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ABSTRACT
Voices from the Silence: A qualitative study giving voice to adults
with learning disabilities who have experience as service users
with mental health needs.

Mental health needs are more prevalent in people with learning
disabilities than in the general population, with practically all categories
of mental illness represented. The literature, however, indicates that
the views of people with learning disabilities who have experienced
concomitant mental health needs have received little exploration. The
primary aim of this research project was to investigate the experience
of mental health needs from the individual perspectives of adults with
learning disabilities. A major focus of the study involved adapting the
psycho-social

conception

of

subjectivity

and

methodological

framework, which has been developed by Hollway and Jefferson
(2000), and employing this as a means of enabling the participation of
people with learning disabilities in knowledge production relating to
their care and support needs. Data production was based on case
studies of seven service users who have presented mental health
issues.
Methods for data production included ‘free-association narrative
interviews’, an examination of relevant case records, as well as
information provided by key care/support staff. Data analysis involved
working with the whole of the material gained during fieldwork, and
paying attention to links and inconsistencies within that whole. The
participants’ free associations were afforded precedence over narrative
coherence. Interpretation was theoretically informed, and researcher
reflexivity was interwoven throughout the process.

The main conclusions drawn from this research project are:- 1) The
‘free association narrative interview’ method provided an innovative
and effective means of addressing the power asymmetry between the
researcher and research participants; 2) Information elicited from the
i

research participants reflected the various traumatic/life events in their
individual biographies; as well as the growing recognition of the
(previously unacknowledged) emotional needs of people with learning
disabilities; 3) Experiential data elicited from the research participants
have contributed to the (proposed) development of a theoretical model
regarding psycho-social subjectivity within the field of Learning
Disabilities; 4) Some findings from this project resonate with findings
from previous studies; and have potential implications for policy
makers, service providers and service users.

ii
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Section 1: Setting the Scene

1

Chapter 1: Introduction
Mental health needs are more prevalent in people with learning
disabilities than in the general population, with practically all categories
of mental illness represented. The literature, however, indicates that
the views of people with learning disabilities who have experienced
concomitant mental health needs have received little exploration. This
thesis concerns a research project that sought to investigate the
experience of mental health needs from the individual perspectives of
adults with learning disabilities. A major focus of the project involved
adapting

the

psycho-social

conception

of

subjectivity

and

methodological framework, which has been developed by Hollway and
Jefferson (2000), and employing this to facilitate the participation of
people with learning disabilities in knowledge production regarding
their care and support needs as service users with personal
experience of mental health needs.

The chapter commences by providing an outline of the context/general
background for this project. Subsequent parts of the chapter discuss
the following issues: - definition of the term ‘learning disability’;
Challenging Behaviour; Mental Health Needs; identification of Mental
Health Needs, making particular reference to the phenomenon of
‘diagnostic overshadowing’. The latter parts of the chapter offer an
overview of this research project, beginning with a review of the
development in calls to promote the involvement of people with
learning disabilities in research. Following this, details of the research
aim and objectives for the project are presented and the chapter
concludes with a summary of the remaining chapters of the research
project.

Context/General Background

During the past three or more decades, the closure of long-stay
hospitals has meant that more individuals with learning disabilities
2

have been resettled to residential service provision within the
community (Emerson and Hatton, 1994, 2005). Individuals with
additional mental health and/or challenging behaviour needs have
been included in this overall resettlement programme. This has been
based on the philosophical premise that people with complex needs,
who require additional support, should not be excluded from living in
community settings (Holt and Joyce, 1999; Department of Health,
2001a; Bouras and Holt, 2010).

Nevertheless, the degree to which service providers have achieved
success in regard to meeting the mental health/ complex behavioural
needs of people with learning disabilities is open to question (Holt and
Joyce, 1999). The manifestation of severe behavioural challenges or
mental health problems by individuals with learning disabilities is one
of the foremost reasons for the breakdown of community placements
(Davidson, Morris and Cain, 1999; Department of Health, 1993, 2007).

People with learning disabilities are subject to the same range of
mental health problems that are found in the general population
(National Health Service [NHS] Executive, 1998; Moss, 1999;
Department of Health, 2001a; Royal College of Psychiatrists, 2001;
Gravestock, Flynn and Hemmings, 2005; Smiley, 2005). Assessments
of the number of individuals with a learning disability who have mental
health problems fluctuate between 5% and 50%.

The diversity of

estimates in relation to the prevalence of mental health problems in
people with learning disabilities results from the varying definitions of
the problems and the methods used for diagnosis (NHS Executive,
1998; Hardy and Holt, 2005; Smiley, 2005)).

For example, studies that are based on hospital populations and
samples of individuals referred to psychiatrists have implied a high
prevalence rate (i.e. 15% to much higher than 50%), whilst the
prevalence rate indicated by studies based on random samples of
3

individuals with learning disabilities ranges from 27% to 40%. This
compares somewhat sharply to the prevalence rate of 6% to 10%
found in the general population (Raghavan, 2000; Cooper, Smiley,
Morrison, Williamson and Allan, 2007). There are numerous factors
which suggest that individuals with learning disabilities are at an
increased risk of developing mental illness. These potential factors
include genetic abnormalities, birth trauma, rejection by parents, the
process of institutionalisation, the experience of social stigmatisation
and a lack of friends (Moss, 1999; Deb, Matthews, Holt and Bouras,
2001).

Learning Disability
The Department of Health in England has used the term ‘learning
disability’ since the early 1990s (Bernal and Hollins, 1995; Williams,
2006), before which time the term ‘mental handicap’ was employed to
describe people who present ‘significant developmental delay which
results in arrested or incomplete achievement of the “normal”
milestones of human development’ (Raghavan and Patel, 2005: 7).
However, two main international classification systems devised by the
World Health Organisation (1993) and the American Psychiatric
Association (1994) continue to use the term ‘mental retardation’.
These international classifications also provide brief descriptions
regarding the level of functioning that is expected for each level of
‘retardation’.

When standardised IQ (Intelligence Quotient) tests are used, the levels
fall within the following ranges: individuals with an IQ of 71-84 points
are viewed as on the borderline of intellectual functioning; an IQ of 5069 is indicative of mild mental retardation; an IQ of 35-49 points is
indicative of moderate mental retardation; an IQ of 20-34 points
indicates severe mental retardation, and an IQ below 20 points is
indicative of profound mental retardation (Bernal and Hollins, 1995;
4

Gates, 2007). It is critical to differentiate between these diverse levels
of functioning so that the necessary social support and specialised
service needs of individuals are identified (Gravestock, 1999).
Learning disability, according to the White Paper ‘Valuing People’
(Department of Health, 2001a:14), incorporates the presence of the
following features:

a significantly reduced ability to understand new or
complex information,

to learn new skills

(impaired

intelligence); with


a reduced ability to cope independently (impaired social
functioning);



which started before adulthood, with a lasting effect on
development.

This definition includes people with a wide range of disabilities. The
fact that an individual’s level of intellectual functioning has been
assessed and their results indicate a low intelligence quotient, for
example, an IQ lower than 70, does not provide sufficient grounds for
making decisions about whether he or she should receive additional
health and social care support (Department of Health, 2001a). It is
crucial that an assessment of an individual’s level of social functioning
and communication skills should also be considered when determining
his/her support needs. Many individuals with learning disabilities also
have additional physical and/or sensory impairments (ibid.).

The White Paper (Department of Health, 2001a) makes it clear that the
definition encompasses adults with autism who are identified as also
having learning disabilities. The definition, however, does not cover
those individuals with a higher level autistic spectrum disorder who
5

may possess average or even above average levels of intelligence,
such as some individuals with Asperger’s Syndrome.
It is evident from this definition of ‘learning disability’ presented in the
White Paper (Department of Health, 2001a), that the features which
are identified reflect the essential components of ‘mental retardation’
as defined in the two chief international classifications (World Health
Organisation, 1993; American Psychiatric Association, 1994).

The

definition highlights the fact that the impairments relating to
intelligence, adaptive behaviour and social functioning in people with
learning disabilities are present during their developmental period (i.e.
before they reach eighteen years of age).

This acknowledges the distinction from adults who do not have a
learning disability but have a chronic mental illness such as
schizophrenia, acquired brain injury as a consequence of, for example,
a road traffic accident, or pre-senile dementia due to Alzheimer’s
Disease. These are examples of disorders that present with related
impairments in intelligence, adaptive behaviours and social functioning;
and which are primarily acquired after the individual reaches the age of
eighteen (Read, 1997; Russell, 1997).

Challenging Behaviour

Challenging behaviour has been identified as one of the most common
reasons for individuals with a learning disability being referred to
psychiatric or psychology services (Day, 1985; Moss, Emerson,
Bouras and Holland, 1997).

Behaviour that poses significant

challenges to service providers is calculated as occurring in 5% to 15%
of individuals with learning disabilities (National Health Service
Executive, 1998). The term ‘challenging behaviour’ has been defined
as ‘culturally abnormal behaviour of such an intensity, frequency or
duration that the physical safety of the person or others is likely to be
6

placed in serious jeopardy, or behaviour which is likely to seriously limit
use of, or result in the person being denied access to, ordinary
community facilities’ (Emerson, 1995:4).

According to this definition, behaviours that are labelled as
‘challenging’ are regarded as social constructions which are defined by
their social repercussions (Emerson, 2001; Joyce, Newrick, Geer and
Molloy, 2005). They are behaviours which contravene social
conventions. Views as to whether a specific behaviour is ‘challenging’
will be based on intricate interactions between what the individual
does, the context in which the activity occurs and how his or her
behaviour is explained or afforded meaning (Emerson, Moss and
Kiernan, 1999; Emerson, 2001; Joyce et al, 2005).

Challenging

behaviours are therefore likely to vary considerably in terms of their
presentation as well as, more significantly, the psychological and/or
biological processes which underpin them (Emerson et al, 1999; Joyce
et al, 2005).

The relationship between mental health problems and challenging
behaviour in people with learning disabilities is not well understood at
the present time (Raghavan and Patel, 2005).

There is some

evidence, however, that mental health problems may, in some
individual cases, underpin or intensify problematic behaviour.

For

example, data from one study indicates that some manifestations of
self-injurious behaviour may be linked to obsessive-compulsive
disorder (Bodfish et al, 1995).

Moreover, findings from other

exploratory work suggested that variations in mood associated with
affective disorders (e.g. depression) may furnish the motivational
foundation for other patterns of self-injury (Sovner, Fox, Lowry and
Lowry, 1993).

A study by Meins (1995) demonstrated that, in

individuals with severe learning disabilities, the severity of prevailing
problematic behaviour was increased in the presence of depression as

7

defined by the diagnostic criteria devised by the American Psychiatric
Association.

Mental Health Needs

Historically, there was no recognition of the fact that people with
learning disabilities ‘could suffer from the same psychiatric disorders
as the general population’ (Gravestock, 1999). Little attention was paid
to the mental health needs of people with learning disabilities when the
policy of institutionalisation was at its height. The process of
deinstitutionalisation,

nevertheless,

‘has

been

accompanied

by

increasing clinical and research attention focused on the mental health
needs of people with intellectual (i.e. learning) disabilities and how
those needs may be met’ (Hatton, 2002: 357). Nowadays the idea that
adults with learning disabilities may, in addition, manifest diagnosable
psychiatric and behavioural disorders is better understood; and a dual
diagnosis of learning disabilities as well as a psychiatric or behavioural
disorder may be made (NHS Executive, 1998; Department of Health,
2001a; Royal College of Psychiatrists, 2001; Holt and Bouras, 1997).
Mental health needs may be described ‘as the health and social care
needs associated with

diagnosed

psychiatric and

behavioural

disorders’ (Gravestock and Bouras, 1995 cited in Gravestock, 1999: 9).
The term ‘mental health needs’ may also be used, besides other terms
such as ‘mental disorder’ or ‘mental health problem’, when referring to
a psychiatric disorder; which is a term that is employed to indicate an
individual who is ‘exhibiting disturbed mental state and behaviour,
causing distress to themselves or others’ (Gravestock et al, 2005: 8;
Royal College of Psychiatrists, 2001).
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Identification of Mental Health Needs
The concept of ‘dual diagnosis’ promotes the view that clinicians
should classify both the learning disability and emotional disorders as
the primary service needs of an individual, however there is an
inclination on the part of clinicians to underestimate the significance of
such mental health needs in people with learning disabilities. When an
individual with a learning disability displays inappropriate behaviour, it
is frequently assumed that this is a consequence of their learning
disability (Raghavan, 1996). ‘Diagnostic overshadowing’ is the term
that has been applied to this phenomenon, and refers to occurrences
whereby the presence of learning disability reduces the diagnostic
relevance of an accompanying behavioural or emotional issue that
would customarily be deemed as symptomatic of psychopathology
(Reiss 1994).

The detection of mental health needs is a critical factor in the overall
process of assessment. Individual needs that are not identified cannot
be addressed or treated (Hardy and Holt, 2005). Moreover, the means
of obtaining access to psychiatric service provision places individuals
with a learning disability at a significant disadvantage. This results
partly from the intrinsic difficulty of identifying mental health problems
in people with learning disabilities, and is also partly a result of the
shortcomings relating to staff training (Moss, 1999; Hardy and Holt,
2005). In fact, one of the elementary restrictions of the primary health
care system in terms of individuals with a learning disability is that
there is a great deal of dependence on a person’s capacity to identify
and

report

indications

of

ill-health.

Individuals

who

have

communication difficulties may not possess the skills to do this, and
health care professionals may not possess the expertise required to
overcome this obstacle (Moss, 1999).
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Voices from the Silence: The perspective of service users
It has been claimed that ‘there is, and has been, silence on the part of
people with learning disabilities, a silence throughout the centuries.
The silence is pervasive. One consequence is that much lived history,
in the form of the personal experiences of people with learning
disabilities, has gone unrecorded’ (Atkinson, 1997: 1). However, recent
years have ‘witnessed an unprecedented growth in calls for the
involvement and participation’ of service users with learning disabilities
in the spheres of policy and practice guidance (Ramcharan and Grant,
2001: 349). The standpoint has been advanced that ‘most people can
express their own views if we are prepared to get to know them, to
understand them and to respond to them’ (NHS Executive, 1998: 3).
Hence, ‘a new discourse of participation and inclusion has been
established, one in which new approaches are required’ in regard to
involving individuals with learning disabilities in research (Gilbert, 2004:
299; Walmsley, 2004; Nind, 2008). The viewpoints of people with
learning disabilities and additional mental health needs had received
scarce attention until some studies (Scior and Longo, 2005; Young and
Chesson, 2006; Parkes, Samuels, Hassiotis, Lynggard and Hall, 2007)
undertaken in the past few years.

However these studies have tended to concentrate on mental health
care within inpatient settings rather than support provided in the
community (O’Brien and Rose, 2010). What people with learning
disabilities think of the services they have received, or currently
receive, in relation to their mental health needs is likely to be one of the
most important issues in service delivery. This research project
therefore sought to employ an innovative approach that would promote
the involvement of people with learning disabilities in knowledge
production about the care and support they had experienced in regard
to their mental health needs. The research aim and objectives of the
project were as follows:
10

Research Aim

To adapt the qualitative research approach that has been developed
by Hollway and Jefferson (2000), and evaluate the efficacy of this as a
means of giving a voice to, and facilitating the participation of, adults
with learning disabilities in knowledge production concerning their
viewpoints as service users with personal experience of mental health
needs.

Research Objectives


To review a comprehensive range of literature drawn from
various sources, disciplines, and theoretical perspectives,
concerning three main areas which are pertinent to this study:1. The historical and policy context of the evolution of
service provision for the care and support of people with
learning disabilities who have presented mental health
needs.
2. The impact of theoretical frameworks, particularly the
medical and social models, on the care and support of
service users with learning disabilities and concomitant
mental health needs.
3. Research approaches that have given a voice to people
with learning disabilities, and enabled them to participate
in the research process and knowledge production.



To give a voice to service users with learning disabilities and
experience of mental health needs, and facilitate their
involvement in data production, by means of loosely structured
interviews which are based on the concept of the ‘Free
Association Narrative Interview’ method (Hollway and Jefferson,
2000).



To analyse the data generated in the research environment by
applying an approach founded on the psychosocial framework
11

developed by Hollway and Jefferson (2000), with a focus on
intersubjective dynamics in the interview setting; as well as
holistic analysis of all the material gained during the fieldwork.


