as facilitators. The women relate what matters to them - employment,
relationships and family. Although many of the accounts are positive, there is an overriding
theme which touches all accounts — a theme where the women convey that they have been
treated differently to other people; their needs have been ignored in some way. For
example, some women described being disbelieved when reporting sexual violence; others
said they had not been supported to get the lifestyle that they wanted, or not paid a proper
wage for their work. Simone Aspis, a learning disabled academic who has subsequently
written many papers about her experiences, has a chapter in this book (Aspis, 2000a) in
which she describes her experiences of paternalistic practices on behalf of the professionals

she has encountered.

A book by Traustadéttir and Johnson (2000), Women with Intellectual Disabilities: Finding a
Place in the World presents collaborative research with learning disabled women from eight
different countries, covering issues such as how women deal with the death of parents,
friendships, work and violence and abuse. The theory and approach used in both of these
books is consistent with both feminist and disability studies’ concern to allow women to

speak for themselves about what they consider to be important.
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McCarthy (1999) offers a profound insight into the sexuality of learning disabled women
from England. Her book Sexuality and Women with Learning Disabilities (1999) does not
present women’s narratives, but quotes from exceptionally rich in-depth interviews from the
17 women who were taking part in a sex education group with McCarthy. The women
described themselves as having very little choice or control over their sexual experiences,
and experiencing little or no enjoyment in intimacy. This was the case with women living in
the community as well as in residential services. A large proportion of the group had

experienced sexual abuse and gender-based violence.

More recent research includes papers by Scior (2000, 2003), who interviewed five learning
disabled women in the UK. Her discourse analysis describes women frequently having their
freedom and choices severely curtailed by carers. Scior claims that the ‘historical
construction’ of these women as childlike and dependent lives on in policy and practice,
leaving no space for acknowledging strengths and responsibilities (Scior, 2003:790). She
talks of the ‘inequality based on gender and disability’ that is ‘mediated through structural
factors, such as education, employment, living arrangements and financial status’ (Scior,
2003:784) and that can result in exploitation and low self-esteem. Scior therefore reminds
us that although policy discourse relating to learning disabilities sounds liberating, featuring
words like ‘choice’, ‘control’ and ‘inclusion’ - we should not forget the continuing influence
and power of pervasive negative constructions. These constructions influence how women
are treated, and make it very difficult for learning disabled people to think of themselves as
having choice and control. Moreover, Bjornsdottir and Traustadéttir (2010) propose that
the inequality experienced by learning disabled women is due to the way disability intersects
with other social factors such as gender and class, leading to marginalisation and exclusion.
Importantly however, they point out that people can challenge and resist society’s disabling

mechanisms.

Phillips (2005) recounts the narratives of eight older learning disabled women from three
locations in England, demonstrating how their bodies were central to their notions of self

and, at times, their collective identities:

Contemporary debate within Disability Studies has focused on the role of ‘the body’
in a social model understanding of disability and impairment. In this context,
disability refers to the environmental and discriminatory barriers imposed by cultural
and social situations, while the body is neglected and medicalised in relation to one’s
biological impairment. For people socially and medically labelled as having a

‘learning disability’ the reverse situation applies, whereby a perceived impairment of
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mind or intellectual ability extends to a perceived impairment of the body.
Consequently for people with learning difficulties the body is a site of regulation by a
range of welfare, educational and medical discourses and controlled by carers,

parents and professionals. (Phillips, 2007:503)

Even though these women lived in the community, Phillips described them as feeling
contained, organised and policed through a system of institutionalised discourses. Welfare
and educational services decided where women should be housed and medical professionals
and social workers surveyed and recorded every action: ‘Case notes, daily logbook accounts,
personal programme plans and reviews all document patterns of behaviour and personal
bodily functions. Visits to the doctor, dentist, chiropodist, times of hair washing sessions,
baths and personal hygiene recommendations are all noted’ (Phillips, 2007:511). Weight,
diet and food were high on the agenda in day centres, where women were weighed on a
weekly basis, which Phillips interprets as centralising the female body form in the public
arena. The women all felt that they had experienced a lack of choice over their dress and

appearance, which was experienced as a form of control over their identity.

Roets et al (2008), present a different side to the story. Rather than focussing on inequalities
faced by learning disabled women, their ethnographical study of the life of Rosa, a self-
advocate living in the community in Belgium whom they refer to as a ‘femme fatale’ with
learning disabilities, focusses on her strengths. Describing her as a strong, characterful
woman, they challenge the construction of learning disability as a naturalised impairment.
They argue that disability, as gender, is shaped and sustained by mechanisms of ‘truth’,
power and knowledge and they show how ideas about disability and gender can be
contradicted. They portray Rosa’s struggles as a mother and as a ‘rebel’ and conclude that
learning disability should not be an ‘all-encompassing identity’ (Roets et al, 2008:26). By
focussing on Rosa’s resistance to the dominant norms, they critique the essentialist notions

of gender and disability and | follow this orientation in my study.

Learning disabled women in forensic services
Women are a minority in almost all medium secure units in England, with the exception of a

few units specifically accommodating women (Byrt et al., 2001). Some women are described
as having been admitted compulsorily for behaviours such as aggression or self-harm that
were not classed as offences, or caused by mental disorders, but which opposed society’s
expectations of how women should behave, (Byrt et al., 2001). Other women are admitted
through the CIS diversion schemes operated by triage assessment of people at police

stations or court, however these have been described as under-resourced and lacking in
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proactive screening, and particularly inadequate with regard to links with learning disability
services (Hunter et al., 2008). The Bradley Report calls for more consistent implementation
of diversion policy in the CJS, better identification and assessment and for learning disability

to be seen separately to mental illness (Bradley, 2009).
Most secure services have been set up with men in mind. The Reed Report comments that:

In male dominated environments, women'’s needs including their more personal
female needs are liable to be overlooked...Services need to be responsive and
proactive in order to counteract these problems in order that women receive
appropriate care, treatment, accommodation and rehabilitation with proper

attention to their personal dignity. (Department of Health and Home Office, 1992)

Ifill (1998:14) agrees with this by claiming that ‘female patients in a predominantly male
setting do not always receive services that are geared to their needs . . . most provision is set

up for the majority, in this case men.’

Most of the research about secure units has focused on the special hospital system, and
Bartlett and Hasse! (2001) report that it would be difficult to know the extent to which
findings in other parts of the health service would apply to other types of units. They
suggest that women may be subjected to high levels of restriction not because of their

problems but because of the type of people who share the service with them:

In small units, women may have no way of avoiding sexualised social contact with
men who have a history of sexual and physical violence towards women . .. The
reluctance of some medium secure units to deal with women patients because of

unsafe environments . . . may create further difficulty (Bartlett & Hassell, 2001:306).

In her literature review about women offenders with learning disability, Hayes (2007b)
suggests that adequate diversity and local proximity of services for women is lacking. She
recognises that despite some active interventions of those advocating on behalf of women,
the justice system tends to remain male-focused and male-dominated and she recommends
that further research to aid policy development is urgently needed. This would address the
dearth of information in this area and enabling the voice of women offenders with a learning
disability to be heard: ‘Female offenders are a small, neglected and devalued group within
the criminal justice system; the even smaller minority group with a learning disability have

little in the way of specific resources, services or advocacy’ (Hayes, 2007b:190).

Crawford (2001) interviewed ten women with mild or borderline learning disabilities and

their care staff in two secure units in England. The women were admitted to medium
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security as the result of damage to property, self-harming behaviour and aggressive
behaviour displayed towards staff within less secure facilities. Seven of the women she
interviewed had a diagnosis of personality disorder, five of whom had three or more
diagnoses, including paranoid schizophrenia and ‘emotional instability’. She reports that
during admission ‘all women had cut their bodies’ (Crawford, 2001:6), and that 80% of
women had attacked their carers and 70% had attacked their peers in the last year. Her
interpretation was that the women used self-harm as a way to bring revenge upon their
carers or to punish themselves. More commonly, however, women used self-harm as a way
of releasing tension, a phenomenon also described in my own research (Fish & Duperouzel,
2008). Crawford describes the women as having developed a ‘hierarchy’ of self-harm;
where the most dangerous acts would generate more response from staff; and she

interprets this as the women ensuring she is not ‘forgotten’.

With reference to gender identity, Crawford (2001) refers to an ‘invisible gender’ in secure
services, which allows the service to ignore any potential differences between services
offered to men and women. However, a woman’s gender may become ‘visible’ due to her
difficult behaviour, when the behaviour is blamed on her being a woman and a problem.
Crawford reports one patient identifying her fears of losing her self-identity as a woman, due
to the presence of male sex offenders on the unit, for example the service was limiting her
leisure activities and the way she was allowed to dress (see also Fitzgerald & Withers, 2011).

Crawford writes:

The oppression of women as a visible gender allows for effective institutional
functioning. Unsurprisingly, those who challenge the system are thought to be

deviant and become a ‘visible’ hazard to the institution. (Crawford, 2001:156)

The evidence Crawford provides paints a picture of services as not having the means to
recognize gender diversity or difference until it becomes a problem; this problem is then
talked about as existing within the group of women, rather than being situational (Aiyegbusi,
2004). This type of discourse or language used about a person can affect their care; some
studies show that behaviour that does not lie within gendered expectations is considered to
be a sign of some pathology of the mind. Labels such as ‘difficult’ can be used by staff when
talking about a person, and reinforced through case notes over long periods of time (Johnson
& Webb, 1995; Peter, 2000; Williams et al., 2001). Crawford’s paper points to discrete topics
for potential research, but unfortunately does not offer any direct quotes from the

transcripts to illustrate her interpretation.
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Kelley Johnson’s ethnographic research with learning disabled women living on a locked unit
in Australia (Johnson, 1998) found that the perceptions surrounding these women had
influenced the women’s exclusion from their families and communities in the past. Johnson
observed that the staff’s ongoing descriptions of the women were privileged and fixed,
which she explained as women'’s identities being constituted by the staff rather than the
women themselves. She noticed that the sexuality of the women on the unit was either
ignored, or talked about by staff in terms of either the threat of pregnancy or exploitation,
rather than as an expression of desire (see also Barron, 2002). Staff saw themselves as
primarily there to care for the women physically and though all of the staff commented that
they took pride in caring for the women, they resented having to do so many household
tasks rather than working more closely with the women. Due to this perceived shortage of
time, Johnson reports that special attention was given to some more ‘difficult’ individuals
while others missed out. Staff made efforts to understand the women'’s ‘challenging
behaviour’, sometimes seeing it as frustration over their living environment, and other times
as ‘attention seeking’ or copying from the disruptive behaviour of other clients. Controlling
aggression was seen by the staff as one of their most important functions or skills, but staff

were restricted by the custodial nature of their relationships with the women.

As well as the clients, the staff were also described as being locked in. That is, there were
few opportunities to go outside other than with a group of women for whom they were
responsible. Johnson observed other shared experiences, most notably that the women
were always under the surveillance of the staff and the staff were always watched by the
women, something she refers to as a ‘mutual gaze’ which she describes as complex and
ambivalent. Not surprisingly, these factors contributed to the fact that relationships with the
women were intimate, complex and confining, both within the group of staff and with the

women who lived on the unit.

Johnson's findings reflect the struggle for control that staff experience with the women in
their care, whilst themselves being subjected to controlling mechanisms and surveillance
from the organization. The staff wanted to have more time and scope to develop
therapeutic relationships with the clients, but saw their roles as mainly custodial and
(physical) health related. Areas which could have been explored with the women, for
example sexuality, were avoided or construed as problematic. Johnson'’s findings are
extremely relevant to the current study, however due to the women clients on the unit not
using speech for communication, she does not present any interview transcripts or

experiences from the perspective of the women themselves. My study, whilst situated in a
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more contemporary institution, builds upon the work of Johnson and includes the voices of

both the women service users and staff.

The institutional response to women in secure care
It has been noted for many years that mental health services are no different from

other social institutions in having rules and practices that serve the interest of
privilege. Hence, services are frequently responsible for compounding the past
experiences of disempowerment of many clients rather than providing opportunities

of acknowledgement, understanding and change. (Williams et al., 2004: 32)

According to Stafford (in a 1999 WISH publication), women in secure hospitals are more
likely to be classified as having a personality disorder, to have experienced sexual and/or
physical abuse (see also Lindsay et al., 2004), and to stay longer than men in secure care.
Research indicates that women are involved in more incidents of aggression than men
(Alexander et al., 2006; Sequeira & Halstead, 2001), are more likely to self-harm (Maden,
1996) and are construed by staff as more ‘volatile’ than men (Crawford, 2001). Itis
suggested that the institutional response to these complexities is to place women in services
of higher security than needed (Berber & Boer, 2004), and that women who are detained in
these services are problematised and pathologised without any recognition of the trauma

involved in their pasts (Aitken & Noble, 2001; Brackenridge & Morrissey, 2010).

Furthermore, research has found that women in residential secure services are prescribed
more psychoactive drugs than men, and in the case of sedatives and anti-depressants, five
times more (Bartlett & Hassell, 2001; Powell, 2001). Women are often believed to
contribute to staff stress and burnout due to the frequency of incidents of aggression and
self-harm (Fish, 2000) and research within secure units suggests that staff and organisational
responses to these types of incident are further distressing to women and viewed as
punishments, for example the use of physical restraint and confiscation of belongings to
control self-harm (Duperouzel & Fish, 2008; Duperouzel & Fish, 2010; Fish & Culshaw, 2005;
Harker-Longton & Fish, 2002; James & Warner, 2005).

Aitken points out that a sense of ‘unsafe uncertainty’ is created by the discourse surrounding

women in secure care, which perpetuates their powerlessness:

(W)omen patients become constructed as having particularly complex needs, being
particularly challenging, and especially vulnerable to overt forms of abuse (all of
course relative to men). Women are also constructed as ‘too fragile’ to be allowed

to risk trying out therapies which explore the emotional and relational aspects of
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being, even at a woman’s request. In effect, women are constructed as differently
dangerous but more so than men —to services and to themselves. The consequence
is that a culture of suppression of rage, anger, frustration, and fear is maintained, as
is the communication of women’s sense of vulnerability and powerlessness. Women

are ‘done to’ rather than ‘being with’. (Aitken, 2006:727)

Women as ‘done to’ is abundant in the literature. Owen and colleagues, for example studied
residential services for women with long term mental health needs and found that staff felt
that they knew what was best for the women, particularly around the care and treatment
offered, as well as their sexuality and fertility. Frequent judgments were made concerning
clients’ behaviour, particularly if it did not conform to social norms (Owen et al., 1998:286).
Along similar lines, Kristiansen discusses the paternalism of services, in terms of an imposed
form of ‘diminished credibility’ (Kristiansen, 2004:380) where women are not believed or
trusted, and everything they do or say becomes interpreted as due to their impairment, or

‘only to be expected’.

Learning disabled women are subjected to imposed views of staff and families about what
they can do as well as what they can be. According to Scior (2003), learning disability
literature and services often come across as ‘gender blind’, but gender and disability cannot
be separated. Women in Scior’s study generally took on board traditional essentialist
conceptions of womanhood in order to be seen and accepted as women, for example by
taking pride in the tasks of housework (also described by Burns, 1993). The pressure to
conform to gender stereotypes is acknowledged by Phillips (2007) who claims that parents
and staff members try to ‘create and impress’ an identity they desire onto women, for
example by forcing them to dress as children (Phillips, 2007:508). Scior further suggests that
women may be faced with contradictions and dilemmas within dominant discourses of
gender and disability; and these contradictions are clear in other research, notably people’s
accounts of institutionalisation. For example, learning disabled women who were in asylums
in the 1950s remembered being treated like children but also being given responsibility to
look after less able people and children on the wards (Potts & Fido, 1991). Another example
is the dilemma between dominant gendered conceptions of motherhood in society, and
learning disabled women’s descriptions of motherhood as negative (McCarthy, 1999; Scior,

2003), possibly used as a way to justify their exclusion from parenthood.

Issues relevant to women in secure services
As the literature suggests, there is a good case to be made that women in secure facilities

may present different clinical challenges than men due to their previous experiences and
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different reasons for entering the service (Bartlett & Hassell, 2001; Sarkar & di Lustro, 2011).,
As | have shown, it is possible that secure units are not meeting the needs of women as they

represent a minority (Berber & Boer, 2004; Lloyd, 1995).

A number of themes are recurrent in the literature relevant to all women who are detained

in secure services. A short overview of each theme will be given in the following sections:

Gendered expectations
Instead of special hospitals appealing to women as a source of help and support they

consistently fail to offer constructive treatment and the fact that a convicted woman
once admitted to a special hospital loses her release date and can be detained
indefinitely causes women to fear transfer no matter how bad her prison experience
is. In this context there appears to be considerable confusion throughout the

criminal justice system about what to do about female deviance. (Powell, 2001:2)

Authors have suggested that women are overrepresented in secure care (in comparison with
prison) because of their gender: ‘Because we feel differently about women committing
crime, we go to great lengths to avoid defining them as criminal, preferring the idea that
they have emotional problems; they are mad rather than bad’ (Probyn, 1990 cited in
Warner, 1996:113). Therefore, gender discourse and expectations play a crucial role in the

labelling of female deviance (Lloyd, 1995; Powell, 2001).

Allen (1987) found that women appearing before court are twice as likely as men to be dealt
with by psychiatric means, in that they are more likely to be referred for psychiatric report,
more likely to be found insane or of diminished responsibility and if convicted, more likely to
be placed in a secure service in place of a penal sentence. Allen claimed that these findings
cannot be explained by differences in the mental health of offenders, and suggests that they
are connected to gendered expectations. Other writers point to the antecedents and the
contextual nature of women’s behaviour, for example Williams et al (2004), draw on

interviews with staff in a secure mental health unit. They propose:

It is inappropriate to conceptualise women’s mental health problems in terms of
individual pathology. It is both more accurate and more useful to conceptualise
women’s mental health problems as responses to, and sometimes as creative ways
of coping with, damaging experiences that are rooted in their lived experiences of

inequality and abuses of power. (Williams et al., 2004: 32)

They go on to say that ‘psychiatric labels supplemented with ward-based jargon are the raw

material of women’s reputations. This information, together with details of their index
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offence, precedes them into all settings’ (Williams et al., 2004:37). Although it could be
argued that these experiences also apply to mental health conditions of men, in a different
paper, Williams et al (2001) show how the combination of structural inequality, lack of
access to resources and processes of hiding injustice such as victim blaming, is particularly

significant for women’s mental health.

It seems that even at the point of admission, women are at a disadvantage within the
forensic system. The worrying fact is that their release date is dependent on the opinions of
the same professionals who admit them to the service.

Control or therapy?

Researchers writing about secure care recognise the contradictions that apply when working
with the client group (Bowers, 2006; Deeley, 2002; Moyle, 2003). Owen (1998) found that
service providers appeared to experience a conflict between protecting the women from
their perceived vulnerabilities, and respecting their rights, including the right to safety,

privacy, choice, support, and independence.

Wilkins and Warner (1996) discuss the conflict between positioning clients as vulnerable
children and at the same time as adults responsible for their actions. Consequently, a
contradiction arises regarding the treatment and security: security is demanded by society
but treatment is essential in defining a hospital as an institution. It is suggested that the
hospital then becomes anti-therapeutic, as tensions emerge between control and therapy.
Powell asks: ‘how can a woman patient trust the person they are talking to/ being treated by

when part of their job is to report on her and be her jailer?’ (Powell, 2001:5)

Research at secure units reveals that the conflict between ‘duty of care’ and therapeutic risk
is a significant concern for staff (Fish, 2000; Fish et al., 2012}, and this conflict can affect and
characterize relationships between staff and clients. As would be expected in a closed unit,
relationships with staff are very important to clients (Clarkson et al., 2009; Fish &
Duperouzel, 2008; Harker-Longton & Fish, 2002), however they can be difficult to develop
and are often frustrated by staff moves, high levels of long-term sickness and ward changes.
Wilkins and Warner advocate that ‘In order to facilitate and maintain a secure base for
patients, staff also require a secure base. Time for reflection and formal emotional support,
should be an essential daily aspect of the role of clinical staff, rather than in times of crisis’
(Wilkins & Warner, 2003:36). This concept of positive therapeutic relationships as providing
a ‘secure base’ is a reflection of the clinical application of attachment theory (Bowlby, 1977;
2005), which proposes that the types of bonds made during early life have a long-term effect

on interpersonal relationship dynamics. In the absence of developing secure relationships,
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these relational patterns are in danger of recurrence. The use of attachment theory is
particularly relevant to women'’s relationships and recurs throughout my work. In this thesis,

| will show the importance of supporting and protecting secure relationships.

Self-harm
Self-harm in secure units has been found to be prevalent for both men and women (Burrow,

1992) and people who repeatedly self-harm have been described as one of the most
challenging groups of patients (Huband & Tantam, 2000). Self-harm in the non-learning
disabled population is primarily defined as intentional harm to one’s own body without
conscious suicidal intent, and may involve cutting, self-poisoning, ingesting objects, self-
neglect, burning, and breaking bones. These forms of self-harm have been described by
people diagnosed with mild/moderate learning disabilities in terms of a way of coping, a
symptom or disclosure of distress, a physical release from frustration, or a form of self-

punishment (Harker-Longton and Fish, 2002; James and Warner, 2005).

As | have reported elsewhere, learning disabled people have reported that their self-harming
behaviour is helpful to them at times of emotional strain (Duperouzel & Fish, 2008;
Duperouzel & Fish, 2010). Clients did not feel they should be prevented from hurting
themselves, and described how this organisational response was in fact contributing to their
distress and ultimately maintaining their self-harm (Duperouzel and Fish, 2010). However,
intentional damage to the body seems to be an extremely difficult form of expression for
health professionals to process and deal with (Babiker & Arnold, 1997; Fish & Reid, 2011).
This may be because nursing staff can experience working with people who self-harm to be
challenging and draining, becoming frustrated when they don’t see a decrease in self-

harming behaviour over time (Fish, 2000).

Warner and Wilkins propose that women use self-harm as a coping behaviour in the absence
of any alternative, because expressions of extreme anger and distress in any other form are

discouraged for women:

Turning rage and depression inwards may have less to do with women'’s biological
inadequacies and more to do with their social marginalisation and subjugation. We
should be careful, therefore, not to pathologise individuals for what might be better
understood as being the result of social inequality and restricted choice. (Warner &

Wilkins, 2004:267)

Incarcerating a person due to their self-harm is certainly a way of pathologising their

behaviour, and this is mainly rationalised as for reasons of safety. Learning disabled women

35



may be particularly susceptible to this intervention, as the label of learning disability may
conceal similarities and exaggerate differences between them and non-disabled women
{James & Warner, 2005), in other words, the self-harm may be attributed to their impairment
rather than their experiences. A small number of studies have looked at understandings of
self-harm from the point of view of women with learning disabilities in the UK. James and
Warner’s (2005) study concluded that controlling women using methods traditionally used
with male offenders would be to additionally penalize them and maintain their self-harming
behaviour. The patients and staff in their research described using self-harm as a coping
strategy to deal with past traumatic experiences, current relationships and issues around

privation and security.

The incorporation of self-harm into an individual’s life can be a gradual process in which self-
harm increases in meaning to the person over time (Lovell, 2008). Harker-Longton and Fish’s
(2002) in-depth case study of Catherine, one woman with learning disability who self-
harmed, found that this behaviour can provide many meanings and functions, such as
feelings of euphoria, release of frustration and self-punishment. Catherine described her
scars as emblems of past distress. The service’s response to her self-harm was prevention,
and sometimes seclusion, which served to make her feel punished. Catherine was insistent

about preferring female staff who cared and understood about self-harm.

Functions described by Catherine such as self-punishment, communication of frustration and
rebellion are recognised by Burstow (2004) who also acknowledges the addictive high that
Catherine described as a ‘wide awake’ feeling (Harker-Longton and Fish, 2002:143). Liebling
et al (1997) and McCarthy (1998b) discuss the struggle for control and power for women
using services, which was also present in Catherine’s account. Self-harm is argued by many
feminist writers to be a response to distressing experiences in childhood (James & Warner,
2005), and this has been corroborated with empirical research, as childhood sexual and
physical abuse, neglect, and childhood separation and loss have all been implicated (Gratz,
2003).

Sexual violence

Learning disabled women have been described as facing double oppression at the
intersection of gender and disability, and this oppression makes them particularly vulnerable
to sexual violence and exploitation (Brown, 2004). Early attempts to communicate abuse are
often not believed, and even when abuse is disclosed in adulthood this can be ignored by
services (Wilkins & Warner, 2003). Frequently, when women are offered support it is not

the right kind (Atkinson et al., 2000; Traustadéttir & Johnson, 2000).
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Adshead (1994} examined women’s referrals to a forensic service. She found that 81%
reported childhood sexual abuse, mainly by perpetrators known to the patient, and a further
56% had experienced sexual assault during adulthood. Most of the women had been
diagnosed with Personality Disorder (66%), with a further 44% specified as having Borderline
Personality Disorder, and all women had committed at least one act of self-harm with 87%

regularly harming themselves.

Childhood abuse has been connected with the label of Borderline Personality Disorder (BPD).
This is a very common diagnosis for women who are detained in secure services, particularly
secure mental health or learning disability services and is characterized by impulsive actions,
unstable mood and chaotic relationships. Wilkins and Warner explored the connection
between childhood abuse and this diagnosis. They concluded from interviews with staff that
staff ‘perceive relationships as an internalised difficulty for these women’ (Wilkins & Warner,
2003:33), and point out that ‘problems are associated with abuse, abuse is internalised as a
problem for women, therefore women and problems becomes connected — women are then
condemned as essentially problematic’ (Wilkins & Warner, 2003:34). Warner proposes that
services construct these past difficulties as part of personality, rather than socially situated
and relational (Warner, 1996). Other literature demonstrates how women with past abuse
are perceived. Mansell et al (1998}, for example, propose a link between abuse and
offending in later life, and indeed knowledge of past abuse is claimed to increase risk levels
in services (Pollack, 2007).

Aggression

Sequeira and Halstead (2001) found that learning disabled women in a residential service
were involved in a disproportionately high number of aggressive incidents that had resulted
in seclusion, restraint or tranquilization. They also found that women had a significantly
higher probability of being given rapid tranquilization following a violent incident. In earlier
research (2005) | interviewed staff and clients at a medium secure unit about their
experiences of aggressive incidents. Women clients reported that physical restraint, the
most commonly used intervention at the unit; could trigger memories of abuse they had
suffered in the past, particularly if a male staff member was involved. Some of the clients
felt that physical restraint was being used as a punishment rather than as a ‘last resort’
measure, and all of the participants (including staff) gave negative comments about the use

of physical restraint at the service.
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Conclusion
Existing literature demonstrates that the experiences of women who become detained in

secure learning disability services are complex and may be different to those of men due to
their life experiences of gender-based marginalisation and discrimination (Sarkar & di Lustro,
2011). It has been suggested by many sources that women are not being placed
appropriately in services which are designed for male offenders, and that the level of
security in these services is inappropriately high for many women who should be treated
more therapeutically in smaller community-based units (Benton & Roy, 2008; Lindsay &
Taylor, 2005; Powell, 2001; Sarkar & di Lustro, 2011; Wootton & Maden, 2010). This type of
unit is currently being piloted in some areas of the UK (Wootton & Maden, 2010) and their
remit is to provide more accessible locally based services, with high levels of therapy in a
non-oppressive environment. Yet, large secure services where women are kept far from

home, often for many years, prevail.

When women are incarcerated within secure services, a lack of gender awareness and
restrictive gender norms can contribute to the development of challenging behaviour and to
difficulties in identifying the needs expressed through these behaviours (Clements et al.,
1995). Women in medium secure services who repeatedly act out are subject to pejorative
labels such as ‘attention seeker’ or ‘manipulative’, and these kinds of descriptions can
endure for long periods of time, as | will show. The literature | have summarised in this
chapter describes services trying to dominate, judge and control women for whom power,
violence and gender are likely to have been historically connected (Bartlett & Hassell, 2001).
The social and interpersonal context of individual behaviours is ignored, and therefore
diagnostic systems disguise the way that women’s ‘deviance’ is a product of its particular
time or place (Marecek, 2006). This could be comprehended as part of a larger issue relating

to the way women, in particular learning disabled women, are treated in society.

Services have been described as rationalising the degree of surveillance of women by
labelling them as ‘vulnerable’, further emphasising their dependency on others for care and
protection (Crawford, 2001; Hollomotz, 2009). Despite this, there is evidence that clients are
not safe from harm and have suffered sexual violence from men who share their unit (Mezey

et al., 2005), as | will also show in this study.

Within secure services, staff can assume instructional or controlling roles (Barron, 2002;
McCabe, 1996; McCorkell, 2011) which neither they nor the women find effective for
therapeutic care and relationships. Often, services encourage independence and self-

sufficiency, as recommended by policy, rather than inter-dependence and supportive
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relationships which are valued by many women (Clements et al., 1995). More worryingly,
clients can perceive organizational responses such as physical restraint and seclusion as
punishment or even become retraumatised - remembering distressing events from their
pasts which caused them to feel powerless (Fish & Culshaw, 2005; Sequeira & Halstead,
2001). These issues may be more relevant to learning disabled women because of their
experiences as part of a multiply marginalised group, and as this literature review
demonstrates, judged in contradictory ways as ‘deviant’ or ‘dangerous’ on one hand and

‘vulnerable’ and ‘childlike’ on the other.

This review of relevant literature shows that there has been little opportunity for learning
disabled women to give their opinions of services that they receive; they have been expected
to tolerate and endure the marginalisation they have experienced. Encouragingly, however,
much of the literature which includes voices of learning disabled women shows the resilience
and resistance of women albeit on an individual rather than collective level. Women do not
passively accept the roles and restrictive identities offered to them, and make attempts to
show that they are also in control (Atkinson et al., 2006; Atkinson & Walmsley, 1995; Gillman
et al., 1997; Goodley & Moore, 2000; Mitchell et al., 2006). It is important that research
continues to reflect learning disabled women in this accurate way, and to make known the
adversities they encounter day-to-day. Indeed, this is particularly important for those who
have been removed from society and have little or no opportunity to collectivise and

orchestrate their own representation.

39



Chapter Three — Finding a way to research the locked wards

When disabled people with learning difficulties are included in research projects
or as authors it’s usually the ‘tame’ ones who are chosen.

I am known to challenge, and | suspect people find me difficult to work with
because | shake their assumptions and make life uncomfortable,

so they tend to choose other people.

(Simone Aspis, 2000a:2)

Research is about understanding each other

and that in itself will help to make things better for me,
and for other disabled people.

(Florence Turner, in Williams, 2009:51)

Research in disability studies is an emergent and evolving area of literature which shares
methodologies with work in the mental health, gender and learning disabilities fields. This
chapter will provide an overview of research in disability studies, and the issues which have
arisen for researchers over this period of growth since the Disability Movement. Whilst
doing this ! will show how | used the literature to find my method of choice, one which
adhered to disability studies and feminist principles, and | will give a rationale for my use of
ethnography. Finally, | will describe how | did my research and the ethical procedures |

followed.

A brief history of disability research
Research literature which uses the voices and experiences of disabled people is a relatively

recent phenomenon; until the 1970s all disability-related research was dominated by a
‘medical model’ of impairment. Historically, since the emergence of Darwin’s theories of
evolution and the subsequent eugenics movement (Goodley, 2000) disability in the UK and
US was theorized using these medical and ‘individual’ discourses. These discourses imply
that a person’s impairment creates disability, and the limitations on what that person can do
are a direct result of their impairment. Professionals who subscribed to this model
attempted to treat a person’s impairments in order to normalise them, and there was an
assumption that some disabled people (especially those with mental impairments) should be
removed from their communities and managed by professional expertise (Finkelstein, 1991).
Impairments were seen as deficiencies located within the body in need of curative and

rehabilitative treatment (Barnes et al., 1999). Within this medical model, impairments were
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considered to be the most important aspect of a person’s identity, and other factors such as

gender, sexuality, religion or class were overlooked (Barnes et al., 1999).

Despite disabled people being kept institutionalised and isolated, living immersed within this
discourse of medicalization, some could see an alternative way of thinking (Boxall, 2002) and
in the 1970s, British (physically) disabled people started to articulate an emancipatory
alternative to this model, which exposed their social oppression (Hunt, 1966). In 1976, The
Union of the Physically Impaired against Segregation (UPIAS) prepared a document which
made a distinction between the terms ‘impairment’ — defined as having a defective limb or
mechanism of the body or mind and ‘disability’ — which was defined as the disadvantage or
restriction of activity experienced by disabled people caused by society not taking them into

account (UPIAS 1976; quoted in Oliver (1990).

In 1983 Mike Oliver, a physically impaired academic, articulated this concept as the ‘social
model’ of disability and developed the theory in subsequent papers (Oliver, 1983). He
suggested that there should be a binary distinction between the individual model (which
should incorporate the medical model) and the social model. He asked why professionals are
involved in trying to normalise disabled people, which is unrealistic when impairments are
often not treatable; and recommended that they attempt to understand why and how
disabled people experience disability in the way that they do. According to Oliver, the social

model of disability:

...does not deny the problem of disability but focates it squarely within society. It is
not individual limitations, of whatever kind, which are the cause of the problem but
society's failure to provide appropriate services and adequately ensure the needs of
disabled people are fully taken into account in its social organisation. Further, the
consequences of this failure does not simply and randomly fall on individuals but
systematically upon disabled people as a group who experience this failure as

discrimination institutionalised throughout society. (Oliver, 1990:3)

Oliver's social model of disability challenged the dominant medical discourse by arguing that
disability as a category is constructed socially and is a form of social oppression against
disabled people. This model describes the social origin of disability, and proposes that
improvement in the position of disabled people would happen through societal change

rather than individual adjustment or rehabilitation.
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The Social Model and Research — research for whom?
During this period of change, traditional processes of funding research and the types of

research carried out were recognised as contributing to the oppression of disabled people.
Traditional research methods, for example the 1985 OPCS (UK Office of population censuses
and surveys) disability survey (see Abberley, 1992), where non-disabled researchers
generated the questions, research parameters and objectives, were described by disabled
writers as inappropriate (Oliver, 1992). Abberley points out that the types of question used
in this survey were not reflective of the social model of disability, and that information
gathered on the basis of oppressive theory is in itself a mechanism of oppression. Oliver’s
paper on the social relations of research tell us that ‘disability research should not be seen as
a set of technical, objective procedures carried out by experts, but part of the struggle by
disabled people to challenge the oppression they currently experience in their daily lives’
(Oliver, 1992:102). Furthermore, Zarb (1992) criticised the way that research has to be
presented (as objective, valid) in order to be successfully funded, and suggested that the

whole tradition of research production at the time was flawed.

In developing processes of critical reflection, French and Swain (2004) suggested that two
key questions need to be addressed: firstly, how does the research address the concerns of
disabled people themselves? And secondly, how does the research promote disabled
people’s control over the decision making processes which shape their lives? Moore et al
(1998:13) urged that ‘only a critical approach to disability research, rooted firmly in social
model discourse and practice, enables a human rights perspective to be given to issues

which shape disabled people’s lives.’

These arguments can be traced back to Oliver’s suggestion (1992), that what is needed is
‘emancipatory’ disability research, which would be carried out by disabled people and aimed
at challenging oppression experienced in their everyday lives. Barnes (2003) describes the
key characteristics of emancipatory disability research: accountability to disabled people,
observance of the role of the social model of disability, empowerment of disabled people,
and importance of dissemination and outcomes. He tells us that emancipatory research is
about commitment and researchers putting their knowledge and skills at the disposal of
disabled people and their organisations. This is something that Mercer described as a
‘partisan’ research approach which rejects the traditional research hierarchy (Mercer, 2002).
According to Bailey (2004:19), ‘Truly emancipatory research cannot be separated from the

disabled people’s movement and researchers supporting emancipation need to be in a close

42



relationship with disabled people and the disabled people’s movement, and committed to

debate beyond the confines of subscription journals.’

The principles of emancipatory research according to Oliver should be recognised as
‘empowerment’, ‘reciprocity’ and ‘gain’ - research must empower disabled people, be
relevant and beneficial to them and be easily translated into policy. Other authors pointed
out however, that research that follows the emancipatory principles of empowerment and
reciprocity cannot lead directly to the empowerment of disabled people, unless it is disabled
people themselves who are controlling the research, deciding who should be involved and
how (e.g. Zarb, 1992). In other words, people can only empower themselves. This is a
compelling argument for activist groups, although it does not address the concerns of those
living in very restrictive situations, with little access to resources, as in the current project.
Zarb does offer a way forward here. As he has it, simply increasing involvement and
participation in research will never constitute emancipatory research until it is disabled
people themselves who are controlling the research (Zarb, 1992). However, to make a start
towards this, as a prerequisite to emancipatory research, he suggests a participatory
research model, described as 'involving disabled people in a meaningful way' (Zarb,
1992:128). Within this model, participants should consider the research potentially useful
and important, and the researcher should be 'on their side’, despite the material aspects of
research funding, which requires the project to be framed in an objective way. Zarb goes on
to say that reporting and dissemination should also be done in an appropriate way, which is
relevant to the participants, and there should be opportunity for the participants to
comment and criticise the project, and influence future directions of research. Finally, the
researcher should be accountable to the disabled participants, rather than just consulting
them (Zarb, 1992). In other words: 'Do researchers wish to join with disabled people and
use their expertise and skills in their struggles against oppression or do they wish to use
these skills and expertise in ways in which disabled people find oppressive?' (Oliver,

1992:102).

If it is impractical to suggest that researchers can ‘empower’ people as Oliver suggested, it is
equally difficult for researchers to make sure that their work translates into policy (i.e. to
ensure disabled people ‘gain’ from the research), as Geof Mercer explains: 'the reasons why
local and national policy makers accept, ignore or reject research findings and
recommendations are diverse and rarely within the control of the researchers, let alone
participants' (Mercer, 2002:236). According to Mercer, the most the researcher can do in

this respect is make sure that dissemination is wide-ranging, in order to stimulate campaigns
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and legislative action on behalf of disabled people. Like Zarb, Mercer is making a point here

about accountability to the researched group.

The values of feminist research also feature accountability to the group under study. Indeed,
feminist scholar Donna Haraway (1988) suggests that research should be accountable to the
overall projects of feminism by not reproducing the researched in ways they are presented
by those dominant within society (see also Bhavnani, 1993). Haraway recommends the
acknowledgement of ‘situated knowledges’ as being about ‘community, not about isolated
individuals’ (1988:590) and these should trust the vantage points of the subjugated because
‘there is good reason to believe vision is better from below the brilliant space platforms of
the powerful’ (1988:583). Haraway is pointing out the pertinence of research with
subjugated groups, as she says they are ‘least likely to allow denial of the critical and
interpretive core of all knowledge’ (1988:584), a consideration also recognised by the

disability scholars.

These writers are referring to oppressed groups, yet are not specifically reflecting on the
situation of learning disabled people. Whilst | agree with their guidance for research, | think
it is important to look at the specificities described by scholars in the learning disability area,
as | will explore next.
Learning disability and the social model
First, as part of a social model of disability, there is a need to work with and for an
understanding of ‘learning difficulties’ as a fundamentally social, cultural, political,
historical, discursive and relational phenomenon, rather than sensitively recognizing
the existence of an individual’s ‘naturalised impairment’. (Goodley, 2001:210,

emphasis in original)

A major criticism of the social model of disability is that the emphasis on physical disability
has led to the experiences of learning disabled people being excluded from theorising.
Simone Aspis, an advocate with learning disabilities, comments that disabled people have
actively excluded people like her from the literature (Aspis, 2000b) and other writers criticise
the disability movement for failing to address issues which confront learning disabled
women (Traustadéttir & Johnson, 2000). Theorists within the disability movement have
been criticised for their emphasis on ‘embodiment’ at the expense of learning disabled

people:

Writers committed to the social model have applied it with great enthusiasm to

physical and sensory impairment, but they have neglected people with learning
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difficulties. [This has been] tagged on as an afterthought within much of the

literature generated by the social model. (Chappell et al., 2001:46).

Simone Aspis observes that there is a tendency among people with disabilities to identify the
problems of people with learning difficulties as inherent to their impairments, rather than
resulting from issues of access and social barriers, ‘People without learning difficulties use
the medical model when dealing with us’ (Simone Aspis, in Campbell & Oliver, 1996:97).

This has implications for my research, in that by taking on board Aspis and Haraway’s advice
about accountability to my participants, | have a duty to demonstrate that the social model
of disability is applicable to learning disabled people. In particular, by ensuring my research

dissemination is accessible and understandable, this is a possibility.

How can a social model of disability exist, however, if it only takes account of certain forms
of impairment? Some ‘second wave’ writers have emphasised the social origin and
construction of ‘learning disability’, and stress that this must be considered if learning

disabled people are to be included in the social model:

For people with learning difficulties, their identities are governed in a number of
professional contexts. Accordingly, a variety of discourses are brought together in
this process, such as psychological notions of ““mind,” which when applied to people
with learning difficulties, emerge as syndromes and mental impairments. . . learning
difficulty as impairment must be understood relationally, historically, practically, and

critically. (Goodley & Rapley, 2001:229)

According to Goodley (2001:210), assuming a naturalized, biological understanding of
learning disability as impairment allows this ‘psychological problem’ to be left as the object
of intervention by psychologists where individuals are the subjects and objects of study. For
Goodley the importance should be placed on understanding the label of ‘learning disabled’ in

terms of its social emergence, as well as its influence on people’s identities and expectations.

There has been gradual progress, however. The adoption of the term ‘learning disability’ by
the Department of Health from the mid-1990s (rather than ‘mental retardation’ or ‘mental
handicap’) has hastened the alignment of learning disabled people to the disabled people’s
movement (Walmsley & Johnson, 2003). Whereas ‘mental handicap’ semantically aligned
the condition within a mental illness framework, ‘learning disability’ made a clear statement
that it belonged to disability generally. However, this seemed to have had a slow effect on
the inclusion of people with learning disability in the theorising of the social model

(Walmsley & Johnson, 2003). Some writers suggest that this is due to problems of access
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(Boxall, 2002; Walmsley & Johnson, 2003), for example the need for plain text, Makaton
symbols and illustrated reports can hinder access to research and theory. Emancipatory
research, in the form of disabled people doing research themselves is more readily applied
to people with physical impairments who have access to higher education, the traditional
training ground for researchers. Zarb (1992) and Oliver (1992) both observed that it is very
difficult for non-experts to find a way in to research production, such as finding funding and
filling in forms, and this is still the case. Learning disabled people are likely to need support
in such activities, and because abstract theorizing is generally avoided as it is considered not
to be inclusive, the work that is done tends to go unpublished. Walmsley and Johnson
suggest that unless we try to support people to theorise, we will never know if it can be
done, and ‘learning disability studies will remain the untheorised experience-based poor
relation of its intellectually wealthier cousins in disability studies, feminism and black studies’
(Walmsley & Johnson, 2003:186). They go further by saying that research should ‘reflect the
lives which have been lived, but to see beyond the individuals to a wider view of learning

disability’ (Walmsley, 1997:22).

While Finklestein (1996) debates whether narrative research portraying individual
experience is a valid focus for research (something that has been referred to as ‘personal
tragedy’ modelling), Walmsley and Johnson point out that life history and ethnographic
research traditions have led the field in inclusive learning disability research; and there is
little else other than service evaluations and research about service provision (Walmsley &

Johnson, 2003). They go on to argue that:

...disability studies and feminism have passed through the stage where narrating
pain and oppression is what it is all about. However, just because others have done
so does not necessarily mean that learning disability research will follow the pattern.
Learning disabled people can contribute in many ways to research on situations
where they possess unique and valuable experience. But to argue that they have the
expertise to carry out or control all aspects of research is to go beyond the realms of
the rational into a world where the reality of intellectual impairment is wished away

and difference is denied. (Walmsley & Johnson, 2003:187)

Walmsley and Johnson oppose the dominant view of learning disabled people as incapable
of contributing to research, such as that put forward by Sigelman et al (1981) in their
research about acquiescence, where they claimed that learning disabled respondent provide
ambiguous responses. Using examples of empirical research with learning disabled people,

Walmsley and Johnson show how successful contribution is possible in their book Inclusive

46



Research with People with Learning Disabilities. Nevertheless, they also acknowledge
difference in the form of ‘impairment effects’ (Thomas, 1999), which need to be taken into
account in order to make the research process workable. This is an important implication for
my research, showing the significance of following the guidance of disability and feminist

studies in research with learning disabled people.

Inclusive Research and learning disabled people
At odds with the emancipatory research described by social model theorists, Walmsley and

Johnson therefore recommend a model of ‘inclusive research’, where the non-disabled
researcher should have a distinctive voice in the project to protect both them and the people
they work with. They argue that this is essential for three reasons: because it is important
for learning disabled people that their voices be heard clearly and unambiguously; because
the research itself is richer and more credible when this happens; and because without a
clear voice researchers themselves can become devalued and burned out (Walmsley &
Johnson, 2003:201). They go on to recommend a teacher/coach/student partnership in the
research process, where roles are changed and help is offered not just with accounting and
recording personal experience, but where learning disabled people share their privileged

knowledge as teachers and coaches.

Chappell et al (2001) also recommend a similar approach, which they describe as
‘participatory research’. This concept differs from Zarb’s emancipatory research as it is not
underpinned by an explicit commitment to the social model and has a narrower definition of
accountability - to participants in research rather than to democratic organisations of
disabled people. However, the authors suggest that this form of research can be an
important way to enable greater involvement of learning disabled people in research.
Walmsley and Johnson’s ‘inclusive’ research and this ‘participatory’ approach seem to have
the same foundations, as both models refer to emancipatory research as an unrealistic goal

for learning disabled people:

Our position has been that there has been a failure to examine critically the ideals of
emancipatory research in the light of the particular context of learning disabled
people. This is partly due to a failure of the disabled people’s movement to take on

the issues of learning disabled people. (Walmsley & Johnson, 2003:60)

Emancipatory research with learning disabled people may have a future within the self-
advocacy movement: learning disabled people in the community are finding a voice through
self-advocacy groups and the UK-wide organisation ‘People First’. This movement provides

participants with a collective voice and framework for resistance and can encourage
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resilience. It is important that self-advocacy groups are encouraged and supported to do
research, because as Finkelstein (1991) tells us, taking part in the research process is more
important than the outcome, and it is the involvement in the process of research,
participating as a researcher, that can transform passive or dependent people into thinking
decision-makers, in other words, ‘empower’ them. However, in certain situations such as
residential services, learning disabled people are usually unable to join such groups, so other

ways of including them in research need to be explored.