To identify key themes and issues which highlight common
experiences of care and support, whilst also recognising the
individual experiences and individuality of each research
participant, during their personal journeys through the care
system as service users with learning disabilities and mental
health needs.



To determine the efficacy of the research approach in terms of
enabling services users with learning disabilities and mental
health needs to actively participate in knowledge production
concerning their life experiences and life events.



To indicate the implications of the research findings in relation to
theory development, service provision, service users and further
study.

Summary of chapters

This research project investigated the viewpoints of seven adults with
learning disabilities who have experience as service users with mental
health needs. The majority of the service users that participated in the
project are individuals whose personal journeys through the care
system reflect the significant changes in service provision which have
taken place over the course of the past half century or so. In fact, the
older research participants were service users during a period when
the emotional needs of people with learning disabilities were not
acknowledged (Arthur, 2003).

The project is divided into five main sections. In the remaining part of
this section, which is concerned with setting the scene, Chapter 2
traces the historical background to service development for people with
learning disabilities who manifest mental health needs. The chapter
12

looks back at the main occurrences in service development during the
past two centuries, and considers the gradually evolving change in
attitudes to people with learning disabilities during this period.
Reference is made to the corresponding discourse of care and control
(Porter and Lacey, 2005) which has influenced policy and service
development.

Chapter 3 examines the theoretical frameworks which have affected
the evolution of therapeutic interventions, as well as approaches to
care and support, in relation to service users with learning disabilities
and mental health needs. The chapter discusses the medical model,
various psychological approaches (i.e. psychodynamic, cognitive,
humanistic), and social models that have been employed in the
treatment of particular mental health needs, or influenced approaches
to care delivery. Psychiatric assessment and diagnosis are also issues
that are considered in this chapter.

Section Two of the project concerns the Research Methodology that
was used in this study. Chapter 4 initially reviews the literature
regarding research which has sought to elicit the viewpoints of service
users with experience of mental health needs. The chapter then goes
on to discuss the involvement of people with learning disabilities in
research. Qualitative research has been used to access the
perspectives and experiences of oppressed groups that lack the power
to make their voices heard by means of traditional academic discourse
(Booth, 1996). The influence of normalisation theory and the social
model of disability are considered in regard to research that aspires to
be inclusive or participatory/ emancipatory. Following this, the chapter
explains the process of selecting an appropriate research approach for
this project; and discusses the ethical issues and requirement for an
ethical review, as well as the inclusion criteria, related to the
recruitment of research participants for the project.
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Chapter 5 discusses the ways in which the psycho-social approach to
biographical narrative interviewing devised by Hollway and Jefferson
(2000) was adapted for the processes of data production and data
analysis relating to this research project. The first half of the chapter
explains the components of the data production process, and also
discusses related issues such as the significance of free association,
the validity of data, intersubjectivity and the research relationship. The
presence of a third party during the research interviews is also
discussed. Later in the chapter, the process of data analysis is
described. Aspects of this such as, for example, the principle of
‘Gestalt’, the use of theory and reflexivity, and summarising data
related to individual research participants, are discussed. The
concluding part of the chapter discusses the issues of research
interpretation, validity of interpretation, as well as external validity; and
identifies the advantages and limitations of the research approach.
Section 3 is entitled ‘Voices from the Silence’ and is concerned with
case studies based on data produced from the unique biographies of
four of the seven adults with learning disabilities that participated in this
research project, who have experienced a diverse range of mental
health needs. Material related to the other three research participants
is included in the remaining chapters of the project, and the
Appendices (Appendices 14, 15 and 16).

Chapter 6 examines the use of the Free Association Narrative
Interview method in eliciting the personal accounts of two research
participants regarding their histories and experiences of mental health
needs. Both of these participants live in community settings, though
each of them had experienced long-stay institutional care for a large
part of their lives. Material drawn from the transcripts of the relevant
research interviews is discussed, and reference is made to particular
issues that emerged during the course of the interviews. In addition,
the interaction between the researcher and each participant within the
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interview setting is incorporated into the discussion. This enabled the
mutual construction of data to be addressed, and facilitates the
identification of unconscious mechanisms operating in various patterns
of response (Hollway and Jefferson, 2000; Clarke, 2002).

Chapter 7 explores the data produced in the fieldwork involving two
other research participants. The case studies of these two research
participants reveal marked contrasts in terms of their experiences as
service users. One of the research participants is a middle-aged man
who spent the major part of his early life, until he was around twenty
one years old, in long-term institutional care. He then spent well over
two decades living with his parents in the family home, before being readmitted to long-term residential care, which is where his mental health
needs were identified. The other research participant is a young man in
his twenties, who is a member of an ethnic minority group. This young
man has always lived at home with his family. His mental health needs
were identified during his adolescence, around the time of transition
from school to further education.
Section 4 is entitled ‘Individual and collective journeys’.

Chapter 8: examines the common themes and links discovered in the
material produced from the research interviews regarding the research
participants’ perceptions of their experience as service users with
learning disabilities and mental health needs. From the narratives of
the research participants, it is evident that the early years of most of
them were marked by loss of some kind (e.g. loss of family life, loss of
their home and community), as well as separation and removal from
society. The voices of people with learning disabilities, especially
during the course of the 20th century, have largely gone unheard
(Atkinson and Walmsley, 1999). The six older research participants
represent a specific period in history when individuals of their age and
generation were institutionalized for a significant part of their early
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lives. They generally only moved out when policies altered and
institutions commenced the process of closure (Bigby, 2005).
Chapter 9: This chapter draws on Hollway and Jefferson’s (2000)
conception of a psycho-social subject in research practice, and
integrates this with both contemporary theoretical approaches within
the Learning Disabilities field of study, as well as the lived experiences
of the research participants, and proposes a reconfiguration of relevant
theories. It is suggested that this reconfiguration of theories could form
a psycho-social model of subjectivity, which would offer a conceptual
framework for theorising the involvement of people with learning
disabilities in knowledge production concerning their lived realities.
This proposed model has identified the following as constituting a
synthesis of significant factors within this framework: (Positive)
Relationships, Resilience, Empowerment and Spirituality.

Section 5: Learning from experience

Chapter 10: In the concluding chapter, the efficacy of the research
approach developed by Hollway and Jefferson (2000), in terms of its
capacity to enable service users to be actively involved in knowledge
production, is evaluated. Subsequent to this, the implications of the
research findings in relation to: theory development, service provision,
service users with learning disabilities and concomitant mental health
needs, as well as for further study, are discussed. Limitations of the
study are also acknowledged.
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CHAPTER TWO: Service development for people with
learning

disabilities

and

mental

health needs
The concept that people with learning disabilities experience mental
health problems only started to receive critical attention in recent
years, despite the fact that the possibility of this was initially indicated
during the 19th century (Priest and Gibbs, 2004; Berrios, 1994).
Increased attention has been directed towards the coexistence of
learning disabilities and mental health problems as a consequence of
changes in philosophical approaches to care, as well as viewpoints
and beliefs concerning people with learning disabilities.

This

awareness has been further raised by the shift from institutional to
community care (Bouras, 1994, 1999: Department of Health, 1993,
2007: NHS Executive, 1998; Hatton, 2002; Royal College of
Psychiatrists, 2003; Bouras and Holt, 2010).

The focus of this chapter is upon the development of services that
have been made available for people with learning disabilities in
England.

Service provision specifically for individuals with learning

disabilities and mental health needs is mainly a phenomenon that
arose during the latter decades of the twentieth century (Jacobson,
1999).

In order to present an overall picture of the evolution of

services leading to such a specialism, this chapter will provide an
outline of the historical development of services from the early 19 th
century to the present day. Initially, the chapter will review the factors
which contributed to the perception that people with learning
disabilities were a threat to society, and led to a segregationist policy
as well as the establishment of large institutions.

Following this, the chapter considers the reversal of this policy and the
development of the policy of community care during the concluding
decades of the twentieth century. Community care is the policy that
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continues to be pursued by means of the contemporary programme of
social inclusion. The chapter also makes particular reference to the
concept of normalisation which has been influential in providing a
philosophy that has underpinned service provision for people with
learning disabilities in recent decades. Key pieces of social policy and
government legislation, which have had an impact on service
developments in this area, will be indicated throughout the chapter.

Institutional Care

The original institutions or asylums were established in the early part of
the 19th century and they provided accommodation for people with
mental

impairments

which

included

individuals

with

learning

disabilities, as well as those with mental illness (Borsay, 2005). At this
time, the predominant view was that individuals with learning
disabilities could be enabled to return, and make a contribution, to their
own communities after they had received suitable education and
training (Atherton, 2007; Jacobson, 1999). The educational methods
of psychologists such as Itard and Seguin were especially influential
during the 19th century. These methods were founded on the theory
that ‘idiots’ and ‘imbeciles’ could be taught simple tasks, if they were
given sensory, physical and social training that would promote the
development of their innate potential.

The learning of such tasks

would provide these individuals with the capacity to maintain
themselves in particular sections of society (Race, 1995; Jacobson,
1999; Richardson, 2005).
During the major part of the 19th century, the care and education that
was available for people with learning disabilities had evolved as being
generally humane in its approach (Ryan with Thomas, 1987; Potts and
Fido, 1991; Priest and Gibbs, 2004). Changes in society, however,
started to reverse this constructive trend. The foremost social change
was the expansion of industrialisation, which underlined the fact that
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there were significant numbers of people with learning disabilities who
did not possess the required skills to function adequately within the
new industrial work settings.

Prior to this growth of industrialisation,

people with learning disabilities had a greater level of opportunities in
regard to finding, and coping with, work within a mainly agricultural
economy (Priest and Gibbs, 2004; Race, 2002).

With

this

industrial

transformation,

and

the

development

in

technological and commercial processes, there was an increase in the
need for education. Hence, there was a requirement for individuals to
acquire the more theoretical skills of reading and writing if any kind of
status was to be gained in society. As a consequence, people with
learning disabilities began to be identified as a section of society with
low levels of educational and practical competence. Yet they were not
viewed as a particular threat to society, or considered to be especially
undesirable people for the greater part of this period in history (Race,
1995).

Nevertheless, the attitudes of society altered in the latter decades of
the 19th century.

Due to their inability to cope with the demands

resulting from increasing industrialisation, individuals with learning
disabilities came to be perceived as a burden on the wider society.
This resulted in people with learning disabilities being generally
devalued and renounced as worthless members of society. Moreover
it promoted a wish for them to be excluded from society, which
subsequently contributed to their segregation (Priest and Gibbs, 2004).

Eugenics Movement

These views were supported by the theory of eugenics that developed
during this period. Francis Galton introduced the term ‘eugenics’ in
1883, and it was defined as ‘the science of improving inborn qualities
through selective breeding’ (Galton, 1883 cited in Atherton, 2007: 50).
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The ideas relating to eugenics became very influential, and provided
grounds for the degree of social control which came to be imposed on
people with learning disabilities (McClimens, 2005). They were now
regarded as ‘feeble-minded’, and the attitudes of society towards them
had radically changed. Previous social attitudes had been essentially
benevolent, but these changed to an insistence that there should be a
greater level of custodial and segregated care provision (Priest and
Gibbs, 2004). The extreme views of the Eugenics movement were
reflected in a published article by Fernald in 1912, as follows:

The social and economic burdens of uncomplicated feeblemindedness are only too well known. The feeble-minded are a
parasitic, predatory class, never capable of self-support or of
managing their own affairs.

The great majority ultimately

become public charges in some form. They cause unutterable
sorrow at home and are a menace and danger to the
community.

Feeble-minded women are almost invariably

immoral, and if at large usually become carriers of venereal
diseases or give birth to children who are as defective as
themselves. The feeble-minded woman who marries is twice
as prolific as the normal woman.
Every feeble-minded person, especially this high-grade
imbecile, is a potential criminal, needing only the proper
environment in which to express such.

The unrecognized

imbecile is a most dangerous element in the community.
(Fernald, 1912 cited in Beacock, 1992: 405)
A number of studies in the early years of the 20 th century appeared to
provide reliable evidence that mental deficits/feeblemindedness were
inherited, which was linked to the finding of a comparatively increased
birth rate amongst the poor and disabled sections of the population.
This influenced the publication of a notable paper by Tredgold in 1909,
which advocated that segregation in order to avert propagation was the
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sole means of protecting society.

The formation of the Mental

Deficiency Act, which was passed in 1913, was undoubtedly affected
in a significant way by this eugenic viewpoint (Race, 1995).
Implementation of the recommendations of this Act however, were
postponed due to the commencement of the First World War. In the
years following the end of the war, additional support for institutional
policy had resulted from the conclusions reached by the Wood
Committee (Ryan with Thomas, 1987). This committee had primarily
been formed to investigate the education of children who had mental
defects, but it had broadened its sphere of responsibility to address the
question of all mental defects. The committee published a report in
1929 which proposed that 100,000 people with mental defects should
be institutionalised without delay. The publication of this report led to a
marked increase in the rate of the institutionalisation of individuals with
learning disabilities (Atherton, 2003).

Due to the demands that this policy imposed on institutional services,
and also for principally economic reasons, institutions grew in size.
These institutions often accommodated around 2000 inmates and were
located in isolated rural areas (Race, 1995). The Wood Report had
recommended that self-supporting ‘colonies’ should be developed
which would accommodate all categories of mental defect, whatever
the age of the individual, or level of their disability. As a means of
ensuring total containment, the colonies were developed to provide a
broad range of facilities so that individuals lived, were employed, and
participated in recreational activities on the same site. Therefore the
level of contact between the inmates of the colonies and local
communities was kept to a minimum. Additionally, male and female
inmates were segregated to decrease the risk of sexual relationships.
The self-sufficiency of these colonies was reliant on the use of the
inmates as the central workforce (Atherton, 2003).
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A person could be admitted to a colony on the basis of an application
from his or her family, or as the consequence of a petition made by a
number of individuals. Such requests required authorization from two
medically qualified practitioners, one of whom needed to be formally
accredited by the local health authority or the Health Minister, for this
purpose (Atherton, 2003; Race, 1995). Subsequent to assessment, an
individual would be certified in accordance with one of the four
classifications of the Mental Deficiency Act 1913. These classifications
were

‘idiots’,

defectives’.

‘imbeciles’,

‘feeble-minded

persons’

and

‘moral

Each of these defined categories of mental defectives

required varying levels of care, support and control, for their own
safekeeping or for the protection of other people.

The certification

order lasted for a period of one year, and then checks were made to
ascertain whether the person’s detention should be continued. If it was
considered necessary to detain the individual, the order was resumed
for an additional year, and then was extended for five year periods.
The Board of Control for the institutions held the final power in terms of
decisions regarding the discharge of inmates (Race, 1995; Atherton,
2003).

Nonetheless, the framework of the Mental Deficiency Act indicated that
an individual could not be admitted to an institution solely on the
grounds of being mentally deficient; although this became the
inevitable situation, particularly in circumstances where a family was
no longer able to care for a relative who needed support. In addition to
having a mental defect, one of the criteria of the Act was that the
person had previously exhibited dissolute behaviour. This related to,
for example, criminal offences, a history of inebriation, an inability to
receive education at school, or conduct which was viewed as
promiscuous (Atherton, 2003; Race, 1995).

The Mental Deficiency Act continued to provide the legislative
framework, in substantially the same form, until 1959. It had been
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instigated by the motivation to segregate individuals who were
perceived as unwanted and incompetent members of society and, to a
great extent, this was accomplished (Race, 1995).

People with

learning disabilities were admitted into institutional care as an effectual
way of eliminating them from the view and conscience of the wider
society (Priest and Gibbs, 2004). These inmates of the institutions
eventually became ‘patients’ with the implementation of the National
Health Service Act, which was passed in 1946. As a consequence of
this Act, the control of colonies was moved from local councils to
Regional Hospital Boards.

Moreover, the term ‘colony’ was to be

succeeded by the term ‘subnormality hospital’ (Atherton, 2003).
During the early decades of the second half of the 20 th Century,
institutional living was revealed to have detrimental effects on the lives
of individuals. In a seminal work entitled ‘Asylums’, Goffman (1968)
investigated these adverse consequences of institutional care which
arose from the conditions of group living.

Institutions provided

environments in which all the inmates followed the same rigid routines
of daily living, and also experienced a social distance between staff
and themselves. This resulted in a loss of individuality and control on
the part of the inmate.

Furthermore, work that was undertaken by Barton (1959) underlined
the negative outcomes of institutional care by means of the notion of
‘institutional neurosis’. Barton’s findings indicated that institutional care
actually generated a disease process through the institutionalisation of
inmates. This condition was distinguished by features such as apathy,
lack of motivation, loss of interest, submissiveness, as well as a lack of
individuality. At times, an individual also had a characteristic stoop, in
addition to an ungainly posture and gait. Inmates were mostly coerced
into complying with daily routines by the attitudes of their care staff.
Even though Barton’s studies were carried out within institutions for
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people with mental health problems, he asserted that these outcomes
could emerge in any institutional setting (Priest and Gibbs, 2004).

Thus, in the light of these findings concerning the negative outcomes
of institutional care, it could be concluded that such outcomes would
also be experienced by individuals with learning disabilities who lived
in long-stay institutions. This indicated the possibility of mental health
problems developing in individuals with a learning disability (Priest and
Gibbs, 2004).

For other individuals, however, the experience of

institutional living resulted in the manifestation of problematic
behaviours such as, for example, self-injury and aggression (Stenfert
Kroese and Holmes, 2001). The process of institutionalisation had far
reaching effects on the lives of a number of people with learning
disabilities, along with their families. Even today, some of the effects
of institutional living stay with those individuals, and impact on their
capacity to live in the community, particularly in terms of developing
everyday relationships and friendships (Atherton, 2003).

Community Care
The social policy goal of ‘community care’, in contrast to care provided
in institutional settings, gradually evolved in the United Kingdom during
the years following the end of the second World War. Limited systems
of community care were developed in the first half of the twentieth
century, which involved individuals actually being ‘farmed out’.
However, the concept of community care did not really become
established until the 1950s and 1960s (Whitehead, 1992).

The proposals of the Royal Commission on the Law relating to Mental
Illness and Mental Deficiency, which was published in 1957, prepared
the way for new Mental Health legislation in 1959. This legislation
provided the mechanism by which compulsory certification was to be
brought to an end. It presented the means by which individuals with
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learning disabilities, who were being kept in long-stay hospitals without
a justifiable reason, could be discharged from institutional care and
returned to the community (Atherton, 2003).

A number of changing social influences during the 1960s continued the
momentum towards community care. There was a growing awareness
of the social inequalities encountered by people with disabilities, whose
presence within society had been highlighted by the effects of the war
and polio outbreaks during the 1950s (Atherton, 2003).

Moreover,

innovations took place in sociological theories concerning the
experience of devalued groups in society. A significant contribution to
the development of deviancy theory had been made by Goffman
(1968), whose work had drawn attention to the negative effects on the
individual which resulted from institutional care. Additionally, there was
a public outcry regarding the abuses in a number of long stay hospitals
that were discovered as a consequence of inquiries held in the late
1960’s, and which were publicly reported (Whitehead, 1992).
A White Paper entitled ‘Better Services for the Mentally Handicapped’
was introduced in 1971, which recommended a 50% decrease in
hospital places by 1991, together with a rise in the residential and day
care services provided by local authorities (DHSS, 1971). This paper
also proposed that custodial care approaches within hospitals should
be ended, and advocated the re-training of staff employed in such
hospitals. In fact, the White Paper embodied one of the leading pieces
of social policy that, since the time of the 1913 Mental Deficiency Act,
was concerned particularly with the care of individuals with learning
disabilities (Atherton, 2003). Nonetheless, the view has been advanced
that the potential effect of the White Paper was impeded by the lack of
set guidelines which would govern the future relocation of patients from
hospitals to the community. Implementation of the White Paper was
also frustrated by the lack of any legislative support (Race, 1995).
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A Committee of Inquiry was subsequently set up in 1975, under the
leadership of Mrs. Peggy Jay, to further examine service provision for
individuals with learning disabilities. This committee finally published a
report in 1979, which reiterated the necessity for local authorities to
have the leading role in the provision of care.

The report also

proposed that services for people with learning disabilities should be
founded on the principles of normalisation (Atherton, 2003; Race,
1995, 1999).
The evolution of ‘Normalisation’
The concept of ‘normalisation’ was initially introduced in Denmark and
was incorporated in that country’s Mental Retardation Act, which was
passed in 1959. It was used to define the goal of services, which was
“to create an existence for the mentally retarded as close to normal
living conditions as possible” (Bank-Mikkelsen, 1980:56 cited in
Emerson, 1992). During the 1960’s, this conception of normalisation
came to have a substantial influence on the evolution of services, and
related enabling legislation, for people with learning disabilities in
Sweden (Nirje, 1969) as well as Denmark.

In Sweden, normalisation

was modified so as to reflect the situations experienced by ordinary
members of society and was redefined as “making available to the
mentally retarded patterns and conditions of everyday living which are
as close as possible to the norms and patterns of the mainstream
society”. (Nirje, 1994:19).

Emerson (1992) maintains that these initial Scandinavian formulations
are reasonably clear cut in terms of advocating that services should
aim to enhance the quality of life of service users by recreating the
lifestyle that is experienced by non-disabled members of society.
Within these original definitions, normalisation becomes an affirmation
concerning the way in which services can represent the fundamental
rights of individuals with learning disabilities in an egalitarian society.
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The foundation of normalisation in basic human and civil rights was
demonstrated by the inclusion of the Scandinavian definition in the
United Nations 1971 “Declaration of General and Specific Rights of the
Mentally Retarded”. Hence normalisation did not evolve as a singular
ideal, but reflected the prevailing liberal trends of a number of Western
societies during that period, in their response to the call for equal rights
which related to a variety of disadvantaged or minority groups
(Emerson, 1992).

The central aim of normalisation in these initial definitions was to
promote equal rights for individuals with learning disabilities, however
they did not espouse the notion of integration (Emerson, 1992). The
aims and objectives of these definitions could be accomplished without
the requirement for people with learning disabilities having to engage,
in any significant way, with the wider society (Atherton, 2003). For
example, Bank Mikkelsen asserted that ‘while normalization is the
objective, integration and segregation are simply working methods’
(Bank- Mikkelsen, 1980: 56).

The limitations of these Scandinavian formulations in regard to their
‘equal but separate’ approach were acknowledged by Wolfensberger,
who redefined normalisation as the ‘utilisation of means which are as
culturally normative as possible, in order to establish and/or maintain
personal behaviours and characteristics which are as culturally
normative as possible’ (Wolfensberger, 1972:28).

This definition

subsequently underwent a further change, nonetheless, in an
endeavour to highlight the need for individuals with learning disabilities
to attain socially valued roles, which Wolfensberger considered to be
the principal objective that could be accomplished by means of
normalisation (Atherton, 2003).Thus the term ‘normalisation’ was
superseded by the term ‘social role valorisation’, which referred to ‘the
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creation, support, and defence of valued social roles for people who
are at risk of devaluation’ (Wolfensberger, 1983: 234).

In his reformulation of normalisation, Wolfensberger integrated the
egalitarian goals of Bank-Mikkelsen and Nirje with a number of
contemporary developments within the field of sociology. During the
period of the 1960s and early 1970s, ‘societal reaction’ or ‘labelling’
theories

were

exerting

a

dominant

influence

approaches to the investigation of deviance.

on

sociological

According to these

theories, the attributes and behaviour of individuals belonging to
deviant social groups is mainly shaped by the manner in which society
reacts to them after he or she has been ‘labelled’ (Emerson, 1992).
The process of labelling essentially produces deviance or abnormality
due to the fact that the individual adapts his or her behaviour to that
assigned to them by the label. Other people respond to the individual
on the basis of his or her label, which consequently increases the
abnormal behaviour and is transmitted to a wider audience. Hence the
notion of the ‘vicious circle’, or ‘self-fulfilling prophecy’, originated in
regard to social behaviour (Whitehead, 1992).

These theoretical approaches provided the fundamental underpinning
for Wolfensberger’s reformulation of normalisation. This is especially
evident in the idea that being thrust into a particular social role
invariably leads the individual to fulfil the expectations connected with
that role, which is a principal theme within normalisation and social role
valorisation (Emerson, 1992; Race, 1999). Therefore programmes for
social action, which are founded on the principles of normalisation and
social role valorisation, require service providers to give a major priority
to ensuring that service users are not allocated negative social roles.
The intention is to assist or install them in positive or culturally valued
social roles in all aspects of life (Emerson, 1992; Race, 1999).
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The establishment of normalisation in the United Kingdom has, in
numerous ways, followed a similar sequence of developments and
influences experienced in Scandinavia, North America and other
countries. After the series of inquiries relating to conditions in longstay institutions during the 1960s and 1970s, the Scandinavian
concepts of normalisation were significant in regard to forming ideas
on the planning of new services and the remodelling of antiquated
institutions for people with learning disabilities (Emerson, 1992;
Whitehead, 1992; Race, 1995, 1999; Atherton, 2003).
During the past three decades or so, nonetheless, Wolfensberger’s
formulation of the principle of normalisation has become predominant
due to continued advocacy on the part of the Campaign for People with
Mental Handicaps (for example, Campaign for Mentally Handicapped
People, 1984) and other organisations promoting the rights of
individuals with learning disabilities (Kings Fund Centre, 1980;
Independent Development Council for People with Mental Handicap,
1986).
An interpretation of normalisation by O’Brien (1987; O’Brien and Tyne,
1981) has become especially influential within this period. Although he
does not provide a new definition or theoretical framework, O’Brien has
highlighted the implications of the concept of normalisation in relation
to what service providers should attempt to accomplish for service
users. O’Brien has identified specific goals that service providing
organisations should strive towards, and these have provided a
definitive foundation for organisations on which to base care for
individuals with learning disabilities (Emerson, 1992; Atherton, 2007).
The variations between the work of Wolfensberger and O’Brien are
more a matter of accentuation and style than of theory.

Whereas

O’Brien does not specifically eschew the theoretical formulations of
Wolfensberger, his ideas concerning service accomplishments are free
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of the sociological panoply of Wolfensberger’s theory. O’Brien’s
approach places significant emphasis upon clearly portraying the
implications of normalisation in relation to either the lifestyle or quality
of life of people belonging to the socially devalued group. Moreover,
individual choice is returned to a key position in normalisation
(Emerson, 1992). Individuals with learning disabilities have tended to
have limited control in their lives. Hence, organisations providing
services to people with learning disabilities can develop the potential
for independence of individual service users by providing opportunities
for them to exert their right to choose. O’Brien indicates ‘choice’ as a
principal accomplishment, among other attainments, to be achieved by
service providers (McNally, 2003).

Despite the fact that normalisation has evolved as the dominant
paradigm in terms of service provision,it has been subjected to
criticism in the course of recent decades.

Commentators have

suggested that anything ‘normalisation’ manages to achieve for people
with disabilities is offset by the means which it offers to expedite the
adaptation of professionals to new policies concerning the closure of
institutions and community-based service provision.

Therefore,

normalisation does not question the authority of the professional role in
the lives of people with disabilities, but actually assures that its
legitimacy is maintained (Barnes, Mercer and Shakespeare, 1999;
Chappell, 1992; Gilbert, 1993).

The overall concentration of normalisation on the requirements for
enabling people with disabilities to achieve the conditions of ordinary
living, it has been suggested, disregards the origins of devaluation and
the ways by which ‘disability’ and ‘normality’ are socially constructed
(Myers, Ager, Kerr and Myles, 1998; Barnes et al, 1999). Furthermore,
though normalisation essentially attempts to gain equality by means of
similarity, a number of commentators advance arguments for an
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equality of diversity (for example, Brown and Smith, 1992; Szivos,
1992).

Contemporary Service Provision
In

the

years

following

the

introduction

of

O’Brien’s

service

accomplishments within the United Kingdom, there has been a
continuous flow of policy documents and legislation which have
influenced services provided for individuals with learning disabilities.
The White Paper entitled ‘Caring for People’ (Department of Health,
1989) upheld the commitment of the government to the growth of
health and care services at a local level.

Subsequent to this, the

government passed the NHS and Community Care Act in 1990 (NHS,
1990). The primary aim of this legislation was to supply the support
structures that are required to assist individuals to remain in their own
homes, wherever practicable, and thus decrease the need for longterm care (Atherton, 2003). The Act also advocated the creation of an
internal market that would incorporate purchasers and providers in
relation to services intended to meet health and social care needs. By
this means, the monopoly was to be withdrawn from health and social
services in regard to the provision of residential care.

Since the

implementation of this legislation in the early 1990’s, a mixed economy
of care has developed which now encompasses a range of
independent, private, charitable and statutory service providers, as well
as housing associations (Gates, 2003).

During the past two decades, there have been examples of policies
and legislation that have been fundamentally more universal, but which
are particularly relevant to people with learning disabilities.

This

includes the Disability Discrimination Act of 1995, and its subsequent
revisions, and the Human Rights Act of 1998, which is intended to
safeguard both disabled and non-disabled people in terms of assuring
their rights to, amongst other things, freedom of expression, self
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determination and security (Atherton, 2003). The Mental Capacity Act
(2005) provides the legislative framework for individuals who may not
be able to make their own decisions. The central tenet of the Act is the
assumption that everyone has capacity to make their own decisions
unless it can be demonstrated that they are unable to do so.

A

significant point is that “a diagnosis alone will no longer be a reason for
taking away a person’s right to make their own decisions” (Holland,
2007: 3). The Equality Act (Home Office, 2010) is a piece of legislation
that has the primary purpose of consolidating the complex and diverse
array of Acts and Regulations, which constitutes the basis of antidiscrimination

law

in

Great

Britain;

including

the

Disability

Discrimination Act of 1995. In addition, there have been a number of
guidance documents which have aimed to improve the quality of health
care delivered to people with learning disabilities (NHS Executive,
1998, 1999; Disability Rights Commission, 2006).

Policies and guidance documents have developed during recent
decades that particularly focus on the mental health needs of people
with learning disabilities. The Royal College of Psychiatrists (1996;
2003) published reports that were mainly aimed at psychiatrists who
provide services for individuals with learning disabilities presenting
mental health problems, although the key points which they highlighted
were applicable to other professional groups employed in this field.
The reports indicate the requirement for services to specialise so that
the needs of this group of service users can be addressed. At the
same time, these specialist services need to enable individuals with
learning disabilities to gain access to ordinary health services wherever
this is feasible (Priest and Gibbs, 2004).

Another report which reviewed psychiatric service provision for children
and

adolescents

with

learning

disabilities

(Royal

College

of

Psychiatrists, 1998) reiterated the viewpoint that mainstream services
should be made available to individuals with learning disabilities, but
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also emphasized that collaboration is vital if this is to be achieved. It is
envisaged that ‘collaborative working’ should facilitate the development
of arrangements between various professionals which would support
service users and families in obtaining access to mainstream services,
where this is appropriate. However, access to speciality services also
should be available in order to address the needs of service users and
families which cannot be met by mainstream services (Priest and
Gibbs, 2004).
At the end of the 1990’s, the government committed itself to the
development of a new national strategy for England relating to people
with learning disabilities. A number of problems concerning service
provision had been identified during the course of several years. Such
problems included a scarcity of services, as well as differences in
service provision which were based on where individuals live.

In

addition, individuals with learning disabilities are frequently not
included in the decisions that are made as regards the services which
they receive (Priest and Gibbs, 2004).

The White Paper ‘Valuing

People’ (Department of Health, 2001a) was subsequently published in
March, 2001, and provides a framework for the way in which care
should be delivered to individuals with learning disabilities. The major
principles of ‘Rights’, ‘Independence’, ‘Choice’ and ‘Inclusion’

are

pinpointed as being central to the proposals of the government.
Subsequently, in 2009, following a review of progress, ‘Valuing People
Now’: a new three year strategy for people with learning disabilities
was published to further advance the implementation of policy
presented in ‘Valuing People’ with ‘a shift in emphasis towards greater
personalisation of services, including a greater focus on person
centred approaches and personal budgets over the next few years’
(Department of Health, 2009: 24).