It would seem that most theorists are in agreement about the approach that should be used
when researching with people learning disabilities, whether they name it ‘inclusive’ or
‘participatory’ research. After all, 'facilitating disabled people's concerns being heard

second hand is better than their voice being silenced altogether' (Zarb, 1992:132):

Learning disabled people may be ‘doing’ the social model, although not writing
about it or articulating it in a theoretical language. Therefore it is crucial that
researchers support learning disabled people to articulate these actions and look for
innovative research practices which capture doing as well as rhetoric. (Chappell et

al., 2001:49, emphasis in original)

‘Inclusive research’ with learning disabled people is being adopted more and more as the
method of choice (e.g. Garbutt et al., 2010). Walmsley and Johnson (2003:16) suggest the

following principles on which to base inclusive research:

» Research must address issues which really matter to learning disabled people, and

which ultimately lead to improved lives for them;
» Research must access and represent their views and experiences;

» Learning disabled people need to be treated with respect by the research

community.

Whilst planning my research, | found these principles to be crucial in enabling my
accountability to the women involved. Adapting processes and environments, rather than
individuals, is central to the social model of disability and | considered this adaptation to be
fundamental to the practice and dissemination of my research.

Existing research with learning disabled people

Traditionally, research with learning disabled people focussed on the opinions of parents or
care staff, and it continues to be argued that discourse about disabled people still privileges

the opinions of the ‘helpers’ (Gildberg et al., 2010; Goodley & Rapley, 2001). According to
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Walmsley and Johnson, after the earliest instances of self-representation by learning
disabled people in print in the form of autobiographies (e.g. Deacon, 1974), the first
methodological research to include verbatim quotes from learning disabled people was
Sigelman’s (1981) work which very clearly concluded that learning disabled people should
not be treated as credible research participants, or indeed witnesses, due to their tendency
to acquiesce in interviews. This work, described as ‘rooted in a medical deficit model of
learning disability’ (Walmsley & Johnson, 2003:70) has been extensively quoted by
researchers ever since, and as Mark Rapley (2004) convincingly points out, has been a major
text in the social construction of learning disabled people as untrustworthy research

participants, and indeed of the classification ‘learning disabled’.

Despite this, some researchers began to take learning disabled people seriously as
respondents, and studies looking at how people adjusted to community life (Flynn, 1986)
and exploring more abstract subjects such as stigma and self-concept (Jahoda et al., 1988)
and the meaning of adulthood (Walmsley, 1991) were published. Waimsley and Johnson tell
us that this body of literature, while not yet qualifying as ‘inclusive’, was at least paving the

way for learning disabled people to set the agenda.

In the current research, | used ethnography as a way to research inclusively. The remainder
of this chapter will show how | addressed the ideals of inclusive research using an
ethnographic approach.

Ethnography

This research was conducted using an ethnographic method informed by feminist research
and disability studies principles. Ethnography involves spending time ‘in the field’ using
participant observation to find out the ways of life of the research participants, and can also
include interviews and analysis of documents to gain a richer picture of the culture or
phenomenon in question. Ethnography is historically rooted in nineteenth century Western
anthropology, where a researcher would live with a group of people in a community or non-
Western culture for over a year and document their distinctive way of life. The methodology
was adopted into sociology in the 1920s by researchers at the University of Chicago. These
‘Chicago School’ sociologists documented aspects of life in the city which they often called
‘case studies’, and this form of sociological work spread into other disciplines from the 1960s
onwards (Hammersley & Atkinson, 2007). Although researchers concerned with positivism
have criticised the methodology as lacking in scientific rigour - suggesting, for example, that
the data will be too ‘subjective’ and not generalizable (Hammersley, 2007) - it is argued by

many that ethnography is a highly pertinent way to study the social world (Skeggs, 2001).
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By describing everyday life in all its complexity, gaining access to meanings that guide
behaviour, and by acknowledging the role of the researcher in the production of this
description, the ethnographic approach has been described as making a ‘powerful

contribution’ to social science (Hammersley, 2007:18).

Ethnography is an approach to research that involves immersion within, and investigation of,
a social world. This involves getting to know people by being alongside them during ordinary
days, to try and capture their experiences at first hand (Goodley, 2000). The ethnographic
researcher reflects on how values, beliefs, acquaintances and interests influence the
research, and also acknowledges that researcher and participants interact together to

produce shared subjective understandings of the culture and setting:

Ethnographic research can be embraced as a methodology that aims to look again at
the cultures we may feel we already know so well. In this sense, ethnography is
about turning a critical eye onto practices, dynamics, policies and meaning making

within familiar cuitures. (Goodley, 2000:173, emphasis in original)

Bogdan and Taylor (1998) describe ethnographic researchers as concerned with the
meanings people attach to things in their lives. They describe observational methods as
central to ethnography, and they point out that by observing people in context during their
everyday lives and taking all perspectives into account, researchers are able to develop

concepts from the data rather than assessing preconceived models or theories.

Many researchers in the learning disability field have used observational methods in their
research, for example classic studies such as Edgerton’s (1971) ethnographic study of
patients released from the Pacific State Institution in the United States, also more recent
studies including Taylor’s (1987) and (2000) and Biklen and Moseley’s (1988) studies of the
lives of learning disabled people, Angrosino’s look at culture and learning disabilities (2004),

and Booth and Booth’s (2005) research with learning disabled parents.

This methodology has also been used to explore the experiences of learning disabled people
who have cancer (Tuffrey-Wijne et al, 2009) and was used successfully with people with
severe learning disabilities in Australia to evaluate the relevance of current policy visions, for
example choice, participation and inclusion (Bigby et al, 2009). It is well documented that
using participant observation allows clients who are less articulate to participate in research

(e.g. Booth & Booth, 1996).

In his work Asylums, which | introduced in Chapter One, Goffman introduces the term ‘total

institution’. The total institution is typified by its barriers to social intercourse with the
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outside, including physical barriers such as locked doors, high walls etc. Total institutions all
have one thing in common: they contradict ‘the basic social arrangement in modern society
... that the individual tends to sleep, play, and work in different places’ (Goffman, 1961:17).

Unit C | argue, would count as a total institution in Goffman’s terms, central features being:

1. All aspects of life are conducted in the same place and under the same single
authority;

2. Each phase of the member’s daily activity is carried on in the immediate company of
a large batch of others, all of whom are treated as a group and required to do the
same thing together;

3. All phases of the day'’s activities are tightly scheduled, with one activity leading at a
prearranged time into the next, the whole sequence of activities being imposed from
above by a system of explicit rulings and a body of officials; and

4. These various enforced activities are brought together into a single rational plan

designed to fulfil the official aims of the institution.

According to Goffman, people who live in the institution have restricted contact with the
outside world, whereas staff are socially integrated into the outside world, and social
mobility between the two is grossly restricted. Also restricted is the passage of information
across boundaries, especially information about people’s futures; the ‘inmate’ (sic) is
excluded from decisions regarding his fate. Such exclusion is described by Goffman as giving
staff a special basis of distance from and control over inmates. The institution comes to be
identified as belonging to staff, so the interests of the institution and the interests of staff

become interchangeable.

Another marked difference between institutional life and that of ordinary society is that of
work. All inmates’ essential needs are taken care of, so the incentive for work will differ
from that on the outside. Further to this, a crucial element of society with which institutions
are incompatible is family. Family life is contrasted with ‘batch living’ by Goffman; he points
out that maintaining a family life is precisely what enables staff members to remain
integrated with the outside world and ‘escape the encompassing tendency of the total
institution’ (Goffman, 1961:20). The incompatibility of two forms of social organisation
(households and institutions) is pointed out. Goffman describes institutions as ‘forcing
houses for changing persons’, this being the main reason why we should be interested in
them (Goffman, 1961:22). One of the things | wanted to explore in my work was whether
and in what ways Unit C operated as a total institution, and Goffman provides insights for

historical comparison.
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Ethnography for inclusive research
Ethnography has been described as supporting the aims of inclusive research because ‘the

researcher is required to be a reflexive participant ... This process complements the
contention that disabled people should be able to influence the direction of a research
project’ (Davis, 2000:192). Many academics consider ethnography to be ‘the only truly
effective way of ascertaining the insiders’ perspective, gleaned from extended association,

casual conversation and everyday observation’ (Angrosino, 2004:173).

Participant observation is the main data collecting technique in ethnography, a technique
which ‘validates the presence of the researcher in the community, and provides him/her
with cultural experiences that can be discussed in greater depth in interviews’ (Angrosino,
2004:162). The researcher who is a participant observer is present to observe mundane
everyday occurrences, daily practices and material interactions in context, which will inform

further research and add to the rich description of daily life.

Potential benefits of ethnography for inclusive research
Dan Goodley, in his (2000) study of self-advocacy groups, points out the strengths of

ethnography for working with learning disabled participants:

e Because ethnography is a bottom up and grounded approach, the ethnographic
researcher can observe behaviour but also go beyond observation to enquire about

the meaning of that behaviour.

e This methodology lends itself well to the study of new or marginalised cultures, so

that the researcher can illuminate the lived experience and the struggles that occur.

e The social model of disability advocates research which is grounded in the
experiences of disabled people, in order to encourage empowerment. Using the

ethnographic method can help the researcher gain insight into these experiences.

o If reflexivity is used and the research experience is included in this study, this can
show the researcher’s influence on the data, and how the analyses have been

produced.

Feminist researchers point out similar strengths to ethnographic research when compared to
other methodologies. Feminist methodological critiques have focussed on positivism and the
pretence of value-free science and objectivity (Gorelick, 1991; Haraway, 1988), including
how traditional research exploits subjects and treats people like objects (Fine & Gordon,
1992). Oakley’s classic paper about interviewing women shows the impossibility of the

neutral, impersonal interviewer (Oakley, 1981), and furthermore, Reinharz (1983) argues for
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a social science that focuses on social processes and generates concepts in the field itself,
the role of the researcher is ‘to “give voice” to hitherto silenced groups’ (Reinharz,

1983:462).

The researcher presuming to ‘give voice’ to a group of people is not without criticism.
Michelle Fine (1992) describes three ways researchers present the voices of the researched:
the first being ‘Ventriloquy’ which she observes as being similar to Donna Haraway’s ‘God
Trick’ (1988) where researchers claim to be objective and neutral — and at the same time
claim no responsibility for influencing the data. The second, she describes as presenting
‘Voices’ which she says can be deceptive, as the researcher is still somewhat trying to claim
neutrality, and thirdly ‘Activist Feminist Research’ where the researcher acknowledges the
power relations involved in the research and describes where he/she stands politically and
hypothetically. Of course, this type of partisan activist research will result in the voices of
some being under-represented, for example those who hold more power in the research

setting may wish to remain silent.

As a feminist researcher | am very aware of the feminist critique of the way marginalised
groups are positioned as the ‘other’ in the production of knowledge (Smith, 2006), the way
that theorising and research has been traditionally dominated by men and has disregarded
issues of importance to women, and the more recent critique about white, middle class
academic women disregarding issues of importance to other women (e.g. minority and
disabled women). Feminist research has many parallels with debates within disability
studies, particularly the distinction between sex (the biological) and gender (the
social/cultural), which could be considered as analogous to the impairment (the biological)
versus disability (the social) debate. A notable parallel between feminist and disability
theory of importance in this study is one of research production: the ‘personal/political’
debate. Thomas (1999:81) asks, ‘What would be the consequence if the feminist position
that all knowledge is ‘situated’ were taken seriously in Disability Studies?’ Thomas points out
that by concentrating on the social (disability) and ignoring the personal (impairment), the
model disregards the importance of impairment itself in people’s everyday lives. This echoes

a feminist commitment to include embodiment as part of theories of gender (Grosz, 1994).

These concerns also relate to questions about who is doing the research, and asking the
questions, or ‘giving voice.” As a currently non-disabled woman, this relational matter is
something which | feel can be partly overcome by using ethnographic and inclusive research
methods. For example, | felt that the issue of researcher status could be faced by trying not

to lead the research too much at first, by allowing the participants to ‘show’ me what is
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important to them (as in the teacher/student partnership recommended by Walmsley and
Johnson, 2003), and equally, by asking participants what they consider to be important
aspects of their experience. | felt that the issue of accessibility could be faced by making
sure | do not use ambiguous or technical words and adapting my communication style to the
person | was talking to. By being faithful to the words and opinions of my participants, | felt

that the issue of accountability could be faced.

Criticism of ethnography for inclusive research
Further to describing the benefits of ethnography, Goodley (2000) notes some ‘dilemmas’

that he encountered during his ethnographic study:

e The researcher may only see what they want to see. Although Goodley points out
that the hallmark of this type of research is that the analytic categories should come
straight from the field, it is impossible for the researcher not to impose some of their

preconceptions onto the analysis.

e Certain people or groups may be over or under represented, as it may be easier to

get closer and gain access to certain people or situations.

e People may alter their behaviour because the researcher is present, and the

researcher becomes part of the context.

Other writers have criticised the ethnographic tradition, particularly feminist writers who
point out that just because the researcher is more likely to build up a relationship with the

participants, it does not mean that there is no scope for exploitation (Stacey, 1988):

| find myself wondering whether the appearance of greater respect for and empathy
with research subjects in the ethnographic approach masks a deeper, more

dangerous form of exploitation. (Stacey, 1988:22)

This exploitation, according to Stacey, occurs when the researcher purposefully builds a
relationship with participants, in order to use this as a means for their research. Stacey
points out that the research relationship within ethnography is a false one, during which all
the ‘lives, loves and tragedies’ of people are treated as data which ultimately belongs to the
researcher, and in some cases, such as my study, it is a relationship that the researcher is far
freer to leave than the participants. Although these are valid cautions of how ethnography
could turn out, Stacey fails to acknowledge that the researcher is just as vulnerable to
investing too much in the field, and becoming ‘too close’ to participants, with many
researchers having found the resulting relationships extremely difficult to leave (e.g.

Goodley, 2000; Booth & Booth, 2005).
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Despite these ostensible weaknesses in the ethnographic method, it is one which continues
to be used to study culture in institutions. Since Goffman’s study, many institutional
ethnographies have been published, for example ethnographies of prisons (Owen, 1998;
Rhodes, 2004), psychiatric units (Quirk et al., 2006), and locked wards for learning disabled
people (Hubert & Hollins, 2006; Johnson, 1998; Owen et al., 2008). Researchers want to
venture behind the smooth walls of the institution to find out how it is experienced on the
inside, and although there are ethical concerns involved, it is widely established that
institutions should be written about and the people who live in them should not be hidden
away from the rest of society. This, combined with the paucity of writing which includes
learning disabled women, as | have shown in Chapter Two, indicates the importance of

studying women who are detained in contemporary institutions.

Reflexivity
Assuming that the positivist ideals of validity and reliability are inconsistent with social

research, and that research involving people is always time and context contingent, the use
of reflexivity is recommended as a way to counteract the assumption of objectivity by many
authors, including Goodley (2000), Halfpenny (1984), Hammersley (1992) and Thomas
(1999). These authors accept that researchers become part of the knowledge created by
way of their influence on the field and their selection of data, and recommend that they
critically reflect on the analyses and subjectivities which shape their interpretations, ‘to
make explicit the ‘positionings’ that inform the generation of new knowledge’ (Thomas,
1999:69). Researchers being reflexive, writing themselves into the field notes, for example,
allows the reader to understand the power differentials at play, allowing them to evaluate
the use of evidence and argument. Analyses should combine personal and theoretical
understandings to bring together theory and material (Lave, 2011) and the researcher should

accept that they are part of the ‘meaning making’ (Goodley, 1999).

Reflexivity as validation of research has been criticised by many, including Carol Smart
(2009), as a token gesture. Smart points out that even though researchers may have certain
factors in common (e.g. gender) with participants, they are always in a position of power as
they are gaining knowledge from others. This may cause them to be unable to position
themselves outside of this knowledge in order to be reflexive and comment on the effects of
the power relationship (Smart, 2009). However, despite these criticisms, most feminist
writers would consider a reflexive account as more informative to the reader (Reay, 1996;
Rogers, 2003). | have used reflexivity throughout this study; by writing myself and my

opinions into the fieldnotes, and by considering my place within the research, how this
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affected what people were telling me. My position within the analysis is one of ‘reporter’
and interpreter, however | hope to present the women's experiences and the meaning they

give to them faithfully, without assuming too much (Scior, 2003).

After noting and taking into account all of these implications and qualities, | decided that
ethnography would be the most effective way of finding out how the locked ward is
experienced by the people who live and work there. Using this approach (Hammersley &
Atkinson, 2007), ethnographers are able to accept that events can hold different meanings
for different people, and the meaning that people make from these events is of interest. As
Hammersley puts it, ‘The search for universal laws is downplayed in favour of detailed
accounts of the concrete experience of life within a particular culture and of the beliefs and
social rules that are used as resources within it’ (Hammersley, 2007:9). As such,
ethnography allowed me to be faithful to my participants’ experiences, reflexive in my
account of the research, and accountable in feminist terms. Furthermore, instead of
adopting a partisan approach as advocated by Goffman (Goffman, 1961), | imagined that
including the staff experiences and opinions in my research would allow greater

understanding of daily life, and ethnography facilitated this approach.

Researching the locked wards: Methods and ethical considerations
As a researcher who had only previously used interviewing as a research method, | wanted

to use an approach as close as possible to the inclusive research method, recommended by
Walmsley and Johnson (2003). As | have indicated, they advise that research must access and
represent the views and experiences of people with learning disability and must ultimately
lead to improved lives for them. | decided to use an ethnographic method so | could see,
hear and feel in context how people experience life on the locked wards and what these
experiences mean to them, in order that | could best focus the research to be of benefit to

the participants.

During the ethnography of women’s wards in an NHS secure unit, | observed the daily life of
three of the flats where women were housed. The wards that | observed were designated to
me by the ward manager for reasons to which | was not party. Two of the wards were
classified as low secure (LSU - wards are locked but clients are able to access other areas of
the unit) and one was part of the medium secure unit (MSU - wards are locked, clients must
stay within the two-storey, 5.2 metre enclosure at all times). | subsequently interviewed 16
clients from those wards and 10 staff from all areas of the unit, as a follow up to the

observations.
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| designed my study to build on Johnson’s (1998) book Deinstitutionalising Women, about
learning disabled women living on a locked ward in Australia. For various reasons, including
the way the women communicated, there are no interviews with learning disabled women
documented in her book. Because all of the women in the secure unit | was intending to
work in communicate with speech, | was able to propose in-depth interviews and provide

verbatim quotes to illustrate my arguments.

I wanted to be able to explore what people’s experiences on the wards mean to them, to
discover what was important to the women and staff from being in the field. As with Scior’s
(2003) research, | was not looking to find out what happened, but to explore the meanings
given to events and how they are constructed in talk. Doing ethnography enabled me to get
to know the women and also talk about the reasons as to why | was carrying out the
research. It also facilitated a trusting two way relationship. Of course | was well aware of
inequalities in the research relationship as described by feminist researchers such as Stacey
(1988) - after all | was free to come and go and they were not (although they were able to
refuse to participate in the research or to engage with me at all). My underlying aims were
always to make recommendations that might improve the lives of women on the unit, and
also to highlight positive aspects of daily life as described by women.

Negotiating access

Prior to this ethnographic research, | had been a reasonably well-known member of staff on
the unit, a research assistant who had been part of the Women’s Action Group (WAG - a
service user support group) for 12 months, so | knew many of the women and staff
beforehand. This is not to suggest that | was a true ‘insider’ (Mercer, 2007) as | was not one
of the direct care staff and had not visited these wards prior to the research. My lack of

familiarity with daily life on the wards did, | believe, benefit the research.

Despite my status at the time as a staff member, gaining access to the wards was still difficult
and time consuming, largely due to the physical procedures of getting on and off the wards.
The research was negotiated with management prior to commencement, as at the time |
was employed as a part-time researcher on the unit. Importantly, managers were at that
point in favour of research with such an open remit being carried out. In the early stages of
the planning, | gained Economic and Social Research Council (ESRC) PhD studentship funding.
However, during these early phases of the study, the management structure changed
considerably, so further negotiations had to be done due to the new managers asking for a
more focussed remit. For example, they required the research to find out how women

experienced certain events, in particular incidents of physical intervention, special
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observation and seclusion. This meant that the focus of the study changed somewhat, with
the result that the interview schedule was more prescriptive than | had planned. | agreed to
give feedback to the unit management and the Women'’s Action Group when analysis had
finished. All other themes of analysis emerged from the observation and interview data.
Gaining consent

My research was given ethical approval from the National Health Service (NHS) Local
Research Ethics Committee on 31% January, 2011 (Northwest Research Ethics Committee,
code 10/H1016/138). One of the prerequisites of ethical approval was that | had to gain
written consent from all the people involved, to write about any observation. This was a
lengthy and difficult process, but it nevertheless enabled me to discuss the research in-depth
with some people and gain their consent for interviews further down the line. As a feminist
researcher, ethical aspects were at the forefront of my mind. | was constantly aware of
issues of informed consent, and tried to explain the whole research process, including what
kind of dissemination would be used, at length. The women who participated in the research
were all labelled as having mild/moderate learning disabilities prior to admittance and were
judged by their case managers to be able to give consent. All women were informed that the
information that they gave would be anonymous and that their name would not be written
down anywhere. Pseudonyms were given during the transcription process and | have
excluded any information that could identify participants, keeping in mind what measures |
would want in place if | was the research participant (Ellis & Bochner, 2000; Rogers & Ludhra,
2012).

Ethical issues

Ethical adherence followed the guidance of Perry (2004). Case managers were consulted
before requesting consent, and those women who were not considered able to give consent
at the time (due to perhaps feeling extreme distress) were not approached, nor any
fieldnotes written about situations that they were involved in. Separate consent forms were
completed for staff and clients, and for participation in the observation and interviews.
Verbal checks were performed with clients to make sure they had understood the process of
the research. The consent form assured participants that all their data would be kept
confidential, unless they divulged that they or someone else were in danger of/or being
harmed now or in the future. Any participant who disclosed that they had been subject to
abuse was referred for counselling if the issue had not been already acknowledged and
addressed. | purposefully did not read participants’ case notes at any point during the

research.
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In the observation stage, prior to interviewing, | spent time observing three of the wards
where women live. As mentioned, | felt that observing more than one ward would help to
ensure anonymity when disseminating the research internally. If any woman was very
distressed or disturbed during that time, the managers agreed to inform me. Most women
were able to consent, however on the MSU there were two women who were newly
admitted and were being looked after away from the others and it was quite obvious to me

not to approach them.

A meeting with staff and clients was arranged before the participant observation began to
assure them that all fieldnotes and other records would be anonymised. All clients and staff
on the ward were given an information sheet telling them about the objectives of the
observation (see Appendix 1 and 3), and asked to sign a consent form (Appendix 2 and 4).
Any client or staff member who did not agree to be observed was not written about in the
fieldnotes and was informed about this (there was only one staff member who declined). |
spent time on the wards and at day services with staff and clients, making sure that
observations were unobtrusive and unthreatening and fieldnotes were not written in
visibility of any clients or staff. Fieldnotes were typed up afterwards, anonymised on

transcription, and password protected.

After a period of observation, | had enough information to put together an interview
schedule based on the observations. Prior to the interview stage, clients were approached
on the ward and given the information sheet which was read together with them (Appendix
5). A consent form was used, with relevant checks for understanding (Appendix 6). For
example, the consent form specified that the participant could withdraw from the study at
any time without recrimination, and that this would not affect their treatment or care in any
way and they would not have to give a reason for withdrawing. This was read out to the
participant and then if | was uncertain that it had been understood, | asked a question to
check understanding, for example — ‘What will happen if you want to drop out of the study?
All clients had information presented verbally in an accessible manner, and were also given
an information form to take away which was presented in pictorial and easy-read
information to aid understanding. The full research process was explained to participants in
order that they knew exactly what will happen to their information after the interviews

{McCarthy, 1999).

The interview information forms (Appendix 5 and 7) specified that all information given
would be audio recorded and stored on a computer, where it would be anonymised on

transcription and any potentially identifying information would not be typed. Also included
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on the consent form was the condition that if the participant disclosed that they or others
were being harmed in any way, or if they were likely to harm themselves or others, this
would be passed on to their case manager only, in a confidential and sensitive manner. Only
the research supervisors and | would have access to the transcripts, and this information was

included on the information sheet.

| was constantly aware that informed consent is an ongoing process and must be regularly
discussed and checked (Perry, 2004). If the participant agreed to be involved in further
interviews, at the beginning of each interview, their willingness to remain involved was

checked verbally.

Consent forms were also used during interviews with clients and staff members, and verbal

consent was sought at the beginning of any further interviews (see Appendix Six and Eight).

It was decided that external dissemination and publications would not include the name of
the service or any of the participants. Ethical researchers must carefully consider the
potential benefits of their research and for whom these benefits arise (Griffin and Balandin,
2004), and although this research may not in the future necessarily have a directly positive
impact on the participants (Perry, 2004), | feel it is important to disseminate the results and

recommendations widely and in an accessible way to all participants and policymakers.

Ethical review involved completing an extensive online form, attaching information sheets
and consent forms for each stage of the research and for each group (staff and clients). As
mentioned above, | attended an NHS Research Ethics Committee to introduce the research
and answer questions. The members of the ethics committee were very concerned about
the ethnography, asking many questions about what | was going to be doing during my time
on the wards and what would happen if | witnessed instances of inappropriate care. They
recommended numerous changes to the information and consent forms and | had to amend
these forms twice before | was granted ethical approval. | did feel that the research needed
to be articulated in a certain way to get through ethics and local approval procedures, for
example | was often asked in the institution what my hypothesis was, and the ethics forms
asked for specific research questions and outcomes from the research. The whole process

from completion of the form to ethical approval took six months.

In order to make sure that the research was representing the interests of the participants,
another of Walmsley and Johnson’s principles for inclusive research, | joined the Women’s
Action Group at the unit 12 months prior to the research field-work, and | continued to be a

member whilst the research was ongoing. The group consisted of 10 women clients and
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their staff, and we met every fortnight for two hours to discuss issues relevant to women
living on the unit, as well as organising social and fundraising events. | described what
research means and introduced the research design, analysis and dissemination with this
group in order to elicit advice and opinions from the women clients and staff. This aspect
was significant in the planning process; | envisaged women clients and staff having a
substantial amount of input about the project through this group. However we did not
generate many suggestions, which | considered to be because of my lack of confidence in

eliciting responses from the group and because of the open remit of research.

When the research project had been agreed and ethical approval obtained, | arranged to
visit one of the wards (which incorporated two flats) during one day per week at different
times to observe daily life there. | found this ‘getting to know each other’ period to be
invaluable in gaining both clients’ and staff’s trust and subsequently, meaningful interviews,
however | was constantly wary of the ethical aspects and power imbalances in the research
relationship (Stacey, 1988). | also found that spending time with people allowed me to
explain the research project in much more detail to participants who might not easily
understand the complexities of research. As Tim Booth points out in Darlington and Scott’s

book Stories from the field:

These people have been subjected to endless assessments and measures that (very
often) in the end have put them down in some way . . . So you have to overcome
that reticence before you can get people to talk and in doing that as well obligations
come and it’s important to recognise that. One doesn’t want to end up in a situation
where you’re tricking people into talking by pretending you’re a friend when all
you're doing is using the guise of friendship to get some information that serves your

purpose. (Tim Booth in Darlington & Scott, 2002:113)

Although | was mindful of Booth’s advice, building of friendships was difficult to avoid and
there were a few instances where one of the clients ‘took me under her wing’ and | did
spend more time with some of the women rather than others. | do feel that | built a rapport
with most of the women staff and clients, as | was often called upon to help out by escorting
people to different places such as day services and ‘women’s hour’, making drinks, lighting
cigarettes and unlocking doors which allowed me to spend time with different people, in fact
at one point | was asked by the ward manager to provide an information session about
mouth cancer during a ‘community meeting’ to help out - a troubling conflict with my role as
cigarette lighter! | was always careful not to exploit the relationships I had built up, and

kept in mind that my main research objective was to make recommendations which could
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improve the lives of women clients and staff on the wards. Many of the staff were aware of
my previous research, and | was wary that they would think that | was mainly observing

them.

Before this project, | had not visited the new, purpose built ones where this research was
based. My previous research, as | have said, mainly involved interviewing staff about
working with behaviours such as aggression and self-harm. In 2001 I used participant
observation in a small-scale evaluation of a new community secure service for learning
disabled people (Fish & Lobley, 2001), and found the method particularly appropriate for
allowing people to tell (and show) how they experience living in such a service. | felt that
ethnography would allow the clients and staff to point out what was important to them
about their daily experience, to lead the research in some way without constraining it with
my preconceived ideas, and without relying on them remembering their day-to-day

experiences in an interview alone.

The hardest part of the observation was gaining access physically to the wards. Each time |
went to the low secure wards, | had to ring a bell to have the door clicked open remotely,
and then someone had to come and unlock the internal doors with a key to let me in. | often
had to explain about the research to a different person on the desk and was usually asked
who | wanted to see. On the medium secure unit, | had to wait to enter a ‘bubble’: a space
contained by two locked doors which cannot both be unlocked together. Then | had to give
a key card with my identification on it through a hatch which looks like a bank till. In return, |
got a belt with a pouch and a bunch of keys on a nylon webbing strap with an electronic fob
to unlock certain doors and a personal alarm. After organising these items onto the belt and

pouch, | was let through into the MSU.

The medium secure unit was relatively easier to gain access to. Having keys allowed me to
access different areas and take clients to a range of rooms, including day services. Staff had
been briefed about my visits and took the time to read the information sheets and help

explain to clients my reasons for being there.

I spent over 120 hours observing the life on the wards at different times of the day, over a
period of nine months. My time on the wards involved much sitting and talking; many of the
women said they were happy to have someone to talk to who did not have the duties of
other staff. | purposefully did not spend too much time talking with staff on the wards, so
that the women would not consider me to have a supervisory role. | do believe that my

presence did influence what happened on the wards, for example there was very little
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conflict between the women whilst | was there despite this being a significant theme in the
interviews. Although there may have been many reasons for this, | believe that this detail
demonstrates that the process of observation stimulated important themes to emerge
during interviews. The fact that conflict was reduced during my time on the wards also
seemingly reflects my status as a partial ‘outsider’, something which ensured that very little
was taken for granted as the field was all new to me. Hopefully this enabled the data to be

rich and accessible to the reader.

After two months of observations | decided to begin asking people to take part in interviews.
The women who knew me through the observational period and through my membership of
the WAG group were much more likely to talk in-depth than women with whom | had little
contact. One woman, for example, agreed to be interviewed but started to feel anxious and
stopped the interview after about 8 minutes. This woman was somebody | hadn’t had much
contact with and | was concerned about how the interview progressed. Most of the clients
were very happy to talk in an interview, especially during times of little activity such as early
evening or just before the evening meal. Staff are needed at all times, however, so staff in
both areas were difficult to pin down to be interviewed. There was often too few staff to
allow one to leave the ward, or go to a separate room, and asking staff to be interviewed
during their hard-earned break or after a 13 hour shift seemed excessive. Observations
carried on during the interview phase and the whole of my fieldwork lasted 11 months

altogether.

Spending time on the wards was enjoyable, but also distressing, intense and sometimes
daunting. | had some fun with the clients and staff, but seeing clients and staff feeling angry,
spending time with weeping clients who had just self-harmed, and listening to some stories
from people’s pasts was extremely distressing. | was always aware of Stacey’s (1988)
comments about people’s lives merely translating into research data, and when women told
me about the bad times in their lives | asked them if | could include it in the research.
Usually the answer was ‘yes, as long as you take my name out.” | was worried about how |
was going to represent the women (staff and clients) in the unit. | didn’t want to ‘other’ the
women clients myself by reinforcing gender and disability norms, or represent the staff as
aloof or cold-hearted. Representation of people is a big responsibility and one | didn’t take
lightly, but | do acknowledge that my subjectivity and past experiences will affect my
interpretations and how | write about people. Certain material will be left out of the data

because of my commitment to ethical research and writing.
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Carrying out the interviews
My observations produced many fieldnotes, which | arranged into themes. | developed

interview questions/themes as a result of this stage of the data collection and subsequently |
carried out in-depth interviews. | interviewed both staff and service users, and all
interviewees had a great deal of scope for determining the direction and topics of the
interview, for instance many of the questions were open ended and general, such as, ‘How
do you feel about living here?’ and ‘How do you think services for women could be
improved?’ All participants in the observation phase of the research were invited to be
interviewed, and although one member of staff declined, ten staff and sixteen clients agreed
to be involved. All were white British and between the ages of 18 and 60 (as are most staff

and clients at the Unit).

| did set out on the interviews with some questions in mind to help me focus on the reasons

for my research:
» How do clients and staff experience day-to-day life on the wards?
» What do women clients value about the service?
» How do women feel they are progressing through the service?

» How do women clients and staff experience and perceive the staff/client relationship

in this environment?

» How do staff and clients experience physical intervention, seclusion and enhanced

observation?

! began interviewing by using a research schedule with specific questions to ask, which
addressed the research questions loosely. The recommendations from Unit C's management
that obliged me to explore the subjects of seclusion, special observations and physical
intervention meant | was compelled to introduce these subjects even if participants did not.
However, | soon found that the interviews flowed better if | asked one or two questions and
then prompted the participants for further information, so that they were introducing the
themes of the interview themselves. | found that many of the participants did this, and |
would just probe further into each theme that | wanted to look at. For example, when a
participant started to speak about seclusion or physical restraint, | would probe this, saying

something like, ‘So, you mentioned being put into seclusion, how did that feel?’

This relates again to Walmsley and Johnson’s principles for inclusive research, the

participants had significant influence over what we talked about and how much they said
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about it, and sometimes would choose not to answer a question. | was constantly aware of
my ethical responsibility with regard to both the observation and the interviews. |
considered doing ethical research to be more important than collecting data, as Booth and

Booth (2005) also recommend in their work.

| found the interviews with clients to be very successful, with a few clients commenting how
much they enjoyed being interviewed and how it was good to get things off their chest.
They had much to say about the service and were very open and honest. As | have said, |
think this is due to the rapport | built up with clients during the WAG and the observations in
the flats, which | acknowledge has been to the cost of any rapport with staff. Some writers
(e.g. Goffman, 1961) agree that a researcher has to be partisan to one group or another
within the research field, and although | did not intend this to happen I’'m afraid that | did
demonstrate more interest in engaging with the clients than the staff. More practically,
time spent with the staff would have been at the expense of spending time with the clients;
my time on the flats was always limited. Nonetheless, | did observe many interactions
between staff and clients and got to know a lot more about what the staff do on the wards,
as well as conduct interviews with them. | do hope, therefore, that this research project will

be to the benefit of both groups.

Many of the things | was told as a researcher were difficult to hear, and | felt privileged to be
in the trusted situation that allowed this, but also conscious that | was using this trust as a
way to get a PhD and advance my own career. Disengaging myself from these relationships
that had been built up was difficult (Rogers, 2003) but was made easier by my leaving to go
on maternity leave in 2012. | plan to provide staff and client reports and presentations about

the research for the organisation and all clients.

Analysis
The fieldnotes and interview transcripts were all uploaded to a qualitative software package,

NVIVO to aid with the management of such large amounts of data. | borrowed my analysis
method from the phenomenological research tradition (Hycner, 1985) and followed the
steps suggested by Hycner in order that the analysis was inductive, arising from the data. |
read through the transcriptions many times to make myself aware of emerging themes,
making sure that | was not overlooking any themes due to my preconceptions. Each item of
text in NVIVO is given a label (the title of the theme), and it is possible to run a query to draw
out all text relating to that label. At first, there were a large number of labels, but then it
became possible to group them under ‘umbrella’ terms (Hycner, 1985), for example, the

themes ‘being away from family’ and ‘family visits’ could be grouped under the term ‘family
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relationships’. Being able to read all the information in a major theme was very useful, as it
allowed me to have an overview of what people were saying about the whole subject and
develop conceptual questions from this data. Furthermore, this enabled me to organise my
analysis chapters as such. During the analysis stage, Hycner recommends a process called
‘bracketing’, which involves putting your ideas to one side by recognising how your life
experiences and preconceptions might affect interpretation. | consider this to be an
impossible endeavour; although | attempted to be as faithful to the participants’ experiences
as possible, | acknowledge that the data will always be interpreted through my eyes. For
example, my fieldnotes show what | noticed in my time on the wards, and my opinions of
these situations. What | noticed and judged to be important will be contingent on my
knowledge and life experiences. Furthermore, | have chosen which themes to include in the
thesis, which themes are most important to report, and although | have tried to introduce as

many as possible, | acknowledge that all interpretations are related to me in some way.

The analysis section of this thesis is broken down into four chapters that are analytically and
descriptively discussed as a result of the emergent themes. On occasion, | will refer to
someone as ‘Jane’ to preserve their anonymity rather than use their usual pseudonym if | am
reporting something specific that is likely to identify them. My fieldnotes are displayed using

a different font than the interview excerpts.

Conclusion
A disability studies approach might argue that research should focus entirely on disabled

people themselves, rather than carers, support workers or medical professionals. | suggest in
contrast that unless research examines the relationships and differing perspectives in
institutions like the one in which the women in my study are forced to live, we cannot
adequately understand the difficulties and challenges some disabled people face on a daily

basis.

Learning disabled people are rarely asked about their opinions of residential services, and
the fact that these women are incarcerated means that they may be even less likely to feel
able to express their views about where they live and how they are treated. Although clients
were mostly welcoming and happy to have me around, my research began during a well-
publicised police inquiry into the abuse of learning disabled people in a private residential
service (Winterbourne View). For this reason, | am aware that some staff were suspicious of
my presence on the ward and may have felt that | was spying on them. My experience of
trying to involve people in the progress of the research by joining the women’s group (WAG)

was also not very successful as | have mentioned: although the women listened when |
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talked about the research, they found it difficult to respond to questions about the direction
of research. Although this attempt at getting people involved was not particularly effective, |
felt that using ethnography to understand the women'’s everyday lives was enough to ensure
that their opinions and experiences were represented. Nevertheless, joining the WAG was

useful in getting to know potential research participants, and updating them on the research

as it went on.

| think that that my choice of method fulfilled the principles of inclusive research, despite the
fact that it did not benefit from client involvement throughout in terms of design and
analysis. | hope the themes | address will translate into policy, benefitting both staff and
clients in some way. | remain in favour of emancipatory research, but | argue that for any
projects on the unit to be classed as emancipatory would be very time consuming and would
require a group of people to meet regularly to focus on planning the research and providing
training in research skills to clients. Clients would have to learn much more about what
research involves, which was not appropriate within the time and ethical constraints of my

PhD study.

Although the planning and early stages of the research were time consuming and difficult,
and despite the obstacles | have described, | maintain that my method was the most
appropriate and effective as time allowed: women clients and staff had control over what |
focussed on and | was able to observe what was important to them, the meaning they gave
to everyday experiences in the Unit. | was able to use a Disability Studies approach, in that |
could adapt my questions to my participants’ communication style and ability. | also
adhered to feminist values by acknowledging all my participants as equals and not privileging
any voice over another. | would recommend this methodology to all researchers working in

these fields.
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Chapter Four - Life on the Unit

When | smoked and that | had to have someone with me,

| had to have someone outside the toilet door.

Then when | was good, good girl they took me off it,

and | used to go out on my own instead of going with the nurses.
And ever since that | been behaving myself.

(‘Marie’ in Scior, 2003:791)

Chapter Two showed how secure services can be construed as ‘gender blind’ — not
recognising gender until women’s ‘deviance’ become visible. Services are described as
regulating and controlling women in particular ways to avoid these challenges. The following
chapters will consider whether the issues described in the literature are relevant for women
in Unit C. This chapter will present an overview of Unit C and provide my own first
impressions, along with those of clients and staff. | will introduce the client group who were
involved in my research and describe their daily activities, in an attempt to give an idea of
how it feels to spend time on the unit and to show how gender, (dis)ability and class

permeate day-to-day life on Unit C.

First impressions
Beginning my fieldwork was the first time | had visited the purpose-built wards of this

particular Unit’. Any time | had spent with the clients previously had been on wards which
were situated in the ‘old institution’ areas, red brick buildings with tall windows and very
high ceilings which were arranged as flats. | was interested to see what the newer wards
were like. Here, my fieldnotes show my first impressions of the low secure unit (LSU):
The low secure building was purpose-built in 2004. It is surrounded by lots of
greenery, and is a single storey red-brick building with windows that reach from
floor to ceiling. There are 7ft high green railings surrounding the outdoor spaces,

and separating external areas of each flat.

A staff member, Denise, shows me round. We enter the building using a key code

for the front door, other doors leading to flats are locked with keys. The entrance

! Groups of flats are referred to as ‘wards’ on the unit, as in hospitals. This, | think, reflects the
medical intentions of the service, as an organisation that is there to ‘treat’ people.
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leads to a central reception area that consists of a long desk behind which staff
are using computers and looking at diaries. Four flats lead off from corridors
away from the reception, but there are various doors that are visible from
reception, some of which are meeting rooms which are being used as offices. Also

visible from this area is the entrance to the seclusion area with its glass window.

Entering the flat, there is an archway leading to the empty lounge that is neither
clinical nor homely in atmosphere. The carpets are thin and hard, there are no
books, games, blankets or personal items strewn about. It is almost corridor-like,
with furniture along the walls and a patio style glass door at one side, as the focal
point. | step out of the door which has a roof overhang, and this is where people
stand and smoke, but Dee tells me they eat out here sometimes in summer, at the

chained -down picnic table.

On one side of the lounge there are wipe-clean vinyl settees and chairs and on the
other side is a TV, housed in a wooden cabinet which is unmoveable and has
Perspex covering the front with drilled holes to let the sound out. When | mention
this to Denise she tells me there have been some incidents in the past where the

TV has been thrown or broken.

Moving through to the kitchen, there is a pale wood effect dining table in front of
the kitchen hatch. | have noticed that every kitchen has a hatch for serving food,
which | later learn is because some clients are not allowed to enter the kitchen.

To the left of this room is a computer cabinet and a member of staff appears to
be working on the PC. A client (Teresa) is sitting at the empty table and she
grins, very pleased to see us. | ask her if she remembers me from the Women’s
Action Group meetings and she makes a ‘thinking’ face, and then asks me if 1
would like to see her bedroom. | feel a little nosy, but she clearly wants to show it
to me. The bedrooms are down a side corridor from the lounge, and at the end
of the corridor is another full length glass door. Denise accompanies us and tells

me that Teresa is a very tidy person, and her room is indeed very tidy. There are
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lots of items in her room, including CDs and DVDs, many colourful furnishings and
cushions and large pictures on the walls that have been coloured in, Betty Boop,
Tatty Teddy. The very large window is frosted glass. The room is very spacious
but does not have an en-suite like some of the others have. There is a communal
bathroom with a bath but no shower. | remark that the room is very tidy, and

say thanks for letting me look round. (Fieldnotes)

Long et al. (2011) emphasise the importance of architecture when planning mental health
services for women. They highlight the need for neutral areas for therapeutic encounters,
the sight of nature outside, and a homely atmosphere (see also von Sommaruga Howard,
2004). To maximise the benefit of the built environment, they suggest close collaboration
among architects, clinicians and patients at the planning stage. Although | do not know
whether this was the case at Unit C, there was much visible nature outside, and large
windows on the LSU providing plenty of natural light. However the internal architecture
seemed to have been designed for surveillance throughout, so there were no private areas
and no neutral spaces for therapeutic encounters other than bedrooms. The manager told
me that she aware of this and was working towards creating another room at the request of
clients. The lack of neutral spaces for discussion and privacy was an important issue which |

will return to a number of times throughout this work.

Being showed around by clients and staff was helpful in getting to know people; although
the wards were new to me, it did not take long for me to be included in conversations. | was

curious to find more out about the people who lived and worked on the unit.

Clients
Spending more time with the clients, | began to find out why they were there, and how they

felt when they first arrived. Most of them were welcoming and friendly and we built up
relationships during my time on the wards. A good example of this is my relationship with

Annie:

Asking Annie for Consent to be interviewed
| sit in the lounge with Annie as she has come out of her room. | ask her why she

didn’t attend the community meeting, and she says, ‘Because it's a load of shit'.
She also tells me she’s going to stop going to the WAG group because that's also
shit. | say it would be good. it if she carried on because she is a big part of the

group. She refuses. | ask her again and she refuses. Tanya comes to sit with us.
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Staff members come in and go out and talk about what is happening in the other
flats, but they don’t mention any details or names. The TV is on and it is audible
this time but there are many interruptions so nobody is really watching it. Tanya
says she has a meeting about her discharge and | ask her if she will be interviewed
for my study before she goes. She agrees and gives me a big smile. | ask Annie if
she will be interviewed and she says simply ‘no’. | ask her if | can ask her again

about this another time and she just says ‘no.” (Fieldnotes, LSU)

A second meeting with Annie
After gaining enthusiastic consent to interview Annie a few days later when she

approached wme, | ask her what she does in the evenings. She tells me that she
enjoys doing her jigsaws; she is holding a Toy Story one. | ask if she watches TV
and she said that they were told by a male member of staff that they weren't
allowed to watch ‘One Born Every Minute’. Tanya comments that, ‘Giving birth is
a natural part of life. Then Annie tells me that a member of staff was winding
her up on Friday night and not letting them watch ‘Embarrassing Bodies’. He
said it was ‘inappropriate’. The female staff member tells her that he might have
been embarrassed, and | ask what the rules are with films. Annie tells me they're
not allowed to watch 18 rated films and | remark that some 18 films have
horrible things in. Annie says, ‘We are adults you know." | think about how to
reply. 1 say, ‘I know that, but some 18 films | would be very scared watching’.
Annie says, ‘You're just sticking up for him because he is a staff.’ She looks angry
and tells the staff that she is feeling anxious because she is remembering something

that happened the other night. She turns away from me.

| try to talk to Annie after this but she doesn’t want to talk to me. When [ ask
her a question she takes a while to answer and doesn’t seem as happy to talk. |

feel rebuffed. (Fieldnotes, LSU)

Writing a letter with Annie
This is the first time [ visit the flat after obtaining consent from most people.