A programme of national standard setting has also been initiated by
the government, as a means of increasing the quality and reducing the
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variation in services providing health and social care. Standards have
been determined pertaining to a broad range of health conditions such
as, for example, coronary heart disease, diabetes and mental health,
as well as to particular age groups such as children and older people
(Priest and Gibbs, 2004). The ‘National Service Framework for Mental
Health’ (Department of Health, 1999) concentrates on the mental
health needs of all adults who are of working age. It specifies national
standards and describes service models for the promotion of mental
health and for the treatment of mental illness.

While no specific

reference is made to them in the National Services Framework,
individuals with learning disabilities who are of working age are
understood to be covered by the framework (Priest and Gibbs, 2004;
Institute for Applied Health and Social Policy, Kings College and the
Judith Trust, 2002).

However, not every one of the mainstream services has the resources,
knowledge or skills to provide support to individuals with learning
disabilities who manifest mental health needs.

Therefore providing

access to services that are near to the homes of individual service
users may be problematical in the current situation (Priest and Gibbs,
2004; Chaplin and O’Hara, 2007). Current government policy has
evidently specified that individuals with learning disabilities and mental
health problems should gain access to mainstream psychiatric services
which cater for the needs of the total population (Department of Health,
2001a). The essence of this approach which promotes the use of
generic services originates from the philosophy of normalisation.
According to the principles of normalisation, people with learning
disabilities should be introduced to the ordinary lifestyle experiences
that other members of society are subjected to in their daily lives. This
would include obtaining generic services which are accessible to the
overall population (Priest and Gibbs, 2004).
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Nonetheless, there is a great deal of support for the opinion that
service provision, in the context of conventional mental health services,
cannot adequately meet all the needs of individuals with learning
disabilities and mental health problems (Chaplin, O’Hara, Holt and
Bouras, 2009: Chaplin and O’Hara, 2007). Evidence from the United
States of America and Europe has been provided which corroborates
the view that generic service provision on its own has not proven to be
effective (Day, 1994; Cumella, 2009)). A poor level of staff training,
deficiencies in terms of skills and knowledge, and shortage of time as
well as resources are quoted as some of the grounds as to why
generic services are not completely effectual for this group of service
users. In contrast to this, staff within specialist services for people with
learning disabilities are liable to have a greater degree of knowledge
concerning learning disabilities, and also an increased level of
awareness regarding the therapeutic interventions that are likely to be
successful with these service users (Day, 1994; Raghavan and Patel,
2005; Bouras and Holt, 2010).

To counterbalance this, there are some drawbacks relating to
specialist service provision.

For instance, specialist services

transgress the principles of ‘community integration’ and ‘inclusion’.
Moreover, it may be the case that generic services are capable of
meeting the mental health needs presented by some service users,
whereas specialist services may be more suitable for other service
users with different problems. Thus, there is a probability that both
approaches to service delivery for this group of service users will be
required for some time yet to come (Priest and Gibbs, 2004; Raghavan
and Patel, 2005).
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Chapter 3: Theoretical Frameworks - Care and support
or social control?
A number of theoretical models have influenced the care and support
which has been made available to people who have learning
disabilities and manifest mental health problems.

These models

provide the theoretical underpinning for the services and therapeutic
approaches that have been developed and subsequently employed
with this group of service users.

Service providing agencies and

members of various professional groups have had, and continue to
have, the responsibility for coordinating and implementing the care and
support frameworks that have evolved.

As indicated in the previous

chapter, the development of different forms of service provision has
been driven by policies reflecting the broader social, political and
economic context.

Historical accounts concerning the change in

attitudes towards people with learning disabilities and the evolution of
service provision, during the past century or so, have been imbued
with the parallel discourse of care and control (Porter and Lacey,
2005).

Society has developed policies and systems of care and

support, at various stages in history, which have also provided the
means of controlling those viewed as deviating from social perceptions
of ‘normality’.

At the centre, or possibly more on the receiving end, of these care and
support systems are the individuals who have been, and presently
continue to be, identified as exhibiting particular signs of abnormality
that require specified interventions. Medical and psychological
approaches have dominated the range of interventions which have
been applied. Reports of these approaches have largely accentuated
deficiencies and needs instead of providing a social explanation of
disability (Porter and Lacey, 2005). Moreover, within the field of mental
health care, reference has been made to the evolution of an
abundance of ‘experts’ with a number of things to say about insanity.
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However, the only voices that historically have not been heeded, or
which have been heard solely as symptoms, are the voices of the
mentally ill themselves (Rose, 1992).

The Medical Approach

The medical approach has provided a predominant means of offering
explanations for some of the more biological dimensions of learning
disabilities (Gates, 2007). It has also been the principal model in terms
of explaining mental health problems as an outcome of physical and/or
chemical alterations in the body, especially within the brain and
nervous system.

Moreover, genetic factors may bring about, or

increase the susceptibility of an individual to, particular biochemical
changes.

A great deal of modern psychiatry demonstrates this

standpoint.

Hence a systematized investigation of individuals is

carried out to detect the existence, or absence, of mental disorder and
follows a procedure that is similar to an examination for a physical
malady (Priest and Gibbs, 2004).

In Western societies, the practice of medicine is founded on the
biological or disease model. The model employs a deductive approach
that pursues a diagnostic method to investigate a reason for illness.
This is frequently spoken of as the cause-effect relationship. Overall,
the purpose of Western medicine is to recognize diseases and
disorders, as well as establishing their causes so that the illness or
disorder can be prevented and/or alleviated (Gates and Wilberforce,
2003).

The biological or disease model in the field of learning

disabilities has been particularly influential since services for this group
of service users were transferred to the National Health Service,
following its inception in the latter years of the 1940s (Gates and
Wilberforce, 2003).
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Psychological Approaches

Psychological models have also played a major part in explanations of
learning disabilities and mental health problems.

Additionally, the

broad academic discipline of Psychology has provided the theoretical
basis for various therapeutic approaches employed in the care and
support of both mental health needs and learning disabilities (Priest
and Gibbs, 2004; Emerson, 1995). For instance, the main focal point
of interest in behavioural psychology is the methodical study of
behaviour.

Originating in the early part of the 20th century, the

behavioural model is derived from the theories of learning that arose
out of the exploratory work of Pavlov (1849-1936) and Skinner (19041990). The behavioural model suggests that all behaviour takes place
as a consequence of learning, and that environmental circumstances
affect this behaviour (Priest and Gibbs, 2004; Gates and Wilberforce,
2003).

According to this paradigm, undesirable symptoms or behaviours are
viewed as habits which are gained by way of maladaptive learning
processes.
problem.

Hence, it is the symptoms that are deemed to be the
Consequently, the elimination of the symptoms (i.e.

undesirable behaviours) by means of a relearning system should
resolve the problem. Therefore, therapeutic methods concentrate on
changing observable behaviour (Priest and Gibbs, 2004).

These

therapeutic methods encompass ‘behaviour therapy’ and ‘behaviour
modification’. Behaviour therapy is grounded in the work of Pavlov,
and seeks to supplant unsound learned associations with other,
appropriate ones.

‘Behaviour modification’ is based on the work

carried out by Skinner, and seeks to alter behaviour through controlling
the consequences of behaviour such as rewards or penalties (Priest
and Gibbs, 2004; Gear, Gates and Wray, 2000).
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These early theories of learning and behaviour were augmented by the
work of Bandura (1977) who initially propounded social learning theory.
This theory indicated that behaviour results from the observation of,
and frequently through copying, the behaviour of other people. Social
learning theory also prompted an increased awareness of the functions
of emotion, perception and cognition in relation to the process of
learning. The earlier theories of Pavlov and Skinner had not rejected
these factors in the learning process, but their work was founded on
observable experimental behaviours (McCue, 2000; Priest and Gibbs,
2004).

In the light of this theory, those individuals whose behaviour is
observed and copied can be represented as ‘role models’. Hence it
could be maintained that, as an illustration of this, a child who was
raised in a family situation in which another member of the family
displayed symptoms and behaviours that were accordant with
conditions such as anxiety, depression or schizophrenia might by turns
assume

these

behaviours,

as

well

as

patterns

of

thinking.

Furthermore, people repeatedly ascribe the inception of a phobia,
which is an atypically intense and irrational fear of a particular object or
situation, to viewing and copying a panic response by a parent who
encountered the object or situation that he or she feared (Priest and
Gibbs, 2004).

A review of the different concepts of learning disabilities within the field
of Psychology has been carried out by Bijou (1992 cited in Gates and
Wilberforce, 2003). This review determined that the ‘restricted
developmental’ approach was the most advanced, and also the most
tenable, approach to understanding learning disability.

Additionally,

Bijou contended that it was foremost amongst other theoretical
approaches, due to the fact it was an integral part of empirically based
behaviour

theory

regarding

human

Wilberforce, 2003).
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development

(Gates

and

Whereas the behavioural model provides an account that highlights the
influence of environmental factors on learning and human behaviour,
other psychological models explain the causes of mental health
problems as fixed within the individual. Prominent theoretical
perspectives which provide such psychological explanations are the
psychodynamic model and the cognitive model (Priest and Gibbs,
2004).

The Psychodynamic Model

The emergence of the psychodynamic model resulted from the work of
Sigmund Freud who published seminal works concerning the
unconscious mind during the initial decades of the 20th century (Gear
et al, 2000). The concept of the unconscious is a key component of
this model. This concept suggests that mental activity occurs outside
the consciousness of an individual, but affects behaviour, and
potentially may give rise to ‘symptoms’. Such symptoms may be the
outcome of a struggle between productive and negative capacities
within the unconsciousness, and they may have their origin in an
individual’s experiences in their early life and relationships (Priest and
Gibbs, 2004).

In his work as a doctor, Freud had become inquisitive about the
hysterical character of the physical symptoms presented by a number
of his adult patients. Hence, he had commenced experimenting with
treatments that comprised of talking, in contrast to employing physical
or medical interventions. Freud postulated that the problems of these
patients were being disclosed by means of physical symptoms.
However, the physical symptoms had their beginnings in conflicts
which the patients were not able to directly recall or comprehend.
Therefore these symptoms, according to Freud’s viewpoint, resulted
from ‘unconscious conflict’ (Hodges, 2003).
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During the early period of this work, Freud used the term ‘talking cure’
to explain his methods.

Subsequently, he developed the term

‘psychoanalysis’ in order to describe this therapeutic approach (Freud,
1910 cited in Hodges, 2003).

Freud indicated that an individual

needed a certain degree of inborn intelligence and moral development
if he or she was to be involved in Freudian techniques. Freud was not
excluding the use of psychotherapy in relation to people with learning
disabilities, however he considered that his techniques would require
adaption for this group of service users (Hodges, 2003).

These views, therefore, have been a significant factor in maintaining
the mistaken suppositions that individuals with learning disabilities do
not possess the intellectual ability to experience or articulate mental
distress, or the capacity to develop comprehension by reason of their
level of intelligence (Priest and Gibbs, 2004; Caine and Hatton, 1998).
In fact, during the past, the emotional experiences of individuals with
learning disabilities were likely to have been disregarded (Arthur,
2003). This stemmed from a general situation in which people with
learning disabilities had not received encouragement to give voice to
their feelings, and possibly led to individuals exhibiting a range of
problematic behaviours that provided an alternative means of
expressing their emotions (Priest and Gibbs, 2004).

Nowadays, it is acknowledged that individuals with learning disabilities
experience emotional needs.

For example, emotional distress has

been highlighted in relation to issues such as loss, grieving,
bonding/attachments, separation, rejection, personal expectancy of
failure, and inadequacy (Arthur, 2003).

The Cognitive Model

The cognitive model considers that human thought and the analysis of
thoughts are the major factors that influence behaviour (Priest and
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Gibbs, 2004). Cognition incorporates thinking, evaluating and judging,
together with perceiving and other mental phenomena (Gear et al,
2000). Cognitive functioning has continually been a core area of study
within the field of learning disabilities. This is barely cause for surprise
as achievement relating to standardized cognitive assessment is a
main prerequisite for admittance to the diagnostic category. The focal
point of this investigatory work has varied.

A goal of some

investigations has been the detection of underlying cognitive
processes that might provide an explanation for a poor level of
performance on tests which measure intelligence (Clements, 1997).
Such work has been interested in, for example, short-term memory
capacity, the processes associated with attention, as well as general
processing speed.

Whereas other investigatory work has had a

greater emphasis on a remedial viewpoint, and has endeavoured to
find methods that would improve learning, problem solving, along with
conceptual understanding. This work has been directed towards, for
example, improving the learning of discriminations, increasing the
comprehension of moral concepts, and facilitating the acquisition of
self-directed problem-solving approaches (Clements, 1997).

In accordance with the notion that behaviour is influenced by the way
in which individuals think about themselves, as well as their world,
mental health problems can be attributed to dysfunctional thinking.
The theoretical underpinning of the cognitive model indicates that
these

problems

are

produced

and

sustained

preconceptions in an individual’s thinking.

by

errors

or

Such erroneous, and

frequently irrational, thoughts have a debilitating effect on the operation
of mental wellbeing. Thus the objective of therapeutic interventions is
to alter impaired or dysfunctional thinking (Priest and Gibbs, 2004). In
recent years, the cognitive techniques that have been employed to
assist people experiencing a variety of emotional and behavioural
problems have started to be used to support individuals with learning
disabilities who present similar issues (Clements, 1997). At the present
42

time, cognitive therapy is often used in combination with behavioural
interventions to create a range of cognitive-behavioural therapies. It is
probable that the most notable and broadly implemented intervention
that makes use of the cognitive account of mental ill health is
‘cognitive-behaviour therapy’. These cognitive-behavioural techniques
have been used with individuals with learning disabilities in recent
years (Priest and Gibbs, 2004; Turnbull, 2000; Stenfert-Kroese,
Dagnan and Loumidis, 1997).

The Humanistic Model

The humanistic model evolved as an alternative to the viewpoint that
human behaviour is influenced by unconscious motivations and early
experiences, as maintained in the psychodynamic perspective. This
model also provided an alternative to the viewpoint that human
behaviour is shaped by influences in the environment, as affirmed in
the behavioural perspective.

In contrast to these other theoretical

perspectives, the humanistic model considers that humans are
fundamentally positive beings, who possess the capacity for free will,
as well as the ability to make choices (Priest and Gibbs, 2004).
Moreover, individuals are viewed as dynamic beings, who are
interactive, and are able to exert control over their personal destinies.
They are capable of selecting and determining their goals, and thus
responsible for their personal life choices (Wilberforce, 2003).

According to the humanistic perspective, the main driving force of
individuals, and therefore reason for their actions, is directly concerned
with developing their potentiality to the utmost (Wilberforce, 2003).
The theory of human needs that was advanced by Abraham Maslow
(Maslow, 1954 cited in Priest and Gibbs, 2004) demonstrates this
perspective in an effective way. Maslow was interested in issues such
as the purpose of existence, the uniqueness of the individual, in
addition to the attributes of the person who is psychologically healthy.
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Within his theory, Maslow organized human needs into groupings,
which were then ranked in terms of priority (Priest and Gibbs, 2004).

The theory suggests that human beings are motivated to satisfy their
basic levels of needs, at least to a certain extent, prior to concentrating
on needs which are located higher in the sequence of groupings.
Maslow’s arrangement of human needs into these groupings is usually
exemplified as a triangle with a number of layers. The groups of needs
with the greatest level of priority are shown as the layers situated at the
base of the triangle. Hence, it is necessary to satisfy physiological and
security needs before all else, in order to secure the survival of an
individual (Priest and Gibbs, 2004).

When these basic needs are

satisfied, human beings are driven to fulfil complex psychological
needs. Examples of such needs are the need to ‘belong’, as well as
the need for self-respect.

Maslow indicates that a paramount

motivation for all human behaviour is making progress towards
meeting the need for self-actualisation (Gear et al, 2000).

Self-

actualisation refers to the situation in which an individual has evolved
into the person that he or she aspires to be.

However, Maslow

acknowledged that only a limited number of individuals in reality attain
this enviable state.

This is due to the fact that human beings are

nearly always endeavouring to attain some additional goal, or are
striving to develop into someone who is different or more desirable
(Priest and Gibbs, 2004).