When | enter reception, | tell them that | want to see Annie. [Staff member]
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says ‘Do you mind me asking what about? Only, she’s not been very happy
recently. | tell her that Annie volunteered to write a letter at the WAG and I'm
going to see if she wants any help. [Staff member] says ‘Oh that's OK, she loves

anything to do with the WAG, and she’s very enthusiastic about it.’

When | walk into the lounge of the flat, there is Annie, a male staff member and
two clients. They are all sitting in the lounge, watching TV. The TV is barely
audible and Annie talks to the male staff member in a loud voice as do all the
staff who walk through the lounge. On the TV is some sort of Technicolor film
from the 50s about Roman Centurions. When | ask all present what they are
watching, they say ‘Something to do with Romans.” Nobody seems interested in
the program, it is intervupted constantly by people coming through and talking,
but the clients have nothing else to do but to watch; it seems a comforting
distraction today. | ask Annie if she wants to do the letter and she seems very
enthusiastic, she gives me a lovely smile which lights up her face. She leads me to
her room, which has very few personal possessions in it. Sellotaped haphazardly
to the wall are a large coloured-in picture of a Disney fairy and three family
photos. She has some soft toys dotted about, but no CDs or books. Her pillow is at
the bottom of her bed which creaks enormously when she sits on it. | sit on a

vinyl-covered chair next to the bed.

Annie’s clothes are masculine and shapeless, she is wearing much worn jogging
trousers and a t-shirt. Her arms are deeply scarved from old cuts and she has
about 30 new scratches which run the opposite way to the scars and look sore.
Annie gets a box out to lean on when writing the letter. It is a Winnie the Pooh

36 piece giant floor jigsaw; it is for age 2+.

She gets out the notes from the WAG which suggest what to write in the letter.
Together we compose a letter asking management for funding so the WAG

members can do the Race for Life at a nearby park. Annie is quite certain about

2 A fundraising 5 km community run organised by Cancer Research UK each year.
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some of the sentences she is going to put in. She needs my help to spell most
words, but forms her letters competently. She does not sign the letter, saying she
doesn’t want to get the blame for it, and writes that it is from the WAG. She
tells me that she thinks her writing looks like that of a three year old, but | say
that the writing is better than mine. [ do not ask her anything personal because |
am worried about her state of mind after what I've been told, but really she seems
quite positive, apart from complaining about her creaky bed (‘they have tried to
fix it but they can't’) and her door which makes strange noises at night. She

thanks me for helping her and we go through to the lounge.

In the lounge again, Annie offers me a cup of tea and we go into the kitchen. She
gets out plastic cups and one plastic glass. She says ‘I suppose 'd better make
[client] one’ and proceeds to make a cup of tea in the glass and then water it
down considerably with cold water to cool it. There is a pan full of spaghetti
Bolognese sauce on the stove and we remark how nice it smells. | am still wary of
asking too many questions. We go back into the lounge and Annie introduces me
to the male member of staff, saying that everywhere he has moved to, she has
followed. He proceeds to talk about his holiday coming up. Annie puts her hand
on his over the arms of the chairs and he doesn’t pull away. The TV is still on

quietly and one client is staring at it.

Annie is gently ribbing the male staff member. Her conversation is funny and |
don’t feel excluded from it, she is trying to make me feel comfortable. She is bold,
free-spirited and open. She has a curious combination of over-confidence and
fragility which is extremely appealing. Half of me wants to mother her and half

of me wants to be her friend. (Fieldnotes, LSU)

I have used these field notes to show how engaged | became with the participants in my

study. | did become friendly with most of the clients and some of them said how much they

liked having me around. They talked to me about their families, their lives and relationships

on the unit, and their hopes and dreams for the future, all of which were extremely
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important to them, as | will show. During the first few visits, | began to find out more about

the women and how they had come to be at the unit.

Women who live at the unit
Despite some literature suggesting that learning disabled people may have difficulties with

temporal perception, all of the women | asked knew exactly how long they had lived at the
unit, with most telling me the date they arrived. The women had lived at this hospital for
between 5 months and 19 years. Four out of the 16 women | talked to had lived at the
hospital for longer than 15 years. Most of the women had come here from other units or
hospitals, some from private services and one came from prison. One woman told me some

details about her admittance to hospital:

Bonnie: Police rang my mum up and says ‘We want to section Bonnie’ and she says,
‘Go for it,” because she was fed up of seeing me in the papers trying to kill myself and
stuff like that. So yes she had a help with it, but | don’t regret it, I've had all the help |
can get now and this is it now, this is my last step to community. (Interview, client,

Lsv)

The unit’s website describes the service users as having complex needs, and the ostensible
client group involves those who have committed offences or who have been removed from
other services because of their behaviour. | became aware that pathways into the service
are more complex than this.

Reasons for being in the unit - ‘I've got an idea of why I’'m here’

Most women told me that they were in the unit were because of their behaviour, mainly
aggression or self-harm. One woman mentioned that she had committed an offence,
another said she had been involved with drugs, and one person said she had been moved
here because she was having sexual intercourse whilst living at their last unit (see Chapter

Five). Two people said were not sure about why they were at the service, for example:

Marion: Well in a roundabout way yes, | will say I've got an idea of why I’'m here.
Then again, | may be wrong. I've got a rough idea of why I’'m here. (Interview, client,

Lsu)

Lindsay et al. (2004) analysed a cohort of offenders with learning disability and found that for
women, assault-related offences (including alcohol-related assault) were the most common
at 33%, with breach of the peace, theft and prostitution also prevalent. In the same study
they found that 66% of learning disabled women in secure care may have a significant

mental illness, which Williams et al (2004:32) argue could be described as a response to, or a
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creative way of coping with, ‘damaging experiences that are rooted in their lived experiences

of inequality and abuses of power’ (see Chapter Two).

Stafford (1999) carried out a survey of case-register data for all patients resident in English
high security hospitals in 1997 and found that most of the women came from deprived
communities, an indicator of low social class. Most had experienced early abandonment or
loss of carer followed by problematic stays in foster homes, resulting in over a third ending
up in Children’s Homes. Over 80% of women had not experienced a stable partnership as an
adult. A combination of early trauma alongside failures of community provision to meet the
needs of these women resulted in incarceration in secure hospital environments. This
suggests that attachment issues may be relevant for these women, but they are not being

acknowledged, and | will return to this later in my work.

Hayes (2007b:190) concludes that ‘this sub-group will tend to be socially disadvantaged,
victims of previous sexual, physical and emotional abuse, and often suffering from mental
health problems.” Both learning disabled and non-learning disabled children who have been
the victim of abuse exhibit aggressive and domineering behaviours, and low self-esteem —
responses which some literature associates with offending behaviours (Mansell et al., 1998).
It is apparent that women in this group are subjected to the combined intersectional
oppressions of low social class along with gender and disability discrimination as | will

explore further in my concluding chapter.

Here, one staff member describes her ideas about the connection between early

experiences, learning disabilities and incarceration:

Adele: But it's almost like a double whammy, because people honestly have had their
past experiences and often traumatic and abusive and neglectful perhaps and huge
problems with attachment, and a learning disability. So there's a sense in which
having a learning disability maybe makes you a bit more vulnerable to not being able
to cope with these really difficult experiences as well. So you perhaps have some
developmental delay, and then if you have an emotionally abusive or difficult
experiences on top of that as well, | think what happens is any learning disability is
compounded, so you almost get a bit stuck - particularly if it's traumatic, what's
happened to people - so then they, perhaps understandably, develop pretty
maladaptive or difficult ways of coping. But actually what are adaptive for them at

the time. (Interview, qualified staff)
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Adele suggests that the combination between difficult life experiences and learning

disabilities provokes ways of coping that result in people getting ‘stuck’ with maladaptive

ways of managing. She claims that these ways of coping may have worked at the time for

that person, but now need to change; this is why clients are at Unit C.

Life experiences - ‘I've had a shit life’
All of the staff made reference to the tragic life experiences of the women they cared for,

and as | spent more time on the unit, the women started to tell me some of their stories.

Many of their stories were very difficult to listen to and stayed with me for a long time

afterwards. | give a small sample of individuals’ experiences here as illustrations, but | do not

attach pseudonyms for ethical reasons as it could identify clients to some readers:

She starts to tell me about her family. Two of her brothers are in jail,
another brother died at 13, which is why her mum ‘went mad’. She tells
me about seeing him in the coffin and the story of how he died. She says
that when she was ten, just after he died, she slit her own throat and cut
her wrists and her arms. At fifteen she took pills to try and kill herself.
When she came round she told the nurse they should have let her die, but
the nurse said she was just doing her job. Her father died when she was
3, which she says she’s glad about. He used to beat her mum and once he
kidnapped her sister. She remembers being strapped in her buggy just in a
nappy and her father pushed the buggy outside in the snow while he was
arguing with her mum. (Fieldnotes)

I lost twins. And when | was 20, about 3 days before my 215t birthday | got
raped and injected with heroin. And then | lost my other baby, so I’'ve lost
three kids in the space of two years. And | lost control, | lost it completely
and basically I've got stronger. If it wasn’t for the hospitals that I’'ve been in
I’d have been dead by now. I'd have been dead. | haven’t told anybody
about this because | didn’t want the sympathy, because both pregnancies
was due to violence that | lost them, due to violence. {Interview with client)
So I've had a shit life, been in and out of care from the age of 2, finally put in

care till | was 18, that’s when all the trouble started. Left on my own to fend

for myself, no social services just me on my own. (Interview with client)
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No, it was just when my mum and dad died and my then, and my sister
between them, three of them died in a month. Yeah three of them died in a
month, | just lost it and I've been angry ever since. | am calm now, | am
calmer now than what | was when | first come in here. (Interview with client)
[My sister] was going down once a month because | was so ill, 'cos I lived in a
flat and she was going down and going food shopping or Christmas shopping
and | would give her my benefits and she'd go and spend some of it on me
and she'd say "I'm going to take the other half home for next week", and it
would never come to me, | wasn't getting it. | had about £200 in benefits a
week or a month or something, and she was keeping like a hundred out of it
or something like that. She was keeping half. (Interview with client)

She tells me about finding her mum with slashed wrists in the bath when
she was 17, she tried to bandage them and ended up dragging her mum
out of the bath and tying her wrists behind her back to stop her touching
them. (Fieldnotes)

My brother poured a kettle of boiling water on me. . . [When | came here] |
have nowhere to live. My sisters don’t want me, my brother don’t want me.
I’d nothing. (Interview with client)

Well, | was abused from 2 till | was 8. And basically, and, that’s my brother,
my next door neighbour, my uncle and my dad. My dad got two years, he
got found guilty for two years but the others got off. But since that
happened, my sister won’t have nothing to do with us because she says I'm a
marriage wrecker and home breaker. And then | got told that I'd got to be
put into care till | was 18, whereas my two brothers and my sister stayed with
my mum. | haven’t lived with my mum since | was 8 years old. (Interview
with client)

| was gang raped by my dad and some of his friends. (Interview with client)

These experiences illustrate that the women have had to deal with physical and sexual abuse

as children, sexual and domestic violence, traumatic bereavement, financial abuse, and

feeling left with nowhere to turn. Literature shows that many women who offend have

abusive and traumatic pasts and that staff may find it difficult to know how to deal with this

(Warner, 1996; Warner & Wilkins, 2004; Wilkins & Warner, 2001; Williams et al., 2004).
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During my time on the wards | did not witness staff talking with clients about their pasts,
however this may have been the case due to the constraints of time and confidentiality.
First impressions of ward

| asked all clients how they felt when they first saw the unit. Seven people reported that
they were scared, mainly because of the barriers at the entrance, and level of visible security
measures such as fencing. Three people said they felt nervous, and one person felt
‘devastated’ because she had been told she was just coming for a visit. In fact, two women
reported to me that they hadn’t been told that they were staying until they arrived on the

ward, for example:

Lorna: It felt weird, really weird because | just walked in with my staff from my old
place, and they said, ‘This is where you’re going to be living now Lorna.” and | said,
‘Ym not, I’'m going back with my staff, this is just a visit.” They were like, ‘It’s not,
you’re staying here for real.” | was like, ‘| don’t want to!’ but | ended up staying here.
And then one of the girls came up to me and shook my hand and said ‘Are you
alright?’ And said ‘Come on, sit over here with us.” And in the end the staff stayed a
little bit with me from my old place, and then they had to go. But | was devastated, |

was like, ‘| want to come back with you.’ (Interview, client, LSU)

Lack of information and feeling ‘kept in the dark’ was a very strong theme which ran
throughout my research. It seems that to avoid disturbance, clients had not been informed
about important changes in their lives, however this resulted in significant distress in the
long term due to the added aspect of feeling denied important information (I will discuss the
control of information more in Chapter Six). Literature points to learning disabled people
often being denied information due to notions of protection and paternalism (Dein &
Williams, 2008; Tuffrey-Wijne et al., 2009).

Settling in

Some of the women told me that they were so distressed on admission that they were put
straight into the seclusion area, setting them apart straight away. Building up relationships
with other clients is an important aspect of settling in and women told me that feeling
accepted by the other women on their flat was a turning point. | noticed that newer clients
talked about their families and previous lives much more than those who had lived on the
unit for longer. Many women connected ‘settling in’ with ‘learning the rules’. Here, a

member of staff talked about this process:

Jackie: A lot of our clients are fairly mobile, streetwise, they've survived various

experiences haven't they really? So, that's what happens | think when they come
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here, they understandably they come in and think, 'What's this place about? What
can | expect from here?' And | think what happens quite quickly is, they start to think
there's various rules and things that you do and that you don't do, and they need to
fitin with that. And then, perhaps as part of that process, then well, 'If | keep my
head down and | do as I'm told, then I’ll be okay'. But part of that process is then
‘Well, if | do as the staff tell me’ - you maybe lose a bit of confidence and a few skills
maybe? | don't know. But then after a while, there's something about the shift is
really around people's lives are orchestrated externally, so they maybe have a sense

of 'Well, | don't necessarily have as much of a voice.’ (Interview, qualified staff)

Jackie pointed out that people’s lives are ‘orchestrated externally’ and because of this clients
lose some of their ‘voice’ and skills by abiding by the rules. This is related to Parry-Crooke et
al’s (2000) study, where service users reported that they felt rules were sometimes arbitrary
and could change day-to-day, and that they had to learn the rules through experience.

Interestingly, Jackie equated following the rules with passivity, a loss of confidence and skills,

which | will return to in Chapter Six.

Staff entry into the service
The staff | interviewed consisted of support workers, qualified nursing staff, managers and

one clinical psychologist (who | have described as ‘qualified staff’ to preserve anonymity). As
with clients, most of the staff also told me that they were ‘afraid’ or ‘apprehensive’ when
they first started working at the service. The literature recommends that staff should be
recruited specifically to work with women, (Parry-Crooke & Stafford, 2009; Sarkar & di
Lustro, 2011), but this was not the case with any of my participants. However all of the staff
| had interviewed had arrived before the introduction of single-sex wards in 2002
(Department of Health, 2000b) and therefore this specification may have been incorporated

into current recruitment policy. Monica told me:

Monica: | was frightened to death at first, | didn’t like it. | was frightened of the
clients and | suppose coming is as a new person, | found the staff very cliquey, which
now | think, 'Oh well we're not like that at all’, but new people coming in, | bet they
do find that. .. And then | got assaulted by one of the female clients, she pulled my
hair, but she pulled me off a chair. | was sat in the office and she pulled me out of the
office with my hair. . . It was horrible. So then | remember ringing my mum and
saying, 'l can't work here, it's not what | wanted to do. | want to look after people

and care for people, | don't want to do this.” (Interview, qualified staff)
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Other staff mentioned feeling nervous and wary of clients, with some staff feeling confused
about how to work with a forensic population; qualified nursing staff told me that their nurse
training had been directed towards physical care and treatment of people with more
significant impairments. Staff mentioned being unaware of the differing experiences and
needs of women when they first started work. However, there was progress being made:
whilst | was spending time on the unit, ‘gender’ training courses were beginning to be
offered to staff, which covered issues such as child sexual abuse and how this can affect
women’s current behaviour. The activities of the WAG group added to the visibility of
women in the unit and all this knowledge filtered into day-to-day life on the unit as | will
show. Furthermore, female clients were involved in training staff about self-harm. There
was clearly an increasing interest in the women at the unit, as further evidenced by the
approval of my research proposal, so it seems that in the future staff may be more prepared

and knowledgeable about the women at the service.

The Service — day-to-day
The women live on single-sex flats with between 2 and 8 people. The daily routine is similar

for all women, meals are taken together, and day services sessions run at the same time
each day. Each person has a day each week put aside for ‘domestic skills’ which means they
spend the day on the ward, cleaning the flat and washing their clothes. Day services activities
are individually planned and clients take activities off the wards, such as crafts, cooking and
education which involves basic literacy and numeracy skills. In the evening, some clients are
able to go to ‘the club’ where they can play pool and listen to music.

Day Services - ‘I think it’s babyish’

Many of the clients were pleased with the variation of day services on offer, and those who
came from other services in particular pointed out that they were happy with the day
activities, which they called ‘work’. Some of the women worked in the gardens and they
enjoyed being outside. Most of the women commented, however that some of the activities

could be childish, for example:
Rebecca: What do you think about day services, your work and everything?

Marion: Basically | don’t like day services, | think it’s childish | think it’s babyish. |
think I’'m more, I’'m more of an adult. Well, I’'m nearly [age — 40s] next month and all
we’re doing is go to work and draw pictures and colour them in but for me, I’'m more
grown up, I’m more intelligent than most people are. Not that I’'m calling anybody or
slagging them down, the patients. I’'m more mature and | like to do things to my

standard, | just don’t basically like going. (Interview, client, LSU)
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A number of clients pointed out the futility of colouring in. | did accompany clients to day
services and saw some of this happening; colouring in, making boxes and small craft items.
Staff members were also concerned about the activities being very basic and not offering life

skills, for example:

John: And the people working [in day services] aren’t teachers, they’re support
workers. There used to be a farm and cement works, upholstery. They still do a lot
now, they make bean bags and the print shop’s good. They make all the books that
we have and things like that. A lot of people say it’s repetitive but it focuses them.
Some of the clients absolutely love it, [client] loves print-shop, she’s making books,
she feels like she’s doing something. The allotments is good but arts and crafts - |

think some of the clients are treated like children to be honest.

John talked about work in the institution when it was housing non-forensic people, who
were working (unpaid) for the upkeep of the institution. Since the move to community-
based provision, this type of work has been rejected in policy for obvious reasons, although
the replacements offered seemed to disregard any sort of skills which may be useful in the
community. John went on to say that he thought day services should be more skills-based,

preparing people for when they move back to the community:

John: Personally I've said it for years, you know the [nearby shop]? | thought [Unit C]
should have bought that and all clients then had to buy their cigarettes and toiletries
from there, and clients could run it. A lot of the skills they’re learning here, they’re
not going to use. A lot of clients if you asked them how much a loaf of bread were
they wouldn’t have a clue, they just know how much a vending machine is. It’s just

life skills really, basic. (Interview, unqualified staff)

Like John, some staff were concerned about the lack of life skills being taught. When asked
how day services could be improved, both staff and clients suggested work which was more
useful and off-site, such as swimming and cycling, looking after animals, voluntary work
placements helping other people and taking mainstream college courses such as learning BSL

sign language.

Day services were mandatory, referred to as ‘work’ - and there were implications for those
who did not attend as | will show in Chapter Seven. According to Goffman (1961), a marked
difference between institutional life and that of ordinary society is that of work: ‘There will
be different motives for work and different attitudes towards it. This is a basic adjustment

required of the inmates and those who must induce them to work’ (Goffman, 1961:20).
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Further, McWade (2014:107) shows how the inability to work is equated with sickness in late
Capitalist societies, therefore work is considered to restore a person’s ‘normative subject
position’. McWade shows the assumed value of work in concepts of rehabilitation of
psychiatric patients, and how this reduces creativity. Along with McWade, | would agree
that creative pursuits such as art and music-making may be more advantageous to clients’

self-esteem. As Carlson puts it:

Through forms of artistic expression, the very meaning of the ‘good life’ may be
reimagined, thereby leaving behind models of disability that are restricted to

pathology, normalization, function, and cure. (Carlson, 2013:99)

Encouragingly, as | completed my field work, the Unit were employing occupational therapy
practitioners to overhaul the day services system. This was expected to bring about a huge

improvement in day services provision, as one of the qualified staff members pointed out:
Karen: It’ll take time to bed down like everything but it’ll be fabulous.
Rebecca: So what will their role be, organising a program for each client?

Karen: But individually based, person-centred to their needs. Which is massive, it’s
really important and it’ll work in relation to their treatment and care plans so it will

all be together; it will be miles better. (Interview, qualified staff)

Karen was very enthusiastic about this new development and had high expectations.
Person-centred day services seem like a good idea, but it was evident that the selection and
type of activities needs to be improved also. Utilising community activities for those who are
allowed would be a step forward. One encouraging provision for women was the WAG
group, where women and their staff would meet and discuss issues of relevance to them.
Women would join for six months at a time, and would each take on a role at the meeting,
for example chair, minutes, tea and coffee etc. Events would also be organised for the WAG,
such as charity coffee mornings and cake bakes, and organising a group of women to join the
charity fun-run in the community. Women really enjoyed making a contribution to this
group, as | showed earlier with Annie’s letter writing.

Evening/Social Activities - ‘I like washing pots up’

Evening activities varied depending on which area of the service (low or medium secure)
women lived in. Most women talked about watching TV, and spending time in their room if
they were able to. All of the women went to buy drinks, sweets or crisps from the vending
machine (vendor) in an evening. Here, Bella describes her evening activities on the medium

secure ward.
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Bella: | go to me room roughly about quarter past six, | watch Hollyoaks and The
Simpsons and then | do some writing from half six until seven, then | watch
Eastenders and then at half seven | come out and to the vendor, | sit around with me
bottle of drink or me crisps or whatever | get. Then at about eight o'clock, sometimes
I sit out all night with the girls, depending on who's on [staff members], or sometimes
I go back to me room and read or have a little sleep or tidying up me room. Always
busy, I'm always busy I'm never still. . . At any time we can do board games, I've got
jigsaw puzzles anyway, so I can do jigsaw puzzles. I've got me own art and crafts
stuff, so I can do art and stuff, | can't have scissors, but | can use supervised scissors. |
can be supervised using a pencil sharpener, so | can do all that of a night-time, the
staff don’t mind doing that. Obviously | can’t write if clients are causing problems.

(Interview, client, MSU)

Despite Bella seeming very happy with the evening activities, Helen was less so. She would
have liked to go to the club on the MSU, however there was only one club for both men and

women, and women were limited in their access to this social space due to staffing:

Helen: We just watch TV really and go to the vendor, and then we just have supper,

watch TV and go to bed.
Rebecca: What would you like to do?

Helen: I’d like to have chance to mix with people but there’s not enough staff.

(Interview, client, MSU)
On the LSU, similar evening activities were described:
Rebecca: What kind of things do you do in the evenings?

Marion: I like watching TV, | like writing letters, | like reading and all that. And just
talking to my friends and another thing I like doing is, | like washing pots up and

putting them all away. (Interview, client, LSU)

From what the clients were saying, evening social activities were quite limited. The Unit had
organised a ‘woman’s hour’ when LSU women were able to go into the grounds and meet for
45 minutes in a specific area, although some women found it difficult to access due to
needing staff to go with them. This resulted in many women residing on the wards in the
evenings. Here a member of staff pointed out that when designing and building the new

MSU building, women’s evening activities were not considered to be a priority:
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Adele: Women are obviously in the minority in the service, so if we start back at the
beginning, one of the things when we were building the MSU was they very definitely
separated off the women's flat, the women's garden, the women shouldn't be out on
the corridor in their pyjamas when the men were out in the corridor in their pyjamas
getting their medication and so they've got a separate medication room and all the
rest of it. | can clearly remember before the building was finished, being shown round
it and I asked very pointedly, ' So if that's the social space, where's the women's
social space?’, 'Well they're in with the men'. | said, 'But they’re separated for
everything else, they've even got their own garden and yet you're expecting them just
to socialise with the men?' So there was that, there was some not recognising that
they may actually want separate social space; they may not, but there was no facility
being built in in case they did. There are times in the social space where it's females
only, but that took a bit of doing, that wasn't there in the first year that we opened it
up. So there's things like that where there still feels to be a bit of a struggle to
actually recognise that women may want to have a separate space and may not
always want to be in with the men. | remember it took ages to get pampering
sessions and female-only sessions recognised in the works and the social bit and all

the rest. So it still feels like a bit of an uphill struggle sometimes. (Interview, qualified

staff)

Adele described how difficult it was to design a medium secure unit with women in mind,

pointing out that women may want a separate social space. Much of the discussion around

women and their activities included mentions of ‘pampering’ sessions. Many of the staff,

when asked about facilities that they would like to see for women talked about provision for

hair and beauty sessions. They wanted staff to be allowed provide these sessions in specific

space and also for women to be taught how to groom themselves. Concern was raised in

interviews about the way women look and that they may deliberately avoid personal care

and grooming due to lack of awareness or as a result of their abusive pasts, for example:

Monica: | think some it's a lack of ability, that they've never known how to groom
themselves and they've never had an interest, or maybe even the money to buy
decent clothes. And then | think with some it's about previous abuse, that if they
make themselves very unattractive people won't want to sexually abuse them. Some
of them won't wash their hair or care for themselves when they're on their period
because | think they think it keeps them safe and it keeps people away from them.

(Interview, qualified staff)
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This example of women’s past abuse being used to explain their lack of grooming was very
interesting to me. It seems that, unlike much of the literature looking at histories of
institutions, where women were not encouraged to think about appearance (Atkinson et al.,
2000; Barron, 2002) or, as described in Chapter Two, research which showed women'’s attire
as highly regulated (Phillips, 2007), grooming is perceived and handled in a more nuanced
way at Unit C, with staff acknowledging contextual and experiential reasons for women'’s
choices. However, most women did seem to enjoy the ‘pamper sessions’ when they went
ahead, and found them relaxing. Some enjoyed the women only spaces and activities at Unit
C, although would have liked more variety of activities. With the exception of two women,
most of the women | spoke to also valued the opportunity to spend time with men, either at
work during the day or in the evenings at the club, for example when | asked about a new

policy where women and men were being separated in the evenings, Katrina explained:

Katrina: [It feels] Crap. Seeing my boyfriend was the only reason | went to the club at

night. [l feel] segregated. (Interview, client, LSU)

Although most women wanted to spend time with men, saying that it reflected ‘normal life’,

there were women who did not, evidencing the need for separate social and working spaces.

Security — ‘A proper locked up place’
My field work focussed on two wards on the LSU, and one ward in the MSU. The level of

security was much more noticeable in the medium secure unit, as the following field notes

illustrate:
The MSU building is surrounded by a two-storey fence. To enter the MSU, you
need to enter the large double height lobby. Then you must be let into the
‘bubble’ where doors are locked in front of you and behind, and hand over your
‘key card’. In return you get a pouch with a belt for around your waist, a bunch
of keys on a length of webbing and a fob which allows you to pass through shared
doors without using a key. You also get a ‘blick’ which has a panic button and
would sound an alarm when pulled off your belt, the blick sounds alarms every so
often when a member of staff has raised the alarm, and has a display which tells
you which room to go to if you are able to respond. You need to thread all of
these onto the belt before you can pass out of the ‘bubble.’ You also must sign a

form to say you do not have any of the contraband items, such as a phone or
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cigarette lighter. Every door is locked, even bedroom and bathroom doors. The
seclusion room hatch, about a foot wide and at waist height, is unlocked by using
two separate keys at the same time. (Fieldnotes)
The level of security is maintained both on the MSU and LSU by locked doors. All entrance
and kitchen doors are locked on the LSU and alarms sound if they stay unlocked for more
than a few seconds. On the MSU, clients rarely leave the building as all day services are on
site. Service users from the LSU attend work which is situated in different buildings from

where they live; they are escorted in small groups or ‘one-to-one’ by staff members to work

and picked up afterwards.

This level of security is often distressing for the women, as Kate pointed out when

remembering how she felt when she first arrived:

Kate: | felt very scared, especially when | got to the gates and realised they were
locked gates because they were then, and em, you know security, | thought, ‘Woah,

this is more like a proper locked up place.’ (Interview, client, LSU)

The women seemed to equate the level of security with a penal regime when they first
arrived. Even though Teresa had mainly positive things to say about the low secure unit, she

particularly did not like the security:

Teresa: [I'd like them to] Unlock the doors. That’s why | call it a 24/7 because they

are locking the doors now. That main door out there will be locked.
Rebecca: Does that bother you?

Teresa: Yes.

Rebecca: Why?

Teresa: Other flats, people who are there runs away.

Rebecca: And that’s why they lock the door? How does that make you feel?

Teresa: It’s like prison, it is and that’s why I’'m saying! It’s 24/7. (Interview, client,

LSU)

Teresa felt as though she was being punished with locked doors because of the risk of other
people absconding. She considered this to be unfair as she was not at risk of running away.
Staff members likewise talked about physical security as less necessary to the women than

encouraging feelings of safety through relationships, for example:
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Karen: These women are so vulnerable and so damaged that they need to feel safe.
And the only way we can make them feel safe it to show them that we care about
them by putting the boundaries in and making sure that they don’t come to any
harm. And they see the boundaries that we put in place as us keeping them safe.

(Interview, Staff member, MSU, qualified)

Karen’s concepts of ‘boundaries’ refers to relational security as described in Chapter One.
Rather than physical security, such as locked doors and boundary fences, many qualified
staff talked about relational security as being more important for women. Relational
security relies on the staff/client relationship and is defined in terms of high staff-client
ratios, provision for staff and clients to spend time together, providing a balance between

openness and intrusion, and high levels of trust (Parry-Crooke & Stafford, 2009).

Conclusion
This work allowed me the privileged position of hearing people talk about their lives and

families, their past and current experiences and relationships. These first impressions
illustrate how women, who have been exposed to gendering and disabling experiences
throughout their lives, continue to be subjugated via certain practices and conventions after
their arrival on Unit C. Arguably, it is their experiences of deprivation, abandonment and
abuse, accompanied by the lack of support offered by community services which have
contributed to their admittance to the unit. Surely, the reasoning behind their confinement
in an NHS secure service rather than a prison should be to address and reconcile these

issues.

Spending time on the wards enabled me to feel in part how it is to be locked in a ward,
unable to exit without summoning a staff member, and this made me feel anxious even as a
researcher. As described by Johnson (1998) | found that some experiences and opinions
were shared between staff and clients on Unit C, for example both staff and clients reported
feeling nervous when first arriving on the unit, due to the level of visible security such as
locked doors and/or expectations about the client group (Johnson, 1998). One key
difference between staff and clients about arriving on the unit, however was information.
Clients were not often told that they would be staying, reflecting the paternalism of services
when it comes to learning disabled people (Owen et al., 2008; Tuffrey-Wijne et al., 2009).
Johnson’s (1998) concept of the ‘mutual gaze’ was also evident to me at this stage, for
example when Annie was complaining about the male member of staff - there was evidence

of two-way appraisal between staff and clients.
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Both staff and clients were concerned about the childishness of daytime activities. Learning
disability services have a history of treating people like children (Atkinson et al., 2000; Baron
et al.,, 1999) and | was told a number of times by different women, ‘We are not children’, yet
| was aware that there was a discourse in the service about people being ‘stuck’ at a certain
age. Although this may reflect past experiences and show that staff are taking these into
account, | do not believe this discourse to be a helpful way to talk about people. it would
seem that the legacy of institutional discourses about learning disabled people is still
evident. When | asked them what they would like to do, many of the women were drawn to
caring activities (Atkinson and Walmsley, 1995), such as looking after animals or disabled
people, evidencing the need for individualised day-services. Whilst it may be impossible for
some women who have committed offences to work with people, the unit could certainly

look into sourcing some pets.

Discourse about gender, disability and social class ran throughout these first impressions,
with women being appraised as lacking in ability to groom themselves or purposely
neglecting their appearance. The premium placed on personal grooming for women was
evident through the provision of ‘pamper’ sessions. These did seem to be successful, with
women reporting that they enjoy them (Phillips, 2007) although the reasons for this may go
beyond learning about beauty; literature about attachment difficulties explains the benefits
of safe, comforting touch (Heller & LaPierre, 2012). The perceived social class of clients was
played out in the designated ‘treats’ and privileges, most notably visits to the ‘vendor’ and
the choice of trips further afield. Conceptions of gender featured in notions of ‘relational
security’, the use of the staff/client relationship to help women feel safe that was talked
about as an aspect of femininity. This was in contrast to the physical security, a masculine
requirement, which was manifested in the controlled environment and behaviour
management techniques. Indeed, relational issues were very important to clients and staff,

and I shall turn to these in the following chapter.
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Chapter Five - Relationships on the locked ward

Why is your friendship so dear; and a precious thing to me?

I think, because, when I’'m in your company,

my better self comes uppermost in all | say or do,

Through your eyes | see things from a different point of view.

{Jeannie Miller in Atkinson and Williams, 1990: 79)

Hooo man, that’s not my caregiver! That’s my friend!

(Marie Adams in Roets et al, 2008:20)

This chapter will explore the relationships experienced by clients on the wards, how they are
discussed and regulated by the service, and how women manage to find space for positive
relationships. | will discuss a diagnosis which is central to conceptions of women’s relational
abilities, Borderline Personality Disorder, and then move on to explore the different
relationships held by women clients on the unit, relationships with staff, other clients, and
family. Finally, | will discuss sexual relationships and how they are conducted on the wards.
| argue that policy goals of safeguarding and independence work against women’s capacities
to form and maintain successful relationships, yet despite this regulation, many positive

relationships prevail.

Learning disabled women have been described as basing their ‘sense of self’ (Becker,
1997:98) on the relational experiences throughout their lives (see also Atkinson et al., 2000;
Sarkar & di Lustro, 2011). Relationships on Unit C, however, were seen to be inherently
problematic for learning disabled women, as evidenced by staff comments about clients’

past relationships and their effect on current relationships, such as:
Rebecca: Why do you think women are considered to be so difficult to deal with?

Adele: | think a big part of it is down to their experience of disruptive relationships in
childhood definitely, some of it is down to learning disability, obviously in terms of
the cognitive ability to understand what relationships are all about and how to go
about it. Somebody with a learning disability for example, one of their features may
be impulsive behaviour and not understanding social norms of keeping a polite space
from people and invading people's space and stuff like that, because that applies to a
lot of people with learning disability, not just people who've had problems in the
past. So you often get a situation where just because somebody has reciprocated a

'hello’ at the club the person takes it for granted that they're now their girlfriend or
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their boyfriend. It's about teaching people, in therapy or by role modelling behaviour
on the ward, teaching people what a normal reciprocal relationship is, what a
friendship is, how you start off with a hierarchy of friendship if you like. That you've
got your colleagues and they become friends and then they become closer friends
and then they become intimate friends, but a lot of people with learning disability
want to jump from associate to intimate friend without going through the stages of
getting to know somebody. For a lot of people that's what they're in here to learn as

much as anything else, the norms of expectation. (Interview, qualified staff)

Adele very clearly pointed out that a feature of learning disability (in her opinion) is the
difficulty to establish proper and correct relationships. However, she did suggest that people
can learn the norms of friendship and intimate relationships, and that a principal role of the
service was to teach this to people. A Disability Studies perspective would take into account
the lack of opportunities offered for learning disabled people to establish relationships
throughout their lives, and as Adele shows, the ‘norms of expectation’ are always present.
The literature shows how important it is for learning disabled people to be able to build
supportive relationships in the community, to help them access services and to protect
themselves from violence (Hollomotz, 2013). Often the things which happen to learning
disabled people, such as frequent placement moves and lack of carer support, undermine
their experience of building and maintaining relationships (Murphy et al., 1996).
Additionally, people with abusive pasts have often experienced isolation and undermining of
any supportive relationships (enforced by the abuser), and segregation in secure settings can
perpetuate this isolation (Lindsay et al., 2010). Adele suggested that building relationships is
an important skill, however the way secure services work can mean that clients are
frequently relocated, and continually reliant on others to tell them what to do, which traps

them into the role of dependant and can undermine these abilities (McCorkell, 2011).

Borderline Personality Disorder and relationships
Some of the client participants had been diagnosed with Borderline Personality Disorder

(BPD), which is a controversial diagnosis as a disorder of the personality has been
traditionally described as untreatable. This is something which is changing within policy, as a

staff member pointed out here:

Dawn: Historically, they’ve said that they’re untreatable which is why it’s so difficult
to work with them because there’s no medication that will make them, there’s no
medication that will make them any different. ... They’re not untreatable any

more! NICE [National Institute for Clinical Excellence] went absolutely nuts and a few
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years ago released a paper called ‘No longer a diagnosis of exclusion” and basically it
used to be that people, | don’t know about here but certainly other places, psychiatric
units and stuff it was ‘They’ve got personality disorder, ship them out because we
can’t treat them, there’s nothing we can do about them.” And people were ignored.

(Interview, qualified staff)

The associated characteristics constituting a Borderline Personality Disorder diagnosis are
distinctly different than those found in other types of personality disorder criteria. These
adapted from The Diagnostic and Statistical Manual of Mental Disorders (DSM-1V) include: ‘a
lack of self-identity, dissociative symptoms, intense affective instability including anger,
anxiety, depression and tension, patterns of thought similar to transient ‘psychotic’
symptoms, difficulties with interpersonal relationships, impulsiveness, self-injury, eating
disorders and substance misuse’ (Stafford, 1999:7). In particular, the items relating to
relationships are ‘frantic efforts to avoid real or imagined abandonment’, experiencing ‘a
pattern of unstable and intense interpersonal relationships characterized by alternating
between extremes of idealization and devaluation’ and ‘inappropriate, intense anger or
difficulty controlling anger (e.g., frequent displays of temper, constant anger, recurrent

physical fights)’ (American Psychiatric Association, 1994:654).

Literature states that between 60% and 100% of women with this diagnosis have
experienced childhood sexual abuse (Ogata et al., 1990; Stafford, 1999). In Wilkins and
Warner’s analysis of case files of 16 women diagnosed with BPD, all 16 women had
experienced some form of emotional abuse during childhood, including lack of recognition of
emotional needs, rejecting parenting, witnessing violence in the family, threats towards the
life of the child, neglect and unstable relationships. All of the women had reported sexual
abuse from someone within their immediate family, eleven reported physical abuse, seven
reported severe neglect, eleven had been taken into care, fifteen reported difficult
relationships with their natural mother, and all reported that their communications of
distress as a child were ignored (Wilkins & Warner, 2001). It is interesting in light of their
past experiences, that women are given the BPD label rather than being diagnosed as having

developed Post Traumatic Stress Disorder (PTSD) or an attachment disorder.

® ‘No Longer a Diagnosis of Exclusion’ (2003) is a Policy Implementation Guidance document
published by the National Institute for Mental Health for England. This document states that therapy
for people diagnosed as personality disordered be well structured, have a clear focus and be
coherent to both patient and therapist. Also, it should be relatively long-term, be well integrated
with other services, and involve a clear treatment alliance between patient and therapist.
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Feminist authors write about how the BPD diagnosis is figured as something a patient ‘has’,
rather than how their behaviour has adapted over the course of their lives. A study by Shaw
and Proctor claims that 75% of those diagnosed with BPD are women (Shaw & Proctor,
2005), leading them to believe that this diagnosis is constructed around gendered

expectations. They say that the diagnosis of BPD:

...depends on a psychiatrist judging whether emotions are appropriate/healthy with
reference to the norm of ‘rationality.” This means that both anger and fear of
abandonment can be — and frequently are — judged to be inappropriate, as opposed
to being understandable in the context of a person’s history of being violated or

abandoned. (Shaw & Proctor, 2005:485)

Shaw and Proctor theorise that the BPD diagnosis is applied to women who do not conform
to normative gender roles because of their expression of anger or aggression, and conversely
it can also be given to women who conform too strongly, by internalising their anger and
expressing it as self-injury. They point out that because the BPD diagnosis is more likely to
apply to people with abusive pasts, terminology such as Post Traumatic Stress Disorder
(PTSD) should be used, which although still referred to as a ‘disorder’, does provide some
indication to the trauma experienced. They comment on the rise in prevalence of the

diagnosis of BPD as opposed to PTSD, and say this represents:

...a shift from a limited recognition of the extent and impact of the trauma
associated with sexual violence, to a widespread acceptance of an individualizing
and pathologizing model of mental distress which conceals sexual abuse by focusing

on categorizing, blaming and ‘treating’ the survivors. (Shaw & Proctor, 2005:487)

Wilkins and Warner describe this situation as being perpetuated with the BPD diagnosis,
when behaviour that is used to cope with distress and trauma becomes indicative of a
disorder, with victims’ anger and distress becoming silenced yet again. When these women
are forced to live on wards with other women who have experienced similar difficulties,
situations from people’s pasts can be replayed (Wilkins & Warner, 2001). Furthermore,
these women can be subjected to controlling regimes and characteristics of secure hospitals
that may exaggerate the sense of powerlessness and may further increase impulsive

behaviour such as self-harm and aggression (Stafford, 1999).

A staff member showed how BPD diagnosed women on Unit C were described as ‘jealous’,

‘manipulative’, and ‘team splitting’:
Dawn: They can’t deal with other people having input so they want, they want the
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attention. They want the attention all of the time. . . the majority of people with
borderline personality disorder are jealous to the utmost degree because it has to
be, everything in their life is about them and everything that goes on is about them.
.. [They are] masters, absolute masters at manipulating staff teams and also [they]

manage to split staff teams. (Interview, qualified staff)

Below is an example of another qualified staff member accusing women clients of ‘splitting

teams’:

Karen: They’re brilliant at it, they’re brilliant. They’re experts at being able to split
a team, they’re experts at getting something that they shouldn’t have because
that’s all they’ve got to think about but it is it’s part of them, part of their

personality disorder. (Interview, qualified staff)

These two examples show how these women are described in contradictory terms, as
learning disabled, which in itself suggests social inability, incapable of conducting
relationships as noted by Adele, yet being described as ‘brilliant’ and ‘masters’ at

manipulation and causing discord between staff. lona summed this up well with:

lona: [It was] very frustrating for the people who were embroiled in it. You could

see her putting everything in a big pot and stirring them up. (Interview, qualified

staff)

Some survey studies have looked at staff perceptions of working with women with mental
health conditions who were diagnosed with BPD (Markham, 2003; Markham and Trower,
2003). The staff surveyed were described as having negative opinions of those with BPD,
due to the perception that they had more ability to control their behaviour than other

patients.

Wilkins and Warner emphasize that therapeutic change in women diagnosed with BPD can
only come about when patterns and responses are changed and re-enactments of past
experiences no longer happen, for example women are no longer silenced or disbelieved
about their experiences and are able to discuss them in a supportive environment. They
suggest that raising awareness of the centrality of the trauma in women’s adaptive
behaviour should help staff to challenge their beliefs: ‘Having a knowledge base in which to
make sense of re-enactments thus serves to engender confidence and reduce defensive
behaviour’ (Wilkins & Warner, 2001:295). Viewing women’s behaviour in light of its
context is also recommended by Herman (1997), who proposes that understanding the

role of childhood trauma in the development of BPD should inform every aspect of
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treatment:

This understanding provides the basis for a cooperative therapeutic alliance that
normalizes and validates the survivor’s emotional reactions to past events, while
recognizing that these reactions may be maladaptive in the present. Moreover, a
shared understanding of the survivor’s characteristic disturbances of relationship
and the consequent risk of repeated victimization offers the best insurance against
unwitting re-enactments of the original trauma in the therapeutic relationship.

(Herman, 1997:127)

Literature about BPD therefore advocates the consideration of past and current
experiences and how these are at risk of being repeated, therefore moving away from a
medicalised model and taking on a more social model approach. This is acknowledged at
the unit, as described by Adele earlier in this chapter. One staff member told me about her

concept of how to treat someone diagnosed with a personality disorder:

Dawn: The only way that you can treat someone with personality disorder is
through therapeutic relationships and through the different types of therapy like,
DBT [Dialectical Behaviour Therapy] that we’ve started running here, which is

about making them recognise their emotions and stuff. (Interview, qualified staff)

Dawn’s comment emphasises the role of positive and productive staff / client relationships in
working with someone with personality disorder. As | was completing my research, Unit C
had begun introducing Dialectical Behaviour Therapy (Linehan, 1993), by adapting this
therapeutic method for learning disabled people and training therapists and qualified staff in
its use. Therapeutic relationships with high levels of trust and openness are endorsed in the
literature as crucial to any sort of therapeutic progression for women diagnosed with
personality disorder (Parry-Crooke & Stafford, 2009; Sarkar & di Lustro, 2011) DBT privileges

the therapeutic relationship and teaches skills for effective relationships.

Crawford’s work with learning disabled women argues that the BPD diagnosis is extremely
damaging. She proposes that these diagnoses ‘form the institutional perceptions of women
as a group of “disorderly women”, using women’s distress and behaviour as evidence of
further madness; and perpetuating the institutional mythology of ‘difficult’ women’
(Crawford, 2001 :5). She further claims that the Borderline Personality diagnosis renders
women as categorized on the edge of diagnosis, intelligence and womanhood; and she asks

whether experiences of abuse or trauma can be quantified into this single diagnostic

category.
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My current study supports Crawford’s claims. The BPD diagnosis on Unit C necessarily
indicated difficulties with relationships which were considered to be individual to the woman
who is diagnosed. These difficulties were described in terms of manipulative and attention
seeking behaviour. Whilst not all women on Unit C were diagnosed with BPD, as | have
described elsewhere (Fish, 2000), these terms are commonly used to describe learning
disabled women who self-harm, whether or not they have a formal diagnosis. | argue that
the main issue here is that problems are being attributed to the individual women, rather
than the situations and events that they have experienced throughout their lives. This is a

theme which recurs throughout my study.

Staff / client relationships - ‘She’s always been there for me’
Relationships between staff and clients are extremely important in inpatient services, indeed

all therapeutic experiences are based around these, with clients reporting that relationships
with staff are more important to them than therapeutic interventions per se. (Clarkson et
al., 2009; Molvaer et al., 1992). Staff have reported that engaging with and spending time
with the person is important to the maintenance of their relationships with clients (Shattell
et al., 2007), and staff and clients explain that trust, respect and feeling comfortable
together are fundamental in this respect (Hostick & McClelland, 2002). According to the
clients in Forchuk’s (1998) study, trust, availability and consistency of staff facilitated the
progression of the staff/client relationship when moving through services and into the

community.

On Unit C, particularly in the LSU, Clients spend much of their time with staff who are often
not qualified and who have many jobs to do, such as cooking, observations and paperwork.
Despite these demands on staff time, | saw many types of relationship being played out on
the ward. There were many examples of positive interactions between staff and clients. A
good example is an exchange | saw during the Christmas celebrations:
A couple of hours before the Christmas party is due to start, Lorna asks Candice
(staff member) if she would put her some make up on. Candice brings the pallet
and asks Lorna which colours she likes and gently and tenderly applies the make
up to her face. Lorna is asking questions the whole time about what the party will
be like and Candice is replying patiently. Lorna asks what she should do if she

starts to feel anxious. Candice says that at any time she can whisper to her and

she will bring her back to the ward. (Fieldnotes, MSU)
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This caring interaction, which is an example of comforting touch, shows that staff can and do
put much effort into the therapeutic relationship. Of course, the fact that Candice can
reassure Lorna to this extent is dependent on staffing levels being sufficient enough for
Candice to be able to bring Lorna back to the ward, and if this did not happen after Candice
had agreed, Lorna would have felt let down. | think that the fear that this might happen is

the reason why some staff appear avoidant in some of their interactions, such as:

Annie requests to help with the weekly shop, as does Teresa when 'm there, but
the staff member says ‘We'll have to ask about that” Andie then asks the staff
member about her birthday trip out the following week. The staff member avoids
making eye contact and keeps replying that no decision has been made about it
yet, she eventually says that they will discuss it another time. | think that she is

wary of making promises she cannot necessarily keep. (Fieldnotes, LSU)

When | asked clients what they considered the staff’s role to be, all clients replied that staff
are there to help them. Responses included words such as helping, caring, listening and

supporting people to move forward. Some staff also discussed how they saw their role:

John: To support them, daily needs, try and stop them from getting down and things
like that. Um (pause), really it’s to be a friend. A lot of it is, you know like, to be a
friend to them, and be there if they need to talk, reassure them sometimes, and
again if they have a bad day, they have a bad day. Everybody has a bad day, you

know, it’s how you react and recover. (Interview, staff LSU)

| find it interesting that a male staff used the word ‘friend’ to describe the staff/client
relationship, and talked about ‘reassuring’ and ‘being there’. This emphasises the
opportunities for a caring relationship to emerge, as described in the feminist literature on
caring (Walmsley, 1993), which can be based on reciprocity and interdependence (Kittay,
2001; Williams & Robinson, 2001). As in the previous chapter, | saw evidence of many
positive relationships between male staff and female clients. Here, a ward manager

discusses the attributes that are important for staff members:

Karen: It’s having that empathy a bit, that dividing line between empathy and ‘Right,
listen, we’ve got structure, we’ve got boundaries. You need to do that.” But it’s
having that fairness being able to say, ‘No you’re not going, you’re not going to the

vendor because...” And then going back to them twenty minutes later and saying,
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‘Are you alright, you understand why you couldn’t go out?’ That kind of stuff, but it’s

being able to do that (Interview, qualified staff).

Karen described the attributes that are important in direct care staff. She mentioned the
balance between fairness and empathy, being able to tell somebody that they are not

allowed to do something, but to also be able to understand if they are unhappy about this.

Some clients specifically discussed staff when asked about their experience of living at the

unit, for example Bonnie:
Rebecca: How do you feel about living here?

Bonnie: Brilliant, I love it. We have staff that’ll play cards and Connect 4 and play
games with us and stuff like that. Yes, they just mingle in with us. There’s staff that
just sit there, there’s not many staff that do sit down and do nothing, but there’s staff

that are really good. Especially if you’re bored. (Interview, client, LSU)

Bonnie felt that time spent with staff was very important for her. She liked playing games
with staff and talked about some staff making the time to spend with clients despite having
other jobs that needed doing. Kate pointed out that staff will make time for clients in certain

situations such as at times of distress, unless they are doing something very important:

Rebecca: Can you think about the staff that you work with? What are the good

things about the staff?

Kate: They’re very helpful, like if we say ‘Can we speak to you, we want to have a
word with you because we're upset,’ or something. They’ll stop what they’re doing,
unless it’s something like putting the sharps away. If they’re putting the sharps away
in the cupboard they’ll say ‘Just give me a minute I’'m putting the sharps away’ they
can’t leave them around. But if it’s nothing that’s as serious as dropping them to talk
to us, like if they were doing notes on the computer they would stop doing the notes
and come and talk to us. The only time they don’t do that is when they might be

leaving potentially dangerous stuff around. (Interview, client, LSU)

Kate pointed out that staff might be putting ‘sharps’ (knives) away in the kitchen. This is an
important task and involves concentration to count the knives and complete the record

form. Kate clearly indicated that availability of staff to talk to her was important.

Marion told me why she likes some of her staff, who she picked out by name:
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Marion: [l like] their personalities and the way they laugh and joke with you. The
way they help me, they go out of their way to help me. And like | say (name) one of

the staff, have you heard of her? And (name) they’re two of my favourites on here.
Rebecca: How do they help you?

Marion: Well they help me by doing my hair for me, putting my make up on when |
go out places, getting my clothes ready and you know, when I’'m down and all that,
when | need a shoulder to cry on, them two are round when | need their help.

(Interview, client, LSU)

Marion picked out the two key aspects that clients discuss when talking about their
relationships with staff, practical help and emotional support. These two key roles were
highlighted as important by clients in Clarkson’s (2009) paper drawing on interviews and
focus groups. Annie also pointed out that practical support featured in her relationship with
a staff member, and that the staff member will go beyond her duty to help Annie with
things, such as when her grandma died and she wanted a commemorative plant for the

garden:

Annie: But if I've needed her and she knows | need her, she’s always been there for
me. If I've ever gone up to her and I’'ve scared myself when I've self-harmed or I've
done something that bad that | don’t think | can handle it myself, | can always go up
to her and say ‘Look, this is what’s happened.’ Or if I’'ve wanted to phone my mum or
whatever, or I’ve needed her to get in touch with my mum, she’s always gone and
done what she’s, got the number or asked if | can phone her. It’s like with the plant
for my grandma and stuff, it were her who actually fought for me to get the plant

and stuff. (Interview, client, LSU)

The themes running throughout these responses are that staff are offering much emotional
support, but also they are being asked to do things for the clients, because the clients are not
allowed to do these things for themselves. | saw lots of staff being asked to do things such as
bring items, switch over the TV, telephone people, write something down, and these things
were due to the clients being unable to access a certain space or move between spaces.
Clients valued these gestures of assistance, but one of the main problems with this was that
staff had other demands on their time and may be seen to ‘put off’ the clients by saying they
would do something later. This is something | also saw regularly, which staff member lona

explains here:
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lona: They get you to do things either by being really nice or really horrible. But do
you not think that’s because of the way we set our role up? For a lot of those
women, because we’re the jailors, we’re inviting that ‘I want | want’ thing, because
we’re denying people it. Whereas if we put the responsibility on the women
themselves, [saying to them] ‘It’s your responsibility to manage your own cigarettes,’

whatever. We still dominate people. (Interview, qualified staff)

lona was commenting on the aspect of the staff role which often involves containing and
controlling the clients. Many of the staff mentioned this as a difficult part of their job,
balancing the two aspects of their role, therapy and containment, and how to do this. If
trust is an essential aspect of the therapeutic relationship as discussed in the literature, then
it is going to be very difficult to achieve when staff are accountable to the management as
well as clients. It seemed on Unit C that the requirements of management and clients were
necessarily conflicting, as management had a duty to control and contain clients.

Negative influences on the staff / client relationship

Most of the staff told me examples of good relationships with clients. They spoke about the
sense of achievement they experience when they can see ‘progress’ in a client (notions of
progress will be explored in Chapter Seven). However, they also talked about factors that

can damage the staff / client relationship.

When a client has less perceived cognitive ability, they can be considered to have less control
over their behaviour, and as needing more support. This is evidenced by the excerpt from

field notes here:

The staff member tells me that Tara has less cognitive ability than the others, so is
not as manipulative, which may be why the staff have more time for her.

(Fieldnotes, LSU)

Although Tara was someone who self-harmed severely, as she was considered to be less
‘able’ than others, she was sometimes treated with more regard and understanding than
other clients. This could be analysed in terms of power differentials on the ward; staff were
there to contain clients as well as support them to progress through the service. Clients who
were considered ‘manipulative’ were perceived to be resisting the rules intentionally
(Nathan et al., 2007). More about these struggles will be discussed in the next chapter which

is concerned with power and control on the secure unit.
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When a client is aggressive with a staff member, this can undermine their relationship,
especially when there is a situation where restraint or seclusion has to be used (see Chapter
Six for a discussion about organisational responses to aggression). When a client is
aggressive with a staff member who thinks that they have a good relationship, this can cause
feelings of failure and distress in staff members, as reported by Fish and Culshaw (2005).
Some staff can manage this aggression, by using humour and offering ‘face saving’
alternatives (see Duperouzel, 2008), as lona pointed out below, that humour and patience in

the face of aggression could enable relationships:

lona: One of the first things she said to me she came over, she said ‘lona’ - she
whispered this in my ear, she had a good look round first of all. She said in a very
menacing way, ‘There’s little voices in my head telling me to attack you.” And to
appear tough and not be intimidated because you do put this facade on just to
protect yourself, my reply was ‘(Name), this little voice is telling you to bugger off.”
And she laughed just like that. She laughed and that was the start of a really

interesting relationship.

lona went on to describe how her positive relationship with this client worked to reduce her

aggression, however this relationship was looked on with suspicion by other staff:

lona: My attitude towards her was very upbeat and very OK. | was never negative
towards her, if she couldn’t do something | didn’t say it in a negative way. And the
relationship was very different between them two [staff members] and her because
they’d had all the aggression and I’d never had aggression. We’d have a laugh to be
honest, we’d laugh and joke and | think there was an element of — what’s the
difference? [They thought that I] must be doing something for her that | shouldn’t be
doing. Because there’s that punitive role, they’d have a lot of animosity for her
because of all the battles they’d had with her. Their attitude towards her was very
different than mine, whereas I'd always had a very positive relationship with her.

(Female qualified staff)

lona’s comment shows that aggression arises in a relational context, and importantly, that a
positive staff/client relationship can work to reduce aggression. Other staff members were
suspicious of the relationship and assumed that lona was being unprofessional, showing that
staff/client relationships are subjected to regulation in the unit. As explained in the
descriptions of BPD earlier, this can be described as ‘splitting’ and perceived as a result of

pathology of the (female) client.
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Concepts of the client’s index offence (the reason why they were in a secure service) also
negatively affected relationships between clients and staff. Although some of the staff told
me that they tried not to read about a client’s past before spending time with them and
getting to know them, to avoid the offence being their first impression of the person
(Shattell et al., 2007), clients’ offences did feature in the minds of staff when they seem at

odds with the client’s demeanour, for example:

Dawn tells me that Jane is a very likeable person who is happy to go along with
things, however, she remains constantly wary of her because of her index offence
which was violent and serious. It's almost as though she thinks that Jane may

show her true colours at any time. (Fieldnotes)

If Dawn is ‘wary’ of the client in this case, this will affect her relationship with her. Trust in
inpatient settings is described as an essential basis for the therapeutic relationship, and
despite the literature mainly focussing on clients trusting staff, Langley and Klopper
(2005:30) define relationships as ‘feedback loops’, where the behaviour of each person
affects and is affected. They point out that only by being trusted can a person learn to trust

himself or herself.

When a client self-harms, this can also affect the therapeutic relationship (Fish &
Duperouzel, 2008). Here, Bella talked about becoming trusted more now that she has

stopped self-harming:

Bella: But | haven't done it for three weeks, which of very, very proud of myself. I'm
very proud of myself and so are the staff. And they're now starting to trust me they
are, because I've a little box, you know in craft, and the lady in art and crafts said
"don't look because I'm putting a ribbon on it", and | just looked up and | said, ‘Right |
can't have one, because | tied ligatures.” She said thanks for telling her — ‘I'll cut it
into pieces.’ So that's what | said, | am getting better Rebecca about telling them
about myself or why I'm doing things. But | do occasionally do it. (Interview, client,

Msu)

Bella described owning up to staff that she might tie a ligature if she was allowed a piece of
ribbon. She also described feeling more trusted because she had not self-harmed for three
weeks. This suggests that self-harming on the unit is seen as breaking the rules, and by self-

harming, Bella feels as though she might be letting the staff down.
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Many of the qualified staff would discuss problems with the relationship in terms of
attachment theory (Bowlby, 2005) and although this model seemed to provide a helpful way
for staff to come to terms with women’s current presentation, it did not seem to offer any
way of dealing with problems in the future. Adele discussed the way she thought about

attachment here:

Adele: You often hear staff say things like, ‘'Well, | gave her all the attention and then
at the end of the day she had an incident anyway', that sort of thing, 'What was that
all about?' And that's really a chance [for qualified staff] to explain 'Well that was
about the fact that she knew you were about to go home and didn't want to lose that
closeness. She was attached to you for that particular shift, had been following you
around all day, you'd been giving her loads of support, but she knew that you had to

go home and it was her way of saying 'l don't want you to go.’ (Interview, qualified

staff)

Although the use of attachment theory seems a positive step as it encouraged viewing the
woman’s behaviour in the context of their past experiences, it still meant that close
therapeutic relationships were framed as inherently problematic. Rather than looking to the
regime and power structures in the organisation (as | will discuss in the next chapter), or at
staff’'s own attachment patterns in a relational sense, the centre of analysis is again focussed

on the client.

The theme which runs through the concept of staff/client relationships in this study is trust.
Trust works both ways and is described as central to the therapeutic relationship. According
to Langley and Klopper (2005), essential conditions for the development of trust in a staff
member are availability, honesty and confidentiality, being able to listen and try to
understand, and helping the client to feel safe emotionally and physically. The clients in this
study felt that the need to be trusted was as important as being able to trust, as | will show

in the next chapter.

Opportunities for the staff/client relationship to be more one of friendship and mutual
support were being missed due to the power imbalance between staff and clients and
because positive relationships were considered to hold clients back in their rehabilitation.
This was recognised by staff as part of the contradictory requirements of care and control.
Within this type of relationship, there is likely to be a large imbalance of power, where

attempts to spend time with staff will seem like attention-seeking behaviour.
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Itis worthwhile noting that outside of professional jargon (such as ‘care plarn’, ‘person-
centred care’ etc.) staff did not use the word ‘care’ to describe their work or relationships
with clients (Morris, 1993; Potier, 1993; Walmsley, 1996). They used words such as
‘empathy’ and ‘support’, even ‘friendship’, which | would suggest reflects the nature of the
relationship and the type of work (Thomas, 1993). ‘Care’ was used by staff when talking
about physical aspects of nursing, for example when Monica talked about caring for people
with physical needs, and also when discussing how clients felt about one another, as | shall

show.

| did see many examples of good relationships between staff and clients, and lona’s
illustration shows that positive relationships can reduce aggressive behaviour. However, the
way female clients are described in the service as ‘manipulative’ (see also Chapter Six), and
conceptions of behaviour as related to the person rather than the context, may damage
these fragile relationships. This is likely to be exacerbated when staff are stressed and short
of time which was often the case on the wards when | was there. The concept of positive
relationships as holding clients back, as | will show in Chapter Six, is further damaging
(McMillan & Aiyegbusi, 2008). | would suggest more focus and regard to be placed on secure
or safe staff/client relationships, for them to be comprehended and described as a
‘supportive alliance’ and a base for future progression.

Family Relationships - ‘I’'m just thinking of her today’

Families provide much support for learning disabled people who live in the community; they
help with stressful times and can offer an extraordinary amount of assistance in daily life
(Goldberg et al., 2003; Roffman, 2000; Rolph et al., 2006; Tuffrey-Wijne et al., 2009). Good
family relationships are described as enhancing self-image and resilience and caring skills in
people (Knox & Bigby, 2007; Morrison & Cosden, 1997; Nunkoosing & John, 1997; Walmsley,
1993). Families were extremely important to the women on Unit C. When women talked
about their families, it was often in terms of looking forward to seeing them, worrying about
things happening to them, and wishing they could be with their families to help them in one

way or another.
Rebecca: So what do you not like about living here?

Sarah: Being away from your family, at Christmas time, locked away. What | do like
about it is when we have a home visit, that’s what | like about it, but what | don’t like

is when you’re just locked here at Christmas time and everything. (Interview, client,

MSU)

103



As found in other research projects, clients at Unit C often felt that they did not see their
family often enough (Goodwin, 1999; Wood et al., 2008) and this was described as
frustrating. This might be especially significant due to learning disabled people often living
at home with their families into their adult lives. Despite policy urging that people access
services as near to their families as possible (Reed, 1994), it seemed that some of the women

were far from home which was detrimental to their family visits:
Rebecca: What about the weekends?

Katrina: Crap. The only thing that’s good is that | see my mum. She comes all the
way from [town — about 2 hours’ drive away]. | go on home visits to try and save her

from driving.

Rebecca: Do you have to take staff with you?

Katrina: Yes two staff.

Rebecca: | imagine that’s quite hard to organise. Is it?

Katrina: | haven’t been on a home visit for a while. (Interview, client, LSU)

All except one of the women | spoke to received visits from their family or partner, and some
were allowed to visit home with the support of staff for the occasional weekend, with
frequency being dependent on Home Office approval. What they did at the visit depended
on the client’s guidelines, for example some families could take their member out to town or
to the Unit cafeteria. Most of the women told me however, that they mainly sat in the

visiting room to talk to their families, accompanied by a member of staff, for example:
Rebecca: Do your family come and see you?
Lorna: Yes, we just sit in this room and chat.
Rebecca: How long for?
Lorna: Two hours max.
Rebecca: And do you like it when they come?
Lorna: Yes.
Rebecca: How often do they come?
Lorna: Not often about once a month. (Interview, client, MSU)

Three of the women were worried about family members who were in ill health. They found

it distressing that they could not visit them:
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Bella: [My Mum is very ill and] she says she doesn’t want no birthday presents or
Christmas presents because she doesn’t know how long she’s going to be [alive], so |
said I’d get her a little cuddly teddy so she can have a teddy with her. I'm just
thinking of her today. It’s getting harder though because I’'m just waiting for the

phone call do you know what | mean? (Interview, client, LSU)

Despite these desires, it seemed clear that much of the violence and abuse in the women’s
pasts had come from family members, and staff naturally had to find a way to protect clients
from those people. Much of staff's discussion about families was negative, they seemed to

take on the role of mediator, for example:

Lorna has been writing a letter in her room. Candice tells me (with Lorna’s
agreement) that Lorna has been having some problems with her family and she
has been supporting her to write a letter to them telling them how she feels, and

making it known that she will not give them money any more. (Fieldnotes)

It was clear that staff in the service were supportive in maintaining family links, with phone
calls to family evident in the evenings and some discussion about both staff and clients’
families on the wards. Phone times were allocated to clients on the LSU and they could use
the telephone sited in the kitchen to make calls in the evening. In the MSU there was a
mobile phone which clients could take into their room. There was no discussion, however,
about how family were included in any meetings or consultation about the women’s care
and no reference to clients’ families in staff interviews (although | did not ask about this

specifically and this could have been related to confidentiality).

Clients spoke about how important family was to them, and families formed a fundamental
part of people’s conceptions about their future (see Chapter Seven for more on this). Even
though many people had negative relationships with some family members, they often
spoke about other family members as significant and their relationships with them as
positive.

Clients’ peer relationships - “We’ve managed to lean on each other’

Almost all of the research which mentions relationships on inpatient units focusses only on
the therapeutic relationship between staff and clients. Clients’ relationships with each other
are discussed occasionally within literature which explores client satisfaction with services
and papers which discuss the ‘ward milieu’. The reported significance of peer relationships
differs greatly in these accounts; Goffman (1961) in Asylums describes little solidarity and

support between clients, and Bressington (2011), for example, observed that peer support
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had very little to do with how satisfied clients were with their inpatient stay. Opposing views
come from the participants in Thomas et al’s (2002) study with psychiatric inpatients. They
reported that universally, peer-administered ‘therapy’ was the most beneficial aspect of
hospitalization, which usually took place in the smoke room away from staff. This sentiment
was similar to Howard et al’s (2001) study, again on a psychiatric ward, where participants
rated their satisfaction with opportunities to talk with other patients as greater than any
other aspect of their hospital experience. Support groups such as the Hearing Voices
Network are being established in England, where service users can describe their
experiences and understandings about their conditions in a supportive atmosphere

(Hornstein, 2013).

McWade (2014) found that relationships with peers in an English NHS ‘Arts for Mental
Health’ service were very important to service users. Her participants said that these
relationships enabled them to feel less isolated, and to realise that there were people with
whom they had some shared experiences and understanding with. They linked meaningful
relationships with feelings of joy and excitement, and pathways to recovery. According to
Wolfson et al (2009), clients with mental health conditions who are recovering are able to
help others and this should be encouraged by staff, however they also emphasise that peer
relationships are not always about support, people experiencing different conditions are

‘thrown together’ which can result in hostility, bullying and harassment.

The unit does have comprehensive policies that provide guidance on safeguarding vulnerable
people and supporting personal relationships. These make reference to and are a reflection
of national policy, however national guidance on safeguarding, such as the Department of
Health document No Secrets (Department of Health, 2000a) has been criticised for
emphasising the vulnerability of people rather than recognising and encouraging their
strengths and capabilities. Consequently, this can result in staff focussing on ‘protection’
rather than ‘choice’ (Braye et al., 2010), which is an issue in this thesis. Critically the call for
more appropriate policy that takes into account individual needs has been made (Dein &
Williams, 2008; Fyson & Kitson, 2010), and the issue of relationships on Unit C adds to the

discussion about the extent to which individual needs are taken into account.

Although | did see some supportive relationships between clients, by far the largest
interview theme relating to clients’ relationships with each other was conflict; people talking
about arguments and fights with others. When clients are forced to live in close proximity
with other clients who are not of their choosing, spending large parts of their day in their

company, this often causes problems. This was especially the case when clients were
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obliged to remain in the same physical area for surveillance reasons. Even though other
clients may not be designated to need this level of observation, due to staffing regulations,
they had to remain in the same spaces. When | was spending time on the LSU, two clients
who lived in the same flat were arguing after previously being good friends:
Teresa is having a cigarette outside and | am with her. Elaine comes through the
door and says, ‘Say anything about me and I'll smash your head in.’ Teresa's
bottom lip wobbles and she has a very sad face. [t is time for me to go, | ask
Teresa, ‘Will you be OK?' She replies, ‘No.’ | ask her, ‘Are you scared? She replies,
“Yes.” She goes inside and says she doesn't want her food. | ask her if she will eat
it if | stay and she agrees. The staff member gives me some background to this
exchange, she says that Elaine has lived alone for years and she is very outspoken
if she’s annoyed about something. Both women have been avoiding each other and
not eating because of this. They got on really well at first, they have similar ages,
similar interests. Teresa tells me it is because Elaine kept wanting the sweets that
Teresa’s husband had brought her. When she has gone, the staff member tells me
that she also thinks Elaine is jealous of the things that Teresa’s husband brings for
her. Although Elaine gets to go home and see her mum, she always has to take
something, her mum never gives Elaine anything. The staff have tried to explain
to her that everyone is different and has different amounts of stuff, but she hasn't

accepted it. (Fieldnotes, LSU)

Jealousy was attributed as the cause for many problems and was a recurring theme when

discussing clients’ arguments, as pointed out by staff member Stewart:

Stewart: The main thing again, is — and | keep repeating myself — the relationships,
90%, just to pluck a figure — of incidents on the ward are usually revolving around
high-expressed emotions of jealousy or things like that really. Someone’ll get a visit
which will annoy the other person because they haven’t had a visit for maybe two
weeks, or someone will get down and things like that really. Certainly the jealousy
between clients is big, certainly when you’re dealing with people with personality
disorders, they might seem to go out of their way to cause friction and light the touch
paper then retreat. They seem to enjoy someone else losing it because of what

they’ve said to wind them up. (Interview, staff member, qualified)
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Stewart attributed some of the jealousy on the unit to the behaviour of particular women
here, indicating that feelings of jealousy are not always unavoidable but brought about on
purpose. Annie, a client gave me an example of conflict which could be considered to be due

to jealousy, here:

Annie: And I'd been nagging and nagging and nagging for ages to go and get this
MP3 player, and Tilly knew | wanted this MP3 player, and my mum bought it with a
message that my (late) grandma apparently wrote to me saying goodbye and all this
sort of stuff. And she put mine and my grandma’s favourite song on this MP3 player.
And to cut a long story short it was in my bedroom and I'd hid it purposely because of
the way that she was, and she went in my bedroom and she hunted high and low for
my MP3 player, she smashed it to smithereens and then was singing the song at the

top of her voice on the corridor but doing it to the point where | could hear it.
Rebecca: How did she get in your room?

Annie: Because my door wasn’t locked at that time. And she went in, smashed it up
and put it on a chair so when | went in | could see jt. But no one had actually heard
Tilly turn round and say, ‘Ha I've smashed it up, she’s never going to remember her

grandma again.’
Rebecca: That'’s terrible, what happened?

Annie: | was basically devastated, | went to the night staff, threw it at the night staff
and said ‘Look what | have to put up with!” and they said, ‘Well you shouldn’t have

left it in your room you should have locked it up.” But it was two night staff that was
on that night that love Tilly to bits, they’ll go up to her hug her and hold her hands, if

she cuts up they look after her and make sure she’s alright. (Interview, client, LSU)

Annie suggested that Tilly was jealous of her MP3 player, but then she also implied that she
herself was jealous of Tilly’s relationships with the staff. This, along with my previous
observations suggests that there was conflict between them already and Tilly may have been
using the MP3 player as retaliation for what has happened previously. Annie was using the
MP3 player as a symbol of her continued relationship with her family, and as a way to
explain her behaviour in response to its destruction. The importance of material items as
symbols of relationship is described by Parrott (2005) who points out how these items can be
experienced as interpersonal connections with family and future. It seems that both staff

and clients used a rationale of ‘jealousy’ about relationships and material items as an
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accepted way to explain disputes which may have much more complex origins. These

explanations are unhelpful and generate further arguments.

Because of the amount of conflict between clients, many discussions about activities and
visits to different areas of the unit included concerns of compatibility. Problems arose when
two clients were seen to have had a long-term conflict and one of the clients had been
moved because of this. Often, time was spent deciding who could go where and with whom,
however it was often evident that women were living with other women that they clashed

with in some way, for example:

Adele: But in relation to [living on the unit], making people worse, | think there's
probably inevitably a sense that people who're distressed living with other people
who're distressed, it's not ideal is it really? Compatibility issues are huge aren't they
here? And in places like this, and | think because we're often at full capacity you have
people living together who, for all sorts of reasons, see each other, when they were
living together they see themselves in the other person and it's almost unbearable.

(Interview staff member, qualified)

Adele’s answer implies that conflicts between women were as a result of them seeing
‘themselves in the other person’. Research in the mental health field shows that people who
have similar issues are able to offer coping strategies and hope for the future to each other.
Itis interesting that Adele considered this to be a cause of problems, rather than contextual

issues on the wards such as the lack of privacy.

Despite the level of conflict between clients, there were many positive relationships being
played out on the ward. | saw evidence of clients helping and supporting each other,
cheering each other up and offering consolation in bad times. | also saw examples of clients
offering ways of coping to other clients, such as suggesting ways of thinking about the future

and family to keep them going, Annie pinpoints this in her statement:

Annie: We’ve managed to lean on each other and pick each other up and when one’s
down, the other one’s alright so whoever’s alright manages to pick the other person

up. (Interview, client, LSU)

| saw Marion and another client helping and reassuring each other often, during times of

distress for both of them. Here, she explains about their relationship in an interview:

Marion: We just sit and talk, (name) very very helpful, she’s very very good to me is
(name). She helps me put my necklaces on for me because | have problems getting
them on myself so she helps me. (Interview, client, LSU)
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When women were described (and described themselves) as ‘unwell’ it indicated that they
were going through a time of particular distress and might self-harm or act aggressively
towards staff or other clients. During these times it was common for them to turn to each

other for support. Kate told me about her relationship with an older woman on her flat:

Kate: I’'m not allowed to see my Mum. So we’ve got a nice lady on here called
(name). She’s um, she’s my mum. She says, ‘1’m your adoptive mother now,’ and she
looks after me in any way possible. Like before she said if | told her | was going to
self-harm, she’d go straight to the staff, she wouldn’t try and stop me, she’d just say
‘Look Kate don’t.” But if | was determined, she wouldn’t intervene but she’d go and

tell staff before | had chance to do it. So erm yes she’s good with me.
Rebecca: And what kind of things do you do together?

Kate: Oh we sit, we chat, we read magazines together, sometimes we watch films
together. We just do all sorts really, board games, colouring, all sorts we do

together. (Interview, client, LSU)

Kate describes a supportive relationship which is played out in terms of a mother/daughter
dynamic. The older client she describes as her ‘Mum’ used to self-harm but managed to stop,

and now she helps Kate by summoning staff when she feels like self-harming.

A number of clients pointed out to me that they were not encouraged to have close
relationships with other clients. Here, Helen explained that clients as well as staff could get

moved when a good relationship had been established:
Rebecca: What about another client, do you have a good friend here?

Helen: Not really, I’'ve been told not to get too close to people because you end up
losing them or something, or they end up getting moved or something like that. So
there’s no point having a relationship because they might get moved one day and

then you’ve lost that relationship.
Rebecca: So you’re trying your best not to get close to anyone?

Helen: Well | get close to them but there’s only a certain point now that will happen,
because it’s happened too many times before, I’'m getting on well with staff and they

get moved.

Rebecca: And how do you feel when they get moved?
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Helen: | think that it’s my fault but I’'ve been told it’s not my fault. (Interview, client,

MSU)

Although it seems as though Helen was repeating something she had been told often by
staff, that staff moves were not her fault, it seems that she still felt responsible for them.
Although it is not clear why staff were moved from working with Helen; as | show elsewhere
(Harker-Longton & Fish, 2002) it is extremely distressing for clients when people are moved
and relationships break down as a result. Client moves were also described as distressing by
some clients in this study. | saw two clients preparing to move wards and witnessed the
tears and sadness from other clients, as well as clients feeling upset and worried that others
seemed to be progressing but they themselves were not moving on. In this example, Annie

pointed out why she was not encouraged to meet up with another client after moving:

Annie: [we don’t meet up] because they said the relationship was getting too
personal for Jane, because she is, she is ill but she needed that 1:1 with me because
she knew | was the only person that she could trust, from day one I’d been there with
her, I’d been there when she were cutting up and [graphic descriptions of self-harm
incidents and expressions of distress]. | just used to sit there with her and none of the
staff would go anywhere near because they were too scared. I’'m like ‘No just let me
be with her I’'m alright.’ And she just used to come out and get hold of me, yes I’d lose
my rag with her I’d shout and scream at her and she’d just take it. But anyone else
did it she’d lose her rag with them. And it got to the point where we’d built up a
good relationship with her and we all worked really well with her and then everyone
turned on me then, they didn’t want her to know me. So then Jane started hurting
herself then because she felt sorry for me, so it’s all gone different. (Interview, client,

Lsv)

There are a number of things happening here. Annie said that she was told that her
relationship was getting ‘too personal’ with the other client, which may have been the case,
with Annie suggesting the client’s self-harm was because of her. However, Annie also
mentioned that the relationship was of benefit for some time previously. It is unclear why
the staff were discouraging this supportive relationship since the client had moved wards.

Annie told me that she had asked to see this client many times but this had not happened.

This discouragement is referred to in literature, Clements et al’s (1995) research in a learning
disability challenging behaviour service, for example, illustrates how services promote

independence and autonomy and devote very little attention to supportive relationships.
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They put this down to the elevation of ‘independent functioning’ (Clements et al., 1995:429)
as the most important goal of services, due to the style of care being focussed on

traditionally masculine values:

The goal is to help those who use services develop towards some notion of (lonely)
self sufficiency. Loneliness and the absence of friendship are often remarked upon.
Yet services do little to address this issue - how often do those who use services
exercise any control over something as basic as who they live with? (Clements et al.,

1995:428)

Clements et al further comment on the ideology within services, as the ‘individual as the
focus for change’ and point out the absence of focus on relationships and feelings in services
(Clements et al., 1995:429). Becker (1997:98) puts this down to the fact that ‘the
glorification of autonomous functioning has been achieved by excluding a sense of
relatedness from the pantheon of cultural values’ in society. She describes how
‘effectiveness and competence’ are valued and only achievable by individual action, that
women are socialised to define their identity based on relational experiences and this is then

pathologised due to the implicit connection of weakness with dependence.

Although clients’ relationships on Unit C were complex and it is impossible to make
judgements about them here, it does seem that more focus should be placed on
understanding and supporting relationships, rather than mainly treating them as negative.
In my time at the unit it seemed that whether or not supportive relationships were accepted
depended on staff’s judgement of the relationship. The organisation was making moves to
remedy the issues of conflict between clients; during my time on the unit ‘community

meetings’ were being introduced, as Adele described:

Adele: The staff support sessions on the women's flat for the medium secure unit is
not around one client, it's around all of them and the dynamics of them all living
together and how difficult that is, and it's basically about the psychological
treatment service supporting the staff that look after those five women together. It's
happening now on the LSU as well, there are staff support sessions over there for

various people. (Interview, qualified staff)

Although Adele was mainly focussing on staff support to enable women to live together, this
was a step in the right direction. Nevertheless, Adele was still framing clients’ relationships

with each other in a negative sense, as ‘difficult’.
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Despite all this negativity, Jackie had great things to say about the ‘care’ that women can

offer to each other, particularly in terms of being part of a group:

Jackie: [Women], they have a huge capacity to care for other people and each other
and so many want to work with animals, or older people or children. And | think
there's something about when you get them together as well and you empower them
and you give them a voice. So rather than competing with each other in a negative
way for what they feel is a scarce resource in terms of care, they can care about each
other and when that happens it's brilliant. They're really wise as well; they can give
each other sometimes really good advice. They can't always follow it themselves,
because they can't always see. And that's great because it's not relying necessarily on

the staff for all the advice, but it comes from within them. (Interview, qualified staff)

Jackie’s powerful words are advocating the encouragement of women as caring for each
other, rather than competing with each other. Despite the constant threat of conflict,
clients found ways to maintain supportive relationships and help each other by offering
coping strategies when they perceive they are needed, for example suggesting that the client
‘think of their family’ or ‘think about the future’. This is described by some researchers as
‘peer administered therapy’ as | have mentioned, which often takes place away from the
gaze of staff (Shattell et al., 2008; Thomas et al., 2002) and can be more beneficial to some
clients than any other intervention (Happell, 2008; Thomas et al., 2002). A significant theme
in the disability studies literature is one of ‘interdependence’, acknowledging that nobody is
fully independent and therefore this should not be an expectation (Carnaby, 1998; Garland-
Thomson, 2003; Lloyd, 2001; Reindal, 1999; Walmsley, 1993; White et al., 2010). The
importance of mutually supportive relationships within disability studies and the mental
health literature is clear and | would argue that this concept of interdependence should be

the way forward for everyone at Unit C.

Sexual Relationships - ‘They’re saying I'm vulnerable with men’
During analysis, | found that sexual relationships emerged as one of the most significant

themes. In Chapter Two | described some of the historical issues surrounding the control of
sexuality and learning disabled women, and indeed contemporary research has found that
learning disabled people are assumed to be uninterested in sexual relationships by their
carers (Heyman, 1995). They are often actively discouraged by family and staff from
embarking on relationships (Clements et al., 1995; Grieve et al., 2009; Rushbrooke et al.,
2014b). The attitudes of family and staff can be extremely influential (Healy et al., 2009),

which can result in people being excluded from support or education about sexuality
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(Abberley, 1987; Hollomotz, 2011; Rogers, 2009). When asked, learning disabled people
describe their intimate relationships as very important, allowing opportunities for increasing
self-esteem and independence as well as providing comfort and support (Lafferty et al.,
2013). Yet it was found in an interview study with support staff, that some service users
were assumed to be unable to understand them sufficiently due to their perceived ‘social
impairment’ (Yool et al., 2003), as also evidenced by Adele’s comment about relationships at

the beginning of this chapter. Heyman (1995) found that service users:

were actively discouraged from awarding themselves a licence to practice sexual
relationships. Their informal carers felt, variously, that the adult was not interested
in sexual relationships, not able to understand them, not capable of acting
responsibly, at risk of exploitation or a danger to other people (Heyman, 1995:195,

emphasis added).

Indeed as introduced in Chapter Two, Michelle McCarthy’s (1999) study found that women
described themselves as having very little choice or control over their sexual experiences,
and experiencing little or no enjoyment, and that participants who lived in long-stay
hospitals had the most negative experiences. These themes are also apparent in Barron’s
research in Sweden where it is suggested learning disabled women did not see themselves
as sexual beings largely because they considered themselves to be sexually ‘unavailable’
(Barron, 2002:69). Furthermore Barron explains this is a result of the women having
internalised views of themselves from others (parents and professionals), due to the fact
that there was much ‘time and effort spent on training women with learning difficulties to

behave in ways defined by others as proper and right for them to behave’ (Barron, 2002:59).

Learning disabled women, in particular those who live in inpatient services may encounter
negative and controlling attitudes towards their sexuality and any form of sexual expression
(Williams & Nind, 1999; Yool et al., 2003), with staff and families often regarding women’s
sexuality as a serious problem which needs to be managed. This ‘problem’ is ‘primarily
because the women (are) labelled as intellectually disabled.” (Johnson, 1998:65). These
stereotypes can feed into each other if it is assumed that learning disabled people become
sexually promiscuous and dangerous when their sexuality is awakened, and therefore must
be kept ‘innocent’ and asexual by seemingly protecting them and shielding them from
knowledge. Arguably, this type of protection can be harmful because it can lead to the belief
that sexual expression can either be ignored or must be suppressed (Hollomotz, 2011;

McCarthy, 1993).

114



These approaches to working with learning disabled people may reflect the historical,
distinctly gendered attitudes to their sexuality. As discussed in Chapter One, women labelled
‘mentally deficient’ were portrayed as a sexual problem in operationalising the Mental
Deficiency Act of 1913, and Walmsley (2000) argues that the regulation of sexuality was a
key motivating factor in the institutionalisation of women under this act, being framed as
either dangerous, oversexed beings or innocent children (Block, 2000; Carlson, 2001). In fact
Engwall (2004:78) claims ‘feeble-minded men were seen as problematic due to their
assumed tendency to turn into criminals’, but ‘feeble-minded women were threatening

society through their sexuality’.

Bjornsddttir and Traustadottir (2010) propose that such portrayal of learning disabled people
is due to the way disability intersects with other social factors such as gender and religion,
leading to oppression and exclusion. Importantly, however, they also point out that people
challenge and resist society’s disabling mechanisms and find a way to construct themselves
in an alternative way, as | shall argue here.

Sexuality, vulnerability and the locked ward

Hollomotz (2009) interviewed learning disabled people living in the community, and found
that women were often described as ‘vulnerable’ by their support staff. She critiques the
concept of vulnerability, because it focuses analysis of the origin of risk on the individual.
Indeed she argues individual vulnerability ‘assumes that a certain set of personal attributes
and low self-defence skills combined, create risk.” (Hollomotz, 2009: 109-110). Hollomotz
goes on to suggest that people need to have knowledge in order to make decisions about
sexual approaches and skills to resist unwanted ones. These skills include having knowledge
about sex and sexuality, vocabulary needed to report sexual violence, awareness of one’s
rights to resist sexual contact, and self-esteem needed to effectively resist an unwanted

sexual approach.

We begin to see that although elements of risk should be taken into account when
safeguarding is needed, it seems that the use of the concept of vulnerability as a
categorisation can result in greater regulation and less positive risk taking (c.f. Rushbrooke et

al., 2014b). For women incarcerated in secure units, the notion of vulnerability is mixed with
conceptions of dangerousness.

Johnson’s ethnographic study on a locked ward showed that sexuality as a woman was
talked about as problematic in relation to their impairment, what disability scholars would

call an impairment effect (Thomas, 1999). This then became a reason for exerting more

control over the women. Their sexuality ‘was therefore constructed as a problem related to
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their learning disability which could be dealt with by isolating them from contact with others,
containing their dangerousness and establishing strict measures of control over their
behaviour’ (Johnson, 1998:67). Two of the women in Johnson’s study were confined to the
locked ward in part because of their sexual activities with men in other services. In both
instances it was the woman whose behaviour was seen as ‘unacceptable’ and both were
removed from their previous residence to the locked ward (Johnson, 1998:66). Johnson
concludes from this evidence that women on the unit were considered to be sexually
‘dangerous’ (Johnson, 1998:66) and this encouraged staff to exert strict controls over their

behaviour.

The literature provides an overwhelming picture of how learning disabled women are not
expected to have sexual desires, and when they show signs of sexual awareness, they are
not given support or information to make choices. In other words, other people are
regulating their sexuality. This phenomenon seems to be exacerbated by the closed
institutional lifestyle on locked wards.

Experiences and effects of sexual violence

As | have mentioned, McCarthy (1999) notes the very high levels of sexual violence
experiences in learning disabled women, with 82% of her participants having experienced
sexual violence including sexual abuse as children. More than half of the clients |
interviewed disclosed experiences of abuse as children, or sexual violence as adults, even

though I did not question them directly about this, for example, Bonnie told me:

Bonnie: | mean me and my mum have never had a good relationship. From the age
of 2 till | was 8 I was in and out of care, then when | was 8 | had to give evidence
against my brother, my uncle, my dad and my next door neighbour in court, about

abusing me (Interview, client, LSU)

In her interview it seems Kate attributes her mental state that contributed to fire-setting to
the fact that she was abused as a child, and she pointed out the lasting damage that the

abuse had on her:

Kate: | was um, | was very very very disturbed (pause) because of all the sexual
abuse from my dad and that, | was really really, | was disturbed in the head, | guess
you could say | was a psycho back in them days. Because | actually set fire to my own
house, whilst a member of staff were upstairs and | didn’t even know [ done it

(Interview, client, LSU).
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Another service user, Ellie recalls the sexual violence she experienced in a home she lived in

previously. Here, she expresses just how much the experience affects her currently:

Ellie: It's still in my head at night . .. I've never talked to her about it because | was
too scared to tell anyone, but it's all coming in my mind and | want to get it off my

mind
Rebecca: Did you not feel like you could say 'no, | don't want you to do that to me'?

Ellie: He wouldn't let me, he went like that to my face in my bedroom [holds face

tight].
Rebecca: So is this why you're concerned about men now?

Ellie: Yeah. | won't even give my dad a hug because I'm too scared to hug anyone, but
I'm trying to build that confidence up between me and my dad to hug him, because |
used to hug dad before [this experience], but | won't hug him now. (Interview, client,

Lsv)

In my interview data there were a number of stories about sexual violence within services;
Ellie’s story concerned a staff member in a previous service, and other women described
sexual assaults from other clients, male and female, identifying that women are not always
safe when living in an inpatient service {(Mezey et al., 2005). For example, Kate also
experienced sexual violence when living in an inpatient service; here she describes

evocatively how she felt when she was raped in the grounds of that service:
Rebecca: Were you scared? Did you not scream?

Kate: Yes | did but | couldn’t move because in a way | was paralysed so | couldn’t
move but after it happened | come back, didn’t say anything for a couple of days and
staff knew sommat were up and they said ‘Has sommat happened?’ And | just burst

into tears and told them what happened.

Rebecca: Did you have to have a pregnancy test?

Kate: Yes | had to get pregnancy tested and then | had to go for um (long pause)
Rebecca: Did they take swabs?

Kate: Yes, swabs and internal examinations, swabs.

Rebecca: Oh you poor thing.
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Kate: The worst thing, the worst thing about it was, | was raped by a male in [service]
whilst I’'m supposed to be safe but it was my own fault because | did say | was [at
work] when | weren’t. But then when | went for my swab, there was a man doing it
because there was no female available. And they said ‘You can come back at a later
date if you want a female but chances are the evidence won’t be there so we need to
get it while it’s fresh.” So I just bit my tongue and let him get it. (Interview, service

user)

What this narrative explicitly tells us is that clients are not always safe even within services,
and police treatment of learning disabled women who have been raped can be inappropriate
and ill conceived (Petersilia, 2000). Worryingly, Kate felt that the incident was her ‘own

fault.’

Interviews with staff members indicate that staff did understand that women had
experienced sexual violence in their past, and many of them pointed out that they see the
challenging behaviour of the women in terms of past experiences of abuse. For example,

lona said:

lona: It was all so obvious when you sit and listen to people’s stories this is why
people behave this way, um some very light-bulb moments in my head. If you’ve
never experienced abuse, you’ve never experienced abuse. Not just abuse as a
woman but abuse as a vulnerable woman, no matter how gobby [outspoken)] and
confident they seem, they are all very very vuinerable. From very poor backgrounds a

lot of them, starved of support and love really. (Interview, qualified staff)

lona, a professional nurse who has worked with women for 25 years points out that women
have had bad experiences in their past, and less than ideal backgrounds. The way women are
described as ‘vulnerable’ as a result of this, however, can result in the focus being on the
woman and her personal history rather than her current circumstances (Hollomotz, 2011).
Regulated behaviour

Although the unit forbids sexual activity with the rationale that all spaces are public, my
observations established that intimate relationships were played out on the unit. Indeed
there were attempts to control the types of behaviour on the wards which are single sex, as

can be seen from my field notes:
On the (Perspex covered) noticeboard there is a typed A4 sheet named ‘Conduct
on the ward.’ It has a list of things that clients are allowed to do, for example

‘Clients can sit with one hand on another client’s knee. Clients can greet each
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other with a peck on the cheek.” The last item is ‘No swearing.’ When [ ask a
member of staff if they are able to have physical contact with others in the
privacy of their room, | am told that because it is a secure unit, all spaces are

classed as public, so this is not possible. (Fieldnotes)

Men and women were not allowed in each other’s living accommodation, they encountered
each other during day services, in the grounds, and sometimes during social activities in the
evening. In these spaces they were able to play pool, listen to music and buy snacks from a

vending machine. Staff concerns focussed on protecting women from mixing with men who
were offenders. For example Karen a qualified member of staff told me during an interview

that:

Karen: They’re just told that relationships are not allowed. They’re not allowed. But
again these women that say they’re going out with someone, they’re not told the
history or the index offence and it’s very difficult that because if they knew, then. . .
Mind you some of them if they knew anyway it wouldn’t make any difference
because that’s what they’ve grown up with isn’t it? And some of these women will
always end up with [that type of man] they will bless them, they will. Because that’s
all they know and they’re so vulnerable, they’re targeted aren’t they? (Interview,

qualified staff)

Karen’s comment reflects the popular discourse that some women tend to repeat patterns
from their past by choosing partners similar to those who have violated them (Marx et al.,
2005; Van der Kolk, 1989). She suggested that women are not able to make informed
decisions about prospective partners because they are not party to the same knowledge as
staff about the person’s offence. Jackie, however, another qualified member of staff

acknowledged the role of the organisation in this type of situation:

Jackie: But then there's also something about not putting them in the situations that
maybe re-enact situations that they've been in in the past in terms of abuse or being
at risk of men. Or perhaps in terms of their behaviour when they've become around

men that they put themselves at risk for all sorts of reasons. (Interview, qualified
staff)

Jackie’s narrative is particularly relevant to the discourse which is used around women and
vulnerability. She described women putting themselves at risk, ‘for all sorts of reasons’,

emphasising as Karen did, that women ultimately end up recreating abusive situations from
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the past by being attracted to the same sort of person in the present. After all this is what
some of them are most familiar with (Van der Kolk, 1989). Although this discourse points to
areas where therapy and education are needed, it is still situating the burden of

responsibility as within the victim (Warner, 1996).