It is likely that the most commonly used therapeutic intervention, which
is founded on the humanistic approach, is ‘person-centred counselling’.
This form of therapeutic intervention originated from the work of Carl
Rogers (1902 – 1987). It is based on the premise that individuals will
grow in ways that promote emotional well-being, if provided with
suitable therapeutic support. The work of the person in the role of
counsellor is directed towards promoting an appropriate therapeutic
setting which will encourage emotional development. This method of
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counselling is at times known as ‘non-directive counselling’. Personcentred counselling depends on a genuine and unqualified acceptance
of the client. Therefore, it is particularly suited to people with learning
disabilities, including those with limited communication skills, who may
have encountered negative attitudes and reactions in their past lives
(Priest and Gibbs, 2004).

Social Models and Mental Health Needs

In contrast to medical and psychological explanations, there are
alternative accounts that regard the causes of mental health problems
to be found mainly within an individual’s social circumstances. These
social explanations, in a similar way to behaviourism, view the causes
of mental problems as being located outside of the individual, and to lie
within their social world (Priest and Gibbs, 2004). A notable study that
was carried out during the final years of the nineteenth century by
Emile Durkheim, a sociologist, demonstrated that social factors were
significant in relation to forecasting the occurrence of suicide.
Durkheim’s work indicated that the level of coherence within a group,
and the degree to which a person felt that he or she was a part of the
group, influenced the rate of suicide (Durkheim, 2002). In situations
where the personal values of individuals clashed with the values of the
society in which they resided, they would feel alienated from the other
members of that society.

This might result in an individual taking

extreme measures and adopting suicide as a way of escaping from
such a difficult ordeal (Priest and Gibbs, 2004).

The Myth of Mental Illness?
During the latter half of the 20th century, a number of critics challenged
the ‘medicalisation’ of mental health problems. Influential critics such
as Szasz (1961) and Laing (1965) asserted that mental illness might
not really exist. It was argued that all individuals encounter difficulties
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in their lives, and consequently they go through a constant battle to
achieve peace of mind.

These commentators questioned the

dominance of the medical model and underlined the social control
practices associated with the mental health system (Stuhlmiller, 2003;
Priest and Gibbs, 2004). Although the viewpoint that mental health
problems do not actually exist may be considered as extreme
nowadays, there was a considerable degree of support for the social
model from the 1970’s. The social model was perceived as offering an
integral explanation of mental health problems, and advanced a notion
that environmental factors had more effect than any other factors upon
the origins and precipitants of mental ill-health (Priest and Gibbs,
2004).

Problems which arise from social and environmental factors are
addressed by therapeutic interventions that seek to implement
changes in relation to these factors. During the latter decades of the
20th century, a number of psychiatrists transferred the focal point of
their work from the individual to an examination of the connection
between individuals and their community. In the 1960s and 1970s, the
therapeutic community movement emerged from this new attention on
social psychiatry. Individuals would be admitted, either as in-patients
or day patients, to a clinical environment which was viewed as a
miniature representation of society (Priest and Gibbs, 2004).

Within these communities, the responsibility for all aspects of the daily
activities are divided between members of the community. According
to the majority of models concerning therapeutic community practice,
staff relinquish their clinical authority to as great an extent as possible.
Though in reality they do not completely relinquish it, but instead
suspend it, until occasions when potent authoritarian interventions are
needed in order to avert critical damage (Keen and Haddock, 2003).
The community itself provides the therapy. It affords an environment
that is secure, self-governing, and accepting.
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Thus the community

creates an empowering atmosphere in which its members are enabled
to experience social change, as well as personal development (Priest
and Gibbs, 2004).

The therapeutic community model of care

decreased substantially in the course of the 1980s and 1990s, as the
political trend generally veered from shared communal or socially
based models of development to espouse more competitive, individualcentred principles. Nevertheless, in recent years, the motivation to
generate effective approaches to assist individuals with severe
personality disorders has resulted in a renewed favourable viewpoint of
the values and practices of the therapeutic community (Keen and
Haddock, 2003).

The Social Model of Disability

Historically, as previously discussed, medical model approaches have
been influential in relation to the treatment of people with learning
disabilities. These approaches have traditionally viewed the problem
of disability as being located within the individual who is impaired, and
difficulties are perceived as the direct and predetermined result of
impairment (Chappell, Goodley and Lawthom, 2001; Boxall, 2002).
The social model of disability, however, offers an alternative approach
to perceiving disability.

This approach originated from a concept

developed by the Union of the Physically Impaired Against Segregation
(UPIAS) during the mid-1970s.

The social model of disability

differentiates between ‘impairment’ and ‘disability’. Impairment refers
to ‘the loss or lack of some functioning part of the body’ whereas
disability refers to ‘the meaning society attaches to the presence of
impairment’ (Chappell et al, 2001: 46).

During recent years, this definition of impairment has been extended
so as to incorporate sensory, as well as ‘intellectual’ or ‘developmental’
impairments (Barnes et al, 1999).

According to a social model

viewpoint, disability is not brought about by the impairments of
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individuals. It is the shortcomings of society, in terms of not providing
appropriate assistance to individuals with impairments, that creates
disability (Boxall, 2002). Thus, in this context, disability is perceived as
a ‘social state’ instead of a biological difference (Barnes et al. 1999).
In industrialized societies, there is a perception that impairment is
related to ‘abnormality’ by virtue of the fact that a great number of
disabled people are precluded from attempting to attain what is
considered to be a ‘normal’ pattern of living. For instance, inaccessible
working environments make it impractical for individuals with physical
impairments to be employed in such settings. Furthermore, material
disadvantage is experienced as a consequence of welfare systems
which do not provide disabled people with a reasonable income.
Disabled people therefore experience oppression as a result of being
denied opportunities to fully participate in social life (Abberley, 1993;
Barnes et al, 1999).

Since the nineteenth century, there has been a widespread tendency
within Western societies for professionals of the medical model to
assume control of disability. This has involved the intervention of a
great number of associated health and social welfare practitioners
(Barnes et al, 1999; Chappell et al, 2001). Disabled people are viewed
as needing such an array of professionals, as well as services, in order
to assist them to adjust to their impairments. In addition, they are seen
as requiring support in terms of being rehabilitated into non-disabled
society, or being removed from that society if they are unable to be
‘cured’.

There have been vast efforts directed towards separating

disabled individuals from each other, as they are allocated to
segregated services that are intended for specific impairments
(Chappell et al, 2001).

Hence, disabled people in effect have been marginalized and have
experienced exclusion from the ordinary life of society. This view of
disabling society requires to be examined within the framework of
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inequalities concerning power and social resources. Disabled people,
to a greater extent, have tended to be concealed from society in the
course of the past two centuries.

In recent decades, however,

disabled people have made a collective stand against their unequal
social status.

Such opposition has been demonstrated in their

espousal of the social model as an alternative to the established
approaches (Barnes et al, 1999).

Thus, demands are made for individual members of society, and
society as a whole, to assume responsibility for eradicating the barriers
that create disability; as well as developing ‘a socially aware, active
and inclusive culture’ (Chappell et al, 2001: 46). The social model of
disability emanated from the lived experiences of disabled people.
This paradigm evolved in response to the viewpoints of non-disabled
people, which were advanced mainly by professionals and academics,
concerning disability and disabled people.

A crucial feature of the

theoretical work relating to the social model is that it has been carried
out and directed by people who are disabled themselves (Boxall,
2002). The social model would appear to offer a great deal of potential
for people with learning disabilities in regard to its study of their
experience and its proposals for change. Though, it has been argued,
that this potential has not been fulfilled (Chappell et al, 2001).

The Social Model and People with Learning Disabilities

Within the framework of the social model, it would be considered that
there are similarities between the experiences of people with learning
disabilities and those with other disabilities associated with physical
and sensory impairments.

Individuals with learning disabilities may

encounter comparable attitudinal hindrances and consequential loss of
autonomy, as well as control, in terms of their everyday lives (Boxall,
2002).

Nevertheless, very little reference is made to people with

learning disabilities in the literature relating to the social model. In fact,
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people with learning disabilities generally have been overlooked in
relation to the disability movement (Chappell 1998; Chappell et al,
2001).

Simone Aspis, a

political activist, has suggested that there is an

inclination on the part of people with disabilities, who do not have the
label of ‘learning disabilities’, to view the problems of individuals with
learning disabilities as being innate and linked to their impairments;
instead of being a consequence of issues relating to access and
socially created obstacles. Hence, an individualized model of disability
is employed in regard to people with learning disabilities (Simone Aspis
cited in Campbell and Oliver, 1996: 97). It has to be acknowledged,
however, that the participation of people with learning disabilities in
discussion concerning the social model is comparatively recent.
During the early stages of the evaluation of the social model of
disability, there was substantial debate regarding the experiences of
individual disabled people in terms of impairment and disability. As a
consequence of this sharing of information in relation to their individual
experiences, people developed an awareness of their corporate
experience of disability (Campbell and Oliver, 1996). In a similar way,
people with learning disabilities have progressively found a collective
voice by means of the international self-advocacy movement, during
recent years (Chappell et al, 2001).

Psychiatric Assessment and Diagnosis

Although appreciable effort is currently being invested in the growth of
more appropriate mental health services for people with learning
disabilities (Bouras and Holt, 2010), there are significant difficulties that
are yet to be surmounted.

In fact, the difficulties relating to the

recognition, diagnosis and treatment of mental health problems in
people with learning disabilities, several of whom are unable to provide
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a clear report of their personal experiences, present a challenge to our
basic conceptions of mental illness (Moss and Lee, 2001).

Individuals with learning disabilities are in a vulnerable position with
regard to an exact mental health diagnosis as a result of often
previously experiencing a great number of complications and
drawbacks in their lives, whilst also having needs that are not usually
linked to people of the equivalent age.

The individual with mild

learning disabilities, for example, may face problems in relation to
social inclusion, education or training, employment, as well as
relationships. Whereas the individual with severe learning disabilities
may be subject to problems concerning independent functioning skills,
or inadequate communication skills. Such problems are exacerbated
when it is detected that the individuals also have a mental health
problem (Priest and Gibbs, 2004).

The majority of clinicians, care/support staff and families generally view
a diagnosis in a positive light as this facilitates the determination of
future action.

Whenever carers have an awareness of the actual

problems experienced by the person with learning disabilities, it is then
possible to implement a specific care regime.

The process of

assessment and history taking are crucial in terms of any diagnostic
and treatment strategy (Priest and Gibbs, 2004).
Diagnosis generally commences with the service user’s account of
their emotional experiences.

In the case of people with learning

disabilities, however, it is not always feasible to obtain a dependable
subjective history or report; especially if such individuals are not able to
communicate verbally, or do not have the cognitive ability to express
emotions (Priest and Gibbs, 2004; Russell, 1997; Moss, 1999). Thus
the clinician is required to liaise with families and care/support staff in
order to gain an account of the person’s emotional state. Following
this, the clinician who is undertaking the assessment can then attempt
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to locate the details of the account within the framework of other
psychopathology that is exhibited in acknowledged mental health
problems, and so identify which symptoms are displayed and those
that are not (Priest and Gibbs, 2004; Moss and Lee, 2001).

The process of assessment requires an ample period of time for
completion and involves organizing, collecting and collating data, as
well as formulating and developing clinical decisions in relation to
treatment.

As a result, a major concern at the starting point of

assessment is the issue of ‘risk management’. It is important that an
assessment of risks in regard to the individual and others is carried
out.

This needs to be done in order to ascertain whether it is

acceptable to solely undertake assessment at this juncture, or whether
indeed it is necessary for reactive and contingency strategies to be
established and implemented (Higgins, 2004).

Individuals with learning disabilities are almost always referred for a
mental health assessment by a carer/support worker or family
member.

It is exceptional for a person with learning disabilities to

make a self-referral for him or herself. On the whole, the grounds for
such a referral relate to a decline or alteration in the individual’s
behaviour which has precipitated some degree of distress. Due to the
fact that generally the referral has been initiated by a third party, the
clinical team responding to the referral will need to confirm that the
individual concurs with the actions made on his or her behalf (Moss
and Lee, 2001).

Supporting people to find a voice

If someone with learning disabilities has additional mental health
needs, there is a high risk that they will have even less of a voice in
determining what will happen to them. Individuals with such needs
require support in communicating their message (Cole, 2002 cited in
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Hardy, Woodward and Barnes, 2005). Recent research involving
people with learning disabilities who have additional mental health
needs indicated that they ‘valued care staff and professionals who
listened to them and actively tried to help them with their problems’
(O’Brien and Rose, 2010:46). Current government policy (Department
of Health, 2001a, 2009) advocates that service provision for people
with learning disabilities, including those with concomitant mental
health needs, should be founded on a person-centred approach; which
promotes their participation in decisions relating to their care and
support.
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Section 2: Research Methodology
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CHAPTER 4:

Researching the viewpoints of service
users with experience of mental health
needs

Introduction

The views of people with learning disabilities and concomitant mental
health needs have received limited exploration. Existing studies have
mainly focused on service users in mainstream in-patient, as well as
specialist, mental health services or challenging behaviour settings
(Scior and Longo, 2005; Young and Chesson, 2006; Donner, Mutter
and Scior, 2010), rather than on a wider range of service users living in
the community (O’Brien and Rose, 2010). The author’s interest in this
service user group developed during a period in his professional career
when he was directly involved in the care and support of service users
who had been resettled from a large institution into the community.
These individuals presented a major challenge to service providers as
they engaged in behaviours which were problematic for themselves, as
well as their fellow service users, and the care staff who supported
them in their daily lives. As a consequence of his involvement in the
assessment of the individual needs of these service users, the author
increasingly appreciated the importance of excluding diagnosable
mental health problems as a cause of their behavioural challenges
(Joyce et al, 2005).

The main part of the first half of this chapter is based on a review of
pertinent literature regarding research which aimed to gain the
viewpoints of service users with learning disabilities and experience of
mental health needs. In addition, the review encompassed literature
involving studies that related to service provision for this service user
group; as well as research approaches which promoted, and
addressed the methodological challenges of, the inclusion of people
55

with learning disabilities in research (e.g. Gilbert, 2004; Nind, 2008).
Following an initial section which explains the approach to undertaking
the literature review, the chapter goes on to provide an overview of the
context in which research within the Learning Disabilities field has
developed in recent years.

The influence of normalisation theory and the social model of disability
are discussed in relation to inclusive or participatory/ emancipatory
research. Later sections of the chapter are concerned with qualitative
research, particularly narrative methods; and the selection of the Free
Association Narrative Interview method (Hollway and Jefferson, 2000)
as the approach to data production for this research project. The
sections in the second half of the chapter address ethical issues, as
well as inclusion criteria, related to the recruitment of prospective
research participants.

Literature review

Information concerning past and contemporary studies on the topic of
learning disability and concomitant mental health needs were located
through various means, including the use of formal databases (e.g.
CINAHL, PYCHLIT, Google Scholar), specialist publishing houses and
relevant research organizations (e.g. Estia Centre, Institute of
Psychiatry; Health Research Institute, Lancaster University; The Judith
Trust).

Academic literature, including text books and specialist

journals, was also searched manually by means of networking
backwards from the bibliographies of work that had recently been
published. Web sites on the World-Wide Web relating to Learning
Disabilities such as, for example, those operated by the Department of
Health,

the

National

Health

Service

Executive,

the

National

Development Team, the Mental Health Foundation/Foundation for
People with Learning Disabilities, and the British Institute of Learning
Disabilities, identified a range of information regarding national policy
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aspects and details of recent publications. Reference to the Web site
of the North American Association for the Dually Diagnosed (i.e. a joint
diagnosis of learning disability and mental health needs) highlighted
the different terminology that is employed in North America. The terms
‘Mental

Retardation’,

‘Developmental

Disability’

or

‘Intellectual

Disability’ are used, instead of ‘Learning Disability’, in the North
American and international literature.

In terms of inclusion criteria, the review was limited to work published
in the English language, with the majority of the material being
published in the United Kingdom; though some material was drawn
from North America and (a limited amount from) Australia. The search
terms varied to reflect the different terminology that is used in relation
to

‘learning

disabilities’

(e.g.

‘learning

difficulties’,

‘intellectual

disabilities’, ‘developmental disabilities’); as well as the variation of
terms used to describe ‘mental health needs’ (e.g. ‘mental health
problems’, ‘mental disorder’, ‘psychiatric disorder’). The literature
search related to service provision went back five decades (i.e.
covering the main period of deinstitutionalisation and growth of
specialist services), though any references to earlier work were
included where possible. However the history of qualitative research,
as well as participatory/emancipatory research involving people with
learning disabilities, is relatively short; so the time frame for the search
of relevant literature was not fixed. Overall, the review was
comprehensive though variations in terminology added to the
complexity of the literature search.