The lack of information given to women about sexual relationships may be a symptom of the

lack of consideration given to women’s sexuality, as illustrated in my fieldnotes:
There was some discussion about the male clients and their medication, apparently
there have been complaints about medication ruining their ‘sex lives’. | enquire
whether they are allowed a sex life in the unit. The staff member says, Yes, with
themselves.! This causes me to think afterwards that | have heard talk about
men’s sexual needs, but no such talk about women. The lack of privacy offered to
certain women who are subjected to ‘special observations’, where staff members
have to watch them constantly in case they try to self-harm, should highlight
these concerns. (Fieldnotes)

Importantly, though the women were not considered as ‘needing’ sexual gratification, if they

did want to participate in sexual activity they were sometimes described as promiscuous:
Linda tells me about a client, who in the past has inserted items into her vagina.
She tells me that once, a long time ago, she was caught having sex with a male
sevvice user in the laundry room, they'd managed to initiate penetrative sex in the
very short time before the member of staff entered the room. Linda tells me that
the client is ‘very promiscuous’. (Fieldnotes)

These two examples suggest that sometimes women are not expected to want or need

sexual experiences, and those who show that they are interested in sex are at risk of being

seen as deviant (Johnson, 1998). The regulation of women'’s sexuality related to the
perceived risk posed by male offenders residing at the unit.

Resistance

It was very difficult for people to meet potential partners on Unit C. This was seen by the
women as very important, even in light of their abusive pasts. Although women who were
married were allowed visits from their partners (without privacy for sexual encounters
however). Clients were often unsure what behaviour was ‘allowed’ within sexual

relationships, or even the reasons why such behaviour was controlled. Despite this, there
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were many efforts to remain in contact with potential partners. For example, Helen told me

in an interview:

Helen: It is difficult, but there is someone that | like on the ward next door. But
because we’re not allowed to write, well someone said we’re allowed to write letters
and they sometimes say we’re not and that’s why it’s not got any further because we
don’t know where we stand - if we’re allowed to write letters or if we’re not. So we
need to talk to our case managers or our key workers and get it checked to see what

we’re allowed to do (Interview, client, MSU).

The service had decided to segregate some of the women and men based on individual risk
assessment due to an incident that happened prior to my fieldwork. Only certain people
were allowed to socialise on a ‘mixed’ basis. Women were not clear what was the reason for
this, and believed that it was because some people were having sex and this was somehow

‘dangerous’ for example as Kate told me:

Kate: Yes because if we’re on group, day services bring us back, day staff drop us off
and day services staff bring us back. But they’ve split the sessions haven’t they?
Strictly female, strictly male or mixed. And the ones that can’t be mixed, they’re
saying that on the way back we’re not allowed to talk to any of the lads or the lads
aren’t allowed to talk to any of the women on the way back and if we do try to say
hello, they sort of like separate us! And it’s not right, it shouldn’t be happening
because it makes us feel like we’ve done something wrong that we haven’t - it’s all
because of four different clients. All this has changed because of four clients having
sex in the toilets at the club, the poly tunnels in the gardens. This is all because of

four clients this. No-one else has done anything, it’s all because of them four clients.
Rebecca: Is that what happened?

Kate: Yes it is because of four clients. One set were boyfriend and girlfriend and the
other set were boyfriend and girlfriend and um, they were basically going into the
club toilets whenever they could having sex or the poly tunnels whenever they could
and they got caught on all the occasions. And it was actually the Valentine’s party
that got cancelled first because of it. The staff felt it wasn’t enough time to
safequard everybody because the party only got cancelled three days before it was
due to start. So there weren’t enough time to figure out who was dangerous and
who weren’t. So they had to stop it completely. And | did see him for a couple of

weeks after that at the club, and then it just went.
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Rebecca: Can you write letters to each other?

Kate: Yes but we don’t really like doing that because it’s not right. We shouldn’t have
to just write letters we should be able to see each other. And he’s getting upset

about it, I’'m getting upset about it [sigh]. (Interview, client, LSU)

Clearly men and women were being segregated based on the actions of others, however
many of the women did not know the reasons for this segregation and specifically pointed

this out as not equating to community life, as shown here:
Rebecca: Would you prefer it if there was men there?

Teresa: Yes. It’s not normal though is it? Just women, you wouldn’t have that in the
community would you? How are you supposed to get to the community when they’re

doing this?

Rebecca: Why do you think they’re doing it?

Teresa: | don’t know. It’s not normal life that.

Rebecca: No, and what about the club, would you go if there was men there?

Teresa: Yes, some, there’s mixed sessions and there’s all female sessions and there’s
all male sessions. But that’s not normal life, just females is it? (Interview, service

user)

Teresa had a clear idea about what ‘normal life’ was like. By equating sex segregation with
incarceration, Teresa felt that the rule was punitive. Despite this type of regulation on the
unit, still women managed to establish relationships with potential partners as Katrina told

me:
Rebecca: OK, | know you’ve got a boyfriend here, how often do you get to see him?

Katrina: Every other Thursday, at the canteen. We're engaged. [shows me her
engagement ring]. He gave it me last Thursday. He said will | marry him and | said

yes.
Rebecca: When are you going to get married?
Katrina: When we get out of here. (Interview, client, LSU)

Rather than having to rely on the club to see her boyfriend, Katrina was able to see him at
the canteen, but this situation was dependent on staffing. It seems that the regulations

were being interpreted in different ways depending on the individual, for example despite
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people being told they should not have physical contact, they found ways, as Lorna (MSU)

said in an interview, ‘We’re not meant to hold hands but | do hold hands with him.’

I also found that if the rules were broken expulsion from some placements of residency was
often a result (Johnson, 1998). Kate for example, had been sexually active at a previous unit,
but was then moved to another unit. She was particularly distressed that she was the one
who had to move. Kate clearly highlights in an interview that she would still like to be able to
have a sexual relationship with her current boyfriend but their contact has been recently

reduced due to the segregation:
Rebecca: You can’t have sexual intercourse here then?
Kate: No we’re not allowed, it’s one of the hospital rules.
Rebecca: What do you think about that?
Kate: Well it would be alright if we were allowed at least once a month (laugh).
Rebecca: do you have a boyfriend or.. here?
Kate: Yes, yes.
Rebecca: Do you ever get to see him?

Kate: No not at the minute because um, | used to see him all the time at the club you

know before it got changed. Me and him were a bit cheesed off to tell you the truth.
Rebecca: | can imagine.

Kate: Because they’re saying I'm vulnerable with men but what we did is we spoke to
[staff] who runs the club, and we said to [staff], ‘Has there ever been a problem with
us being sat together and talking and that?’ and she said, ‘No, but I’ll have to admit
this to you,’ and | said, ‘What?’ She said ‘I've been told to watch you especially,” and |
said ‘Why’ and she said ‘Because of your vulnerability.” So she says ‘I've been

keeping an eye on you over any of the other clients.’
Rebecca: And how do you feel about that?

Kate: It made me feel better actually knowing that she could truly say that there was
nothing happening because she had been watching me, and knowing that if
something had happened she would have reported it straight away and separated
us. But I spoke to [psychiatrist] and I’'ve asked him to make me go to mixed clubs

because my fella’s leaving in August and he’s really upset, he were crying the other
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day because he can’t see me often. And it upsets me to see him crying. (Interview,

client, LSU)

It is clear from these narratives that when women are perceived as specifically vulnerable,

they invoke a need to be ‘watched’ and protected (Hollomotz, 2009, 2011).

Kate’s account shows that relationships on the wards can cause problems, in particular when
people are due to move to other services or out into the community. In an interview with
Louise, she suggests that certain relationships can cause problems for the day-to-day running
of the wards, largely to the fact that she kept running away. When | asked her why she ran
away and if it was to see her boyfriend, she replied saying, ‘No. Because he upset me that
much I didn’t know how to cope with it’. This shows that she wanted support, as Louise’s
repeated absconding was related to her relationship with her boyfriend at the time. Perhaps
women are not requesting help and support because sexual relationships are prohibited and
therefore dialogue on this subject is hindered. | argue that this issue is an illustration of the
paternalism of services which has wide-reaching consequences (McConkey & Ryan, 2001).
Same sex relationships

Some of the clients had previously had sexual relationships with women. Despite the fact
that there was a popular lesbian, gay, bisexual and transsexual (LGBT) support group and
club at the unit, it seemed that more support and guidance for some of the women was
needed. This is evidenced in my interview with Lorna when she told me that her girlfriend

had just finished with her and that now she was going out with a man. She went onto say:
Lorna: It’s complicated | know, staff find it complicated too.
Rebecca: Might you have a girlfriend in the future?

Lorna: No, | don’t want another girlfriend, I’'ve been there, done that, worn the tee-
shirt and never going back. Staying with lads now. They’re not as difficult, but

saying that they are.

Rebecca: So you had a girlfriend at your last hospital and one at this hospital but

you’ve finished with girls now?
Lorna: Yes | won’t have anything else to do with them.
Rebecca: Have you spoken to your therapist about this?

Lorna: Yes she’s talked to me about it but she’s said she’s not the right person to deal
with that so she’ll transfer me to another therapist because she couldn’t deal with

the things that | was talking about. (Interview, service user)
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Lorna’s experience illustrates the potential consequences of disclosing issues of a sexual
nature; her bisexuality was treated as a specialist issue which required treatment by a

particular therapist.

Andie told me that she was unsure about her sexuality, but her questioning was treated as

disgusting by other clients as we can see here:

Andie: | didn’t want to tell my friends in case I’'m a freak, kind of way and that’s why |
didn’t tell them last night I said ‘I don’t fancy lads.” A girl went ‘Ew!” and | said

‘What? It’s nature. Different. Some lads are gay in here.’

Rebecca: Do you know there is a gay and lesbian (LGBT) club? Have you been offered

to go to that?
Andie: I’'ve been asked for it but staff here think it’s not appropriate.
Rebecca: Not appropriate?

Andie: I’d like to go and talk to them and see what it’s like being gay. It helps me
because when I get out this hospital and go back to (home) and see a pretty girl. In
my head | go ‘Oh, she’s pretty.” And | go up to her and go ‘Wait a second, | need help

and get some support’ and go over and speak for the future, that’s what | say.

Rebecca: Well perhaps you need some support with that, you need to talk to

somebody about that. | mean why do you think the staff aren’t letting you go?
Andie: Because I’m too young, because I’m only nineteen.
Rebecca: Yes but you’re above the age of consent.

Andie: I’m 20 this year | think I'll be honest, | am gay, kind of thing but | do need

some help with it. (Interview, client, LSU)

In Andie’s interview, a call for support was the main issue. Andie had been delayed from
joining the LGBT group at the unit, which she was told was due to her being ‘too young’ but

legally this is not the case.

Literature suggests that learning disabled women have little knowledge of same sex
relationships due to the lack of information, role models and sex education, and some have
very strong negative views about homosexuality (Burns & Davies, 2011; Hollomotz, 2011).
Although my research shows that some women are interested in exploring their sexual
identity, this was sometimes avoided by staff. This reflects staff attitudes similar to Yool et

al.’s study which found that secure service staff did not think it was appropriate to discuss
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homosexuality with service users (Yool et al., 2003). Staff members sometimes framed their
concerns about gay relationships for the women as symptomatic of their past experiences,

or again in terms of vulnerability, for example Adele a qualified staff member told me:

Adele: Some [women] have either chosen - not chosen to be gay - but decided that
being gay is safer, that perhaps they weren't pre-disposed from an early age to be
gay, but through circumstances have felt that it's safer to be with another woman
and then there's others I think are just naturally and would have been gay no matter
what. . . but then we get issues with vulnerability, like we've two women at the
moment on the same ward who've been having a relationship, but one's more
predatory than the other, so there's been a duty to keep the other one safe, so we've
had to say 'no, you can't sit together', which sounds really punitive, but it's to keep

one of them safe. (Interview, qualified staff)

Some staff seemed to discuss clients and their sexuality using this ‘predatory/vulnerable’
binary, possibly due to the common discourse around sexuality on the unit and its focus on
risk. This has similarities with research focussing on teenage sexuality, for example Elliott
(2010) who talks about the risks perceived by parents when their son or daughter embarks
on a sexual relationship. The emphasis in these narratives about all client/client relationships
on Unit C was that of protection from risk (Hollomotz, 2013), and the problems that
relationships can cause when one of the parties keeps getting hurt or manipulated. It was
unclear whether staff were encouraging self-defence skills and healthy decision-making in
the women or if it was simply controlling behaviour (L6fgren-Martenson, 2004; McCarthy,
1998a). Gwen Adshead recommends that secure service give more consideration to this

issue:

What is not explored sufficiently in forensic [secure] settings is the meaning of
‘normal’ sexual relationships for people who have experienced considerable
childhood trauma and deprivation, and who are detained in long-term residential

settings that are both custodial and therapeutic (Adshead, 2004:83).

Two of the women in my study did not convey interest in sexual relationships, giving their
negative past experiences as reasons. However, contrary to some research about learning
disabled women (such as Fitzgerald & Withers, 2011; McCarthy, 1993), the remainder of the
service user participants did want a sexual relationship. They wanted this despite the sexual
abuse and violence in their pasts. In the face of the high levels of regulation they were

subjected to, the women found a way to experience these intimate relationships in any way
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they could. As Carol Thomas explains, disabled people, like all people are both determined

and determining (Thomas, 1999).

What is encouraging about my research is that women are managing to find ways to express
themselves sexually, even though sexual relationships are regulated by the service.
Individual staff ‘allow’ some sexual expression in controlled ways (see also Christian et al.,
2001), and policies and guidelines are individualised depending on risk factors. A reassuring
point is that staff recognise the past experiences of the women as contributing to their
challenging behaviour, rather than related to personality or impairments. A potential
drawback to this, however is that these experiences understandably elicit feelings of
protection in staff (Hollomotz, 2013), who become concerned about the balance between

positive risk-taking and protection.

| would argue again that this entrapment that women are experiencing is due to them being
situated at the intersection of learning disability and gender, where issues of protection and
paternalism proliferate (Bjornsdottir & Traustadéttir, 2010). In addition to this are notions of
female deviance, where offending is attributed to victimisation (Adshead, 2011). Ultimately,

this can work against women'’s chances of resilience. Nevertheless, as Bernert points out:

Equality and protection do not have to be an either/or priority if they are
approached as an integrated process to enhance the sexual health and development

of women with intellectual disabilities (Bernert, 2011:140)

I have shown that the ability to have sexual relationships is important to learning disabled
women who live on a locked ward. Because women tend to stay in this kind of service for
long periods of time, this issue should raise questions for services, such as how to balance
protection and risk? Rogers (2009) throws light on the dilemma between protection and
freedom from the point of view of the mother of a young learning disabled woman and it is
through her auto-ethnographic account that we can see that issues of consent and self-

defence become paramount:

... we are forced into thinking about who has the right (and abilities) to be sexually
and intimately active, to mother, and ultimately to make decisions about their own
body. These cases underline the need to understand intimacy, sexuality and learning

disability in the transition to adulthood in everyday life (Rogers, 2009:273).

Conclusion
The relationships of women in my research were highly regulated. The concept of

‘vulnerability’ was a key part of this regulation, and from the stories about women which
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came out of the interviews, vulnerability was considered to be mainly a part of the woman,
whether due to her impairment or history, rather than directly connected to the presence of
male offenders at the unit. Stories of sexual violence and child abuse were very common
with half of all interviewed clients disclosing such experiences, without being prompted.
Some staff proposed that women have issues with repeating patterns of abuse, indicating
that support and therapy should address this concern. Despite these experiences of abuse,
and the potential problems of extra regulation related to the presence of male offenders,
and in accordance with Mezey et al. (2005), the majority of the women did not want to be

segregated from the men socially.

Throughout this chapter, it becomes clear that the value and importance of relationships on
Unit C is misrecognised. This is a phenomenon described in the literature as ‘promoting
independence’ (Burns, 1993:104), and some authors claim concepts of independence
proliferate because services are built on ‘masculine’ principles of self-sufficiency (Burns,
1993; Clements et al., 1995; Powell, 2001), whereas others suggest this is due to neoliberal
policy making where premium is placed on individuals having freedom and choice (Hannah-

Moffat, 2000; Kendall, 2004; Pollack & Kendall, 2005).

| would argue that all of these things come into play here. We have seen how the unit was
set up mainly with men in mind, and how women staff had to argue for women-only spaces
to be created. The discourse or predation and vulnerability, mainly due to the presence of
men on the unit, instils feelings of protection and paternalism in staff, which in turn may
encourage regulation of relationships between residents. Also, the focus of ‘independence’
in policy for learning disabled people is a constant presence (Department of Health, 2001}, as
is the legacy of discourse surrounding institutionalised people, which presupposes people as
at risk of relying on the institution (McWade, 2014) — these factors can result in positive

relationships being treated with ambivalence.

One thing that was noticeable to me was the lack of family involvement in the service.
Learning disabled people usually live with their families into adulthood, with their family
providing their main system of support (Walmsley, 1996). However, this was not particularly
evident here. | think the reason for this could be due to all the knowledge about negative
family experiences and how it did not leave very much space for positive discussion. One of
the staff roles seemed to be protecting clients from these negative relationships. From
spending time with the clients, | became aware that even though they had experienced bad

things at the hands of their family members, there was usually at least one person from their
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past with whom they retained a good relationship. It seems that efforts could be made to

increase involvement and encourage positive links with families and friends.

Forcing clients who are experiencing different levels of distress to live together in close
conditions, may result in conflict and challenging behaviour, which can be described as
effected by interpersonal influences (Clements et al., 1995). |did see evidence of much
conflict and aggression between clients, which superficially seemed to be about material
items or family visits but was likely to reflect deeper issues. Clients described having their
belongings damaged or stolen, as well as attacking and being attacked, physically and
verbally, sometimes by name calling or threatening of family members. Issues of
confidentiality sometimes provoked conflict, when clients considered other clients to be
gossiping about them, which was also described to be an issue in Koller and Hantikainen’s
(2002) study. A great deal of staff time was taken up by dealing with these conflicts, and

finding ways to avoid contact between seemingly incompatible people.

These relationships were often not encouraged by staff or could even be discounted by
them; staff might perceive them to be ‘too personal’, because of the issue of services
promoting independence and autonomy (Clements et al., 1995; Shattell et al., 2008; Thomas
et al., 2002), and as | mentioned in Chapter Two, staff can feel that ‘they know best’ about
such relationships (Scior, 2003). This was not helpful and many clients would have liked
their relationships to be encouraged and valued, even when one of the clients had moved
on. My argument is that rather than constructing relationships as negative, it is possible to

acknowledge difficulties and work towards supporting and encouraging them.

A key point in my argument is about staff/client relationships. lona showed how a good
therapeutic relationship can reduce or eliminate challenging behaviour, yet her behaviour
was disapproved of by other staff who assumed she was giving the client special treatment.
Powell (2001) argues that women who end up in secure care have a fundamental need for
therapy and empowerment rather than containment and security, and claims that the
treatment regime they are subjected to is based on a masculine model of secure services
due to men being the majority group. As | have argued, this prevailing principle of

masculinity is directly related to the expectation of independence.

Instead of promoting interdependence as | have recommended, | argue that the institution
produces dependence. The next chapter looks at institutional practices examining how

these maintain dependence and power imbalances, and indeed damage relationships.
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Chapter Six - Power, subjectification and the therapeutic
relationship

(1)t feels as if there is a ‘boss’, and disabled people with the learning difficulties label

are taught to respect and trust professionals and staff because they are the ‘boss’
(Simone Aspis, 1999:177)

They don’t come to your house do they and sit and watch you?
I’ve no privacy and that’s difficult.

It’s frustrating for me, you wouldn’t like it.

I've had to lock myself up somewhere before now,

because everywhere | go there’s staff.
{‘Catherine’ in Harker-Longton and Fish, 2002:145)

Well if you do naughty things they lock you in the side room for about a
couple of days. Ah, they’d take your clothes away and you just had your nightdress on.
But they’d let you out if you wanted to go to the toilet; they’d let you out then.

Then they’d lock the door . . . but you can’t come out, not until they tell you.
(‘Shirley’ in Phillips, 2007:513)

This chapter explores how ‘difficult’ and rule breaking behaviour is dealt with at Unit C. Staff
have a number of ways to discourage and deal with risky or dangerous behaviour, such as
the use of ‘special observation’, removal of belongings, and physical intervention for those
considered at risk of self-harm. In addition, emergency medication®, physical intervention
and seclusion are used to deal with aggression. Here, | will explore these overt strategies for
control, questioning how their use shapes the therapeutic relationship and the progression
of women through the service. | will also describe more covert strategies for control, such as
the control of information and the response to self-harm. This chapter will show that,
although the organisation uses the methods described by Foucault and Goffman to
encourage self-governance, this is not a goal which is achieved in the short-term due to the

contradictions inherent in its implementation (Holmes, 2002).

‘Difficult” women?
The women at Unit C are dependent on the staff for many aspects of life, safety and

reassurance, privileges and access to family, information about rules and notions of

* This would be ‘as required’ or ‘PRN’ — ‘Pro re Nata’ medication, given as a pill or under certain
circumstances, a forced injection — usually benzodiazepine or antipsychotics.
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progression, as well as more practical things such as movement through spaces within the
unit. This dependence allows the staff to exert control over the women’s behaviours and
influences the imbalance of power on the Unit. This imbalance of power is most salient
when clients are subject to behavioural interventions. Much of the discourse about women
when it comes to behavioural management, points to women as “difficult’ (Breeze & Repper,

1998; Williams et al., 2001), a reputation which precedes them, as | will show.

The assumption on Unit C is that women arrive at the unit in crisis or extreme distress,
displaying behaviours that are considered to be in need of assessment and management.
These behaviours may have been figured as causing the breakdown of their previous
placement, or having been triggered by the move. Women are often placed in seclusion or
on an ‘observation level’ as soon as they arrive, and staff say this is so they can assess the
woman’s needs. The aim, as articulated in an interview by qualified staff Adele, is to ‘contain
difficult behaviours’ whilst supporting people to ‘learn different ways of behaving in
situations’. However, as Becker testifies, ‘Surely, nothing distances [staff] so thoroughly

from clients as the consideration of their ‘management’ (Becker, 1997:140).

Special observations
At Unit C, Clients who were deemed at risk of serious self-harm or suicidal behaviour, were

‘put on a level’, which meant they had to be watched at all times by staff. ‘Level 3’ or ‘level
4’ were the most extreme levels, meaning they had to be within eyesight or within arm’s
reach of staff at all times, respectively. However both staff and clients pointed out that
people were placed on a level after an incident of self-harm, which was too late. Dawn, a

qualified staff had strong opinions about special observations:

Dawn: Special observation - | don’t agree with it, | don’t think it has a purpose. |
think it does if people are suicidal. | think if people are suicidal at that point | think
that it does have a purpose, because it has to be a short term thing. | don’t think it
has a purpose within self-harm because people are generally put on them once
they’ve self-harmed which is neither use nor ornament! Too late. (Interview,

qualified staff, LSU)

All of the women | spoke to pointed out that they did not like special observations. They felt
that their privacy was being violated, feeling unable, for example, to go to the toilet when

being watched:

Marion: | don’t like it because they have to watch you having a bath and I don’t like

anybody seeing me undressed. | get embarrassed, | get really, really embarrassed
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and shown up. And they watch you when you go to the toilet and all that. | hate it, |
really do! | feel like a murderer or something. | feel like they think I’'m going to

commit a crime. (Interview, client, LSU)

Marion points out that this coercive strategy makes her feel subjected to custodial
supervision as in a prison. Much like the prison system described by Foucault (Foucault,
1979), the Panopticon, a prison arrangement where the warder is able to see large numbers
of inmates at one time, but they cannot see the warder, or indeed know whether s/he is
present - surveillance was being used here to make sure that clients behaved in a way staff

wanted.

Barron (2002:76) demonstrates ‘the close link between dependence (of assistance and
support) and control’ in her study of older learning disabled women who had moved out of
institutions; she concludes that the women had been extensively subjected to others’ views
or criticisms about their behaviour from an early age. The motivation behind this critique
had been to train and correct, resulting in the women adopting ‘subservient positions’,
behaving as expected by staff and not challenging them. Yates suggests that this compliance
arises because of the fundamental and tacit assumption of the service that staff are more
able than service users, and thus are able to guide them and encourage ‘valued’ behaviours:
‘Valued behaviours are commended; nonvalued behaviours, if not exactly punished, must be
seen by the service user to be associated with undesired outcomes’ (Yates, 2005:233). Yates
describes how services use a range of tactics to do this, including record keeping, the
inculcation of bodily disciplines, surveillance and more or less persuasive techniques for

eliciting compliance. She observes:

Foucault (1982:212) draws attention to two senses of the word subject: subject to
someone else by control and dependence, and subject to oneself by conscience or
self-knowledge. Supported living, it might be said, aims for the transformation of
the first mode of subjection into the second, that is, for the transformation of
‘subjection’ into ‘subjectification.” The process is fraught. Subjectification cultivates
sweet reasonableness in the service user. Often this doesn’t work. If reason fails
then rules must follow, which can only appear arbitrary to the unreasonable subject.
Power meets resistance. Processes of subjectification are fields of struggle, self

against self, self against others, and others against self. (Yates, 2005:238)

As | have reported elsewhere, clients felt that they should be allowed to use self-harm if they

needed to (Duperouzel & Fish, 2010) as they were not hurting anyone but themselves.
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Clients in this study agreed, Sarah, for example, told me she disliked being watched so much

that it caused a further incident:

Sarah: I didn’t like it. | really didn’t like people watching me on the toilet, watching
me get dressed. | just didn't like it, | said ‘Get away from the door, | don’t want you
watching me’, it put me off. | couldn’t sleep because they were there, [I’'ve] been on
a level 4 as well and in your room. | can’t sleep with them watching me. It puts me
off sleeping, if someone’s there watching you. [Even] on the toilet, | didn’t like it. |

said ‘Get out of the room, | don’t want you standing there’ It put me off.
Rebecca: Did it make you more angry?

Sarah: Yes, then | trashed my room, chucked my TV and my digibox went with it,
smashed it up. | said ‘You’re watching me’ I said, ‘You piss me off’ so | went like that
and | whizzed it and it broke. But | regretted it after because I had no telly to watch.

(Interview, client, MSU)

At times of distress, when women are placed on special observations, the intrusion of staff
into their most private spaces makes them extremely angry; they will often harm themselves
or damage their own precious items (Powell, 2001). Breaking important personal
possessions seemed to be quite common in times of anger and frustration. Staff also felt
uncomfortable about the use of special observations, yet the dilemma of whether to watch

or to leave alone was not one that the support staff could make.

Monica points out here that engaging with the women at times like these can ensure that no

further harm is done:

Monica: [Special observations] should be for as short a time as possible in response
to a crisis and that's all. And they should be reduced back down as quickly. So if
there's a crisis of self-harm, or if there's an attempted suicide or acute mental illness
the support should be increased and then rapidly decreased, but sensibly decreased.
And it should be used to engage with the client, not to sit with your feet up reading
the paper and ignoring them. Because generally if they're on a high level of
observation because they feel pretty crap, and then if you sit and you're mad that
you're doing it, they're going to pick up on that and feel even crapper. And I've
always said to people, 'If you're doing the one-to-one, you're with that person
anyway, so why not play a board game, or If you're reading the paper read it with
them. Do the crossword together, take them for a walk? If it's a woman, do her hair,

if it's a man, even if you're sat watching footy, sit and watch it with him'. And use it
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to engage and talk to them because if they're going to talk and trust you they're
likely to feel better quicker and be off the enhanced supervision. So that would be my

gold standard. (Interview, qualified staff, LSU)

Monica’s views were supported by clients and most staff. When asked how the system
should be changed, there was agreement between both groups that staff should use the

time for being engaged with the woman and helping her to talk about her problems.

Rebecca: So if you have to be on a level and you understand why, because you might
self-harm, what’s the best way that staff can do it, what can they do to make it

better for you?
Marion: Just to sit down together and listen to my problems. (Interview, client, LSU)

There was, however, some debate about this engagement, as some people were worried
that positive experiences of special observation may cause women to deliberately self-harm

as a way of getting some one-to-one time with staff:

Adele: But the difficulty is that it's reinforcing, so you have to be really clear about
the contingencies so you want to proactively offer. You want the client to ask for it.
Once they ask for it they can get it in a proactive way before they've done something
and that's when it works best, rather than getting it and feeling dependent on it.

(Interview, qualified staff)

in this excerpt, Adele picked up on the fact that special observations should be done
proactively, and women should get to the point where they ask for enhanced support before
self-harming. One member of staff told me that she was requested not to engage with a
secluded client, as it was considered to be ‘reinforcing’ — despite the client wanting to talk at

this point. This point was confirmed by Adele’s concerns about behavioural reinforcement.

The women had ideas about how being ‘on a level’ could be made less intrusive, and these
were about staff bending the rules a little bit, for example just being there and not looking
directly at the woman when she is on the toilet, or allowing the woman to go to the toilet in

privacy:

Reenie: Um, well some staff, when | go to the toilet they will stand outside the
door and just put their leg at the door, which | don’t mind that. It’s when they’re
standing at the toilet door with the door wide open [l don’t like]. No, some staff

close the door and just put their foot there and talk to me. (Interview, client, LSU)
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Annie: | get embarrassed with going to the bathroom, | don’t like going to the
bathroom in front of people. So they will say to me, if I’'m unsettled then she
says, ‘No way,” she doesn’t let me, but if I’'ve been settled I’ll say ‘Look | want to
go to the toilet, but give me two minutes and I’ll be straight back out’. If I’'m not
out within that two minutes she comes in. If I've done something I've got no leg
to stand on | can’t argue the toss because I’'ve betrayed that trust. (Interview,

client, LSU)

Reenie pointed out that staff can interpret the policy flexibly and in different ways, some are
able to be more discreet than others. Annie equated this flexibility with ‘trust’, in that the
staff member was bending the rules but expecting that Annie would not expose this by self-
harming. As seen in the previous chapter, trust is an important dimension of the staff/client
relationship and works two ways. Being trusted can result in flexibility of rules, however
there are consequences. If someone is trusted, then there are expectations about their

behaviour, and if trust is broken, this can turn into blame, as Jackie described here:

Jackie: So it's such an interesting issue, special observations, and | can completely see
why the staff get resentful sitting outside somebody's room and doing that for ages
and watching them on the toilet, and women getting really cross and losing their
privacy and their dignity, and [staff think] 'Well if you weren't doing this then we
wouldn't have to be doing this.” And then it gets a bit of a punitive aspect to it.

(Interview, qualified staff)

It is evident from Jackie’s reflection that the expectation is for clients to ‘self-direct’ as
Goffman observed, and the use of observation is the way of driving this. Furthermore, the
use of observation may be blamed on the client, as though it is a natural consequence of

failing to self-direct.

The use of special observations has been criticised widely in the literature relating to
psychiatric services. Horsfall and Cleary (2000) describe how the use of observation is
ineffective (see also Harker-Longton & Fish, 2002) and is linked to the traditional medical
hierarchy of power relations, in other words it becomes another act that is ‘done to’ people.
Some researchers criticise the lack of emphasis on engagement during observation and
argue that if the staff are actively engaged with the client, then the person cannot fail to be
observed (Cutcliffe and Barker, 2002) — a point also made by my participants. It could be

argued that this power issue can be ameliorated by staff using flexibility and discretion, and
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by engaging with the client in a positive way, although this can not completely erase the

power relations implicit in such an arrangement. As Sullivan & Mullen reason:

The technologies of observation cannot be an addendum to the therapeutic because
their use creates the identity of the observed and the observer, destroying the
possibility of prior or subsequent interactions premised on any humanistic

commonalities. (Sullivan & Mullen, 2012:294-5)

This research shows that special observation is extremely relevant to all relationships on the
locked ward. It can be an opportunity for improving or even damaging the staff/client
relationship, and it can cause problems with other clients. Self-harm still happens when
observation is not being employed, and sometimes when it is. Therefore, the ongoing and
frequent use of observation in this setting is not achieving its goal. Subjectification as
defined by Foucault (1982) is not being attained despite the use of surveillance.
Engagement, however, is reported to be more effective and a realistic alternative to the
feelings of dehumanisation caused by constant observation (Bowles et al., 2002; Cutcliffe &
Barker, 2002). | suggest that effectual engagement, described as such in policy, and most
importantly implemented in practice, is a more appropriate and progressive model than
observation. As | have described, engagement in the form of staff/client relationships is
credited in the literature as reducing incidents of self-harm, whereas the traditional response
has been prevention using special observation, as well as confiscation of belongings which

could be used for harm.

Removal of belongings
Clients were often subjected to the removal of their belongings because of their self-harm

and this caused difficulties in therapeutic relationships. In my previous research with
learning disabled women in a similar service, | found that self-harm can put a strain on the
staff/client relationship because of a conflict of interests; staff were trying to prevent self-
harm in order to protect clients’ wellbeing, yet clients felt the need to use the behaviour as a
coping strategy in times of stress (Fish and Duperouzel, 2008). Further, staff were feeling
blamed by management when clients had self-harmed which caused emotions such as anger

and betrayal.

Women in my study reported that self-harm was very important to them as a coping
strategy. Aiyegbusi proposes that women who self-harm experience their bodies as
‘detached’ and use them to express the ‘non-verbal narrative of their traumatic history’
(Aiyegbusi, 2002:143). In this sense, acts of self-harm represent a bodily narrative to enact

distress. Self-harm is described by women as a ‘release’ from mental pain and as a way of
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communicating this pain (Harker-Longton & Fish, 2002). All except one of the women clients
I spoke to told me that they had self-harmed at some point in their lives. Most had started
before the age of 10, in response to a distressing situation such as abuse or a death or
conflict within their family. The women who still self-harmed told me that arguments on the
ward or being apart from their family were the causes for their current self-harm, for

example:
Rebecca: When did you start self-harming?
Lorna: Age seven.
Rebecca: Age seven! Can you remember it?
Lorna: Yes.
Rebecca: Why did you do it?
Lorna: Because I'd had an argument with my mum so I cut all my legs.
Rebecca: And you’ve carried on ever since?
Lorna: Yes, started with my arms though.
Rebecca: What do you feel like when you self-harm?

Lorna: | feel sad when | self-harm so | do it to get the release out, | don’t feel better

after it, I still feel sad, but it’s kind of got a little bit out, not much though.
Rebecca: Are they helping you on here to think of different ways to get the release?

Lorna: They’re trying to help me, yes. They try and they give you all the support they
can, but there’s only a certain amount of support they can give me, and I’'m just not

willing to [stop), I am, but I’'m not, if you know what | mean?
Rebecca: Can you see yourself stopping self-harming?
Lorna: With help yes.

Rebecca: Is there anything that helps you?

Lorna: Talking to staff sometimes, but not always.

Rebecca: What kind of things make you want to self-harm?

Lorna: | have arguments with other clients, um, when | spoke to my ex-partner,

things like that. My little brother, because | miss him.

Rebecca: Why do you think you do it?
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Lorna: Just to say to people how upset | am and for myself. (Interview, client, MSU)

Lorna spoke openly about the reasons and functions of her self-harm, in particular the
‘release’ from distress that it offers her and the materialisation of this distress which she says
can be caused by arguments with other clients. Conflicts between clients were often
mentioned as reasons for self-harm, as well as worrying about family. Prior to my previous
research into self-harm, organisations such as Unit C had a policy of prevention, to try to
stop self-harming altogether, which caused many issues including staff feeling blamed when
someone self-harmed. Now, Unit C has a ‘harm minimisation’ policy, implemented in
response to research findings. This policy allows staff to recognise that self-harm is a coping
strategy used by some people and places the responsibility for their behaviour onto the
client. Some clients, after risk assessment, are ‘allowed’ to self-harm whilst they work
through the reasons and try to find alternative coping strategies. Other clients, who are
deemed to want to self-harm in a more risky way, are excluded from this system. The tools
staff use to prevent self-harm for these clients include removing belongings from the person,
special observation, and physical intervention. All of the women recognised why these
measures were being used, but reported that they were not happy at the time of
implementation. Marion, for example had all her CDs taken out of her room to prevent her

from using them to harm herself:
Rebecca: Do you mind when they take [your belongings] away?

Marion: Well no, well | do, | get upset about them but then | realise they’re doing it
for the best, trying to help me, because they don’t want to see me in pain, they don’t
want to see me hurt. It's part of their job to look after us patients and do it well.

(Interview, client, LSU)

Marion recognises that one of the roles of staff is to ‘look after’ the women, and she sees the
removal of her belongings as a sign of this protection. Goffman considers the removal of
personal belongings as a ‘mortification of the self’ imposed on people by the institution: ‘The
personal possessions of an individual are an important part of the materials out of which he
builds a self, but as an inmate the ease with which he can be managed by staff is likely to
increase with the degree to which he is dispossessed’ (Goffman, 1961:76). Certainly,
removal of belongings was used on Unit C to manage clients, as an approach to prevent
incidents of self-harm, and this often worked because great importance was placed on

personal possessions. This was particularly relevant with CDs and music, as women used
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their music as a way to relax in their room and used musical preferences as part of their

identity. Being dispossessed was construed as punishment.

There is research, including work with which | have been previously involved, about reasons
for and functions of self-harm in secure learning disability services (Duperouzel & Fish, 2008;
Duperouzel & Fish, 2010; Fish & Duperouzel, 2008; James & Warner, 2005; Liebling et al.,
1997) and some of this work has informed policy and NHS NICE guidance (National Institute
for Health and Care Excellence, 2011). Some research incorporates relationships into the
discussions, for example Smith and Power (2014) report that self-harm in both men and
women begins at an early age and is in response to some sort of abuse. They found that
women who had managed to stop self-harming invoked relationships as their main
motivation, highlighting the role of verbalization, social engagement, and openness to
therapy as a conduit to recovery. Many of the women | spoke to pointed out that having
someone to talk to might stop them wanting to self-harm, and that having time to talk to

staff helped them to feel better. For example:
Rebecca: What happens after you've banged your head? Do you feel a bit better?
Ellie: Yeah. | calm down then and then | talk to staff
Rebecca: And do you want to be able to not do it in the future?
Ellie: Uh-huh. Yeah.

Rebecca: If you're thinking about scary things from the past, is there anything that

can help you not to bang your head?

Ellie: On Friday, [staff] got a file and we were looking at the bars saying the different

colours and what mood it makes you and that and how | feel in seclusion and that.
Rebecca: And was that okay?

Ellie: Yeah. I've done that and we carried on and we started talking about other

things.
Rebecca: Okay. So basically having somebody to talk to can help you?
Ellie: Yeah. (Interview, client, LSU)

Ellie pointed out that therapeutic activities with staff helped her to think through and talk
about her feelings. This was a theme throughout the discussions about self-harm, in
particular when women had returned from difficult therapy sessions, time to talk with staff

was important to them and therapeutic (see also Parry-Crooke & Stafford, 2009), and
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conversely, if staff were not available to talk, the woman may feel like self-harming, as |

show in my fieldnotes here:
Jane is in the living room and she is crying. | ask her what is wrong and she tells
me that she is in pain because she has swallowed batteries from her TV remote
and nobody is helping her. She thinks they are stuck. A male member of staff
comes into the room and says there is nothing he can do, batteries will cause pain
if swallowed and Sarah will just have to wait for them to pass through her body.
He offers her some Senna to help them pass, and a magnetic scan to check where
they are. | ask her why she did it, and she tells me that her therapy session this
morning was very upsetting and when she came back to the ward there was

nobody to talk to about it. (Fieldnotes, MSU)

Rather than planning for such events, and allowing staff to put time aside for engagement
after therapy, the organisational response to self-harm was to put formal special observation

methods in place as | have described.

Aggression
Physical aggression, in the form of aggression by women towards other clients and staff

members was common on the ward. Concepts of aggression were very much influenced by
the gender of the clients in Unit C. In some ways, the women were defined by their style of
aggression: forms of conflict considered to be masculine were valued over those regarded as

feminine. Three staff articulated the commonly held beliefs:

e John: The lads would tend to come up to you, hit you once, then back off, whereas
the women would be more low level, ‘tapping’ at you constantly. (Interview,

unqualified staff)

»  Stewart: Typically the lads are — I’'m trying to think of an okay word — you still need
your boundaries with the blokes, but they’re more reserved in their planning and
things like that . . . They could still be devious for want of a better word, but they
wouldn’t be, usually, as emotive as when you’re working with the women really.

(Interview, qualified staff)

*  Wendy: It’s a different area, working with the women, they’re very - more

demanding than what the men would be. The men would probably shout and
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scream and get it over in one go where the women would go on for days at a time.

(Interview, unqualified staff)

Descriptions of women’s aggression as low-level, prolonged and persistent were common.
Women were described as more devious, manipulative, drawing out their conflicts for longer
than necessary (Gilbert, 2002). ‘Feminine’ styles of aggression were given as explanations for

the greater use of coercive measures with women, as evidenced by this quote:

Adele: | know it's a sweeping generalisation - but | think men are a little bit easier to
understand in that you can say, 'He gets very angry about this, and he'll hit someone
and be aggressive for half an hour', and it's more predictable, whereas | think with
women they can maybe keep an incident going for days. It can be verbal aggression,
then leading to threats, then leading to hostility, then an actual assault or self-harm,
or some act that leads to seclusion or whatever and it can carry on. And | think staff
get frustrated, desperate, burnt out. And | don't think it's intentional and I don't think
it's ‘Oh, she's a woman so we'll seclude here', | don't think it's that. | think staff get a

bit desperate with women. (Female qualified staff)

Adele acknowledged that she was making a generalisation, but her words show how staff
respond to the type of aggression shown by the women. The concept that women ‘burn out’
staff (as | mentioned in Chapter One) is a common one that | have heard often during my
years of research, and one that is acknowledged elsewhere (McKeown et al., 2003; Nathan
et al., 2007). ‘Relational’ aggression, as this conduct is described in the literature, indicates
the use of relational factors to bring harm or cause upset to someone and generally features
in literature about children and adolescents (Crick & Grotpeter, 1995; Cullerton-Sen et al.,
2008), indicating its socially constituted nature. Relational aggression as compared to overt
aggression, is said to be more subtle and covert and more likely to be a cause of stress
among staff due to emotional exhaustion (Oddie & Ousley, 2007). This body of literature
attempts to show how these styles of aggression arise during the developmental period, and
in line with this, staff at Unit C often considered women’s aggression in terms of their past

experiences, and the means they have used to survive them:

lona: When | started to think about how she behaved, | put it in context of a very
abusive past and a very, very abusive present. Then | started to understand it, then |
started to think about all the other women I’ve cared for and why they behave the
way that they do, because a lot of the women do behave in a very extremely

emotionally charged way either by manipulation or by screaming or shouting or by
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aggression. A lot of it was very, it put women in context for me, even if they don’t
openly say they’ve had an abusive past | could see, you sort of patch it all together

(Interview, qualified staff).

The gendered nature of violence in criminalised women is a complex area. Some theorists
argue that aggression shown by women is viewed more harshly due to expectations of
gentleness and subservience; and that women'’s violence is not acknowledged in terms of
their histories and context (e.g. McCorkel, 2003; Pollack, 2007). These theorists point out
that women'’s aggression is different than men’s due to their exposure to violence and
abuse, which restricts their choice of actions, for example, ‘women who have responded to
male violence with aggression are encouraged to see themselves as lacking in self-esteem
and as violent’ (McCorkel, 2003:169); their resistance in the context of a violent relationship
is used as an example of their perceived risk in other situations and the potential for further
aggression (Hannah-Moffat, 2004). In contrast, Adshead (2004, 2011) argues that women’s
violence should be considered in similar terms to men’s, as the persistent focus on them as

victims in literature and in services is unhelpful for rehabilitation:

The dominant understandings of women who commit violent crime and the explanations
for women'’s violent behaviour contribute to the view that violent women do not “own
their crime,” lack moral agency and responsibility for their violence, and, as a result, are
not offered potentially effective rehabilitation programs. . . [This works to] reduce
women'’s agency and prevent them from engaging with their offender identities; they
make women’s capacity for cruelty and hostility “unspeakable” in a way that is not true

for violent men (Adshead, 2011:42)

Gwen Adshead criticises the professionals’ need to find an ‘explanation’ for women'’s
violence and aggression because of the gendered notion that it is more irrational for women
to act in this way (Adshead, 2004). She supports looking to the future rather than sustaining
the view that women are merely ‘victims’ of their pasts (Adshead, 2010). Women’s violence
was often looked at in terms of their pasts on Unit C, including the use of attachment theory
(Bowlby, 1977) as | have shown in the previous chapter. Encouragingly, as | have described,
attachment theory was used by some staff to explain why some clients were aggressive with
them when they were finishing a shift, for example, and as described, women were talked
about as behaving in a way which fulfilled their needs in the past but which is considered
maladaptive in current situations. Certainly, there were attempts to help women to see the
effects of their actions in community meetings (explained in Chapter Five), so pasts were not

considered to be permanently damaging. In the next chapter, | argue that past experiences
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can be kept in mind whilst working towards the future, and these two concerns are not

mutually exclusive.