As previously indicated (in Chapter 1), people with learning disabilities
can experience an ambit of vulnerability factors that make them
especially subject to problems concerning their mental health (O’Hara
and Sperlinger, 1997; Moss, 1999; Deb et al, 2001; Turkistani, 2003;
Priest and Gibbs, 2004). Nevertheless, they have been one of the
most ignored groups of service users in terms of mental health
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services and psychological research into therapeutic approaches
(Reed, 1997). Historically, there was a pervasive belief that people
with learning disabilities were unable to suffer from the same mental
health problems as the general population (Gravestock, 1999).
Professional practitioners employed in the Learning Disability field
were greatly influenced by behavioural approaches, in which the
origins of behaviour were presumed to be a direct connection between
stimulus and response; and attention to the emotional lives of service
users was lacking (Arthur, 2003).

In recent years, there has been a growing focus on the mental health
needs of people with learning disabilities, which is a trend that had
been linked with the policy of de-institutionalisation (Hatton, 2002).
However, despite government policy and good practice guidance
concerning the inclusion and involvement of service users in care
provision (e.g. Department of Health, 1993, 2001a; 2007; Valuing
People Support Team/National Institute for Mental Health, 2004), there
is a dearth of evidence that people with learning disabilities and
experience of mental health needs have ‘had much of a voice in
service development or, indeed, the shaping of their own individual
service and support arrangements’ (Institute for Applied Health and
Social Policy, Kings College and the Judith Trust, 2002:30). In many
localities ‘service user involvement across all tiers of service is an
aspiration rather than a reality’ (Chaplin et al, 2010:12).

The service user perspective

The current literature provides limited examples of research regarding
the viewpoints of service users with learning disabilities who have
experience of mental health needs. These published studies include
accounts of investigations that sought to obtain the views of service
users on the care that they received as in-patients in specialist
assessment and treatment units, which provided services for
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individuals with diagnosed mental health problems, or those presenting
severe challenging behaviour (Young and Chesson, 2006); as well as
the viewpoints of service users and their carers concerning aspects of
in-patient care and treatment within both mainstream and specialist
mental health services (Scior and Longo, 2005). A growing area of
research interest over recent years relates to the support and service
needs of young people with learning disabilities and mental health
problems or challenging behaviour.

An important aspect of some

studies is the endeavour to gain the perspectives of young people with
learning disabilities relating to mental health issues, along with the
views of their families and service providers (Williams and Heslop,
2005; Foundation for People with Learning Disabilities, 2002).

During the preparation of a workbook intended for Commissioners and
Managers in mental health and learning disability services, the authors
report sparse evidence of advocacy groups that had considered the
needs of people with learning disabilities in regard to their mental
health (Institute for Applied Health and Social Policy, Kings College
and the Judith Trust, 2002). However, one example of an initiative
involving service users that has been reported in the literature is the
‘Tuesday Group’. This is the name given to a specialised user group
for individuals with learning disabilities and mental health problems.
The group meets on a fortnightly basis, and the meetings are themed
around issues such as mental health promotion and personal safety
(Chaplin et al, 2010). Moreover, this group has written a report entitled
‘Our Mental Health’ which has been published (Tuesday Group, 2003).

The perspective of service users has been highlighted as a particular
standpoint on which to focus when looking at the future development of
therapeutic services for people with learning disabilities and mental
health needs (Raghavan, 2004). Hence, research facilitating the
involvement of service users potentially contributes to the development
of ‘a knowledge base about the life experiences and life events of
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people with learning disabilities and mental illness. There is a need for
more self-reports and stories of the complex journeys undertaken
through a variety of services’ (Raghavan, 2004:9).
A key goal of the author’s project was to gain an insight into the
viewpoints of individuals with learning disabilities, who had personally
experienced mental health issues, and live in community settings.
Overall, the voices of people with learning disabilities have scarcely
been represented in Learning Disability research until the evolution, in
comparatively recent years, of approaches that aspire to alter the
power relations in research, and which promote their inclusion in the
research process (Porter and Lacey, 2005; Ramcharan et al, 2004).

Involving people with learning disabilities in research

Research undertaken in the field of learning disabilities has been
dominated by the positivist paradigm and tended to primarily view
people with such a disability within the context of scientific and clinical
models (Cocks and Cockram, 1995; Walmsley and Johnson, 2003;
Porter and Lacey, 2005). Positivism refers to the tenet that objective,
value-free enquiry is both feasible and desirable. Hence underpinning
positivism ‘is the belief that science is the study of an objective reality
that exists outside and separate from the scientific endeavour’. The
outcome of positivism is viewed as ‘being able to provide causal
explanations or covering laws’ (Elliott, 2005: 203). Such research has
been predominantly ‘research on’, as opposed to ‘research with’
people (Kiernan, 1999).
The conceptual framework of

the ‘medical model’, for example, is

generally recognised as being one of the most potent influences on
practically all aspects of the lives of individuals with learning disabilities
and their families.

Furthermore, the medical model has had, and

continues to have, a deeply rooted influence on the character of the
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overall research endeavour (Cocks and Cockram, 1995). This model
regards learning disability as a condition which cannot be changed.
Therefore, the concern of the researcher is viewed as being to report
and analyse the actions or characteristics of individuals to whom this
label has been assigned (Walmsley and Johnson, 2003).

The

methodologies employed in conducting research relating to these
conceptual approaches have sought to objectify and separate the
research process from the people who were the subjects of the studies
(Cocks and Cockram, 1995; Chappell, 1999).

These traditional approaches to research, whereby people with
learning disabilities have been the passive subjects of investigations
conducted by others, have received increasing criticism during recent
years. It has been argued that research has frequently been perceived
as part of the oppression experienced by individuals with disabilities,
instead of being seen as a strategy providing a means by which such
oppression could possibly be overthrown (Morris, 1992). The use of
models which do not reveal the actual experience of disabled people,
or studies that subsequently fail to make any positive contribution to
their quality of life, have been criticised by academics and researchers
who have a personal experience of disability (e.g. Oliver, 1992; 2009).

The current literature, however, provides a number of examples of
research approaches which recognizes that people with learning
disabilities are the most suitable individuals to ask if knowledge is to be
gained concerning their viewpoints and experiences (e.g. Atkinson,
2004; Ramcharan and Grant, 2001; Knox, Mox and Parmenter, 2000;
Rodgers, 1999; Sample, 1996; Cocks and Cockram, 1995).

This

reflects the evident shift regarding the research methodologies into
learning disability that has occurred over recent years (Nind, 2008;
Gilbert, 2004). Moreover, the perception that people with learning
disabilities are capable of insight, and able to analyse their
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experiences, has only developed in comparatively recent times
(Chappell, 2000).

As a consequence of these changes relating to research approaches,
there has been an increasing interest in maximising the involvement of
people with learning disabilities in the research process.

An

epistemological standpoint is taken that views individuals with learning
disabilities as the ‘experts’. The researcher is perceived as someone
who can learn from these experts, instead of just testing his or her
hypotheses on somewhat passive research subjects (Knox et al,
2000).

The influence of normalisation theory

In an examination of the ideological approaches that have influenced
the evolution of research methodologies which promote inclusion,
Walmsley (2001) maintains that normalisation has played a significant
part in determining the programme for research within the field of
Learning Disabilities for the past two or more decades. She indicates
that it was normalisation which influenced researchers to start viewing
people with learning disabilities as potential participants who could
actively contribute to research projects. As discussed in an earlier
chapter (i.e.

Chapter 2), normalisation was based on ideas which

evolved in Scandinavia, as well as the United States, in the course of
the 1960s and 1970s.

It is notable that the stimulus for change exemplified by normalisation
emanated from people who had not personally been designated as
having a learning disability (Walmsley, 2001).

This differed from

movements which originated to promote the civil rights of black people,
women and physically disabled people (Walmsley and Johnson, 2003;
Campbell and Oliver, 1996). Though the concepts which gave rise to
these movements have a great deal in common, the expression and
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fulfilment of such concepts in the field of learning disabilities was
directed by people who were not themselves disabled (Walmsley,
2001). However, this should not be a major cause for surprise due to
the fact that, at the time when normalisation ideas were initially
developed, the voices of individuals with learning disabilities were all
but completely absent. The supporters of normalisation followed in a
long established practice of advocating for social groups that were
disadvantaged (Walmsley and Johnson, 2003; Walmsley, 2001).

A great deal of research concerning deinstitutionalization from longstay hospitals has examined the extent to which individuals have been
enabled to take part in the life of society.

The principles of

normalisation have been employed as a significant means for
evaluating the levels of social integration that service users have
achieved (Walmsley, 2005). O’Brien’s five accomplishments (O’Brien
and Lyle, 1987), which are based on normalisation, provide an
example of a model that was used by many such studies. Minimal
consideration was given to the view that it was society which needed to
reform in order to decrease the obstacles that people encounter
regarding their participation (Walmsley, 2005). Normalisation placed a
greater emphasis on individuals altering so as to be socially accepted,
as well as on services espousing appropriate attitudes which
supported this, rather than it did on social barriers (Emerson, 1992).

The social model of disability

The social model of disability began to have an influence on
developments in learning disability research from the early 1990s
(Walmsley, 2005). As previously discussed in Chapter 3, the social
model of disability concerns itself with the barriers within contemporary
society which tend to disable individuals with impairments (Boxall,
2002). It is fundamentally a political theory related to exclusion from
employment, economic disadvantage and social control. The aspiration
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of this model ‘is social change in the structural relationships between
people with disabilities and non-disabled people’ (Gilbert, 2004: 298).
Research inspired by this model has led to endeavours to progress
beyond participation in attempts to fulfil the more exacting demands of
emancipatory research (Walmsley, 2005). Such a research approach
has raised a number of critical issues within the field of Learning
Disabilities, by virtue of the fact that authentic emancipatory research
grants power and conduct of the research to people with disabilities
(Walmsley, 2005; Ramcharan, Grant and Flynn, 2004; Chappell,
2000).

Research that promotes inclusion encompasses a continuum of
approaches. These range from those which ensure that the voice of
people with learning disabilities is distinctly represented in the data
collection process, and extends through to approaches involving
collaborative development in regard to any, or all, elements of the
research process (Porter and Lacey, 2005). It has been argued that
inclusive learning disability research has the capacity to be
empowering for the individuals who take part in it (Atkinson, 2004).

Emancipatory and Participatory Research

Inclusive research is a term that was devised to describe the various
elements of research in which people with learning disabilities have
been involved as active participants, which includes participatory and
emancipatory

research

(Walmsley,

2001;

2004).

The

terms

‘emancipatory’ and ‘participatory’ research appear in a growing body of
literature relating to studies involving people with learning disabilities.
There has been a suggestion that there is an inclination for these
terms to be used interchangeably in the literature (Stalker, 1998).
However, Kiernan (1999) advances the view that the distinction is
possibly more one of emphasis rather than one of kind. Each of these
two forms of critical inquiry appreciate that knowledge is power, and
64

that the knowledge of oppressed groups in society has tended to be
marginalized.

The intention to actively involve members of such

groups in the research process is a means of analysing power and
oppression, and endeavouring to implement change (Northway, 2000).
These forms of inquiry seem to offer possibilities for altering the
customary power dynamics between the researcher and research
subjects who have learning disabilities (Porter and Lacey, 2005).

Whilst participatory research actively engages individuals with
disabilities, it is a requirement of emancipatory research that they
maintain control in regard to both the social and material relations of
the research enterprise (Zarb, 1992). Usually, in participatory research
an ‘outside’ researcher will invite individuals with disabilities to
collaborate in the undertaking of a research project.

Emancipatory

research may, or possibly may not, also involve an external
researcher.

However, the idea for the research will originate from

individuals with disabilities; who will have control over both the
research process and any funding which may have been allocated to
the project (Northway, 2000). It has been suggested that participatory
research may provide a useful means of moving towards the goal of
emancipatory methods of working (Zarb, 1992).
Figure 4:1 Key points: ethics and philosophy of participatory research (Gilbert, 2004)






Participatory research involves people with learning disabilities in the research
process with the support of sympathetic non-learning-disabled people. This type of
research focuses on the experiences of people and is qualitative in approach. Both
normalisation and the social model of disability can influence this research. The
accountability of the researcher is to the funding body.
Emancipatory research is based on the social model of disability and aims to
promote social change. People with disabilities control the research process, which
can be qualitative or quantitative. The accountability of the researcher is to the
people with disabilities.
Participatory research can be seen as an intermediate stage towards emancipatory
research.
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Qualitative Research

Qualitative research methods have provided a significant means of
carrying out studies that have promoted the involvement of people with
learning disabilities, especially in relation to research which has sought
to elicit their viewpoints (Chappell, 1999).

A multiplicity of

methodological approaches can be grouped within the category of
qualitative research. Mason (2002) identifies a number of common
features of qualitative research and proposes a working definition for it.
According to this working definition, qualitative research is research
which inquires into the construction and interpretation of the social
world; employs methods of data collection which are adaptable and
responsive to the social context of the research; and involves methods
of analysis and explication of rich, complex and detailed data (Mason,
2002:3). An indication of the range of the means by which data are
generated is provided by Denzin and Lincoln (1994), as follows:

Qualitative research involves the studied use and collection of
a variety of empirical materials – case study, personal
experience, introspective, life story, interview, observational,
historical, interactional and visual texts – that describe routine
and problematic moments and meanings in individuals’ lives.
(Denzin and Lincoln, 1994:2)

Underpinning such a research approach is a perspective of the world
and of knowledge which is unlike the traditional positivist approach.
The focus of the positivist approach was on the capability of research
to permit prediction and control within a world which can be perceived
with an open mind (Walmsley and Johnson, 2003).

Hence, the

researcher should be objective and not let their personal or political
beliefs and preconceptions influence any part of their research method,
or their explanation of the data that they collect (McNeill and Chapman,
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2005). A positivist approach to research is exemplified in experimental
and quantitative methods (Walmsley and Johnson, 2003).

Such methods, however, do not facilitate an understanding of
individuals in their everyday world. Whereas one of the significant
features of qualitative research is the means which it has offered to
study individuals in the framework of their lives. As opposed to being
viewed at a distance, by means of a scientific research lens, people
are seen as individuals.

They speak for themselves and become

visible as rounded and frequently complex human beings (Walmsley
and Johnson, 2003; Barnes, 1992).

Moreover, qualitative research

advocates the acknowledgement of researcher subjectivity, as well as
the subjectivity of participants’ accounts, and these have been major
themes in social research into learning disability (Chappell, 1999).

Narrative methods

It has been postulated that narrative methods provide a means of
gaining access to the viewpoints and experience of disadvantaged
groups, who lack the power to press for their voices to be heard
through the customary approaches of academic discourse (Booth and
Booth, 1996). Narrative methods refer to ‘methods aimed at depicting
people’s subjective experience in ways that are faithful to the meaning
they give to their own lives’ (Booth, 1996: 238). There has been a
growth in the use of narrative methods within the field of Learning
Disability research during recent years. A form of narrative which has
been particularly influential is the life-history account (Porter and
Lacey, 2005; Atkinson, 2004; Atkinson and Walmsley, 1999; Goodley,
1996; DiTerlizzi, 1994). Life history work employs narrative methods
as a means of enabling people with learning disabilities to recall, relate
and reflect on their lives.

Due to its particular concern with the

individual’s unique identity, this form of qualitative research enables
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participants to become known as people and not as cases (Atkinson,
2004).

The accounts of people with learning disabilities, which have been
published,

have

also

taken

other

narrative

forms,

including

autobiography (Hunt, 1967), biography (Deacon, 1974), life story
(Cooper, 1997; Goodley 2000) and oral history (Atkinson, 1998; Potts
and Fido, 1991). The use of these methods facilitates the production
of individual narratives that present a challenge to the essentialism
which regards all people with learning disabilities as the same
(Goodley, 1996; Stalker, 1998). By telling their own stories, and
describing their own life experiences, people with learning disabilities
are also involved in the recounting ‘of a shared and collective history of
an oppressed group in society’ (Atkinson, 2005: 10).

Selecting a research approach

During the course of selecting an appropriate research methodology
for undertaking this project, the author was drawn to the use of
narrative methods as these had previously been used in research that
promoted the involvement of people with learning disabilities. He was
initially interested in ‘life story’ and ‘life history’ as approaches that
could potentially offer a means of enabling services users to be
actively involved in data production for the study.

The life story

approach refers to the development of a collaborative account
concerning the whole, or part, of an individual’s life which is
communicated verbally by that person to another who will write it
down. Life history research incorporates the life story but also contains
biographical information from a variety of additional sources (Booth,
1996).

The process of recounting their life story, having it written

down, and talking about their experiences with other people, can be a
significant component of self-advocacy for individuals with learning
disabilities (Meininger, 2006). Furthermore, in terms of life histories, it
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has been argued that they ‘reaffirm the personal in social theorising,
whilst providing a methodology in which individual and social worlds
may be drawn together’ (Goodley, 1996: 333).

The idea of employing a methodological framework that had the
capacity to bridge the customary split between an individual and their
social world seemed particularly relevant to the planned research
endeavour. Therefore the subsequent discovery of information about
an innovative method of generating data, which resulted from a
psycho-social research perspective, proved to be a seminal point on
the author’s research journey. This discovery occurred when the
author carried out a literature search relating to narrative based
research; and came across the innovative approach devised by
Hollway and Jefferson (2000), who have developed a psycho-social
approach to biographical interviewing. Hollway and Jefferson’s
development of this approach resulted from their adaption of the
biographical-interpretive method and the use of free association by
means of narrative interviews. This form of interviewing is known as
‘free

association

narrative

interviewing’.

Within

the

field

of

psychoanalytic practice, free association is a key technique which has
been used as a way of generating lines of thought that facilitate access
to what is significant for the person being analysed (Rycroft, 1995).

The biographical-interpretative method forms a part of the narrative
tradition within social science research, and has been mainly
developed in biographical and life history research (Chamberlayne,
Bornat and Wengraf, 2000; Hollway and Jefferson, 2000). It is a very
formalized

method

which

explicitly

investigates

the

particular

connection between the structure and content of narratives in the
setting of biographical interviews (Elliott, 2005). Free association plays
a critical part in Hollway and Jefferson’s (2000) adaption of the
biographical-interpretative method so that it accommodates their notion
of a ‘defended subject’, which indicates that individuals will safeguard
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themselves against any anxieties resulting from the information
provided in a research setting.

Hollway and Jefferson (2000) provide a conceptual framework
regarding research practice that is based on a psychoanalytic
approach. Emphasis is placed on the fact that researchers cannot be
detached and should examine their subjective involvement in the
process of inquiry, as this will assist in shaping the way in which they
interpret the data gained from the interview.

This approach

acknowledges the significance of unconscious dynamics in relation to
the research interview, and is also compatible with the process of selfscrutiny on the part of the interviewer/researcher.

Verbal skills

A major consideration for the author was the fact that the use of a
research method which relied on some level of abstract reasoning and
verbal fluency might effectively exclude (a number of) services users
from the role of research participant, in a manner that reflected their
exclusion in many respects from the wider society (Booth, 1996).
However, it has been argued that too frequently the difficulties of
interviewing participants with limited verbal skills are viewed in terms of
their deficits, instead of considering the limitations of the methods
employed by researchers. A ‘deficit model’ of participant response
such as this is entrenched ‘in a view of disability as a problem of the
individual’ (Booth and Booth, 1996: 67).

Hence the emphasis of

research should be on prevailing over the barriers that obstruct the
involvement of inarticulate participants rather than giving prominence
to the difficulties which they present (Booth and Booth, 1996).
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Subjectivity

Another important point for consideration was the fact that researchers
within the field of disability studies in Britain have consistently stressed
the importance of subjectivity in research (Goodley, 1996). A major
illustration of this is to be found in the published work of Oliver (1990,
1992, 2009), who has advanced the argument for a model of postpositivistic research that incorporates the subjectivities of both the
disabled participant and the non-disabled researcher. Thus in regard
to his personal aspiration to promote the participation of individuals
with learning disabilities in this research project, the author concluded
that the approach of Hollway and Jefferson (2000), which applies a
psycho-social understanding of subjectivity to research practice, could
be adapted to provide an innovative (and challenging) means of
enabling service users to be actively involved in a process of
knowledge production concerning their experiences of mental health
needs.

Psycho-social studies

The significance or recognition of the interaction between internal and
external worlds has evolved in a substantial way during the past
decade into the discipline that is called psycho-social studies (Clarke
and Hoggett, 2009). An important contribution to the starting point of
these studies was the psycho-social approach to biographical narrative
interviews conceived by Hollway and Jefferson. Their development of
the free association narrative interview method occurred during their
work on fear of crime (Hollway and Jefferson, 2000; 2008). This form
of interview has subsequently been used as a means of generating
data in research concerning male violence in intimate relationships
(Gadd, 2004). Other examples of its use include: a study relating to
the social defence mechanisms of occupational therapists in their
everyday work with clients in an acute hospital setting (Nicholls, 2009);
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and free association narrative interviews were also employed in the
methodology for a case study of a Health Action Zone in Northern
Ireland (Boydell, 2009). Within the sphere of Disability Research, the
free-association narrative interview method was used by Reeve (2006)
to collect data for a study that explored the various ways in which the
experience of the psycho-emotional dimensions of disability may affect
the self-identity of people with physical impairments.

Free association narrative interviews
For the purpose of this research project, it was envisaged that ‘free
association narrative’ interviews would present a suitable method for
producing information that would yield a greater depth of insight into
issues concerning the care and support needs of people with learning
disabilities who have experienced mental health problems. Hollway
and Jefferson (2000) have developed this form of loosely structured
interview as a means of evoking a narrative structured in accordance
with the principles of free association. The concept of free association
refers to ideas or thoughts which occur to an individual spontaneously,
without him or her making any attempt to concentrate while this takes
place (Rycroft, 1995).

When employed as a technical term, free

association describes the form of thinking that is encouraged in an
individual by the analyst’s direction that he or she should report
whatever thoughts come to mind without reservation or censorship
(Rycroft, 1995; Colman, 2009).

Using the method of free association enables the interviewer to elicit
the type of narrative that is not structured in line with conscious logic,
but in accord with unconscious logic. Thus the associations follow
pathways that are determined by emotional motivations, instead of
rational intentions (Hollway and Jefferson, 2000). As a consequence,
it is possible to gain access to an individual’s concerns which in all
probability would not be apparent by using a more traditional question72

and-answer structured interview (Hollway and Jefferson, 2000). Storytelling, as noted by Hollway and Jefferson, shares much in common
with the psychoanalytic technique of free association.
‘The particular story told, the manner and detail of its telling, the
points emphasised, the morals drawn, all represent choices
made by the story-teller.

Such choices are revealing, often

more so than the teller suspects.’ (Hollway and Jefferson, 2000:
35)

A key skill in this form of interviewing is to elicit narratives, and Hollway
and Jefferson (2000) present guidelines to facilitate this: using openended questions, endeavouring to avoid ‘why’ questions, and following
up research participants’ ordering and phrasing.

Hollway and

Jefferson comment on the fact that their precept regarding the
avoidance of ‘why’ questions may appear counter-intuitive, as the
explanations which people provide regarding their actions or feelings
are instrumental in understanding them.

However, Hollway and

Jefferson argue that:
‘people could only be their own best explainers if they
conformed to the model of the rational, information-processing
subject of psychology’ (Hollway and Jefferson, 2000: 36).

But this is not the case, as Hollway and Jefferson (2000) demonstrate
by drawing on their research concerning the fear of crime. They cite
the example of one of their male research participants whose account
of why he was fearful of crime referred to a common discourse
regarding the breakdown of law and order, and contemporary stories of
murder and mayhem.

Yet this did not reflect the evidence of the

mundane reality of crime in the participants’ neighbourhood. Hollway
and Jefferson highlight the fact that it was only through this
participant’s narrative that they were able to get behind the cliché
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ridden, digressive front to the defensive investments which it
concealed. The participant had contrasted present day ills related to
youth crime with his own disciplined childhood, which was founded on
respect for traditional patriarchal authority, that he had idealized. In
unpacking the meaning of fear of crime for this research participant,
Hollway and Jefferson indicated its association with the participant’s
experience of the loss of patriarchal authority within his own family.

It is by exploring the contradictions and avoidances within a narrative
that the researcher might be able to detect the concerns of the
research participant (Boydell, 2009):

The free association narrative interviewing method involves two
interviews. The first interview is used to “interrogate critically
what was said, to pick up contradictions, inconsistencies,
avoidances and changes of emotional tone” (Hollway &
Jefferson, 2000, p.43), while the second interview allows the
researcher to follow up and “seek further evidence to
test...emergent hunches and provisional hypotheses.

It also

[gives] interviewees a chance to reflect” (ibid.).

Defended Subjects
One of the fundamental elements of Hollway and Jefferson’s (2000)
psycho-social methodology is a perception that anxiety is an intrinsic
aspect of the human condition. Hence the concept of the ‘defended
subject’ is employed by Hollway and Jefferson to suggest that both the
research participant and the researcher will safeguard themselves in
the face of any anxieties that may result from the information given in a
research

context.

The

concept

is

explicitly founded

on

a

psychoanalytic view that threats to the self create anxiety, which in turn
activate defences that operate mainly at an unconscious level (Boydell,
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2009). This issue of considering an individual’s personal defence
mechanisms appeared to be particularly relevant to the process of
interviewing the participants for this study.

Due to changes in

philosophy and models of service provision during recent decades,
many people with learning disabilities have been required to make
major adjustments in their lives. It therefore would seem reasonable to
assume that many individuals who have experienced such critical
changes have been subjected to considerable stress (Bramston,
Fogarty and Cummins, 1999).

Hollway and Jefferson (2000) offer a theoretical model which facilitates
an understanding of the psychological and social influences that
contribute to the unique biographies of the individuals who provide the
case studies for the project. Stokes and Sinason (1992) indicated that
a learning disability is a blow to the perception of the self, as well as a
setback to the individual’s family and local community, however
positive the overall response to the situation. It is a condition that
automatically engenders loss, grief and trauma.

As a means of

combating these emotions, many individuals with learning disabilities
discover defensive ways of maintaining their survival.

These may

involve both the denial and amplification of the disability in order to
cultivate “the illusion of control” (Stokes and Sinason, 1992: 57).
Evidence is available in the literature that suggests many people with
learning disabilities are conscious of stigmatisation and the negative
consequences that it has on their lives (Szivos and Griffiths, 1992;
Beart et al, 2005; Sinason, 2010).

Ethical issues

The research proposal for this project was initially reviewed by the
academic staff at the university who were involved in supervising and
directing the author in the conduct of the study.

As the proposed

project required the participation of service users with learning
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disabilities, approval for the study was sought from the appropriate
Research Ethics Committee. On that account, the author contacted
the manager of a community based service who had agreed to assist
him in making contact with individuals who met the criteria for
participation in the research project.

The community based service organization which provided care and
support to the individuals with learning disabilities, who were potential
participants in the proposed research project, does not have a
department that has a specific responsibility for research. However,
the local health services provided any therapeutic interventions
required by service users with learning disabilities who presented
mental health issues. On advice from the Consultant Psychiatrist who
coordinated the mental health services for this service user group, the
author submitted an application to the NHS Research Ethics
Committee of the local Health Authority.

Accessible information

The author was aware that written material related to the research
project could potentially incorporate a significant level of technical or
academic language, which perspective participants might find difficult
to comprehend. Information regarding the research project needed to
be communicated in a form that was pertinent to the needs and
cognitive abilities of the potential participants (Freedman, 2001; Porter
and Lacey, 2005; Nind, 2008). Therefore, when the author had drafted
the initial version of the ‘Participant Information Sheet’, he sent a copy
of it to a Human Rights Organization which employs a team of people
with learning disabilities that carries out work connected to ‘Accessible
Information’.
The author’s intention was to seek advice, and possible assistance,
from this team with regard to ensuring the document was accessible.
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However, there are financial costs for the services provided by this
team, which is based in Leeds, advertises itself on the internet, and
operates as a business venture (i.e. Change People Accessible
Information Guidelines). The team makes information accessible by
means of simplifying technical language, and adding pictures from
picture banks to make words and meanings clearer. Furthermore, the
team will create new pictures, if this is necessary, to make information
more easily comprehensible. In relation to these services, the detailed
estimation of costs concerning the copy of the proposed information
sheet that was sent to the team, amounted to more than one thousand,
four hundred pounds (i.e. £1,400). The services of such a group could
well have proved useful in terms of enhancing the accessibility of the
information provided for research participants.

However, these

proposed costs were beyond the financial resources that were
available to the author, particularly as this was a small scale research
project which he was personally funding.

A number of significant points had to be communicated by the
‘Participant Information Sheet’. As a consequence of the use of larger
print and spacing, it was actually a leaflet rather than a single sheet
that was produced (Appendix 6).

In an endeavour to make this

information as accessible as possible to a range of potential research
participants with varying levels of cognitive ability, the author devised
two additional versions of the ‘sheet’.

With the assistance of a

professional colleague who works within a specialist service for people
with learning disabilities, the author developed a second version of the
document.

This version incorporated relevant line drawings and

symbols, as well as text (Appendix 7).

The third version was a

summary of key points providing essential information about
participation in the project, which it was possible to get on the side of a
single sheet (Appendix 5).

77

Following the submission of the application form and supportive
documentation to the local NHS Research Ethics Committee, the
author received a letter from the administrator for the Committee,
which confirmed that the application was valid and would be reviewed
by the Committee; and invited him to attend the committee’s next
meeting when the application was to be considered.

The author

attended the meeting of the Committee as arranged, which proved to
be very useful, as he was personally able to meet the members of the
Committee and to directly respond to any queries that were raised
concerning aspects of the proposed research.

Clinical support

An important aspect of the process for carrying out the research, which
the Committee wished to clarify, were the proposed arrangements for
providing clinical support to the research participants when they were
being interviewed.

The author had previously discussed the

desirability for such arrangements with the service manager, who had
been his initial contact; and who collaborated with the author in terms
of identifying potential research participants. This issue was a crucial
part of the preparations for undertaking the research, especially as the
participants were to be drawn from members of a vulnerable social
group.

The service manager had discussed the matter with the

Consultant Psychiatrist, who was responsible for providing mental
health support to local services for people with learning disabilities. As
a result of their discussion, it was agreed that key members of care
staff, who were well known by the respective service users who
consented to participate in the research project, would need to be
available whenever the interviews were held. Thus the author was
able to verbally confirm these planned arrangements at the meeting
with the Committee.
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Feedback from the Research Ethics Committee

The author was interested in gaining the viewpoint of Committee
members in regard to the issue of ‘accessible information’, particularly
with respect to the different versions of the ‘Participant Information
Sheet’.

The view of a senior medical representative, who had

personally

conducted

research

involving

people

with

learning

disabilities, was that it would probably be preferable to use a single
sheet of clearly written information (i.e. rather than a leaflet); and that
the use of symbols was not always necessary.

Researchers have

found it helpful, nevertheless, to use illustrated and visual material
when communicating information to potential research participants
(Rodgers, 1999; Cameron and Murphy, 2007; Nind, 2008).

Hence

there was a possibility that the author’s version of the Participant
Information sheet, which incorporated line drawings and symbols,
could prove to be useful in some instances.
Another issue highlighted during the author’s meeting with the
Committee related to the possible use of an interpreter, in the event of
a research participant not being able to speak English.

The

information, which was available to the author, indicated that it was
highly probable that the main spoken language of any prospective
participant would be English. Nonetheless, a principal endeavour of
the proposed project was to make the research as inclusive as it was
practicable to be. Therefore, in the event of obtaining the cooperation
of a service user who did not speak English, the author recognised that
it would be necessary to gain the assistance of a suitable interpreter.

The subsequent written feedback from the Local Research Ethics
Committee stated that, due to the fact that the proposed research
would not be carried out within the National Health Service and also
was not a clinical trial of a medicinal product for human use, it fell
outside the sphere of the Committee. However, the Committee was
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agreeable to reviewing the ethics of the research on a voluntary basis,
and were prepared to give an ethical opinion.