Women who live in learning disability services are subjected to predetermined views on the
way their aggression is conceived. Their aggression may be attributed to their cognitive
ability, frustration with communication skills, or as a challenge to ward rules and this
demarcation can result in differing attributions and treatment (Kleinberg & Scior, 2014;
Secker et al., 2004; Wilcox et al., 2006). This is congruent with Goffman’s notion of ‘looping’,
where reactive expressions are used as examples of their impairment (Goffman, 1963), and

these attributions can cross over from one area of life to another, as Goffman writes:

In the normal course of affairs in civil society, audience and role segregation keep
one’s avowals and implicit claims regarding self made in one physical scene of
activity from being tested against conduct in other settings. In total institutions
spheres of life are desegregated, so that an inmate’s conduct in one scene of activity
is thrown up to him by staff as a comment and check upon his conduct in another

context (Goffman, 1961:42).

Consequently, learning disabled women'’s aggression is often described as ‘challenging
behaviour’ (Clements et al., 1995), the most popular definition of which is: ‘abnormal
behaviour(s) of such intensity, frequency or duration that the physical safety of the person or
others is placed in serious jeopardy, or behaviour which is likely to seriously limit or deny
access to the use of ordinary community facilities’ (Emerson, 2001:3). This label is generally
used for learning disabled people, children with learning difficulties or those with dementia
and has been criticised in the literature as locating the responsibility within the individual,
and overshadowing other issues such as deficient support (Chan, 2012; Mason & Scior,

2004).

The use of the word ‘challenge’ implies some sort of power struggle, which has led some
researchers to suggest that the terminology may influence staff perceptions and responses
to the behaviour (Chan, 2012). The word ‘challenge’ was used on Unit C to describe

women'’s behaviour, for example Adele discussed the connection between behaviour and
incarceration:
Adele: Obviously everybody that is here is here because their behaviour challenges
society in one way or another. Now that may be that it challenges society in terms of

forensic offending and they've actually been through the court process. It may be

that it challenges society in terms of self-harm for instance, that services in the
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community can't cope with and that they are considered to be such a degree of
danger to themselves or others that they need separating from society for a brief

period of time to learn more appropriate behaviour. (Interview, qualified staff)

All of this information is pointing to women'’s violence and aggression as the problem of the
individual, whether down to their gender, impairment or past experiences, or a combination
of the three. Context is not being given due credit, in contrast, as Kendall points out,
‘challenging behaviour, however potentially threatening, can be viewed as purposeful once it
is contextualised’ (Kendall, 2004:273). If effective staff/client relationships can reduce levels
of violence as | argued in Chapter Five, this suggests that many incidents do relate to context

and ward environment (Secker et al., 2004).

We have seen how aggression is conceptualised at Unit C, as having particular
manifestations in women and as a response to past trauma. Considering this, how effective

are the tools and strategies used to deal with aggression and violence on the wards?

Physical intervention
Physical intervention or restraint is used to restrict someone’s freedom of movement when

there is the threat of injury to others or damage to property. Specialist staff at Unit C have
developed a distinct system of physical intervention {and related training for staff) that
involves different levels of intervention (breakaway, physical intervention and enhanced
physical intervention). The body of literature about physical intervention and its use in
learning disability services is very small. Sequeira and Halstead (2001) found that the use of
physical intervention could cause pain and be construed as punishment, and participants in
Fish and Culshaw’s (2005) study described feeling re-traumatised by the episode of restraint;
in that being overpowered by another person reminded them of violence and abuse in their
pasts. Not all women in the current study had experienced being physically restrained, and
the ones who hadn’t were very quick to point this out, demonstrating the stigma involved.
Those who had not recently experienced restraint, equally told me how long it had been
since their last incident. Women did not like being restrained, particularly when other

people were watching:

Kate: It made me feel awful because when | was restrained my top come up a little
bit, OK it was only my belly showing but that’s bad enough. I’m a woman, | was
being restrained by three men. Yes, there was two women and three men. And there
was other men in the room making sure that | didn’t attack anyone whilst being

restrained. (Interview, client, LSU)
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Most of the women who had been restrained reported that it felt painful. Worryingly, it
seems that the women were not given specific instructions about when restraint would be
used. Helen, a client, told me in an interview: ‘They don’t tell you they’re going to restrain
you, you just know that if you do an act they’re going to respond in that way.” This
statement implies that there is no warning prior to restraint, or guidance put in place that
the women are made aware of. When asked how this arrangement could be improved, the
women requested that staff talk to them and ask what is bothering them, possibly going with

them to another room, for example:

Brenda: Talking. Talking to us more. .. Talking to us more seeing why we’re angry,

letting us try to explain who we’re angry with.
Rebecca: Yeah, so you could get it out before?
Brenda: Yeah, let us try to explain. (Interview, client, MSU)

If restraint has to be used, all of the women suggested that staff should be engaged with the

client at all times:
Rebecca: Is it better if they’re talking to you all the time?

Bonnie: Yes, not giving me no contact makes me worse. lf they’re holding me but not
talking to me, I’'m trying to talk to them and they don’t talk to you back, that really

does my head in and | go worse. (Interview, client, LSU)

Talking with staff was important to all the women, and some said that humour was a good
way to calm them down. Humour is sometimes used as a way to de-escalate a situation
before restraint is used, however Ellie pointed out that staff laughing during restraint is

hurtful:
Rebecca: What about talking to you [during restraint]? Do you like it?
Ellie: Yeah, but not having a laugh and that when you've been unsettled.
Rebecca: No.
Ellie: Just sit there and talk about what's upsetting me, which | prefer that.

Rebecca: Yeah, okay. And what about when you're in restraint do they say how long

you're going to be in it and why?

Ellie: They say ‘are you calming down?' And if I'm calm they let go, but if I'm not

settling down it's harder. They ask me if I'd take PRN [as required medication] and if |
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say no and then they ask me again, and sometimes it leads to seclusion and

sometimes | take the PRN. (Interview, client, LSU)

Ellie pointed out that staff offer her a PRN if she is unsettled, which is usually taken in pill
form but in cases of extreme distress can be forcibly given as an injection. | did see women
requesting PRNs on the wards and being offered them, before the need for restraint as Adele
suggested earlier when talking about special observation. Some research studies argue that
the use of PRN as a proactive method is much more preferable to women than more
coercive methods (e.g. Veltkamp et al., 2008). Ellie also said that she does not appreciate
staff using humour in this situation. The use of humour for de-escalating aggression is
discussed in the literature as effective on occasion (Duperouzel, 2008), but it clearly is best
used only by knowledgeable staff who have built up a relationship with the client, as Adele

suggested here:

Adele: It's about knowing your person again. There are some people for whom
humour works and you can de-escalate a situation very quickly with humour. There
are some people for humour is the big trigger and you wouldn't go there and you
wouldn't make a joke of the situation, so it's about knowing the person that you're
working with. In some instances you could remind them of positive things that are
going to happen later on, and that's enough to make them stop and think about, 'Oh
I don't really want to do this because | don't want to not be able to do that thing,’
and equally just reminding somebody of something may be the trigger to further
escalation. So it really does come down to knowing the person to be perfectly honest.
Which I think is so hard for people like bank staff’ to know, and I'm sure that there
are more incidents that happen with unfamiliar staff than with familiar staff.

(Interview, qualified staff)

Adele’s comment makes an argument for the importance of the therapeutic relationship.
The better the therapeutic relationship is, the more the staff member knows how to work
with the client. The importance of staff/client relationships in terms of knowing what works
with individual clients was discussed in Chapter Five, and it is crucial to consider the impact
of power imbalances on this relationship when living in such close confinement. Adele’s
comment demonstrates this when she points out that humour may curtail a situation for
some people but not others, and the same goes for using incentives for good behaviour. As

considered in Chapter Five, supportive relationships are very important for clients’

> Bank staff are provided by an agency and are used on an ad-hoc basis to cover periods of short-
staffing. They may not have any prior experience of working with the clients.
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progression, and they also seem to contribute to behavioural stability, one aspect of
progression as we shall see in Chapter Seven. According to Herman’s concept of recovery
(Herman, 1997), the growth of the therapeutic relationship can protect against the
perceptions of repetition of past traumas as described so often in the literature about
coercive methods (e.g. Aitken and Noble, 2001). Herman explains it as: ‘(A) shared
understanding of the survivor’s characteristic disturbances of relationship and the
consequent risk of repeated victimization offers the best insurance against unwitting re-
enactments of the original trauma in the therapeutic relationship’ (Herman, 1997:127).
Attachment theory, as | described earlier, also recommends building stable attachments as
‘springboards’ to positive future relationships (Bowlby, 2005). Relationships therefore are
central to my argument. Evidently, incidents of aggression and self-harm along with the
corresponding use of coercive methods are reduced when staff/client relationships are at
their best. Unfortunately however, some opportunities to strengthen staff/client

relationships on Unit C were being wasted.

As with special observation and other coercive methods, there were concerns that clients
would engineer incidents of restraint so that staff engage with them, therefore sometimes

staff were told not to interact with clients during such situations, for example:

Karen: That’s another thing, sometimes, sometimes the guidelines are not to interact
with them because they want that interaction and they want that touch. Some of
them it’s a sexual thing, and some want other women to be holding them all the time
and talking to them. So then the guidelines say there’s no interaction, make it quite
boring for them, make it that it’s not a good experience, in the fact that it’s boring
and it’s not stimulating. Others that are very, very damaged, you would talk and just
say things like you know, ‘We’re here, talk to us, you’re safe’ that kind of stuff. So it’s

all individual. (Interview, qualified staff)

Karen making the point that clients may be engineering aggression in order to gain some sort
of engagement suggests that clients are not receiving the responsiveness they need, or
conversely that their anger is not considered legitimate and the context is denied. Another
concerning matter was that there was no debrief after incidents of restraint. It could be
argued that for staff and clients to learn from the situation at hand, it would be beneficial for

them to discuss it afterwards and tell each other how they felt, as Jackie suggested here:

Jackie: Well it's surreal, I've always thought that if you were watching some of the

things that happen on some of the flats here you would think ‘what on earth is
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happening? How does that work that this restraint happens and then there isn’t -not
reconciliation - but there isn't a process that goes after? You don't want to reinforce
something by having a physical intervention and then having a big confab or
something, but some forum where you enable staff and clients to be able to talk with
each other in an open and honest way, so that the staff aren't there as objects, or
aren't seen as staff: ‘They don't necessarily have feelings. They're there to do their
job, they're there to sort this out and we are on the receiving end of this, But that
makes us really angry, that we are.” We need to acknowledge some of that stuff and
share the responsibility because it’s 'You made me feel like this,” and, 'You did that'.
So if you don't discuss it - to me communication's everything - it's an openness.

(Interview, qualified staff)

Jackie’s point about how life might look to an outsider indicates how conflict and resolution
on the wards is very different from the outside world. Jackie was pointing to debriefing as a
way of developing understanding between staff and clients, a way for everyone to
understand how these situations make people feel. Yet, her comment still reflects the
dominant discourse of behavioural reinforcement. She went on to explore the whole

concept of using coercive methods with the women:

Jackie: I'm really conflicted about it if I'm being honest, because | just think that, on
the one hand | think these methods are probably necessary, on the other hand | just
think once they happen it's like a line gets crossed and it confirms something to the
individual woman client, that you wouldn't want to have them confirm to
themselves. Like 'I'm so bad and out of control that | have to have this happen to

me.’ (Interview, qualified staff)

Jackie’s concept of ‘a line getting crossed’ is one | have heard a number of times. Staff worry
that these coercive methods are self-fulfilling due to their routine use, that the women will
see these methods being used and accept that they are needed, and that this creates a
downward spiral of events. | maintain that therapeutic relationships are the only way to
stop the spiral and create new possibilities; the importance of relationships is a significant
thread running throughout these themes. If staff know clients well, they are aware of
women’s characteristics and how to be together in the safest possible way; and it could be
argued that supporting these is key to implementing the social model of disability. If good
relationships can bring about ‘behavioural stability’, they undeniably are key to clients’

progression throughout services (Travers, 2013).
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Seclusion
Aggression is described as extremely damaging to the staff/client relationship, however, if

the threat of aggression continues and physical intervention is deemed to have gone on for

too long, the service advocates the use of seclusion.

Seclusion is used on Unit C when clients become unmanageably aggressive and physical
intervention is not containing their behaviour. The Mental Health Act code of practice
defines the practice of seclusion as ‘the supervised confinement of a patient in a room, which
may be locked. Its sole aim is to contain severely disturbed behaviour which is likely to cause
harm to others.” The document goes on to advise that: ‘Seclusion should be used only as a
last resort and for the shortest possible time. Seclusion should not be used as a punishment
or a threat, or because of a shortage of staff. It should not form part of a treatment

programme.’ (Department of Health, 2005:122-123)

Introduced as an alternative to mechanical restraints in the early 19th century (Alty &
Mason, 1994), seclusion continues to be a commonly used intervention in psychiatric
services (Hoekstra et al., 2004) and in learning disability services (Emerson, 2001). A
controversial form of containment, seclusion is often considered by service users to be
punitive, obstructive in the development of therapeutic relationships (see Gilburt et al.,

2008) and even a violation of basic human rights.

Research studies have repeatedly indicated that the majority of secluded patients perceived
seclusion as a negative experience (Haw et al., 2011; Hoekstra et al., 2004; Meehan et al.,
2000), in particular, as a form of punishment (Chamberlin, 1985; Holmes et al., 2004). Some
secluded patients even perceive seclusion as a form of torture (Veltkamp et al., 2008).
Feelings associated with being placed in seclusion include anger, sadness, abandonment,
helplessness and fear. Some secluded patients in psychiatric settings were able to find some
positive effects in seclusion; reporting that seclusion had a calming effect on them, and they
found seclusion an environment that provided a feeling of safety or a time for reflection

(Haw et al., 2011; Meehan et al., 2004; Meehan et al., 2000).

Wadeson and Carpenter’s (1976) research asked service users to sketch their experience of a
psychiatric unit more than one year after their release. Most of the participants drew the
seclusion room experience, and reported that they still felt distressed over having been
placed in seclusion; for many that experience symbolized their entire psychiatric illness.
When Binder and McCoy (1983) asked patients what was good or bad about the seclusion
experience, a majority replied ‘nothing’ was good, and that seclusion had disturbed them

more than most other hospital experiences. Hammill (1989) reported that 53% of
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schizophrenic patients secluded on a university hospital ward said they felt trapped and

helpless in seclusion, 24% felt intensely angry and 18% felt depressed or abandoned.

In Asylums, Goffman refers to the process of seclusion. He begins by describing how
‘inmates’ are subjected to a form of ‘contaminative exposure’, where ‘territories’ and
‘embodiments’ of the self are violated. These violations consist of the recording and
collecting of facts which are made available to staff in a dossier, and there may be group or
individual confession where details that would ordinarily be concealed are exposed to new
audiences. He then describes events that involve direct exposure, an example being a ‘self-
destructive mental patient who is stripped naked for what is felt to be his own protection
and placed in a constantly lit seclusion room, into whose Judas window any person passing
on the ward can peer’ (Goffman, 1961:32). The inmate is described as being never fully
alone, always within sight and often earshot of someone. Goffman’s use of the word
‘contamination’ is interesting, connoting enduring pollution or corruption as a way to show
the lasting damage of institutionalisation. For Goffman, the final aim of these processes of
contamination was to cause inmates to ‘self-direct’ in a way which fits in with the daily
running of the organisation (Goffman, 1961:83).

Reasons for using seclusion

Research literature that includes service users’ experiences of seclusion often reports that
they are confused about the reasons for being secluded, which causes fear and trepidation
(e.g. Brown & Tooke, 1992). This seemed to be the case in Unit C, with one service user

pointing out that she was secluded for swearing:
Rebecca: Do you ever have to go to the seclusion room?

Kate: No, | did when | first come in but that member of staff who put me in there got
told off by the doctor for putting me in there because all | did was tell him to fuck off.
Because he were trying to calm me down and | weren’t interested because I’d been
bullied at the club. | weren’t interested so I told him to fuck off and leave me alone.
That’s all | did, | didn’t try to strike him | didn’t do nothing I just said ‘Fuck off [name]
I don’t want to know.” So when my doctor came to let me out she said ‘You shouldn’t

have put her in there for doing that.
Rebecca: And so at that point you didn’t realise why you were being secluded?

Kate: No, | was really scared I actually peed myself through being frightened. | wet

myself! (Interview, client, LSU)
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It seems that Kate was not made aware of why she was secluded, or involved in any

debriefing afterwards. She also pointed out how afraid the experience made her feel.

It seems that services can use seclusion to remove a person from a situation of conflict, even
when they are not the aggressor. Here, another service user described being secluded for

reasons other than her own aggression:
Rebecca: Why did you get secluded?

Andie: Because [another client] she’d been whacking me all night, calling my family
names. | got angry with her, my first time when | came, | didn’t do nothing to her. |
was nervous, upset, | went to seclusion room with [two staff members]. They both
put me in there in there, behind this wall and I’d been sleeping in there, | sleep in
there for a bit, not all night. | had to have a tissue on my head, it had been bleeding

a bit. (Interview, client, LSU)

A staff member, John, also explained that the reasons for seclusion are not always clear.
Here he suggested that clients were sometimes secluded for the sake of others who live on

the flats:

John: | don’t like the layout of the seclusion rooms, | think it damages [clients] more.
But a lot of the time you’ve got to bring [name] out of the flat because she’s

disrupting all the others.

Rebecca: Do you think it would be better to have some kind of high dependency suite

rather than seclusion?

John: | think that would be better. A lot of the time at night they put [name] in at
night, a lot, because all the other girls are in bed and she’s in seclusion and she
probably doesn’t need to be in, but they’ve got to get her out of the flat for the sake

of the other girls. (Interview, support worker, LSU)

John suggested that it was not aggression that was the cause for seclusion, but ‘disruption’ -
the seclusion room was being used for another purpose here. Another staff member was

more specific about reasons for seclusion:
Rebecca: Why do you put somebody into seclusion, what would be the reason?

Karen: Just heightened, yes aggression and you’ve been restraining for over 40

minutes and you would put them in. (Interview, qualified staff, MSU)
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Because of the guidance and time limits for using physical restraint, if somebody is not
calming down after being restrained for a certain period of time, staff decide to use seclusion
as a method to ‘calm the person down’, or even just to end the restraint. However, many
service users in the literature point out that being placed in seclusion makes them feel more
angry (e.g. Chamberlin, 1985) because of the feelings of powerlessness it evokes. Here, a

service user described feeling more angry when in seclusion:
Rebecca: Is high dependency similar to seclusion?

Sarah: No in seclusion, you do four hours in there and if you still don’t calm you down
they can put you in for another four hours, because | stayed in there for eight hours
because | didn’t calm down. | banged my head and had a big lump out here, kept

banging and banging.
Rebecca: Why were you banging your head?

Sarah: Stressed. | always do it, go in seclusion | just smash my head. | had a piece of
string in my pocket, they got my pocket and they didn’t get everything out and | got

the string and cut myself in seclusion.
Rebecca: When you think about that, what do you feel like, why did you cut yourself?
Sarah: Because | was angry. (Interview, client, MSU)

The decision to place someone in seclusion is a last resort measure when somebody has
become so angry that it impossible to reason with them, however it seems that when the
decision is made, and the person is no longer consulted or engaged with by staff. This means
that the issue which caused the anger may not be dealt with or resolved and relationships
might be put at risk. Also, clients not being aware of the criteria for seclusion highlights the
power imbalance inherent in the staff/client relationship as staff are in control of this
eventuality. All of these issues demonstrate the damage that these coercive methods can do
to relationships.

The seclusion room environment

I did not witness any incidents of physical intervention or seclusion during my fieldwork,
possibly because | was a new and ‘interesting’ presence on the ward, and | did not spend
enough time on each ward to become familiar enough to people. When | was on the wards,
clients often wanted to talk to me rather than other staff or clients, which may have
provided a distraction from contentious issues. | did, however, see women who were

already in seclusion, through the window and | was shown the seclusion rooms in both areas:
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The seclusion suite in the LSU has a door leading from each flat, a toilet room,
and a door leading into the seclusion room. There is a 2ft by 1ft window in the
door and conical mirrors at the back of the room in the corners which work to
show the observer areas not visible from this window. A staff member is required
to observe at all times. The only furniture is a bed, which is moulded in with the
floor and holds a wipe-clean mattress. Lights and sprinkler on the ceiling are

covered with rounded plastic. (Fieldnotes, LSU)

Many of the participants in my research talked about the physical aspects of the seclusion
room. Here, a staff member discussed the logistics of seclusion, and how difficult it is to

seclude a person:

Dawn: You lay them face down on the bed and put their arms behind them like that
and somebody holds them. And then you have somebody kneeling on their legs and
their legs are up as well. So you have everybody gets off, and the last person is there
and that person, what you’re supposed to do is have two people holding and one
kneeling on their legs while their legs, and drag that person out of the room. Well
our bed'’s there and our door’s there, so if that person’s on the bed, you’re not
dragging them in a straight line for one, and also as you’re trying to move the
mattress moves off the bed. So it works but it’s very difficult. (Interview, qualified

staff, LSU)

From this description it is easy to imagine how difficult it would be to maintain someone’s
dignity when moving them to the seclusion room. The process of moving a person to this
room sounds extremely unpleasant and would clearly attract a lot of attention from anyone

in the surrounding area. Some of the women commented on the visibility of this procedure.

Furthermore, some of the women pointed out that the room was too cold, and others

commented that the room was uncomfortable:
Rebecca: So what did it feel like when you were in seclusion?

Kate: It were awful because it’s bare walls there’s nothing in there. Nothing in there,
they even took the mattress off me because some clients will put the mattress
against the door so you can’t see in. And they didn’t want me doing that so they took
the mattress. So I sat on a wooden bench, basically it’s harder than [wood] because

it’s reinforced. (Interview, client, LSU)
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If the surroundings are uncomfortable and the door is locked, it suggests that the act of
seclusion may be construed as punishment (Phillips, 2005); this may also be an issue when
people feel as though others can see them in the seclusion room. There were many issues

about the lack of privacy when secluded:

Kate: When someone’s in seclusion, and we have to get on the front desk or
something we can see whoever’s in seclusion because we’re going through there, and
we can see whoever’s in seclusion. So it’s not fair on that person who’s in seclusion.
Like they used to put, when someone were walking past we used to say to them
‘We’re coming through, can you safeguard that person?’ So they used to put a black
binbag up for a couple of seconds against the window so you couldn’t see who it

were, but they don’t do that any more. (Interview, client, LSU)

Clearly, it may be possible for people to see a person who is in the seclusion room, and the
women cannot be sure that their privacy is being respected. There may be visitors from
outside the hospital at the front desk who may witness the woman in various states of
undress. On the MSU, there is more privacy for those in seclusion, but it is still possible to
witness people being moved into seclusion from the central office window. Here, a client on

the MSU described the seclusion room experience:
Rebecca: You were in that blue room?
Sarah: Yes, it’s cold as well in there.
Rebecca: What does it feel like being inside there?
Sarah: It’s horrible.
Rebecca: Is somebody watching you?

Sarah: Yes staff are watching, in a little room with the window, watching you,

observing.

Rebecca: What do they do?

Sarah: They just sit there writing in the yellow book.
Rebecca: And what do you do?

Sarah: Nothing, just banging around.

Rebecca: Do they take off your clothes?
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Sarah: No, | just went to sleep after that. Because I’d knackered myself out.

(Interview, client, MSU)

Sarah'’s experience of being secluded shows that no engagement with staff occurs. Some
staff told me that they were discouraged from engaging with clients in seclusion, despite this
being a private opportunity where women often find the need to talk and explain the
reasons for their behaviour. | argue that this is yet another area where staff/client
relationships are maligned and discouraged and this is rationalised yet again by the
suggestion that making it into a positive experience would encourage women’s reliance on
this coercive method.

Alternatives to seclusion

Many of the clients in my research had ideas about alternative measures which could have
been used before seclusion was deployed. Most of the suggestions involved having the
opportunity to go to another room away from others to calm down and talk to staff about

how they feel:

Rebecca: OK so can you think of anything that might be better for people other than

putting them in the seclusion room?

Bonnie: If there’s another room away from seclusion, you know like a calm down
room, | reckon that they should talk to us and say ‘How do you feel, what can we do

to help you?’ and that. (Interview, client, LSU)

Staff / client engagement was key when people were suggesting changes to the system. If it
is possible for staff to spend time with people before they get to crisis point then this may
reduce the need for coercive measures. Staff members also made similar suggestions, for

example:

Dawn: And | think seclusion is good for certain people however, | think we could do
with a HDU [high dependency unit] area as well as seclusion because we have in the
past used seclusion to try and take people away from the stimulus because they’ve
been up here [gestures height with hand], but perhaps they’ve not needed to be
secluded at that point. They might have done eventually but if they’d carried on in
there. So we could do with a high dependency area where perhaps they don’t need

secluding yet. (Interview, qualified staff, LSU)

This is pointing to a problem with the use of space on the LSU; if there was another area
where people could be moved to away from other clients then seclusion may not be needed.

If it is the need for removal of stimuli that causes seclusion, there should be a better way to
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do this. Here, a senior member of staff talked about finding alternatives when it was

decided that a woman was becoming ‘dependent’ on seclusion:

Rebecca: | remember you saying that instead of using seclusion as a controlling thing,

you did more positive stuff. What did you do?

Karen: Well if someone had been, | think in particular for one client who’s moved on
now, she was dependent on seclusion seven days a week. | think what we ended up
doing was realising that we would take each day as it came, so if she wasn’t in
seclusion we would do something very positive with her and rewarding with her. So
eventually she got it that when she wasn’t in seclusion something nice was

happening.

Rebecca: Just to get her out of that dependence?
Karen: Just to get her out yes.

Rebecca: And now she’s moved on?

Karen: Yes, there are other ways you can do it, there are other ways of keeping them
in a sitting restraint and keeping them safe in the HDU, and challenging that, but it
depends on the level of aggression. You know sometimes you can get to a stage
where you can sit with them for the majority of the day. And that’s fine, keeping

them out of seclusion.
Rebecca: But that’s boring isn’t it for everybody?

Karen: Well yes it is but it just stops them getting that dependence of seclusion a lot
of the time. Because there’s a lot that go into seclusion and then their aggression’s
gone [claps hands]. Well it doesn’t serve a purpose then though does it. Because
they’re just fighting to get into seclusion and then the fight’s gone. So it’s about keep
working through that fighting and keep — ‘You’re safe, you’re here, we’re with you,
let’s sit in the HDU’ and it’s about that. And it’s a long long long process, sometimes.

But sometimes it works, sometimes it doesn’t. (Interview, qualified staff)

Dependence on seclusion was discussed often, as | have shown with the other coercive
methods - the alternative being prolonged physical restraint without progression to
secluding the person. A few staff talked to me about how people can become dependent on
seclusion as it is ‘the end of the road’ or the final method of containment. It is unclear why
this may be, as none of the women spoke about this dependency and none of them told me

that they wanted to be or liked being secluded. Nevertheless, it is reasonable to deduce that
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solitude may occasionally be preferable to communal areas at times of distress, for some
people. | argue that gentle positive engagement could be considered to effectively remove

the need for seclusion.

Termination of seclusion
There is no denying that a period of seclusion compels the person to appear calm, although

what constitutes ‘calm’ in this environment could be simply a manifestation of defeat and
immobility. Some of the women did acknowledge that it helped them to calm down, but it is
impossible to deduce whether it was seclusion that prompted this or just removal from the

distressing situation.

Karen: | suppose because you just get to know them, you know the signs and you
know the triggers and you can see in general presentation, physical presentation.
They’re not anxious any more, they’re not red in the face, they’re not shouting and
screaming, they’re very calm, they’re talking to you, they’ve had some medication.
There are occasions when we think they’re calm and they come out and we have to
put them back in again, but not very often. You just get to know the signs really.

(Interview, qualified staff)

Chamberlin concluded that when people appear to calm down after seclusion, it is because
they are ‘learning to play the game,’ by acknowledging therapeutic benefit, and playing the
game is widely recognized as the way to secure one’s freedom (Chamberlin, 1985:289). This
‘playing the game’ reflects back to Foucault’s notion of subjectification as a way of ensuring
control and order in the institution, and could be considered as a reflection of the care vs

control dilemma within such services (Burrow, 1991}):

The basic ethical incongruity associated with seclusion is, on the one hand, the
psychiatric ethos of maintaining/increasing personal liberty but on the other hand a

dramatic suppressing of freedom. (Morrall & Muir-Cochrane, 2002:3)

Foucault comments on this duality of professed aims that psychiatry attempts to accomplish,
the mutually exclusive goals of punishment and rehabilitation (Foucault, 1988). He asks how
someone can be treated therapeutically in such an environment of control. Contemporary
discourses of ‘control’, ‘choice’ and ‘autonomy’ in learning disability policy illuminate this
division and pose the question, what is an ‘adaptive’ response to such enforced

circumstances?
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Is seclusion therapeutic?
Norton and Dolan (2008) suggest that the institutional response to ‘acting out’ can

perpetuate the behaviour. These institutional responses are said to remove the potential
for service users to learn from their experiences, because they are serving the needs of
society rather than the individuals, by simply containing the behaviour and rendering it
invisible. This then results in a stalemate, where the behaviour carries on, producing a
complementary victim/victimiser relationship. Norton and Dolan suggest the use of a more

democratic therapeutic model where service users are involved in decisions about their care.

In Brown and Tooke’s (1992) study of psychiatric patients, when nurses were asked who
benefits from seclusion, they replied that other patients benefitted most, then the secluded
patient, hospital and lastly the staff. Patients on the other hand, claimed that the staff
benefitted most, then other patients, hospital and last of all the secluded patient. This
admission by both groups that the secluded client is not the primary beneficiary raises
questions as to the ethics of seclusion, and the rights of one client relative to those of other
clients. However, as seen in the previous chapter, conflict between clients is a real issue on
the wards and sometimes the removal of one of the women is the only thing to do. | argue
that this may be done via methods other than seclusion, such as going to a separate area for

discussion, where anger can be articulated.

Hoekstra et al’s (2004) research discovered that service users find it hard to come to terms
with the seclusion experience. Factors which help the coping process were: understanding
the reason why it took place, time, distraction, possibilities to discuss it with others, and

quick recovery of control. A main factor which hindered the coping process was the lack of

opportunity to talk about the experience.

People who reported feeling calm during seclusion often simultaneously described
themselves as angry and depressed. Evidently, being ‘calm’ does not necessarily imply a
sense of psychic weli-being, it can be a manifestation of immobilization or shutting down. [f
the use of seclusion can be perceived as punishment or even torture (Veltkamp et al., 2008)

then people are likely to act as though they have calmed down in order to be let out.

The views of people who have been secluded in psychiatric inpatient services can be found
frequently in the literature, however views and experiences of those who use learning
disability services are notably absent, and | hope the current research will show the
importance of exploring the particularity of learning disability services. There are
descriptions of experiences in oral history research, describing the horror and the feelings of

abandonment that the ‘time out room’ provoked for learning disabled people (Malacrida,
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2005). According to Malacrida, the visibility of time out rooms in institutions engendered
self-discipline in service users, and furthermore precluded solidarity between them when
they judged each other as deserving of punishment. When recounting service user
experiences in contemporary services, Sequeira and Halstead (2001) describe women feeling
anxious and afraid. Hence it could be argued that people in these services should be given
clear and accessible information about the reasons for the use of seclusion to reduce the
feelings of anxiety and bewilderment so evident in my participants’ descriptions. Also, when
taking into account people’s histories and the levels of abuse they have encountered, the

worrying potential for retraumatisation is prominent.

Techniques of power: Control of Information
Another, more subtle method of controlling clients which my research flagged up concerned

the directional flow of information. Clients on the unit had reports written about them
which followed them from service to service (Gillman et al., 1997; Peter, 2000), and this
knowledge contributed to how they were treated on admission and, in some ways,

throughout their time on the unit, as Stewart illustrated:

Stewart: Unfortunately some of our clients will have had a lifetime in services. We’ve
a young lady who's only just turned 19 and has been in services since she was
probably about 12, so all her teenage years into early adulthood has been explicitly
documented, she can’t blow her nose without it being written down somewhere. So
for some people we’ll know everything, certainly if they’ve been in other medium
secure units, or services similar to us, they’ll very often use the same documents

(Interview, qualified staff).

In Discipline and Punish: The birth of the Prison, Foucault shows how institutional disciplinary
techniques and practices from prisons have become models for other sites of control such as
schools, hospitals, and workplaces. These methods aim at producing ‘docile bodies’ that not
only do what the staff want but in precisely the way they want it done (Foucault, 1979:138).

Docile bodies are produced through three means:

e Hierarchical observation: controlling people by simply observing them or threatening
to, for example by using Jeremy Bentham’s Panopticon. This induces in the inmate a
state of ‘consciousness and permanent visibility that assures the automatic
functioning of power’ (Foucault, 1979:201).

e Normalising Judgement: judging people not on whether their actions are right or

wrong, but in comparison to a narrow view of what is ‘normal’ in society. These
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ideas of norms assure comparison and ensure that professionals can define certain
modes of behaviour as abnormal.

e Examination: this combines the previous two means, and is manifested as a
‘normalising gaze’ through which people are judged (Foucault, 1979:184). In
hospitals and prisons, reports and charts are drawn up about inmates by staff, and
the person is defined as a scientific example and an object of care and control. Many
notes are kept about this person that are maintained and may be scrutinised by staff

and office workers without the inmate’s knowledge.

Foucault comments on the use of records and documentation as a way of subjecting people
to normalizing judgment, what he calls ‘techniques of power’ (Foucault, 1982). He also talks
about how this information is held by those in charge, who can decide how much to filter
down to those below them in order to encourage self-governance. There were lots of
instances of people telling me that they were not given information about things that
happened to them, such as the fact that they were moving units or wards, or even as | have

already mentioned, the reasons why they were sent to Unit C:
Rebecca: So they didn’t tell you that you were coming to live here?

Lorna: | thought | was just coming for a visit. Because if they had told me, | would
probably have kicked off in the van. So they said to me, ‘You’re on a visit’ so |

wouldn’t kick off (Interview, client, MSU).

Lorna pointed out that the reason she was not told by her previous service that she was
moving to Unit C was because she would have been upset prior to the move, and she admits
that she would have acted aggressively if they had told her. This paternalistic filtering of
information is a feature in services for learning disabled people, where staff make choices

about what to tell people. Ellie also described being moved abruptly and without warning:
Rebecca: When you came here, did people tell you that you were coming here?
Ellie: Not at [Unit], they just, my bags were all ready and that was it, | just came here.
Rebecca: And they didn't tell you where you were going?

Ellie: uh huh, because | had to go to an appointment first and then started in this

way.

Rebecca: So how did you feel when you knew you were going somewhere where they

hadn't told you?

Ellie: | felt upset, because | didn't say goodbye to my friend (Interview, client, LSU).
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Notwithstanding the reasons why Ellie was not prepared for the move, the fact that she was
lacking in information left her with lasting feelings of regret. Marion was aware that there
was a harm-minimisation policy in place for some clients, yet here she pointed out that she

was not being allowed to self-harm like other people and not told the reasons why:

Marion: [l know that] other patients’ guidelines say they can self-harm and if they

can self-harm | don’t think that’s very fair, | should be able to self-harm as well.
Rebecca: Does it not depend on how you do it?

Marion: | don’t know, I've no idea, | couldn’t tell you.

Rebecca: So they’ve not talked to you about it, why you have to be restrained?

Marion: I’'m not supposed to hurt myself, but other people do, they say it’s in my
guidelines. | feel as though I'm flogging a dead horse, | feel it goes in one ear and out
the other and over their heads. They’re just not listening to me, | can talk to them til

I’'m black and blue in the face and still they won’t listen to me.
Rebecca: Do you get to see your guidelines?

Marion: No.

Rebecca: Who gets to see them then?

Marion: Basically the doctor and the staff.

Rebecca: So staff tell you what’s in your guidelines.

Marion: They say that it says in my guidelines that | shouldn’t self-harm and they’re

here to protect me and they’re here to look after me. (Interview, client, LSU)

Marion had been told that she was not allowed to self-harm, yet she saw the harm-

minimisation policy being implemented with other clients. Marion has not been informed
about why the policy cannot be used with her, and what she would have to do to have this
made available to her. Of course, decisions could have been made about Marion’s current
state of mind that | had not been party to, but the reasons for these decisions should have

been made clear to Marion.

It seems that the control of information in such a paternalistic way is particular to learning
disability services (e.g. Tuffrey-Wijne et al., 2009), and there do seem to be clear reasons for
not giving the women in this study certain items of information, for example to mitigate
feelings of distress about inevitable events. However, this detail again reveals the

contradiction between the discourse of policy (control, choice, information) and the reality
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of practice.

Resistance
[TIhere are no relations of power without resistances; the latter are all the more real and
effective because they are formed right at the point where relations of power are

exercised (Foucault, 1980:142).

Foucault famously observed that there cannot be power without resistance, and although
resistance from the women in my study was still determined by the system to be within
narrow parameters, it undeniably existed. Whether the resistances were ‘real and effective’
as in the quote is debatable, however the disciplinary system at Unit C was certainly not
producing ‘docile bodies’ as described by Foucault in Discipline and Punish (Foucault, 1979).
There are instances of resistance to special observation in the literature, most notably in
Harker-Longton and Fish’s (2002) study where the research participant pointed out that even
having six staff watching her would not be enough to stop her from self-harming. If
subjectification as discussed earlier is the final goal of the institution, then these coercive
methods are not usually working. This may be why the staff continue to rationalise clients’
behavior as provocative, with intent to bring about these measures, because clients continue
to behave in ways which lead to them. If clients are not exposed to instances where they
can communicate their wishes and challenge the system, then they will never find out how
to have an influence on their futures. As Sullivan & Mullen (2012:295) claim, the staff/client
relationship ‘is not a relationship of equality, nor of choice, nor consent. The only real power
available to the patient/prisoner is the power to disrupt and refuse.” Encouragingly, this was
not always the case at Unit C. Here is an example of one woman managing to resist the
status quo in a successful way (I have called her Jane in this instance as the excerpt contains

information which could identify her):

Jane: I had good news, | never told you no. | went to um, ward round on Wednesday.
1 told [psychiatrist], | said, ‘Hold on, stop there,” and | stopped him. And | said, ‘You
know that crime | done,” he said, ‘Yes.’ | said, ‘I not done it in, hold on, | done it in
[town 1] not in [town 2].” | asked him again, | said ‘Am | allowed to go to [town 2] to

visit [my husband]?’ and he turned round and said, ‘Yes, with two staff.’
Rebecca: That's brilliant!

Jane: And | was so happy!

Rebecca: | can imagine.

Jane: I was! And I've no idea, | don’t know why | said that.
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Rebecca: So you’ve never asked before?
Jane: No, and now, | asked. | did, | stuck up for myself (Interview, client, LSU).

Here, Jane points out how she managed to influence her circumstances in a positive way, by

‘sticking up for herself’ rather than by using what is considered to be bad behaviour.

There were many instances of clients describing their resistance to the rules by using self-

harming or destructive behaviour, for example:

Annie: | had an incident when | were punching walls and head-butting the bar in the
garden | were throwing chairs, trying to smash the windows with chairs because |

were so angry [Interview, client, LSU].

Clearly, the institution is not making ‘docile bodies’, however, there are narrow parameters
for resistance and rules that seem intrusive can provoke intense reactions, as Brenda

describes here:

Brenda: | do get angry, | still lash out and | tend to when I'm getting restrained, | tend

to kick me feet. And not purposely, | have made the occasional contact.
Rebecca: Why do you think you get so angry?

Brenda: | don't know, it's just little things. Like to other people it might mean nothing
getting the door closed but to me it means a lot, it’s peace, it's privacy. Sometimes
when [client] goes to her bedroom, you've got staff sitting outside watching her and
it’s a nightmare she decides all of a sudden, she'll say "I'm bored, can | play music?’
And it’s like a disco in her room and | just want to close my door (Interview, client,

MsU).

Brenda’s door was a symbol of privacy for her. She liked to go to her room and write about
her day, but noise from other rooms disturbed her. Due to her previous self-harm, she
wasn’t allowed to keep her door closed when she was in her room, but this was a rule which
she did not agree with. However, this kind of resistant behaviour always worked against
clients and resulted in further coercive measures being used, or incentives being lost.
Another method of resistance which was described by some staff was making false

allegations against staff:

lona: One of the things she did tell me that was hilarious, she used to actually make a
lot of allegations that the staff were coming into her room at night with various
vegetables and performing sexual acts on her and they’d have to obviously take it

seriously and take it forward and that and, that was quite common. When she
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moved into community she actually very seriously said, ‘You know | used to make all
those allegations, | can’t do that anymore.’ | said, ‘Why not?’ She said, ‘Well they

have to call the police and if you’re not telling the truth they don’t take it very kindly

(Interview, qualified staff).

Clients’ efforts to gain some sort of power or control, were often conceived in terms of
‘manipulation’, for example self-harm can be seen by staff as a power issue, in the form of
attention seeking, or as clients’ attempts to have some sort of control over their bodies
when they are lacking in control in other areas (Fish, 2000). Some women’s ongoing

attempts to influence staff were often talked about as ‘manipulative’:

lona: [She was manipulative in that she] would play me off against everybody else,
the female staff, not the male staff, just the female staff. It’s ‘lona gives me this, she
gives me that, lona does this for me, does that for me.” Then she would encourage
the whispering and the [laugh] bitchiness that goes with women, you know. The
inability really to express themselves to each other, and having to sort of analyse it
from a nasty point of view really | suppose. Until | confronted them and said, ‘Every
time | come in you stop talking, what’s going on?’ And then it all came out, and it
was very believable. Nothing [client] had said about me was actually true, but .. .. I'd
say to her ‘Yes, that’s a fantastic idea.” You know what | mean? But | didn’t do
anything different for her than | would for any of the other women that | worked with

(Interview, qualified staff).

lona talked about the woman causing trouble between staff as a way to get what she
wanted, and how she herself was treated by other staff because they thought she was
offering preferential treatment to a client. As we have seen with women diagnosed with
BPD, there was a very real sense of clients causing trouble between staff, and staff policing
other staff’s relationships with clients. This was a thread among some of the clients’
discussions also, for example when Annie was talking about another client using self-harm to

gain attention:

Annie: Because [Jane] does it, every time [Tanya] does something and ends up on a
level or when the certain shift is on tonight, [Jane] wants to be on a level so she can
be with one person, then two people and no one else can have any of the attention,

she’s got to have the attention (Interview, client, LSU).

Annie suggested that Jane used self-harm to take staff’s attention away from Tanya, who

also self-harmed. So, it is evident that any attempts to gain control or influence staff on
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behalf of clients becomes construed as ‘manipulation’, and this idea has become internalised
by clients. Len Bowers (2003) offers a comprehensive overview of the concept of
manipulation in residential settings, and uses Goffman’s work to suggest that ‘manipulative’
behaviour is a normal response to surviving the ‘hostile system’ of incarceration with
‘respect and dignity’ (Bowers, 2003:330). He points out that a ‘completely normal and
natural emotional response to being detained against your will is to be angry, and consider
those who operate the detention system as your enemies’ (Bowers, 2003:330). In

agreement with this, lona suggested that the organisation may play a role in manipulative

behaviour by taking away all power:

lona: [Clients can be manipulative because] | don’t think we take empowering roles
with a lot of people, we tend to take that power away and that control in their lives

as they do in most places like this.

It seems that craving for attention is exacerbated by the restrictive system, although some
staff managed to accept and work with this behaviour. lona went on to say that in some
sense, letting people take the lead can be productive in the staff/client relationship, but she

also acknowledged how difficult this is:

lona: It was a quirky relationship really from somebody who really made me laugh
and made me think about life a bit differently, and not to get upset about it, not to
get upset about working with people who want to manipulate you, be manipulated
to some extent. . . | know I've used that word quite a lot and | don’t think it’s truly
what | mean to say, manipulated. I’ve not really thought about it in an analytical
point of view but that’s how it feels when you’re on the receiving end of it (Interview,

qualified staff).

lona pointed out that from the staff’s point of view, feeling manipulated can be unpleasant
and upsetting, however, for clients, there seemed to be few ways to challenge the rules
without using ‘manipulation’. Jackie’s forward-thinking idea was to have a collaborative

forum for negotiation, so that people are not just ‘done to’:

Jackie: And ideally they would be -maybe not initially collaborative, because there's
something about when somebody comes in the door you have to have some
guidelines as to how to respond to somebody, but then as you go along, | think
there's something about when women particularly are calmer or they're in a good
space, there's something about it being a collaborative process and giving them

some responsibility. So you know like this the other week 'how best can we help you
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at these times?' So it's not just the staff ‘doing to’, it's something about, and |
suppose that's where the self-harm stuff has come, the guidelines being more
collaborative, rather than ‘doing to’, so: 'These are your guidelines that we've devised

and we're going to applying to you when you're like this' (Interview, qualified staff).

Jackie’s ideas about collaborative planning and asking women how they would prefer to be
treated in times of anger and distress, are more about sharing the power and control,
bringing to mind the disability activists’ mantra ‘nothing about us without us’. | argue that
attention from staff is a legitimate requirement in such units, and if this was freely given,
behaviour which is interpreted as ‘attention seeking’ and ‘manipulative’ (Bowers, 2003)
would be considered as an indication that extra support is needed and the power struggles

which have been described would be re-evaluated.

According to Foucault, power in many ways can ‘structure the field of other possible actions’
(Foucault, 1982:222-3), and there was much evidence of resistance throughout my
observations. Dan Goodley uses Foucault’s concept of resistance when looking at the life
stories of learning disabled people. He proposes that ‘constraints have the paradoxical
effect of promoting resistance’ (Goodley, 2000:115) and goes on to say that ‘People are not
empty vessels receiving powerfulness or powerlessness, people reproduce power in various
ways’ (Goodley, 2000:176). Unfortunately as | have shown, at Unit C, the available means of
resistance were few, and were often comprehended as ‘manipulative’ which resulted in

further constraints being placed on the women.

Yates’s critique of the white paper Valuing People (Department of Health, 2001) points out
that ‘The discourse of valuing does not permit an analysis of ‘manipulation’ as a form of
resistance: the resort of the valued subject who simply wishes to make a less than valued
choice’ (Yates, 2005:234). She points out that employees of service agencies are encouraged
to think constantly about values but ‘rarely about power relations between service users and
support workers — except where service users are deemed to behave in a ‘manipulative’
fashion, in which case they are seen to attempt power play over us’ (Yates, 2005:234,
emphasis in original). Bowers proposes that this is part of the ‘therapy vs control’ dilemma

which is experienced by staff:

Just like the professionals, patients are unable to surrender to any one pole of this
dilemma without accepting serious losses. To buy into the former means that they
would have to accept their spoiled identity (threatening depression, self-effacement

and self-obliteration); to do the reverse would be to maintain their self-respect by
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locking themselves into a cycle of unwinnable conflicts with the system. Therefore,
similarly to nurses, they are forced to reconcile the irreconcilable; a course of action
that perhaps leads some to swing between incompatible behaviours and

perspectives. (Bowers, 2003:331)

Here, Bowers suggests that manipulation should be considered normal behaviour that is a

result of a serious imbalance of power, as resistance to this power (See also Powell, 2001).

Often on Unit C, resistance in the form of aggression was attributed to gender, impairment
or past experiences of women, and context was overlooked. It could be argued that if
context was seen as central, more emphasis would be placed on post-incident debriefing. As
learning from incidents has been recognised in the literature as part of the recovery process
(Secker et al., 2004), opportunities for debriefing, even informally, should be used. Bowers
approves of this, suggesting that what is considered manipulative behaviour itself could form
the basis of therapeutic discussion between staff and clients. Although Unit C used
‘community meetings’ for this purpose, often the discussion would take place a few days

after the incident.

Goodley and Rapley discuss the way intellectual (dis)abilities are produced in talk and
language (Goodley & Rapley, 2002). They point out how the disability industry uses this talk,
which is tied up with their knowledge about people, in their aim to restore ‘normality’ by
intruding into people’s lives. Using Foucault’s claim that wherever there is power there is
also resistance, they show how learning disabled people can become enabled through their
resistance to these constraints, demonstrating the nature of impairment as a socialised

entity in addition to disability:

Fortunately, the resistance of people with ‘learning difficulties’ and their experiences
of disablement (where naturalized views of impairment are at the core of
oppression) offer us lived examples that enable the resocializing of impairment
(Goodley and Moore, 2000) as part of, and in addition to, materialist understandings
of a disabling society. (Goodley & Rapley, 2002:138)
Conclusion
In this chapter, | have argued that coercive methods for behavior management should be
investigated using concepts of power and control. Clients in Unit C pointed out the
unpleasantness of coercive methods from both staff and client perspectives, and they were
empbhasizing the damage it could do to the therapeutic relationship. There were many

opportunities being missed for discussion and resolution of conflict.
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Although Foucault’s theorisation of the Panopticon as a method to instil discipline and self-
regulation showed surveillance as faceless and unverifiable, surveillance at Unit C was
embodied, as in McCorkel’s (2003) ethnographic study, where observer and observed knew
each other. McCorkel (2003:65) theorised that this embodiment ‘solidified’ the power of
staff, and this power enabled them to undermine clients’ peer relationships and use rule
breaking as indications of deviancy. It seems that the continual and ongoing deployment of
these practices means that although a ‘total institution’ in Goffman’s terms, Unit C is not
actuating ‘docile bodies’ as suggested by Foucault to be the institutional aim. This is despite
the use of all of the measures designed to cause clients to self-direct, and could be
considered to be an expression of the strength that has got these women through the bad

times they have described.

Although much of the resistance on Unit C was not productive or helpful for the women, |
saw some occasions where it was. My argument is that resistance, if seen in context as
meaningful and significant, can be constructive. | argue that although it is important not to
single out learning disabled people as dissimilar from others who are detained in residential
services, it is equally important to observe the particularities of services designated as for
this group, who have services specially designed for them on the strength of their
impairments. This chapter demonstrates how learning disabled people are perceived and
treated as in need of controlling, in terms of their movements, information they are given,
and choices they can make. This controlling treatment often begins in early life and people
adapt ways of being which fulfil their needs in the short term, such as the resistances to
control that we have seen here. Perhaps if learning disabled people were respected as equal
in society, this would be reflected in services and the therapeutic relationship would be

based more on shared values and mutual respect.
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Chapter Seven: Progression through the service

| were good to staff. When they used to come on duty,

used to get up and make them a pot of tea, put it on a tray for them
and cups and saucers and take it into the office for them.

That’s how | got a good name.

They give me a good name, that’s how | got out. | felt right chuffed!
(Sally in Potts and Fido 1991:124)

I want it all back again like before.

Go to live with my mother again.

Like | used to!

Then | was pretty happy!

{Louise in Roets and Van Hove, 2003:615)

This chapter will explore staff and client conceptualisations of progression and futures. |
argue that for the service to be seen as achieving its objectives as a therapeutic
establishment, examples of women moving through, and ultimately out of, the service are
essential. | will use literature from the mental health field and theories of ‘recovery’ to
provide comparisons with learning disability literature in terms of concepts of progression,
and further, compare these with how progression is conceptualised in practice on Unit C.
Finally, I will show how important notions of the future are to clients, and how these plans
provide them with ways of achieving the criteria for progression. This chapter will show how
service objectives overshadow personal objectives in terms of everyday life. However,
women’s strong sense of future also reflects their realistic expectations relating to

(dis)ability, gender and social class.

Progression through Services
Undoubtedly, evidence of progression through services is important to both staff and clients

(e.g. Long et al., 2012). Literature relating to progression and rehabilitation in the field of
learning disabilities centres mainly on particular empirical tools used to evaluate treatment
programmes and analyse risk, and recidivism rates in the longer term (Barron et al., 2002).
There is very little research describing users’ views of potential outcomes from using forensic
services. This is where the literature diverges from that of mental health rehabilitation,
where the intention is to stimulate ‘recovery’. Originating in the survivor movement, the
concept of recovery has been appropriated by service user activists as a way to describe the

reclamation of a meaningful life, despite the fact that the person might still be experiencing
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symptoms (McWade, 2014). There is some debate over whether recovery is a meaningful
aspiration, indeed whether it should be relegated to the medical or individual model of
disability, as Beresford (2005) has argued. Because recovery can be defined in different
ways, and refers to both process and outcome, there is some confusion about which

dimensions of recovery should matter, as | will discuss.

Recently, theories of recovery in psychiatric services have moved away from the absence of
mental illness symptoms to more subjective and holistic parameters (Schrank & Slade, 2007).
Resnick et al (2005) used personal experiences in general psychiatric services to construct an
empirical conceptualisation of recovery, and from this proposed four dimensions of
recovery: the capacity to feel empowered in one’s life; self-perception and knowledge of
one’s condition; satisfaction with one’s quality of life, and hope and optimism for the future.
Mancini (2008) grouped together themes conducive to recovery from a meta-analysis of
mental health literature and added the following conditions to this list: autonomy and self-
agency, supportive relationships and enhanced role functioning. Mancini’s paper is calling
for a ‘self-determination’ model of recovery, which relies on three human needs (autonomy,
competence and relatedness to others). Although these models are extremely relevant to
the women in my study, it is easy to see that these dimensions are not easy to nurture in
forensic services , mainly due to the perceived lack of control and choice (Simpson & Penney,
2011; Turton et al., 2011). Compulsory care restricts liberty and autonomous decision-
making, particularly in a setting for learning disabled people. As described in Chapter Four,
forensic clients are more likely to have had traumatic past experiences which can lead to
diminished community and family supports and more complex needs (Simpson & Penney,
2011). Additionally, as outlined in Chapter Five, supportive relationships between clients are

often not encouraged.

Although recovery in forensic services is more difficult to establish, Ward and Brown (2004)
describe a model of recovery they refer to as the ‘Good Lives Model’ of offender
rehabilitation, which replaces a focus on criminality and risk with one which looks towards a
future of well-being and motivation. The person is included in discussions about their future,
and the tasks they can fulfil to work towards recovery. Given the diverse nature of women’s
pathways into Unit C, this type of approach should, in my view, appeal to this service.
However it seemed that ‘progression’ was discussed rather than recovery, and the criteria
for progression, although planned using information about the individual, focussed on
reduction of current problematic behaviour. Travers observed a similar phenomenon in

psychiatric services and claimed that this is due to women'’s admission to forensic services as
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‘determined by enduring behavioural disturbances in other residential environments’
(2013:69). These behavioural disturbances are seen to require an environment with greater
restrictions in order to modify them, therefore behavioural stability determines progression
for women in these services (see also Aiyegbusi, 2002; Alexander et al., 2011). What is
important, however is how do staff and clients perceive concepts of progression, and how

does progression happen?

Concepts of progression
Progression held different meanings for staff and clients on Unit C, depending on the reason

for admission. | did not have access to any official documents or discussions concerning
progression; my interest was in how people understood and experienced the phenomenon
in relation to each client. The overall deliberation about progression was about enacting or

producing some form of change, as evidenced here:

Adele: It's not that you can change the person, you change the behaviour and the
way they behave in a particular given situation, but first of all they have to recognise
that that's how they behave in the given situation. And that's the hard bit, is getting
people to actually say, 'Oh yeah, that's what | do and | don't want to do it any more
and therefore I'll try and do this instead'. Once they've got to that point and they can
really try, they may be able to then start learning better ways of coping so that they
don't hurt themselves or others, or replicate difficult relationships that they've
previously had [any more]. So no, you can't inherently change the personality, but

you can learn different ways of coping with it (Interview, qualified staff).

Although | found it encouraging that staff did consider the women'’s past experiences as
contributing to their current circumstances, | also felt that this discourse left very little space
to talk about positives, such as good family and peer relationships, and skills and resources
that women already had and could build on. There was evidence, however that pasts were
being used to contextualise behaviour and to work with the women to find out reasons, such

as in Stewart’s account:

Stewart: No matter what we do we’re never going to cure people. The stuff that’s —
certainly in [client’s] case — the stuff that’s gone on, we’re never going to get rid of
and she’ll never be okay with that, it’ll always cause her problems. She’s damaged
now, unfortunately. As lovely as she is, her life is damaged by what’s happened and
again, all we can do is make her feel safe, give her better coping strategies, but at
times - those aren’t going to work all the time, so we’ve not to be too hard on

ourselves when things go wrong. We’ll go back to the drawing board, re-design
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things again, get her involved: ‘Why was it that you hit that person? Was it

something they said?’ (Interview, qualified staff).

Stewart refers to redesigning care in response to the client, something which aligns his
practice with the social model of disability, insofar as he is modifying his care in respect to
the client. This shows that when staff become aware of women'’s pasts, they are considered
to be static and women are considered to be damaged as a result. Importantly however
Stewart shows that keeping this knowledge in mind can sometimes be productive. Debate
on this topic is divided, some authors consider looking to people’s pasts to be problematic,
for example some research has found that services’ knowledge of a client’s past abuse
adversely informs conceptions of risk (Adshead, 2011; Pollack, 2007). Conversely, some
authors advocate looking to the past in terms of treatment but in practice, found that past
trauma is not taken into account due to services applying a medical model in treatment
(Brackenridge & Morrissey, 2010; Rossiter, 2012). My argument is that pasts should be

taken into account, but alongside and together with individuals’ futures.

When clients were telling me their ideas about how they could ‘move on’ in the service, |
noted a number of themes: taking back responsibility, proving success in arranged
relationships and acceptance of the regime on the unit. These were interrelated and
complex, but all were models of progression which had been determined by staff.

Taking back responsibility: ‘Keep off my levels’

Taking responsibility and gaining trust feature frequently in the literature about recovery in
psychiatric services (Travers & Reeves, 2005; Turton et al., 2011), and these were also
prominent in discussions about progression on Unit C. For example, Dawn told me about
Jane who, after years of special observation, was considered to be progressing extremely

well and would soon be moving into the community:

Dawn: Um when she came here she had, | think it was, two very serious incidents
where she um tried to strangle herself and was cyanosed, and lips had turned blue
and she had to go to hospital etcetera. And then she was such a high suicide risk
because it was all that she wanted to do. So she was placed on a level and then
every time we tried to take her off a level, years ago, every single time we tried, she’d
make an attempt at suicide. So it was because she’d made an attempt at suicide,
after that people became so scared to take her off this level that it became a way of
life. But then she became so dependent on the level it was like, it wasn’t serving a
purpose [pause]. | think as she became more well, it wasn’t serving the purpose to

stop her trying to kill herself because she’d calmed, not got over it but kind of she
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was a bit better than she had been and that wasn’t the main thing [in her life]. But
then she felt like she needed that security blanket of that person, when you’re used
to having someone with you 24 hours a day, for them suddenly to take it away it’s

just a shock to the system isn’t it?
Rebecca: So how did you do it?

Dawn: [Hums and laughs exasperatedly] Very hard! We started off allowing her to
go in the toilet on her own and we’d stand outside the door and just have voice

contact with her.
Rebecca: Before that you were watching her on the loo and everything?

Dawn: Yes, shower, toilet, bed literally 24 hours a day she didn’t do anything without

a staff member watching her do it or a staff member with her.
Rebecca: So it was just gradually doing it then.

Dawn: Very gradual, very slowly, very gradual and Jane can ask any time, she has
two face-to-face contacts a day so she speaks to someone in the morning, and at
night-time about how she’s feeling, whether she’s settled, does she think she’s well
enough to be off a level or not. And if at any point she’s feeling a bit unsettled or
doesn’t feel particularly well she can just say ‘| don’t feel right today, can | be on my
level?” and staff will say Yes, fine’ and they’ll just re-implement it. But then a couple
of hours later if she’s picked up say ‘Jane do you feel alright now?’ and reduce it

straight away again. So she’s in control and it’s really helped. (Interview, qualified

staff)

Dawn spoke about how clients become ‘dependent’ on interventions such as special
observation, an idea which | discussed in the previous chapter. Jane is described as needing
staff as safety, as a ‘security blanket’ and that having control of her situation has helped her
to come through this. Rather than conceptualising this as compelling the client to obey the
rules, Dawn describes the process as one of handing over control, when this control had
been originally in staff’'s hands. This process of handing over control must have felt very

risky at the time for staff. Jane herself told me about this situation:

Rebecca: So when we’re talking about moving on, what kinds of things do you think

you can do to move on?

Jane: Well keep off my levels, just keep to yourself and work hard and talk to the staff

when you’re down. Yes.
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Rebecca: So will you tell me about these levels? Because you’ve done really well

getting off your levels.

Jane: Well at first | got like five minutes in my room, then ten minutes, and in ward
round I says ‘Can | have half an hour, just staff stay with me while I’'m asleep.” I've

gone off that, and then I've gone off at daytime and I’'m just off it now.
Rebecca: So you don’t ever get put back on it?

Jane: Oh yes if | feel that I’'m down I’ll say ‘Can | go onto a level 37" Is it level 3?

Sommat like that.
Rebecca: Yes, and when you were on a level...
Jane: Ooh it were awful, no privacy or anything. (Interview, client, LSU)

Although Jane stressed that she did not like being on a level, most of the women told me
that they like having the company of staff when they are not too busy. Perhaps Jane’s
perceived dependence on the levels was because she enjoyed the companionship, even

though the accompanying surveillance felt punitive.

This situation demonstrates the inconsistencies on Unit C my research revealed. Women
stated their dislike of the coercive methods, yet staff explain women’s actions as trying to
bring these about. Jane’s story shows however, that it is possible for women to function
without such regulation in their lives.

Success in arranged relationships: ‘Prove that you can live with someone’

Elaine’s concept of progression was being able to live successfully with another person.
Elaine has had to live by herself for a number of years previous to this. Elaine told me that

the reason she was in the unit was to ‘get better and move on’:
Rebecca: How do you think you’re moving on? What’s helping?

Elaine: Well | am moving on now because I’'m living with someone now, living with

[client] and I’m getting on alright with [client] all the time.
Rebecca: You're getting on with her? Is it hard work trying to get on?

Elaine: No I’'m getting used to it now, to live with someone, yes I’'m getting used to it
now. .. [You have to just] prove that you can behave and prove that you can live with

someone. (Interview, client, LSU)

Elaine’s perception of how she could progress was to have tolerance for living with another

client. She had been moved in with a woman who was described to me by staff as ‘resilient’
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and ‘laid back’ in order to help Elaine learn to live with others. This arrangement must have
felt like a big step at the time; as we have seen in Chapter Five, living in close proximity to
others who are at different stages in their progression is not easy. The progress that Elaine
has made was due to the sustained support from staff for both women throughout the
process and had been successful for a number of months when | arrived, demonstrating that

concepts of progression are individually planned, tackling one aspect of the client’s

rehabilitation at a time.

As | have pointed out in Chapter Five, relationships between clients are not always
encouraged when they become too close, and according to Holland and Meddis (1993), this
is because of the importance placed on staff/client relationships. Indeed on Unit C, stable
staff/client relationships were used as markers of progress, and although staff tried to make
sense of the aggression they sometimes encountered, this often proved to be quite difficult.
Some staff’s concepts of progression tended to focus on absence of aggression and use of
anger management techniques. However, staff did accept that progression takes time.

Monica, for example focussed on relational factors as indicators of results:

Monica: | think there's a general lack of acceptance that we're not going to make
giant leaps with these women overnight. And | think we should celebrate small wins,
whereas | think we want to sometimes ‘love them better’. We think if we're never-
endingly kind and lovely they're going to be better and it's not the case. It's still nice
to be kind and have unconditional positive regard, but | think as staff you've to be
very resilient and you can take the knock backs and you can take the 'I've been nice
to you for 13 hours and you've just punched me as I've walked out'. | think you need
to be able to accept that and think, 'She's probably done it because of whatever'. |
think staff get so frustrated and they come in every day and try so hard and don't see
massive results. But | think they have too much of an expectation to see massive

results. (Interview, staff member)

Monica described how difficult it is to work with somebody every day and not expect
‘results’. Being able to imagine a reason for the ‘knock backs’ or aggression is very important
to her. She talked about ‘Unconditional Positive Regard’ as important®, but ultimately the

search for reasons and understandings for clients’ behaviour as most important for staff

® Unconditional Positive Regard is a term coined by Carl Rogers (1951) and is still used in counselling
and therapeutic discourse. It refers to positive treatment despite knowledge of the client’s past and
current issues.
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‘resilience’. Monica went on to say that perhaps the reasons for lack of progression are

more complex:

Monica: It's only what | think, that women don't seem to move on very quickly. And |
think with certain people you expect to see massive wins, and people get frustrated,
'What are we doing for her?' and I'll say, 'Well maybe she's not assaulted anyone for
eight weeks, so you've not discharged her, but she's not assaulted anyone for eight
weeks.’ Previously who was maybe assaulting someone every day.. But they don't
celebrate that. It's like, 'Well we haven't dropped her supervision levels, or we
haven't moved her off this ward’ . . . Sometimes you will get a good win where they'll
move on, do really well, get resettled and it's a success story. But | think you've just
got to keep re-checking the reasons why you came into this work and what you're
wanting to achieve and | think you have to be resilient and | think you have to be

quite a robust character or else it can wear you down. (Interview, qualified staff)

Monica acknowledged that progression is often a slow process, and explained how staff may
feel when a woman is not progressing, but she also implicated the organisational regime for
this lack of progression. The example she gave is that a woman who was often aggressive
did not assault anyone for eight weeks, yet her circumstances did not change quickly enough
in response to this, so neither the woman nor the staff figure this as a ‘result’. Monica
construed progression in terms of behavioural stability here, a common interpretation in
Unit C. As | have pointed out at the beginning of this chapter, this is a gendered concept of
progression which literature states is more often applied in women'’s services (Alexander et
al., 2011).

Acceptance of regime: ‘Do whatever we have to’

Another conception of progression involved notions of ‘acceptance’ of staff decisions and
the institutional regime. John told me about Annie’s recent progress. She has not been
aggressive lately, when plans have been changed. John was pleased about this, but he was
concerned about the lack of ways to report positive behaviour due to the systems in place

focussing on problematic ones:
Rebecca: When you say she’s been good one particular day what do you mean?

John: Accepting things. The main one with Annie is she asks for things a lot, very
manipulative. Before, if you said no she could get very aggressive about it and lately
I find she’s been accepting things and not reacting, and waiting for a solution to the

problem, where before she would just react and either self-harm or get aggressive.
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Rebecca: So you feel like she’s moving forward?

John: I personally do, yes I think she is. And Annie herself will tell you, when she was
on the MSU [Medium Secure Unit] they had a lot more structure over there and she
likes structure, they need to feel, they need boundaries and she’ll tell you herself, ‘I
need boundaries.” Give her too much and then that’s when it starts, she gets too

much if you know what | mean, it’s overload.

Rebecca: I wanted to ask about all the paperwork that you have to fill in and you

were saying that you wrote something really good about Annie, but that will just get

glossed over.

John: Glossed over yes, | find that when they do the ward round reports they look at
the trips out and the bad behaviours, because nobody has got the time to go through
the daily notes, every daily notes. | personally think that when they’ve had an
exceptional day it gets overlooked and maybe the people who do the notes who work
it out could do a note or a flag up for it. Personally | think that. (Interview, staff

member)

John puts forward that Annie’s improvement in behaviour is due to boundaries and structure
in her life, which he sees as something she did not have before she came to the service.
Unfortunately, John felt that opportunities to report and reflect on this improvement were
lacking. This is similar to what Monica was saying about the lack of ‘celebration’ of
achievements (see also Long et al., 2012) and reflects the focus on negatives within the

processes of the service.

Most of the women talked about their future in terms of when they ‘get out’ — Kate told me
her detailed plans for the future and this led into a discussion about how to ‘get out’, which

again involved acceptance of the institutional routine:
Rebecca: Do you know when you’re going to get out?

Kate: No not yet. We just have to do what the staff tell us to do because at the end
of the day they’ve only got our best interests at heart. Do whatever they say, don’t
refuse to take our medications, do whatever we have to do, behave, don’t go against
our treatment and care plans by refusing medication or refusing to eat. Don’t refuse
work because that can delay you going even if you refuse your work, that can delay
you. Don’t refuse work, go even if you don’t like it until you can get it changed, stuff

like that.
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Rebecca: So if you do all these things correctly, what’s going to happen?
Kate: Well obviously we’ll have to do all this for like three months. Non-stop.
Rebecca: And will they tell you that you’re doing things good?

Kate: Yes they’ll tell us that we’re going in the right direction. Like last year they
spoke to me about [moving] in July. Beginning of October | were gone, and that’s
because | were doing everything right. And they will say to us every now and again

the doctors, ‘You’re doing well, carry on and you won’t have long left.’

Kate’s beliefs about progression included ‘doing everything right’: complying with treatment,

including medication, and making sure she goes to work even if she does not want to. This

progress had been flagged up to her as positive by the psychiatrists, and she felt that she had

seen the results of her progress in the past. Kate went on to tell me that she felt that she

was progressing herself, due to the therapy she had received helping her to deal with her

past experiences:

Rebecca: When you said you’ve got rid of all those bad things, how do you feel you’ve

worked through them?

Kate: Yes, it took a hell of a long time but we have we’ve worked through it together.
Rebecca: And where do you think they’ve gone, just gone forever?

Kate: They haven’t gone forever, they’re still there now and again, but...

Rebecca: But you can deal with them?

Kate: Yes, like it’s in my mind now, I’'m thinking about it now while I’'m talking to you.
Rebecca: Oh, I'm sorry,

Kate: No, it doesn’t upset me any more, it doesn’t upset me. . . It’s like | was saying to
[name], the new staff. | told her why I’m in here and why | were in care and all that
lot and | said, ‘If you ever want to ask a question about my background, just ask me.’
I said, ‘I will answer your question but it won’t be just a yes or no, it’ll be a full

answer.’ (Interview, client, LSU)

Despite Kate’s claim that therapy has helped her to deal with her past, it seemed that

personal notions of progression and recovery (such as being able to talk about the past)

were sometimes at odds with the organisation’s. The women did not have a clear idea of

how their progress was measured and what they had to achieve in order to move on.
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Sometimes it seemed that expectations were too high. In this revealing example Tanya told

me how difficult it was to interpret:
Rebecca: What’s counted as a good day?
Tanya: When you don’t do anything wrong. You have to be happy.
Rebecca: What’s ‘wrong’? Not shouting?
Tanya: Not being quiet either.
Rebecca: You're not allowed to be quiet?
Tanya: You’re not allowed to be quiet because they’ll think you’re ‘on one’ [sulking].
Rebecca: So how can you convince them you are having a good day then?
Tanya: You have to be talkative and happy.
Rebecca: Right, that’s quite a hard [ask]... (Interview, client, LSU)

Tanya describes the almost impossible situation of trying to convince staff that she is having
a ‘good day’. A woman is judged as moving on only when her demeanour fits a very narrow
ideal ‘talkative and happy’ on a regular basis (see also Webb, 1999). This is similar to a claim
made by a participant in Goodley’s study, that learning disabled people are expected by staff
to act ‘more normal than normal people’ (Levine, cited in Goodley, 2001:215). Indeed,
Sarah’s concept of progression also involved unrealistic acceptance of the institutional

regime. She also described the difficulties involved with expectations of progression:
Rebecca: And is there anything that you feel that you have to do to move on?
Sarah: Don’t have any incidents.
Rebecca: What kind of incidents?
Sarah: Where you hit someone or be abusive to someone or get restrained.
Rebecca: And do you think you can manage that?
Sarah: Yes I've been managing it.
Rebecca: Is it hard?
Sarah: Yes it is sometimes when people wind you up.
Rebecca: What kind of things wind you up?

Sarah: Like | got hit last week off [names client] | got hit last week off her. And | just
sat there and let her do it, | didn’t want to hit back and that’s why the staff said,
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‘That’s good that you didn’t hit back.” So that’s why they’re going to move me on.

(Interview, client, MISU)

Sarah’s idea of progression was the absence of incidents, which aligns with the majority of
staff’s model. However, Sarah points out that she was expected to accept an assault and not
retaliate, and that this was a sign to the staff that she was managing her anger. Staff
member Wendy however, does not see incidents as set-backs and acknowledges the role of

staff in their onset.

Wendy: | think . . . that you’ve got to make some kind of a judgement and give them
some kind of a chance and if you don’t give them small goals then they’re never
going to go forward and they’re never going to achieve what they want to do but
that lady she achieved a hell of a lot in her time down there, she did really well. She
had a few incidents like, but that’s what, | think you should do the goals, and you
might have an incident but you’ve got to learn from that incident and think you
might have to do it differently the next time and do it another way round. That’s

what they did and she achieved a lot really. (Interview, unqualified staff, LSU)

Wendy advocates the use of ‘small goals’ to encourage progress, based on individual needs,
and recognises that incidents may happen but that this is just part of the progress and that
staff can avoid these by becoming more focussed on the reasons why the incident happened.
This contradicts the idea that clients should learn to accept any sort of behaviour without
retaliation, as in Sarah’s comment. Wendy is articulating a way forward which is gradual and
flexible, but which would involve adequate staffing and input, an approach also

recommended by users in the mental health literature (Turton et al., 2011).

For Goffman, individual goals and futures did not feature in the total institution, the final aim
for all in the total institutions was self-direction: ‘Inmates must be caused to self-direct
themselves in a manageable way, and, for this to be promoted, both desired and undesired
conduct must be defined as springing from the personal will and character of the individual
himself’ (Goffman, 1961:83). As described earlier, Foucault’s concept of ‘subjectification’
involves a kind of self-monitoring or self-directing (Foucault, 1979), and this is mirrored by
the statement of Jane’s situation, an example of this phenomenon being comprehended as
progression. Jane was slowly given more trust by staff not to attempt suicide and this
worked because she was supported through it and staff involvement was not significantly
reduced at any point (as recommended by Turton et al., 2011). This is a good example of

where treatment and security can co-exist rather than being at odds with each other, as staff
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relinquished some of their control without traumatic consequences and Jane was seen to be
self-directing eventually, despite this being referred to as ‘taking control’. A more usual way

of encouraging self-direction, however, was using the incentive system.

Incentive Schemes: ‘| wonder what they’re going to give me’
One way behaviour is controlled and progress monitored for the women is by an incentive

scheme, which is described by staff as individually designed around a person’s perceived and
documented risks. This is recorded by staff who have spent the most time with the client
during the day. Some of the women might get a ‘cross’ (X, or rather, not a ‘tick’) on their
chart for refusing to go to work or for incidents of aggression. If no crosses are marked up
for a certain period of time, the women are entitled to incentives such as ‘pampering
sessions’ or visiting the nearest town. Incentives build up from ward-based activities to

more substantial rewards such as trips to the cinema. Annie explained her incentives here:

Annie: Everyone’s different. Like for me, I've got like an incentive chart. My incentive

chart includes not being violent, no begging for treats.
Rebecca: No begging for treats?

Annie: Because | haven’t got a lot of money sometimes [client] when she goes out
she’ll buy me stuff because she knows | haven’t got the money to go out, but
everybody blames it on me and says ‘Well I’'ve had to give it because Annie said she’d
fall out with me’ or, ‘She wouldn’t leave me alone until | give her it’ kind of thing. Not
begging for treats, attending work, no verbal outbursts, taking meds, and | think

that’s it. Oh and compliance with levels.

Rebecca: If you don’t do those things...

Annie: You don’t go the club and you don’t get your incentive.
Rebecca: What's that?

Annie: Mine, the first one is pampering on the ward which | hardly ever get cos
there’s never enough staff and we can’t have the stuff on the ward anyway because
of [client who self-harms], second one if it hasn’t changed is the canteen, the third
one is [town], the fourth one is [larger town]. | did have weekly walks to [town] but |
went once and that was it | didn’t go after that and that were over 3 month ago. The
very first week | did go | went with [staff] and | got some stuff out of the library and

they’ve sent me about 4 letters now asking for them back but because no one’s gone
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down | haven’t been able to get them there, so I'll probably end up getting charged

for them. (Interview, client, LSU)

Annie previously was able to walk to the nearest town on a weekly basis, but then this
became part of her incentive. It seems from her account that sometimes arrangements are
changed and clients are required to be flexible if there is a lack of staff to take them. She
talks about incentives as rewards for absence of certain undesirable behaviours such as
violence, and flexibility in the form of acceptance of changes due to lack of staffing. It seems
that for Annie, the incentive she expects is often not provided yet she is encouraged to
accept this and be flexible. | often noticed women planning ahead and anticipating trips and
special occasions. Something out of the ordinary, like a birthday, was very much looked
forward to. Occasionally staff did not seem to understand the importance of these events,

and how disappointing it was to the clients when they were changed or cancelled.
Here, Ellie told me about her incentive arrangements:
Ellie: If I've achieved me stickers, then | can have my X-Box or my Nintendo DS.
Rebecca: And how do you get the stickers?
Ellie: By being good
Rebecca: And what does ‘'good' mean?
Ellie: Not hurting and not being abusive and that. (Interview, client, LSU)

Ellie very clearly explained that she was rewarded for being ‘good’, which for her was the
absence of abusive behaviour. On the MSU however, the use of ‘crosses’ ensured that the
focus remained on negative behaviours. Literature shows that ‘bad’ behaviour can be seen
as a challenge to the rules rather than being understood in the context of an intolerable
environment (Secker et al., 2004) and this can contribute to people staying in the system for
longer. When rules are ambiguous, in other words people are not aware when they are
breaking one, this can make it impossible to defend oneself or challenge the system
(McCorkell, 2011). My fieldnotes show that staff are very much in charge of the incentives

system and clients are not told formally that they have got a ‘cross’:

There are lots of jokes about getting crosses when we go to the vending machine.
The male staff is joking with the girls saying “You've got sixteen crosses this week.’

Just before the changeover, the staff are filling in sheets with ticks or crosses.
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There is one space for am. and one for p.m. The clients make efforts to try to see

what is put down and mainly they can see. (Fieldnotes, MSU)

The clients did not find it easy to discuss or challenge their records, and it was clearly down
to individual staff members whether the client was to have a cross or not that day. Brenda

described how much power the staff have over the system here:

Brenda: To be honest, some of it is helpful for me because | know where | stand, but
other times | think it's babyish because I think, ‘I'll get a cross today.” And sometimes
you're sitting there between six and eight and you're thinking "It's nearly eight

o'clock, | wonder what they're going to give me?" Because | don't know what they're

going to give me.

Brenda also points out that she thinks the system is ‘babyish’, like a star chart system
designed for children, which uses a very basic behaviourist ideology (see also Flynn et al.,

1997). Brenda goes on to say how clients might find out whether they have received a cross:

Brenda: We ask sometimes, sometimes they'll tell us, it depends what staff are on.
Sometimes the staff come straight out and say "Oh yeah, you got a tick today", and
other times they say "Oh no, you've got a cross and you've lost this, you've lost that,
you've lost the other”, but it all depends on how you've been. I've been all right for

five days now. (Interview, client, MSU)

Staff did not seem to be concerned about the childishness of the system, their conception of
this system seemed to be that they were rewarding good behaviours rather than punishing

bad behaviours:

Adele: And a lot of my involvement is in writing up guidelines for the staff to try and
help them in how to interact with the women in all positive ways, to change
behaviour from positive initiatives rather than taking things away from people. It's
about a positive support for behavioural change rather than a negative, punitive

approach, that's one of my key things (Interview, qualified staff).

Adele talked about how staff could ‘change behaviour’ by rewarding positively; she
interpreted the incentives as providing extra rewards, rather than focussing on the crosses as
Brenda mentioned. Stewart explained how he thought incentives can feed into overall

concepts of progression:

Stewart: So if we can minimise those triggers, develop their coping strategies and —

again — make them feel safe, then there become fewer and fewer reasons to have
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incidents. There are certain things, there’s behavioural stuff that sounds a bit archaic
| suppose, but they do work, it does tie in with real life, it is like the incentive
programmes. If you’re okay for a week then we’ll do this as an extra thing, and it’s
important that we’re not taking anything away if you don’t do it, but if you can be
okay, then we’ll be able to do this. And again, we can do it from a clinical point; these
are your risks, you score a five for this at the moment so if we can bring this down to
three, we can take you to [larger town] on a one-to-one [one staff to accompany]
rather than a two-to-one [two staff to accompany], or we can take you to the
pictures when we don’t think you’re as risky in this kind of area (Interview, qualified

staff)

Stewart also conceived the system as positively skewed. He described a system based on a
reduction of risk due to feeling ‘safe’ and being ‘okay’ for a period of time. This is not how
the clients saw the system, as they were focussing on ‘crosses’, which were given for many
different reasons. For example, as Brenda points out here, sometimes work situations can
be intolerable and leaving work results in a cross, Brenda had been telling me that a man
was ‘kicking off’ at work and acting very disruptively. Brenda reported that she was the one
who had to leave the situation and this resulted in her getting a cross, yet this was brushed

off as unimportant by the staff:

Brenda: Say | went to work and there was somebody really bugging me and | said to
them, "Look, | can't work with him", well then obviously they'd listen to the other
person's side of things and then they’d take it on themselves to separate one of us
and they'd say, "Come on Brenda, you've got to go back" and I'd say, "l don't want to
go back. “Ah it’s nothing, it’s only a cross, never mind, you’ll soon get over it.” Why
do | have to move when they started it? Why do | have to move, why do | have to go

when he’s started it? (Interview, client, MSU)
Like Brenda, two other women referred to the system as childish:
Rebecca: So you don’t agree with the incentive arrangement?
Helen: No, because it’s kiddish, oh if you do this, and do this, you get this.
Rebecca: Do you not think it helps you to think about the future?

Helen: No, if you were ‘on the out’ you wouldn’t have incentives (Interview, client,

MSU).
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Although Helen did see the incentive system as one based on reward rather than
punishment, she was equating the use of incentives with incarceration, as she would not
have incentives ‘on the out’. When | asked Kate about incentives, she pointed out that she is

not part of this system:

Kate: | don’t need one [an incentive system]. They’ve said to me that I'm not that
bad, I’'m not bad enough, which is good cos I’'m told I’m not bad enough to need one.
So I must be getting better, so to me the fact that they’ve told me I’'m not bad

enough to need one makes me feel good. (Interview, client, LSU)

Kate was happy that she did not have to work towards incentives which she equated with
getting ‘better’. This demonstrated the individualised nature of the system in place, but also

poses the question of how Kate's progression is measured.

Incentives are used on the wards in order to get people to go to ‘work’ when they do not
want to, and to encourage behavioural stability as noted by Goffman in his classic study
(1961). Itis interesting that women were required to be stable and predictable in their
behaviour, yet were also required to understand when the schedules are changed
unpredictably. When plans were changed by the service, even if these are part of incentives,
the importance of these changes did not seem to be recognised by staff, and the anger of
women was sometimes treated as irrational. Moreover, when women did manage to
contain their feelings, this was not recognised within administrative processes which

focussed on negative events.

| argue that the incentive system exemplifies the contradictions inherent in this type of
service. Holmes and Murray (2012:26) refer to these systems used in forensic psychiatry as
‘coercive’, as clients have not been involved in their creation. They ask, ‘Will this build trust
and confidence in the resident’s sociability, or will it not encourage him to “work the system”
through the cold, economic calculation of a cost-benefit analysis’? (2012:27). Holmes and
Murray criticise this regime as infantilising and challenging the client’s sense of autonomy.
They further question the concept of ‘autonomy’ as a goal in such services, but which is
fostered only in a ‘limited and impoverished sense’ due to the level of control to which
people are subjected (2012:29). From this we can see that incentive systems are not
peculiar to learning disability services but are a common method used to regulate behaviour
in other total institutions. The client has to negotiate a system which encourages ‘playing

the game’ by signifying that the behaviour arises from personal will. The system retains

control whilst at the same time demanding evidence of responsibility being taken, however

185



sometimes this can result in resistance.

Resistance to progression: ‘I played up on purpose’
As in other chapters, women were described by staff as ‘needing’ the institutional regime on

some level, whether this was because they have not experienced the structure or boundaries
in the past as in John’s analysis, or because they lack confidence and skills to move out of a
place of ‘safety’. Staff sometimes talked about women sabotaging their progress by causing

an incident just before they were due to move on, because they were afraid of the change:

Wendy: Well they don’t like change do they? I've noticed that when they do come to
move onto the next stage, that they will do something to destroy it because that’s
about their self-worth. . . They’re frightened, and probably [have] a lot of lack of

confidence about moving on. (Interview, staff, unqualified)

Aitken and Noble describe these acts of sabotage as women being accustomed to feeling
hated, therefore negative power is the only power they are used to possessing (Aitken and
Noble, 2001). This type of model implies that a way out of this cycle would be positive risk
taking and sharing of power in positive ways. However, this needs to be carefully planned.
Surrendering power too abruptly can cause people to lose confidence. As Wendy pointed
out earlier, support for women can reduce as they are moved on and they are expected to
be more independent. She considered that if the support continued longer, the women’s
moves would be more successful. In the MSU, support and reassurance offered by staff was
considered by management to be superior to other parts of the service, yet this was not
always talked about as a good thing. Some staff considered the women to be too happy or
feel too safe to want to move on, Karen for example acknowledges the importance of built

relationships and women’s reluctance to leave them behind:

Karen: [Women are not progressing] because of the relationships, and they feel safe.
I mean would you want to go out there really? | mean you’re here, you’ve probably
made the first friends you’ve ever made, the staff are kind to you, probably the first
time ever anyone’s been kind to them, they get their meals, they get nice things,
incentives, probably go places they’ve never been to in their life. Why would you

want to go?
Karen went on to say:

Karen: Um it’s difficult because we have higher staffing ratios, um, they’re kind of in
this artificial bubble here where the staff are watching them, they can see them,

they’re very close to them, they feel very safe. . . And it’s the trust and the
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relationships they make with the staff, they don’t want to leave them, so you’ve got

to have that balance. (Interview, staff, qualified)

This type of situation must constitute a dilemma for staff: good staff/client relationships on
one hand are discussed in positive terms, as keeping people safe, but on the other, as
holding the client back and keeping them from moving on. Karen’s interpretation was that
the institutional regime and the therapeutic relationship is too successful and can cause
problems, yet she is not acknowledging that the reason why it is a potential problem is
because support drops drastically in the low secure areas due there being fewer staff. Her
solution to this reluctance to move on is to suggest making the MSU regime more restrictive

and emphasise the independence women would experience after moving on:

Rebecca: So how do you prepare somebody for moving on then? What do you tell

them? What do you do?

Karen: We would tell them that they will have far more opportunities on the low
secure, they’ll be able to go to work on their own, they’ll have some free time. What
we need to do as well here, there’s some kind of business planning work to do on the
MSU that makes it very specific how far, for instance if you’re on the MSU you will
only go to [Nearest town] or within a 5 mile radius, that kind of stuff. That needs to
be done here, and then when they go to low secure there’s much more incentive, you
can go further afield, you can go on home visits, that kind of stuff. So the work still
needs to be done to make this quite restrictive but not in a punitive way. Do you
know what | mean? We need to make it more restrictive, they need to want to go to
low secure: ‘Bloody hell as soon as | get out | can go to there.” That’s what we need
to do and it is in the pipeline. We are trying to work on that. (Interview, staff,

qualified)

In my view, Karen's idea to place emphasis on independence and travelling further afield
may work against progression, because it does not acknowledge the key issue, continued
support. Karen’s view of the MSU as discouraging progression was also a concernto a
number of the qualified staff, however the examples of women being seen as progressing
and moving on that we have seen show that it is possible with the right amount of support
throughout the process. Women clients talked about progression as a desirable thing. They

did look forward to a future of moving on.
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Any mention of sabotaging was discussed in purely strategic terms, for example Kate told me
about ‘playing up’ so that she could move away from an unpleasant living situation after

being moved to the step-down service.

Kate: [In the step-down service] There was a client there, it’s not her fault it really
isn’t because she’s, what do you call it, she can’t, she doesn’t have control over her
bowels or her bladder. So she can’t control them. But it always stunk of piss and
shit, all over the place, all the time and we used to say to the staff ‘Look, you need to
do something with her because the thing is it’s knocking us sick.” And they used to
say, ‘It doesn’t concern you.” And | used to say ‘Well actually it does because we’re

living like this.’

Rebecca: Yes course it does.

Kate: So | played up on purpose just to come back here.
Rebecca: Are you glad you’re back [in the LSUJ?

Kate: Yes. (Interview, client, LSU)

Kate had made a decision to move back to the LSU and managed to bring this about, which
would no doubt have implications on the length of her overall stay in the Service. Another of
the women told me that she had moved back due to an incident of aggression that

happened over Christmas which is a distressing time of the year for her:

Katrina asks me if | want to see her bedroom. Whilst | am looking at her room |
notice that her TV is smashed and taped over. Katrina sees me looking and begins

to explain:

Katrina: Yes, | was living in [step-down service] but | had a bad time over

Christmas so | had to come back. | wasn't well over Christmas.
Rebecca: Well, Christmas is a very stressful time for everyone | think.

Katrina: Well, there were things going on with my family and they came to visit,

and then there were problems with staff - and I'm very sorry for what | did.
Me: It's OK, | understand.
Katrina: I'll be going back to the houses [step -down service] soon.

Staff: Yes well we're not sure about that at the moment. (Fieldnotes, LSU)
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Katrina was disappointed that she had moved back to the LSU after making progress.
Women are apparently moved backwards to a higher level of security for incidents of
aggression, and this is construed as failure by some women. During my field-work, one of the
women was being moved from the MSU to the LSU. She was extremely happy to be moving
and considered it an achievement. There was renewed discussion about her future in light
of the move and the other women on her flat participated in these discussions and
congratulated her:
Brenda tells me she is leaving to go to low secure. | ask her why and she tells me
it is because someone else needs a place here. | ask if it has been acknowledged
that her behaviour has been good and she said that someone had pointed this out.
She was packing her stuff and was concerned that she had items put away in the
loft and [staff member] comes in and says she needs someone to help her with the
inventory. The other women are very happy for Brenda when they are told that
she is moving on. They ask her if she needs help to pack her things and there are
lots of questions. When Helen is asking the staff member why she hasn't moved,
he is very patient with her, saying that her behaviour has been ‘impeccable’ and
that she will be able to move on when she’s ready and it will happen. They discuss
this at length and the staff member is extremely supportive and kind. Helen is
worried that she will be in the MSU for years like Brenda. She says ‘It's
unsettling.’ (Fieldnotes, MSU)
It is evident that progression and moving on is important to the women and is seen as a
positive step. Although it is reported in the literature that some service users fear moving

on due to the loss of safety and security of the locked ward (Parry-Crooke et al., 2000; Turton

et al., 2011), these sentiments were not expressed by the women in my study.

Despite the organisational systems being construed by the women as restrictive, | did
witness some women progressing during my fieldwork. These women were gaining in
confidence, engaging more with me and developing relationships with staff and clients. My
fieldnotes here show that it is possible, although unusual, for women to progress reasonably
quickly:

| see Ursula laughing and talking with the other women. She is keen to get

involved in the activities and she looks bright and positive. When | think back to
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the first few times | met her, sitting on the sofa, staring into space and not
engaging with anyone, seemingly shy and angry at the same time when | spoke to

her, | cannot believe how far she has come in six months. (Fieldnotes, LSU)

Unfortunately, | did not manage to talk to Ursula about her situation as she declined to be

interviewed, although she was a striking example of success and progress.

Futures: ‘Get my life back on track’
A sense of future was very important to the women in my study. Women in secure

psychiatric services see the following attributes and support as important for their future:
self-sufficiency, empowerment, life skills support, and informal support networks (Parkes &
Freshwater, 2012; Richie, 2001). These features were all expressed on some level by the
women at Unit C. The women often talked about their futures; they did not want to stay in
the service. Some discussed their future in terms of moving on within the service, to a less
secure ward, and others talked about moving to other services. Those who mentioned
moving out into the community were the largest group. They talked about ‘getting out’ and
‘moving on’. Futures were generally discussed in terms of spending time with family

members, for example:

Rebecca: What are you planning for your future? You’ve told me a little bit about

moving to [home town)].

Bonnie: Moving to a nice little supported living place. Meet up with my friends every

now and then, go home meet and visit the family like my Dad, my Auntie. Yes.
Rebecca: Do you think you have to do anything to get to that point.

Bonnie: Just all my treatment. As I’'ve said once my treatments over and done with
then they’ll look into how | am. My next CPA [Care Programme review meeting] will

be in July. (Interview, client, LSU)

Bonnie’s plans involved complying with her treatment in order to have staff make positive
judgements about her. As with other women, her statement did not convey any personal
goals as a result of her stay, such as feeling more confident to move on. She did not say that
she would judge how ready she was to move on, but the staff would do this. Bonnie had
realistic ambitions for the future, supported living and seeing friends and family, reflecting
her acceptance of the future in terms of disability, gender and social class. Brenda had

similar aspirations:

Rebecca: And what do you see for your future when you've got out of here?
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Brenda: | want to go into accommodation, sheltered accommodation or if not have
me own flat, but with support workers. Like in [town], | had me own flat, but support
workers used to come in daily just to give me medication then go home. (Interview,

client, MSU)

Like Brenda, most of the women expected that they would move to a supported living
arrangement, and the majority talked about being able to have a job and see family and
friends. Some of the younger women spoke about wanting a family and had views of the

future that did not signify their label as a disabled woman:

Lorna: To get out and have some kids, get married, get my life back on track. | miss
my family, miss my mates, miss drinking, miss having a laugh, going out on a Friday

and Saturday night, having a laugh. (Interview, client, MSU)

Marion’s mother was elderly and in ill-health when | spoke to her; Marion was extremely
worried that something would happen to her mother whilst she was still at the unit.

Marion’s hopes for the future involved seeing her mother:

Marion: Folk have said | might be going to another unit somewhere else, but I’'m
hoping that if | do move somewhere else I’d be very close to my sister and my
nephews and my niece and my brother in law’. But I do hope if | do move, sooner or

later, that I'll be back before anything happened to my mum. (Interview, client, LSU)

Some women gave very detailed plans for the future, for example Kate’s plans included a
future with her boyfriend. She was also realistic in assuming that they would need to live
separately at first due to housing provision; learning disabled people usually cannot choose

who they live with (Brown, 1994):

Kate: [Me and my boyfriend] we’ve talked about it a lot. We were saying that we’re
going to wait until we’re both out, not one of us, both of us. Then we’re going to go
to, we’re going to go abroad for a week or two, have a holiday and then we’re just
going to settle down, I’m going to have my flat, he’s going to have his flat. But if
that’s going well after a couple of months still going well, then one of us will move in
with the other one, which will be me because if it ever broke down I’d have

somewhere to go, he wouldn’t (Interview, client, LSU)

7 Guidance indicates that people in residential services should be near to their families (Mansell,
1993), but as described by others (Vaughan, 2003; Mansell et al., 2006; Yacoub et al., 2008), many of
my participants were far from their home town.
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Many of the women spoke about wanting to work when they moved out, either in a paid job

or volunteering, such as Reenie and Annie here:

e Reenie: Well I'll try to get a little part-time job or sommat, in a cafe or
sommat, washing up and cooking and, not a transport cafe, you know these
little tea cafes (Interview, client, LSU).

e Annie: I've always found that whenever I've got my head sorted out I’ll
always go back to a place where | can help people who are disabled or
learning difficulties or whatever, but the main one after being in here is to
look after and help people who self-harm, that’s the main one that | want to

do (Interview, client, LSU).

Employment often features in the literature on psychiatric recovery, with service users
reporting that the working day provides them with confidence, structure and social
integration (Provencher et al., 2002; Ridgway, 2001). Unfortunately, it would be quite
difficult for some of the women in my study to gain the type of employment that they want
when they move on, perhaps due to the nature of their offences which have brought them
to Unit C, but also due to the lack of supported employment opportunities for learning
disabled people in some areas. These plans for the future reflect the educational and

cultural capital of the women, and they were realistic in terms of ambition.

These examples show the importance of family and friends to the women at Unit C. They
also show how individual and personal people’s futures are, thus a one-size-fits-all approach
will not work. Crucially, the statements show that women are planning for the future and do

not want to be detained long-term.

Conclusion
This chapter has shown that women’s futures are not being adequately taken into account in

the service. While clients had strong notions about their futures, staff priorities converged
around day-to-day conflicts. It is crucial for staff and managers to keep in mind that the
women have their futures to consider, which from their perspectives involve social

integration, self-sufficiency and (re)building family relationships.

A main concept of progression discussed by participants was ‘acceptance’ — of other people’s
behaviour, and of the institutional regulations and routine, including last minute changes to
this regime. Kate described that to move forward she has to make sure she does everything
she is expected to do, such as go to work, take medication and carry on with therapy.

Accepting other people, as in showing it was possible to be able to live together with other
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clients (as designated by staff) was also key. This | would argue, further encourages

passivity.

What is missing in these accounts of progression, is what women wanted for themselves, in
other words how they wanted their treatment to help them in their lives. Such accounts are
visible in the recent mental health literature about recovery, even among those detained in
forensic psychiatric services (Green et al., 2011; Mezey et al., 2010; Simpson & Penney,
2011). In this secure services literature, women wanted: self-sufficiency, empowerment, life
skills support, and informal support networks for the future (Parkes & Freshwater, 2012;
Richie, 2001). Why are these criteria not used in concepts of progression with learning

disabled women? Indeed the discourse of recovery did not feature on Unit C at all.

My research shows that personal notions of progression were missing in favour or ‘proving’
progression to staff in some way. Some of the women pointed out how difficult it was to
show their progression. Tania clearly showed that to be considered ‘happy’ she had to act
within very strict parameters, and Sarah said that she had to put up with physical assault
without retaliation in order to show she was eligible to move on. This situation was
exacerbated by the incentives system, which, although construed by staff as positive
reinforcement, was seen as punitive and infantilising by clients. Hannah-Moffat (2000)
refers to the ‘neo-liberal strategies of responsibilizing’ (2000:528), where women are
‘empowered’ to take responsibility for their actions, yet any failure to self-govern results in
more punitive supervision, thereby ‘re-enforcing existing relations of power’ (2000:529,
empbhasis added). | argue that this is the case here, the use of punishment negates any

potential for empowerment and self-direction.

Both staff and clients attributed much of the progression that did occur on Unit C to
individual care staff taking risks or making particular efforts to reach out for clients, which in
the day-to-day running of the unit was quite difficult. Although staff mentioned that
individual planning by the multidisciplinary team did include objectives for each client, this
information was sometimes lost in the minutiae of daily incidents and control of the ward
milieu (McCorkell, 2011). Focusing on clients’ futures and progression involves
communication between staff on the ground and those making the plans. It also involves
time and sufficient staffing levels (Hatton & Emerson, 1995), and for the organisation to
recognise successful therapeutic relationships as important to progress. Unfortunately,
these successful relationships were occasionally misconstrued by staff as preventing people

from moving on because clients become reliant on them.
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It can be argued that with adequate and sustained support, as in Wendy’s and Jane’s cases, it
was possible for women to move on without substantial setbacks. Key to this, however was
a sense of trust within the framework of close therapeutic relationships. Some research
found that treatment techniques try to steer women away from dependency and
emotionality due to the idea that women'’s relational styles are deficient and irrational
(McCorkel, 2003). It is considered possible to treat women as emotional and connected
whilst supporting them to rehabilitate (McKim, 2008), but this is made difficult if

relationships are construed as inherently problematic for clients.
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Chapter eight — Intersections - making conclusions

My view is that | can’t separate my blackness or my disability or being a woman,
because I’'m all of these.
I can’t separate them. This is me.

I relate to them in all different ways.
{Jackie Downer, in Walmsley and Downer, 1997:45)

| set out on this research to explore people’s experiences of living and working on a locked
learning disability unit. When | embarked on this project, | was aware of the body of
ethnographic research set in mental health residential settings, including those categorised
as ‘forensic’. Whilst not trying to replicate this work, and acknowledging its relevance to the
women in my study, | hope my work highlights the importance of researching the features
and particularities of services specifically for people diagnosed as learning disabled. My
contribution to knowledge therefore adds to existing scholarship in gender and disability, but

is situated within a setting which has so far been overlooked by ethnographic researchers.

My research questions were: How do clients and staff experience day-to-day life here? How
do women feel they are able to progress through the service? How do experiences of
coercive management affect this progression? During my research, these questions evolved
into more conceptual ones, such as: How do interpretations of gender and disability
influence staff and clients’ experiences on the unit? How do the discourse and the practices
within the unit shape ideas about gender and disability? In seeking to answer these
questions | have shown that gender and disability cannot be disentangled from women’s

experiences and the accounts that are used to understand them.

In endeavouring to answer the original research questions, | found that ideas and
expectations about women, their impairments and their social class were woven within the
fabric of the institution and made their marks on day-to-day experiences; an example of this
is the activities which are offered to women during the day and evening. Although the
‘menu’ of activities seemed to be quite diverse, some women did not have a choice of all of
these activities and, especially those living on the MSU, were allocated quite risk-averse
ones. ‘Pamper’ sessions and ‘colouring in’ reflect the gendered nature of these activities,
and the expectations that learning disabled women will find these things relaxing. On a
positive note, the Women’s Action Group was considered a progressive step towards client

involvement in the service, and the events organised by the members were encouraging and
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inclusive, taking into account clients’ suggestions and recommendations. However not all
women had access to this group. Whilst | was completing my fieldwork, the organisation
was implementing person-centred Occupational Therapy which the clients and staff were

anticipating. 1 hope that this development addresses the issues | have described here.

In exploring ideas about how women progress through the service, | found myself asking
what the purpose of the service was. In formal descriptions, the service is described as
‘treatment’ and ‘rehabilitation’ yet these descriptions are only meaningful if the objectives
filter into day-to-day life. In my observations and interviews, talk about behavioural stability
pervaded concepts of progress to the cost of ideas of personal recovery, or treatment and
rehabilitation. Perhaps this is how rehabilitation is conceived at Unit C. It was clear that
women were accessing psychological therapy, yet support staff were not trained in
counselling, sometimes leaving women at a loose end when returning from a therapy
session, as described in Chapter Six. Although I have criticised the focus on women'’s pasts at
the expense of talk about their futures, women’s experiences of abuse and violence are
extremely important when it comes to therapy and treatment. As | have argued, the
consequences of these events can be taken into account as long as women’s strengths and

future aspirations also feature in the conversation.

The social history relating to women’s admittance to and management in these services in
Britain cannot be denied; there are stories of learning disabled women who were
incarcerated against their will and lived all of their lives within the asylum. | have shown that
some aspects of this history are still evident today within such regulatory practices as
exclusion from the home community and segregation of men and women within the
institution. Yet at the same time contemporary policy has taken an opposing position,
promoting the ideals of ‘choice’ and ‘control’ and ‘independence’. This incompatibility
between policy and practice is most evident when it comes to the management measures
used to keep women in line, increasing dependence, whilst expectations within local and
national policy are that clients are responsible and self-reliant. This is what McWade
describes so well when she talks of how the ‘shame of the asylum years where patients were
often incarcerated for life now manifests itself in a fear of, or aversion to, patient
dependency on services’ (McWade, 2014:182). Staff in McWade’s study of an arts for
mental health unit seemed to think of dependency in terms of the harmful history of
institutionalisation, and these aversions to dependency, she argues, are strengthened by the
current neoliberal political discourse around the self-responsible individual which permeates

media and policy. This discourse was evident in my interviews with staff, there were worries
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about clients becoming reliant on coercive methods such as seclusion, as well as concerns
about clients becoming too comfortable in the service and enjoying their relationships with
staff too much. Yet | have argued that these feelings of safety can contribute to progression
as long as steps are taken gradually. Another concern in this aspect was the restricted
connections with the local community and links with family and friends, bringing to mind
Goffman’s Total Institution model of segregation from society. | argue that dependency on
the service would be less of a concern for staff if access to the outside world was more

plentiful.

Accepting that the present study cannot be separated from the history of institutionalisation
is key in my argument, and using these themes in tandem with gender and disability studies,
| aim to now explore the conceptual questions which arose during my study. Finally | will use

these to formulate some recommendations for change.

Intersections
Women with disabilities have been exposed to many and varying experiences of oppression

and discrimination (Thomas, 2006) and there are often well-meaning motivations behind
injustices that they experience (Young, 2009). As | described in Chapter One, the clients in
my study may be subjected to certain experiences in society because they are situated at the
intersection of disability, gender and social class (Bjornsdottir & Traustadoéttir, 2010), and
particular to this study, these categorizations also feature judgements about behaviour
which deviates from the norm or is criminalised (Kendall, 2004). In this section, | will look at
how women’s experiences relate to intersectionality (Crenshaw, 1991), which as can be
described as the analysis of the interplay between different categories of identity. Theories
of intersectionality explore inequality focussing on the interplay between different
categories of oppression (Mattsson, 2014) and | shall describe a few examples of this
interplay on Unit C here. As in other literature (Adshead, 2000; McWade, 2014; Vaughn &
Stamp, 2003), | noticed some paradoxes or contradictions evident in the practices and
discourse. | will use these contradictions to illustrate the tensions inherent in this type of

service and to form my reflections.

Disability was manifested on Unit C in the power disparity between staff and clients which
was evident in many areas of life, for example the admittance process, where many women
had not been told they would be staying at the unit and the fact that they are not given a
release date (see Chapter Four). Also, ideas about disability were expressed in concepts of
progression which always involved staff's judgements rather than personally determined

outcomes; herein the dominance of services over clients was unmistakeable. The
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presumption of incompetence is inherent in society’s notions of learning disabilities, which
provides justification for professionals making decisions on behalf of clients. This in turn

influences the continuation of dependency.

The staff noticed this issue of power imbalance; the difficulty of maintaining an equilibrium
between therapy and control featured in their interviews. They talked about power
differentials and how they cause conflict, which in turn brings about coercive practices. For
example, when lona observed in Chapter Five, ‘They get you to do things either by being
really nice or really horrible. But do you not think that’s because of the way we set our role
up?. .. because we’re the jailors.” However this tension did not seem to be tackled at
management level, for example by encouraging partnership-type relationship, or a ‘working
alliance’ (Brechin & Swain, 1988). Indeed, positive relationships between staff and clients
were sometimes described as fostering clients’ dependence on the service, and staff were
under pressure to withhold their support at key moments such as during seclusion to
prevent ‘reinforcement’ — as described in Chapter Six by Adele. | have argued that the
practice of withhoiding support illuminates these power relationships further and
substantiates the view that learning disabled people require control. For example, Phillips
discusses the reasons for this control when she refers to how the ‘perceived incompetence
of the mind is then transported to a perceived incompetence of the body. Hence a situation
is created where the body has to be controlled, cared for and regulated’ (Phillips, 2007:507,
emphasis in original). Often, this situation is created with good intentions, as learning
disabled people are considered to need protection and guidance (Lovgren & Bertilsdotter

Rosqvist, 2014).

This notion of protection was evident on Unit C, particularly around the regulation of
relationships. There was a lack of clear information about sexual relationships (Rushbrooke
et al., 2014a) and a need for some sort of sexual awareness education to encourage self-
determination in relationships {(Bernert, 2011). Ideas about gender and disability were
markedly evident in notions of vulnerability and protection where sexual relationships were
involved. | have argued that this regulation is rationalised in terms of women’s vulnerability
stemming from their past experiences rather than directly related to the male clients’
presence on the unit as should be the case. As others have argued, learning disabled women
have often been described in the contradictory terms of vulnerability and dangerousness
(Phillips, 2007; Williams, 1992), both of which necessitate the use of management and
protection. However when protection becomes limiting, this is when power struggles and

resistance on behalf of clients can ensue.
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My argument is not that individual staff bring about this power disparity; power was not
unidirectional on Unit C, and staff and clients did share some experiences, as described by
Holmes et al (2012). For example, in Chapter Five | described how staff were subjected to
various forms of regulation from management and other staff in terms of their relationships
with clients. Furthermore, staff had to deal with retaliation from clients as a result of
resistance to the restrictions of life on the Unit. In this sense, staff were situated between
two conflicting expectations. They were operating within a discourse of control which did
not accept resistance as legitimate and this caused various tensions. | think these tensions
contributed to the ambiguous views of relationships on the unit; relationships as supportive
on one hand but also constraining on the other. This was related to women’s learning
disability status in terms of policy — for example current learning disability policy and its
objective of independence, but also their gender due to the way women were judged on
their (in)ability to maintain successful relationships throughout their lives. Difficulties with
relationships were also discussed in terms of gender, with women being described yet again
in contradictory terms, as lacking in relational skills on one hand, as well as being clever and

expert manipulators on the other.

Gender was especially marked out in staff descriptions of women as exceptionally
problematic clients. This was expressed in judgements made by staff about aggression, in
particular ideas about women’s tendency towards relational aggression, and how much
more difficult it is to deal with than men’s aggression. The constitution of women clients as
problematic on the Unit sets clients apart from staff, ‘othering’ them, which in turn creates
conflict and causes expressions of distress. Staff find these expressions extremely difficult
and feel that they have no choice but to use coercive methods to deal with them. This could
be described as using physical security in place of relational security (Department of Health,
2010), where clients are encouraged to be passive and compliant in order to show
progression. | suggest that this is a consequence of expectations of femininity and what is
‘acceptable’ in terms of anger shown by women. | have argued that difficult behaviour can
be seen as communication of distress or fear, that women should be provided with a ‘safe
space’ to be angry, and | maintain that emphasis should be placed on resolving conflict,

allowing clients to learn valuable skills from this process

As | have mentioned earlier in this chapter, staff interpretation of clients’ past experiences
could often put clients at a disadvantage. Some of the women clients described their past
experiences to me and they were often horrific and undeniably caused them distress. When

described by staff, women’s pasts were conceived in terms of bad role models, chaotic
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lifestyles and lack of structure and discipline. It could be argued that social and economic
deprivation contributed to these interpretations, as disabled people frequently experience
poverty as a consequence of discrimination (Bjornsdéttir & Traustadéttir, 2010;
Shakespeare, 1994} and learning disabled people are more likely to experience adverse life
events compounded by poverty (Hatton & Emerson, 2004). Knowledge of this may cause
staff to make assumptions based on the social class of clients and what is appropriate for
them, for example in terms of what clients were offered in terms of ‘treats’ and trips out,
and were replicated in women’s own plans for their future lives in the community. | suggest
that a process of gendering is also taking place here. For example, Chapter Five showed how
women were often described as victims, and this conveyed ideas of lasting damage that
caused women to be in danger of replaying the past. Although these concepts of women'’s
experiences were productive in some respects, specifically in providing reasons for their
current distress, | argue that perception of pasts as permanently damaging precluded a focus
on futures. This in turn left very little space for attention to aspirations and goals on a day-
to-day basis as evidenced by women’s conceptions of progression. There was sparse talk
about personal goals, with intentions of compliance to treatment and work routines taking
precedence. This focus on work could be attributed to traditional notions of work as ‘cure’
(see McWade, 2014) or the contribution of a structured day to day rehabilitation (Bose,
2009). However, as | have mentioned, there was a tension between personal and
organisational definitions of progression. Progression in Unit C was usually interpreted in
terms of behavioural stability, however my claim is that personal aspirations for the future
are key to progression. In agreement with McCorkell (2011:115) | argue that people should
have ‘clear care pathways which outline the individual goals and time frames for gradual
progression. . . This is to make clear what is required of the individual in order to progress as
well as how to achieve this, but also to make this a tangible reality, enhancing hope for the

future’,

Another contradiction | was made aware of was the tension between treatment and
coercion. Many of the staff were concerned about their conflicting roles and requirements,
in particular the balance between control and therapy (also described by Bowers, 2006).
They found it difficult to embody both therapist and jailor. Some authors assert that
treatment and security should be construed as requirements of each other in order to
promote recovery and progression (Pouncey & Lukens, 2010; Simpson & Penney, 2011), and
when individual needs and futures are taken into account, | suggest this can be possible. For

Travers, the aim for a forensic service for women should be to ‘maximise the empowerment
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process, whilst allowing [the woman] to acknowledge and accept her own responsibility and
accountability for both her behaviours and their consequences’ (Travers, 2013:81). This can
only happen, in my view, if there is recognition of the value of supportive relationships at an
organisational level, and a two-way process of communication, where women’s behavioural
responses are considered in terms of the contexts and preceding events. Success in future
community integration and accessing community resources can be dependent on the nature
and quality of relationships with others. Therefore, although aspirations of independence
are reflected in policy documents such as Valuing People (Department of Health, 2001),

interdependence should be key (Carnaby, 1998; Reindal, 1999).

Linking with this issue is a further contradiction, the discrepancy between positive risk taking
and coercion. Service aims as reflected in discourse and terminology include fostering
autonomy in clients, which inherently involves allowing clients to take risks. Yet, clients view
the visible and omnipresent coercive techniques of constant observation, physical
intervention and seclusion as controlling and sometimes punitive, encouraging compliance
and passivity. The competing aims of dependence and autonomy here means that clients
find it difficult to deduce what is expected of them in terms of behaviour and how to

demonstrate that they are progressing.

In agreement with Phillips (2007), women’s bodies on Unit C were indeed sites of regulation
and control, evidenced within discourse as well as action. | argue that as a matter of
urgency, the organization needs to deal with the way women clients are understood

throughout the staff groups, as Adele described:

Adele: It's a shame really that women have a reputation, so as soon as
you say to somebody, 'You'll be working with the women', It's like, 'Oh no,
they're hard work aren't they?' And that seems to be a reputation that's
there, and is into the culture of the place before people have ever had the
experience of knowing whether they're hard work or not. (Interview,

qualified staff)

Adele’s quote illustrates perfectly the problematic essentialist preconceptions around
women that | have shown in this work. One way to transform this would be to increase the
involvement of women clients in staff training, so that staff are able to learn about women
and their experiences and aspirations, within an alternative power dynamic. | argue that if
the discourse around women on Unit C were to change, and staff were offered support to

enable this to happen, a more positive culture among all in the women’s service may result.
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In particular | feel that if staff were given training and guidance about the social model of
disability and the ways in which impairments can be brought about and exacerbated by
socially imposed barriers, this may encourage a shift in culture. Disability scholar Hannah
Morgan (2012) recommends that the social model of disability should be taken on board as a
‘threshold concept’, a concept which disrupts traditional ways of thinking and cultivates a
new ideology. This may encourage staff to think about making positive adjustments to the
service women receive, rather than focussing on the imbalance that women are perceived to

bring about, and this would be my idea for a positive outcome from this work.

In relation to women and the essentialist discourse which proliferates throughout the
Service, | would argue for the adoption of a performative concept of gender (Butler, 1990),
where gender is seen as continuously socially enacted or performed. Femininity therefore, is
understood as a performance but also formative, in that it reproduces ideas of a ‘natural’
way of being in the world. Taking this on board at Unit C as a further ‘threshold concept’
would challenge notions of deviance as biological and pathological, and instead women’s

behaviour would be recognised as socially established, relational, and contextual.

My research has shown the contextual contingence and socially constituted nature of what is
classed as difficult behaviour, in particular demonstrating how supportive relationships
transformed this behaviour. There was no suggestion that the behavioural incentive systems
caused any similar results, indicating that these schemes should be seriously re-evaluated. |
hope too, that my research will be taken on board by Unit C as a constructive and faithful

reflection of the setting as it was when | did my fieldwork.

I intend to disseminate my work accessibly to all staff and clients at Unit C, and | will detail
my recommendations for policy and practice at the end of this chapter. First, however |
would like to share some reflections about my study which may help other researchers who

are considering embarking on a similar project.

Reflections
| feel that the use of ethnography greatly benefitted my project and | would recommend its

use for work with marginalized groups in any setting. It allowed me to get to know staff and
clients and explain the research to them, ensuring ethical adherence. Ethnography is not an
easy methodology to implement, there were many times when | felt sad, worried and
distressed, and although there were some other difficulties associated with the use of
observation as | will explain, | feel the quality of data emerged directly as a result of my

choice of method.
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The difficulties | encountered were mainly associated with the length of time it took to gain
consent, explaining the research and the reason for such a broad remit (in response to being
asked, ‘What is your hypothesis?’). As | described in Chapter Three, when | was embarking
on my research fieldwork, the BBC televised a Panorama undercover report detailing footage
of shocking abuse and brutality which took place in a private learning disability unit
(Chapman, 2011). In response to this, Unit C held a number of meetings to discuss lessons
learned from the programme. Staff were made acutely aware of safeguarding issues and |
feel they were worried that | might have been critically observing their actions; some staff
appeared suspicious of my presence on the wards and one staff member withdrew her
consent during this time. Nevertheless, on the whole both staff and clients were very

welcoming and open despite the interruption in their routine that | may have caused.

| feel that the observation allowed me to see people in the context of their daily lives,
interacting and supporting each other. Goodley and Rapley’s (2001) article looking at self-
advocacy groups argues that investigating the lived experience of learning disabled people
can enable the ‘re-socializing of impairment’ (2001:231). They discuss how assumptions of
incapability can be disrupted by instances of resistance which situate the person in
‘relational understandings’ (2001:231), in other words looking at how people manage
interdependently, despite the dominant way of thinking which naturalizes and individualizes
impairment. | think my work exemplifies this idea, by showing how women retain their

sense of self despite significant regulation.

Ethnography allowed me to comment on silences and absences, which would not have been
possible if using an interview method (Ryan-Flood & Gill, 2013; Schatzberg, 2008). Despite
entering the field with few expectations, in my fieldwork I noticed a lack of discussion
around fundamental topics such as sexuality and family links which may reflect an adherence
to confidentiality, or may indicate that these are not being dealt with. So although | cannot
make specific claims about these absences, | can flag them up to the organization as issues

which may need addressing.

Along with silences and absences, | saw many instances where good practice prevailed, such
as the consideration and energy that many staff put into their work, and the warmth evident
in many relationships, whether staff/client or client/client. Again, such issues may not have
been illuminated during an interview-based study. This made me realize that even though
these women are detained in a very restrictive environment, there are still moments of
pleasure and kindness and even joy (Henderson, 2010). This, combined with the

personalities and charisma of many of the clients and staff, ensured that the experience of
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spending time on Unit C will stay with me throughout my life.

Recommendations
Staff and clients had a lot to say about the service. Both groups of people had

understandings about what was and was not working, yet had very little scope to change the
status quo. In this section | will bring together some reflections about how to address the
issues | have described, some of which | gleaned from people’s accounts, and also some of
my own which | have ascertained during my research. To build on this section, I suggest that
there should be a forum where both groups are formally able to put forward their ideas for a

better future and where this will be taken seriously and acted upon.

At policy level, 1 suggest that community services should offer more support to learning
disabled people and their families, as they are at risk of experiencing structural inequality
and discrimination. Learning disabled girls and women should not be excluded from sex
education, and any allegations of abuse should not be ignored or disbelieved. Indeed, any
education which encourages self-determination and assertiveness should be welcomed.
People with learning disabilities should be offered more support at times of transition from
child to adult services, to avoid them experiencing a period of uncertainty. | further suggest
that the procedure and rationale for admittance to secure units for people with learning
disabilities should be investigated and formalised - it seems that the policy aims of providing
‘choice’ and ‘control’ are only applicable to certain groups of people. The proposed #LBBill
(Ryan & Julian, 2015) advises that the system of detaining people for reasons of challenging
behaviour is flawed, and that the service provision is unacceptable and inappropriate. In
terms of learning disabled offenders, it has been recommended numerous times that small,
therapeutic community units are more suitable for this group, in particular women, yet large
secure units with a more correctional ethos remain. A concerning implication of this is that
people are being detained miles from their home town, sometimes for many years.
Treatment programmes should have clearly defined goals and end dates and be designed in
consultation with the clients and families (Hatton, 2014). As ! have shown, power relations
between staff and clients should also be contemplated at policy level (Yates, 2005), which
would entail acknowledgement of the coercive methods used with learning disabled people
and the value of finding therapeutic alternatives. The fundamental importance of supporting

positive relationships should underpin all policy developments.
For individual services, | have further recommendations:

¢ All of my suggestions call for more proactive engagement with the women. In the

face of conflict for example, services should be allowing for time to discuss the
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reasons for women’s anger, rather than using more restrictive measures.
Acknowledgement, rather than repression of anger needs to take place, and the
connection between powerlessness and anger needs to be recognised. Anger is
being seen as pathological, yet there should be a shared awareness that frustration
arising from incarceration and its regulations can cause anger. As a way forward, it
would help if anger was seen as communication, and utilised as a way to address
issues that are under the surface. Opportunities for resolving disputes should not be
missed. Staff and clients should be able to benefit from debriefing following an
incident, and separate spaces for expressions of anger should be available. | argue
that this would allow greater understanding and expression and reduce the amount
of longer-term relational aggression which staff find so wearing. Of course, this
would necessitate more staff to be available on a daily basis, but perhaps would
reduce the amount of staff having to be available for emergency situations such as
seclusion.

My research calls for a greater focus on relationships and how to successfully
negotiate them. There should be a recognition of the value of supportive
relationships at policy and organisational level, and a two-way process of
communication, where women’s behavioural responses are considered in terms of
the contexts and preceding events. Success in future community integration and
accessing community resources can be dependent on the nature and quality of
relationships with others, therefore, the service should acknowledge that clients
need to forge relationships of their own choosing. Furthermore staff need to accept
that things will sometimes go wrong and that clients will need extra support at these
times, and these experiences will add to clients’ relational skills.

In particular, concerning relationships, it is extremely important that links to the
client’s ‘outside’ life are kept active. Those family members and friends with whom
clients had supportive relationships prior to admittance should be encouraged to
have more involvement in clients’ lives. The lack of discussion around family on the
wards may have been due to concerns about confidentiality, however some clients
did mention that they would like more contact with their family. It is clear from my
participants that some people are placed in these services far from home and stay
for many years, therefore the value of maintaining positive family/friend links is vital
for future support when moving on. This needs to be reflected in policy and practice
throughout the service. Although it is understandable that staff in my research did

see some families as problematic for the client, as one of their informal roles seemed
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to be protecting the client from negative family relationships, it is important that
staff consider families and friends where appropriate, in more positive ways rather
than something to protect people from.

Although Unit Cis introducing new therapies for those diagnosed with BPD, | would
suggest that any training for staff should focus on understandings of how
‘manipulative’ behaviour comes about, as a way of obtaining crucial attention in a
very controlling environment (Bowers, 2003). | would suggest teaching staff to
consider behaviour using external and contextual criteria, rather than seeing the
issue as internal and as part of the woman. Further developing staff understanding
of attachment theory and developmental trauma may help with this.

Issues about vulnerability in relation to sexual relationships were directly linked to
the presence of men in the service and this influenced the prevailing discourse.
Ideally on Unit C, the women’s MSU service should be removed from the area which
includes the men’s wards. Services should consider allowing sexual relationships
and recognise the benefits these can bring to people’s lives.

If it is unrealistic to enable women to experience sexual relationships in this setting
where they may reside for a large part of their lives, then clear policies and
procedures informed by clients must be introduced which have the scope to be
individualised. Further research might focus on the development of these policies
which should be designed in collaboration with clients and communicated openly to
them. It is crucial to use this strategy to develop education programmes which
promote self-determination in order to allow people to make informed choices
about relationships in the future. Furthermore, sexuality needs to be more broadly
conceived, incorporating knowledge about masturbation and romance for example.
Discussions about futures should not be overshadowed by ideas about women's
pasts. Objectives should include acknowledging people’s strengths and future
aspirations, including positive risk-taking. Any discussions about progression should
include looking to future competencies, rather than largely dealing with current
issues. Crucially, clients should be encouraged to consider and articulate personal
outcomes that they would like the service to fulfil. Staff/client relationships cannot
be disentangled from concepts of progression and these need to be consolidated
before gradual autonomy is introduced.

Incentive systems in services should be reconsidered along with the behaviour

management options available. Despite the intended system of positive
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reinforcement, both practices are seen by clients to be punitive. Unit C needs to find
other ways to deal with disruptive behaviour, some of which | have already
mentioned such as allowing some demonstration of anger, but also avoiding placing
women in seclusion as soon as they arrive. This is linked to information provision as
well. If women are not given information about their stay and what to expect, they
feel bewildered and distressed.

Staff training should be enhanced. Introducing the concept of the social model of
disability into staff training will encourage the staff focus to relocate from clients’
deficits to service deficits, and Unit C will become more person-centred. Also, the
involvement of clients in staff training should be extended, to allow a forum where
clients are outside the power differential, to impart knowledge of ‘how it feels’ to
live in Unit C.

Finally, a confidential forum away from clients would be beneficial, where staff are
able to challenge and reassure each other. A place to discuss incidents and
relationships, offer advice and vent frustration should be provided on a daily basis,
as | have argued elsewhere (Fish, 2000). This may enable staff to work better with

the clients they experience conflict with.
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Appendix 1 — Project information sheet for clients

Women'’s experiences of living and working in a secure learning

disability service - Rebecca Fish

I am a research assistant at this NHS Trust, also studying at Lancaster
University. I am doing some research to look at the experiences of

women clients and staff here.

The things I want to find out are:
What are the day-to-day experiences of women clients and staff?
What do women clients value about the service?

What do women staff and clients think about the staff/client

relationship?

What are staff and clients’ experiences of physical intervention and

enhanced observation?

I will spend half a day per week on the ward with staff and clients for
three months, watching the everyday life. Then I will ask 15 staff and 15

clients to be involved in interviews.

I will write about what happens on the wards, but I will not write any
names down. Only myself and my academic supervisors at Lancaster

University will see the field notes.

The things I find out will be put in a report. Everyone who has taken part
in the study will receive a copy of the report, and I would like to publish

the results outside the Trust in journals.

If you have any concerns, I would be happy to talk about them with you.
If you do not want to join in with the research I will not write anything
down about you and I will try not to observe any situations which involve

you.

Rebecca Fish - Contact: Telephone 3289 (Mondays only)
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Appendix 2 — Observation consent form for clients

Observation Consent form - Clients

I have read the information sheet for this research project
and I understand what it says.

I agree to take part in observations where the field notes will
not have my name on them but may be used in reports and
publications.

I understand that data collected during the study may be
looked at by individuals from regulatory authorities or from
the NHS Trust where it is relevant to my taking part in this
research. I give permission for these individuals to have
access to this information.

I understand that I may pull out of this research at any time
and the notes will be deleted. My care and treatment will not
be affected if T pull out.

I have had an opportunity to ask questions about the research
and I understand that the researcher is available should I wish
to ask further questions about it.

T would like to receive a copy of the research report.
Please print your hame here:

Please sign your name here:

Date:

Contact: Rebecca Fish, Tel: 3289
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Appendix 3 — Project information sheet for staff
Research Project Information Sheet - Rebecca Fish

Women'’s experiences of living and working in a secure learning disability service

I am a research assistant at this NHS Trust, also studying for a PhD at Lancaster University. |
am undertaking an ethnographic study, using observational and interview methods to explore

the experiences of women staff and clients here.
The research questions are:

What are the day-to-day experiences of women clients and staff?

What are the support needs of staff working with women on the unit?
What do women clients value about the service?

What do women staff and clients value about the staff/client relationship?

What are staff and clients’ experiences of physical intervention and enhanced

observation?

| will spend a half day per week on the ward with staff and clients over a period of three
months, observing everyday life. The themes arising from the analysis of the observations will
be used to develop an interview schedule, and | will then invite around 15 women clients and
staff who work with women to be interviewed. 1 will write field notes about my observations on
the wards. These will be anonymised and kept confidential. No names will be used or
divulged in any discussions. Field notes will be anonymised and may be used in academic

papers and my thesis.

The Trust is required to develop PROM questionnaires (Patient Reported Outcome Measures)
in the areas of physical intervention and enhanced observation. The research results will
inform the development of these. The research will generate policy recommendations for the
Trust relating to both women service users and staff. Everyone who has taken part in the
study will receive a copy of the report, and | hope to publish the results in academic and
practice-based journals.

If you have any concerns, | would be happy to discuss them with you. If you do not want to
participate in the research, please inform me and | will try to avoid observing situations which
include you. If you happen to be present in any situation or interaction between others who
have consented to the observation, | will not record or use any observation of your role in that
situation. Observations of people who have not consented will not be recorded in the field

notes or in the write-up of the study.

Rebecca Fish - R&D Department (email: r.fish1@lancaster.ac.uk). Tel: 3289
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Appendix 4 — Observation consent form for staff

Observation Consent form - Staff

I have read the information sheet for this research project and I
understand what it says.

I agree to take part in observation research. The anonymised field notes
may be quoted in reports or publications.

I understand that data collected during the study may be looked at by
individuals from regulatory authorities or from the NHS Trust where it is
relevant to my taking part in this research. I give permission for these
individuals to have access to this information.

I understand that I may pull out of this research at any time and the
field notes concerning me will be deleted.

I have had an opportunity to ask questions about the research and I
understand that the researcher is available should I wish to ask further
questions about it.

I would like to receive a copy of the research report.

Please print your name here:

Please sign your name here:

Date:

Contact: Rebecca Fish, Tel: 3289
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Appendix 5 — Interview information sheet for clients
My name is Rebecca Fish,

| am a research assistant here at NHS Trust and | am also
studying at Lancaster University.

Q‘m’&

This is a research project to find out what women think about
living here

What will we talk about?

| will talk about what you think about living in this service. This
will be for about half an hour to an hour (or as long as you like).
You will get a chance to ask me any questions about the study.

2

© Dol have to take part?

e |f you do not want to talk to me, just say no.

e This will not affect the way you are treated now or in the
future.

e If you say yes, but then you change your mind, that is OK.

e You can stop at any time just tell me ‘l want to stop’. You
do not need to tell me why you want to stop.

What happens to the information I give to Rebecca?

] « T

~D‘r;wg 3
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You do not have to talk about anything that you do not want
to. What you tell me is confidential. That means | will not tell
anybody else what you say to me. But, if you tell me that you
or someone else is in danger now or in the past, | may have to
tell your case manager.

| will record what we talk about. This is so that | do not miss the
important things that you tell me. After we have talked, | will
use the recording to write down what you told me.

This information will be kept in a safe place.

Your name will not be on what | write down. After a year | will
destroy the tape. Only myself (Rebecca) and my university
supervisors will hear the tape or see the interview written
down. | will put parts of what you say in a report which will be
published.

fRe PORT

=

s

£

—
H ==
==

The report

| will then look at what you and the other clients have said. |
will write a report about this and | will let you know what | have
found. | can come back to talk to you and show you the report.
The report | write will not mention your name or any other
personal thing about you.

What are the good and bad things about taking part?
The good things about taking part are:

e You will have a chance to share your thoughts about the
service
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e You can help others to understand what things are
important to you

e You could help to change the way services are set up in
the future, which would help other people like you

The bad things about taking part in the project are:

e You would have to meet me for up to an hour
e |t could be difficult to answer some of the questions

Would you like to take part in the research?

It is up to you to decide if you would like to take part. You can
have some time to think about it and possibly talk to someone
you know about it.

If you want to talk to me about it you can contact me on
Mondays in the Research Department, telephone number 3289

Rebecca Fish
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Appendix 6 — Interview consent form for clients

Interview Consent form - Clients

I have read the information sheet for this research project
and I understand what it says.

I agree to take part in an interview that will be audio-recorded,
transcribed and used for the purposes of the research. My
words may be written in reports and articles.

I understand that data collected during the study may be
looked at by individuals from regulatory authorities or from
the NHS Trust where it is relevant to my taking part in this
research. I give permission for these individuals to have
access to this information.

I understand that I may pull out of this research at any time
and the audio recording will be removed. The tape can be
stopped at any time and parts can be removed from the
recording. My care and treatment will not be affected if I pull
out.

I have had an opportunity to ask questions about the research
and I understand that the researcher is available should I wish
to ask further questions about it.

I would like to receive a copy of the research report.
Please print your name here:

Please sign your name here:

Date:

Contact: Rebecca Fish, Tel: 3289
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Appendix 7 — Interview information sheet for staff
Women's experiences of living and working at NHS Trust

WOULD YOU LIKE TO TAKE PART IN THIS RESEARCH?

Why is the research being done?

There is very little research about women living and working in forensic services. This
could be because women are a minority in such services. This research will find out what
is important to women staff and clients in this service.

Who can take part?

All women staff and clients at NHS Trust can take part.
What would you be asked to do?

The interview is likely to take 40-50 minutes. The interview will be with myself, Rebecca
Fish who will ask you to talk about some of your experiences and views about working
with women in this service.

What will T do with the information you give us?

The interview will be recorded and made into a written form called a transcript. T will
use this so that I can read and listen to the things you and others have said. I will then
write a report, and articles for scientific journals which will be made available to
everyone. Direct quotes will be used in my findings but will be anonymised.

Are the things you say in the interview kept private?

o I will do everything I can to make sure that the things you have said are kept
private.

o I will be storing the audio-recording, and the transcript, of the interview in a
safe place where no one else can access them.

o Your name will not appear anywhere on the audio-tape or the transcript ~ it will
all be anonymous and confidential. When I write about the interview in the
research, I may use some of the things that you have said, but T will not use any
information that could identify you in any way.

o If during the interview you tell me anything that suggests you may be in danger
of hurting yourself or someone else, I may have to break confidentiality in order
to ensure that you have appropriate support.

What if you change your mind about taking part?

If you say that you want to take part in this project and then you change your mind
about it, that is fine. You are welcome to change your mind at any time and I will not put
pressure on you to continue. If you decide to pull out part way through the interview, I
will be able to erase the audio-recording of your interview if you request that.

Who is the researcher and how can you contact her?

You can contact me, Rebecca Fish on Mondays on Tel: 3289:; or anytime, email:
r.fish1@lancaster.ac.uk and I will be happy to answer any questions you may have about
this project.
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Appendix 8 — Interview consent form for staff

Interview Consent form - Staff

I have read the information sheet for this research project and I
understand what it says.

I agree to take part in an interview that will be audio-recorded,
transcribed and used for the purposes of the research. My anonymised
direct quotes may be used in reports and publications.

I understand that data collected during the study may be looked at by
individuals from regulatory authorities or from the NHS Trust where it is
relevant to my taking part in this research. I give permission for these
individuals to have access to this information.

I understand that I may pull out of this research at any time and the
audio recording will be deleted. The tape may be stopped at any time and
items deleted.

I have had an opportunity to ask questions about the research and I
understand that the researcher is available should I wish to ask further
questions about it.

I would like to receive a copy of the research report.

Please print your name here:

Please sign your name here:

Date:

Contact: Rebecca Fish, Tel: 3289
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(see over)
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NHS

National Research Ethics Service

North West 11 Research Ethics Committee — Preston
Barlow House

3rd Floor

4 Minshull Street

Manchester

M1 3DZ

Telephone: 0161 625 7830
Facsimile:

28 January 2011

Mrs Rebecca Fish

PhD Student
Calderstones NHS Trust
Mitton Road

Whalley

Clitheroe

BB7 9PE

Dear Mrs Fish
Study Title: What are the experiences of women service users and
‘ staff in a secure learning disability service

REC reference number: 10/H1016/138

Protocol number: N/A

Thank you for your letter of 24 January 2011 responding to the Committee’s request for
further information on the above research and submitting revised documentation.

The further information has been considered on behalf of the Committee by the Chair.

Confirmation of ethical opinion

On behalf of the Committee, | am pleased to confirm a
above research on the basis described in the application form, protocol and suppomng
documentation as revised, subject to the conditions specified below.

Ethical review of research sites

The favourable opinion applies to all NHS sites taking part in the study, subject to
management permission being obtained from the NHS/HSC R&D office prior to the start of
the study (see “Conditions of the favourable opinion” below).

Conditions of the favourable opinion

The favourable opinion is subject to the following conditions being met prior to the start of the
study. .

Management permission or approval must be obtained from each host organisation
prior to the start of the study at the site concerned.

Management permission (“R&D approval’) should be sought from all NHS organisation(s)
involved in the study in accordance with NHS research governance
arrangements. Guidance on applying for NHS permission for research is available in the

Integrated Research Application System (IRAS) or at http:.//www.rdforum.nhs. uk.

This Research Ethics Committee is an advisory committee to the North West Strategic Health Authority
The National Research Ethics Service (NRES) represents the NRES Directorate within
the National Patient Safety Agency and Research Ethics Committees in England



http://www.rdforum.nhs

Where a NHS organisation’s role in the study is limited to identifying and referring potential
participants to research sites (“participant identification centre”), guidance should be sought
from the R&D office on the information it requires to give permission for this activily.

For non-NHS sites, site management permission should be obtained in accordance with the

procedures of the relevant host organisation.

Sponsors are not required to notify the Committee of approvals from host organisations.
It is the responsibility of the sponsor to ensure that all the conditions are complied
with before the start of the study or its initiation at a particular site (as applicable).

Approved documents

The final list of documents reviewed and approved by the Committee is as follows:

Document Version Date

Response to Request for Further Information

Response to Request for Further Information

Participant Information Sheet: Staff 4 24 January 2011
REC application 3.0 08 November 2010
Participant Consent Form: Client 4 24 January 2011
Celia Roberts CV 09 November 2010
Participant Information Sheet: Client 4 24 January 2011
Participant Consent Form: Staff 4 24 January 2011
Protocol 1 08 November 2010
Covering Letter

Covering Letter 12 January 2011
Covering Letter 24 January 2011
Carol Thomas CV

Clarification re: academic supervisor 12 November 2010
Investigator CV 08 November 2010
Participant Information Sheet. IIS Staff 3 20 December 2010

Participant Information Sheet: IS Client

20 December 2010

Participant Consent Form: Observation - client

20 December 2010

Participant Consent Form: Obervation - staff

20 December 2010

Statement of compliance

The Committee is constituted in accordance with the Governance Arrangements for
Research Ethics Committees (July 2001) and complies fully with the Standard Operating

Procedures for Research Ethics Committees in the UK.

After ethical review

Now that you have completed the application process please visit the National Research

Ethics Service website > After Review

You are invited to give your view of the service that you have received from the National

Research Ethics Service and the application procedure.
known please use the feedback form available on the website.

If you wish to make your views




The attached document “After ethical review — guidance for researchers” gives detailed
guidance on reporting requirements for studies with a favourable opinion, including:

¢ Notifying substantial amendments
e Adding new sites and investigators
e Progress and safety reports

* Notifying the end of the study

The NRES website also provides guidance on these topics, which is updated in the light of
changes in reporting requirements or procedures.

We would also like to inform you that we consult regularly with stakeholders to improve our
service. If you would like to join our Reference Group please email
referencegroup@nres.npsa.nhs.uk.

[10/H1016/138 Please quote this number on all correspondence

With the Committee’s best wishes for the success of this project

Yours sincerely

Dr Patricia Wilkinson
Chair

Email: rowen.callaghan@northwest.nhs.uk
Enclosures: “After ethical review — guidance for researchers”

Copy to: Mrs Paula Johnson
Professor Carol Thomas
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