This initial written

communication following the author’s meeting with the Committee
indicated a favourable ethical opinion in relation to the proposed
research, contingent on receiving further information which it requested
(Appendices 3 and 4).

Informed consent

A crucial ethical aspect of the involvement of service users in the
research project was the gaining of their informed consent to
participate.

The competence of people with learning disabilities to

make decisions regarding their participation in research has been
considered in previous studies (e.g. Rodgers, 1999; Knox et al, 2000).
Guidance published by the Department of Health relating to the issue
of consent stresses that it should never be presumed that individuals
are not capable of making their own decisions, solely due to the fact
that they have a learning disability (Department of Health, 2001b).

When an individual gives their consent, it indicates his or her
agreement to a decision as well as its consequences.

In order for

consent to be valid, the individual needs to have the capacity to make
that specific decision.

Moreover, the individual needs to take this

action voluntarily, and not to feel that he or she is being pressurized to
participate in the research. It is also important that the individual is
provided with sufficient information to enable them to make the
decision (Dye, Hendy, Hare and Burton, 2004; Porter and Lacey, 2005;
Department of Health, 2001b). In relation to a person’s ability to give
consent, it has been suggested that researchers should assess the
capacity of potential participants to do this on an individual basis in
relation to specific projects (Freedman, 2001).
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The information supplied to the participants and their key support staff
highlighted the fact that they (i.e. the individual service users) could
withdraw at any stage. An argument has been advanced by Knox et al
(2000) that ‘informed consent’ should be viewed as a continuing
process. Customary approaches that simply obtain agreement at the
commencement are inappropriate for research projects in which the
essence of the discussion and investigation develops as part of the
study, as opposed to being prearranged by the researchers.

Consent form

The individual service users who agreed to participate in this project
were asked to sign a consent form. This particular form was adapted
from a format that was suggested in the guidance provided by the NHS
Central Office for Research Ethics Committees (COREC)(2004). Each
of the participants was able to write a generally legible signature on the
consent form. This was witnessed by the key member of care staff,
who was present at the meeting, and the author. Both the staff
member and the author also countersigned the consent form. The
form was subsequently photocopied and a copy was given to the
individual service user, and another copy was given to the care staff
team for their case records and the author retained a copy for his
records of the research project (Appendix 8).

All transcriptions of the research interviews, audiotapes, copies of
consent forms and other information concerning the individual
participants were kept under lock and key within the author’s home.
The tapes were to be destroyed when the research was completed.
Access to data stored on the author’s personal computer was
password protected and confined to his use only.

Confidentiality

relating to the participants was maintained by the use of pseudonyms,
and

not

naming

the

relevant

community

homes

organizations, in the write-up of the research project.
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or

service

Recruitment of participants for the research project

Seven service users with learning disabilities, who each had a history
of mental health needs, agreed to participate in the research project.
Six of the participants live in staffed community-based homes and one
participant, who is the youngest of this group, lives in their family
home. Two other service users, who had been identified as
prospective participants were not included. One of these individuals
was not well enough to participate as a consequence of deterioration in
their mental health state. Regrettably, the other prospective participant
was personally involved in allegations of abuse relating to their care
situation, and this was subject to a formal inquiry by their service
provider.

The research participants were selected by means of applying a
purposive sampling approach with two populations of service users,
which are supported by two separate service providing organizations
that cover different geographical catchment areas in a densely
populated part of South East England. Purposive sampling permits the
researcher to select a case (which may be a particular group, setting or
individual) because it exemplifies some characteristic or process in
which he or she is interested.

Purposive sampling requires the

researcher to think in a critical way about the parameters of the
population which he or she is investigating, and select their sample
case (or cases) carefully with this in mind (Silverman, 2005).

Access

During the period of the fieldwork for this project, recruitment of the
research participants, visits to the different service settings, and the
research interviews were arranged with the assistance of four senior
managers who are employed by two independent organizations that
provide community-based residential, as well as day services, for
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adults with learning disabilities.

These four senior managers were

‘gatekeepers’ in terms of having managerial control over access to
‘private’ service settings (Silverman, 2005) which were relevant to the
fieldwork for this project. Each of the gate keepers was provided with
information about the research project and, following detailed
discussions with the author, they confirmed their support for the
project.

The gatekeepers played a significant part in identifying service users
who met the criteria for participation in the project, and greatly assisted
in facilitating the author’s initial contacts with potential research
participants, as well as their key support staff.

Inclusion criteria

Criteria for participation in the project were intended to be as inclusive
as possible (in terms of the potential range of cognitive and linguistic
capabilities displayed by people with learning disabilities). Research
participants were to be:-

1) adults (that is, more than eighteen years of age) ; and
individuals who have been labelled at some point in their lives
as requiring specialist services for people with learning
disabilities (Walmsley, 1993); and
2) have personal experience of being diagnosed by a psychiatrist
as manifesting mental health needs and have received, or be
receiving, prescribed treatment for such needs; and who
3) possess a sufficient level of verbal skills to communicate with,
and generally make themselves understood by, others in their
everyday lives.

Purposive sampling approaches are interested in the richness and
variation of information that informants are able to contribute to a
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specific project, rather than the representativeness of participants
drawn from a wider population (Morse, 1994; Miles and Huberman,
1994; Denscombe, 1998). The research participants provide the focus
of individual ‘case-studies’ relating to the issues which the inquiry
sought to address.

An advantage of using the case study as a

research strategy is that this provides an opportunity to encompass
contextual conditions, which it is considered are likely to be decidedly
relevant to the phenomenon of study (Yin, 2009).
Participants’ Information Sheet

As previously discussed (in the section regarding Ethical Issues) the
author had developed three versions of the information sheet relating
to this project for potential research participants:1. The first of these versions was in the form of a leaflet, which
encompassed the salient details of the project suggested in the
guidance provided by the NHS Central Office for Research
Ethics Committees (COREC, 2004).

The information in this

leaflet, was presented in plain language and sentences were
kept as brief as possible. Additionally, the text was divided into
smaller pieces and use was made of ‘bullet points’, to assist in
making the document easier to read.
2. The second version of the information sheet was a leaflet which
incorporated pertinent line drawings and symbols, as well as
providing information about the project in simple terms.
3. The third version consisted of a single sheet which summarized
the key points that provided essential information regarding
participation in the project.

During the course of the field work for the research project, the author
mainly used the first and third versions of the Participants’ Information
Sheet. The first version of the information sheet, which is actually a
leaflet, was particularly useful for the care staff who provided support
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to the service users that participated in the project. This version of the
information sheet afforded a sufficient level of detail for the care staff to
gain an understanding of the purpose of the project and what would be
required from service users participating in the research.

The third version of the information sheet, which presented essential
information on the side of a single sheet, became the prime means of
imparting information to potential research participants when the
author initially met with them. Each of the service users who agreed to
participate in the research project was given their own copy of this
information sheet.

The information included a telephone number

whereby the author could be contacted if they thought of any queries,
or wanted further information.

The next chapter (Chapter 5) addresses the processes of data
production and data analysis. From the next chapter, the voice and
subjectivity of the author/researcher will be more evident with the use
of the first person pronoun (‘I’).
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Chapter 5: Data Production and Data Analysis - From
free association and narratives to
interpretation
This chapter discusses the ways in which the psycho-social approach
to biographical narrative interviewing, that has been developed by
Hollway and Jefferson (2000), was adapted for the processes of data
production and data analysis relating to this research project, which
involved the participation of

seven

service

users

with

learning

disabilities and histories of concomitant mental health needs. The
initial sections of the chapter explain the components of the data
production process, and also discuss related issues such the
significance of free association, the validity of data, intersubjectivity
and the research relationship, as well as the presence of a third party
in the research interviews. Later

sections of the chapter describe the

process of data analysis and discuss aspects of this such as, for
example, the principle of ‘Gestalt’, the use of theory and reflexivity, and
summarising data relating to individual research participants. The
concluding sections of the chapter discuss the issues of research
interpretation, validity of interpretation, as well as external validity; and
identify the advantages and limitations of the research approach based
on the experience of this project.

Data Production for the Study

The major component of data production involved loosely structured,
audio-taped interviews, which were framed by the Free Association
Narrative Interview method (Hollway and Jefferson, 2000), with seven
research participants that are adult users of specialist services for
people with learning disabilities, have personal experience of mental
health problems and, with care and support, live in the community. In
addition, information was gained from field notes, as well as key
support staff and case notes maintained by the care teams within the
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community homes. Whereas Hollway and Jefferson (2000) undertook
two research interviews with the research participants involved in their
study, I needed to incorporate an additional stage which enabled me to
have initial meetings with prospective research participants; allowing
opportunities to become acquainted with the individual participants
before undertaking the research interviews with them.

Moreover, as many individuals with learning disabilities require support
when travelling, it is important for researchers to ensure that the
venues, where it is arranged for the research interviews to be carried
out, are easily accessible to the interviewees (Perry, 2004). Therefore
in order to remove the necessity for research participants to travel, and
also to minimize any disruption in terms of their everyday activities and
routines, the initial meeting and research interviews with the six older
research participants were held in their respective community homes.
The initial meeting and research interviews with the youngest research
participant took place at the administrative headquarters of the service
organization which provided day services for him on one day each
week.

A diagram that provides an overview of the Data Production

Process (i.e. Figure 5:1) is presented on page 90.

Initial meeting

A number of researchers have indicated the importance of allocating
time for the purpose of becoming acquainted with research participants
who have learning disabilities before commencing data production
(Flynn, 1986; Stalker, 1998; Rodgers, 1999).

During the research

project, I made arrangements to meet with each of the prospective
participants and their key support worker on one or more occasions
before the research interviews. These meetings were informal and
refreshments were generally made available (as suggested in the
research of: Rodgers, 1999; Stalker, 1998) which helped to create a
relaxed atmosphere.

In actual practice, as Stalker (1998) has
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highlighted, the boundary between the processes of getting to know
individual research participants and data production may become
somewhat blurred. From my perspective, the initial meetings provided
valuable opportunities to gain background information relating to the
service users who participated in the project.

During my initial meetings with each of the potential participants, I went
through all the details of the information sheet with them. I read this
information aloud and checked that they understood what I had said. If
any point was not understood, I repeated or adapted my wording, as
necessary, in order to clarify meanings so that each individual was
enabled to more easily understand the information. A key member of
the care staff, who was known to the service user and involved in their
day to day support, was present at the meetings and therefore able to
witness what I said to the service users (Perry, 2004). It was important
to assign ample time to these meetings so that potential participants
had adequate opportunities for thinking about the information and
asking questions.

First research interview

Hollway and Jefferson (2000) argue that employing a psycho-social
perspective in research practice of necessity involves conceptualizing
both researcher and research participant as co-producers of meanings.
Their work places an emphasis on the unconscious dynamics between
the researcher and research participants, as well as the use of free
association by means of narrative interviews.

As discussed in the

previous chapter, Hollway and Jefferson (2000) have developed a
psychosocial approach to biographical narrative interviews which they
call the ‘free association narrative interview’ (FANI), that ‘can be
summarised in terms of four principles, each designed to facilitate the
production of the interviewee’s meaning frame’ (Hollway and Jefferson,
2000:34). The first of these principles is to use open-ended questions.
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This particular principle fits well with endeavours to promote the
participation of people with learning disabilities in data production. The
other three principles are: to elicit stories; to avoid ‘why’ questions’;
and to use the respondent’s ordering and phrasing.

Open-ended questions

The bulk of evidence concerning practices that support people with
learning disabilities to participate as respondents in research upholds
the use of open-ended questions, though plainly this is dependent on
the communication skills of research participants (Porter and Lacey,
2005).

Open-ended questions have been shown to provide more

accurate information, not least because research suggests they can
avoid the difficulties of any tendency for interviewees to acquiesce; as
well as ‘recency’ effects, which refer to the increased likelihood of
interviewees recalling those words said most recently, that occur with
more structured forms of questioning (Stenfert Kroese, Gillett and
Atkinson, 1998). However, other authors have suggested that openended questions should be avoided due to the fact that they produce
limited data (Booth and Booth, 1996). Moreover, unstructured
approaches require a great deal of skill in order for the researcher to
avoid encountering a wall of silence (Richardson, 2002).

Hence, I generally endeavoured to ask open-ended questions that
would facilitate conversation.

The interviews were as informal as

possible, and the research participants were encouraged to recount
stories relating to their lives and experiences as service users, with as
minimal input as possible from me in my role as researcher (Clarke,
2002). As indicated in previous research involving people with learning
disabilities, ‘it was important to begin the interviews without any fixed
assumptions about people’s ability to understand what was being
asked of them’(Booth and Booth,1994:34).
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Figure 5:1
AN OVERVIEW OF THE DATA PRODUCTION PROCESS
Data Production

Data Storage
Locked filing cabinet
Password Protected
Computer Storage

Initial meeting
Informal opportunity to meet prospective
participants and get to know them; as
well as explain the research project to
them.

First research interview (Audio taped)


Qualitative loosely structured interviews which use openended questions to elicit stories.



The research participant is provided with space and
opportunities to ‘freely associate,’ and encouraged to talk
about what they ‘feel’ like talking about.



The use of free association permits unconscious ideas and
motivations to come to the fore, rather than following a rigid
interview schedule.

Interval between the interviews
Initial analysis: researcher listened to the tape of the first
interview, and endeavoured to gain a ‘reading’ of the participant
which is sensitive to all the details that have been provided; and
does not eliminate any contradictions in their accounts.

Second research interview (Audio taped)


Specific narrative questions intended to re-visit/clarify issues
(noted from the first research interview) which appeared to be
indicative of tension or conflict in an account.



More structured questions to gain information which may not
have been covered previously.



Both research interviews are transcribed verbatim
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However,

due

to

the

varied

levels

of

language

skills

and

responsiveness displayed by individual research participants, my
approach needed to be flexible. At times, it was necessary to use more
direct forms of questioning; and also generally avoid abstract
conceptual questions or questions that were time-oriented (Booth and
Booth, 1996).

The interviews were loosely structured in the sense that, although
there were a number of topic areas which I aimed to explore, the
research participants were provided with the time and opportunity to
develop themes in their own way. During the first research interviews,
the main focus was on asking questions related to these topic areas
(N.B. which will be discussed more fully in a later section of this
chapter). The topic areas covered various aspects of the lives of the
research participants in terms of their experience as service users with
mental health needs. The wording of questions was not rigid and
questions were rephrased as necessary (see Flynn, 1986), according
to the needs of individual research participants. During the initial
stages of the research interviews, the questions usually began with a
form of words such as ‘What has been your experience of ...? Can you
tell me about...? My approach was to talk as I would do normally with
another adult, or work colleague, but to adjust my style in the event of
any difficulties emerging as, for example, by using simpler language to
assist comprehension, or providing concrete reference points (such as
the activities that the individual does or did; birthdays; holidays;
seasons; Christmas; or other anchor events in their lives) in order to
assist the research participant to recall when something had happened
(Booth and Booth, 1994, 1996 : Royal College of Nursing, 2010).

Eliciting Stories

The second principle of the free association narrative interview is that
of eliciting stories. The process of eliciting stories has the advantage
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‘of indexicality, of anchoring people’s accounts to events that have
actually happened’ (Hollway and Jefferson, 2000:35).

Hence such

accounts have to connect with reality, even whilst compromising it in
the maintenance of self protection (Hollway and Jefferson, 2000).
Photographs from the life history books, or photograph albums, of
individual research participants were used, at times, during the
research interviews with four of the older research participants in this
project, as a way of facilitating dialogue and evoking stories. Previous
research has shown that photographs provide an effective visual
means of encouraging discussion (e.g. recollections related to places
and events in the interviewee’s life) and eliciting information (Stalker,
1998; Swain et al, 1998; Richardson, 2000; Packard, 2008).
Avoid ‘why’ questions
The third principle is to aim at avoiding ‘why’ questions. As mentioned
in the previous chapter, the problem with a ‘why’ question is that the
interviewer frequently receives a sociological or clichéd response
(Hollway and Jefferson, 2000; Clarke, 2002).

This is a more

problematic area in fieldwork because the ‘why’ question invites an
explanation, which is something that researchers are generally looking
for (Clarke and Hoggett, 2009). For instance, if a researcher asks why
an individual moved to a particular community, then a respondent will
often express answers in terms of: school availability or employment,
transport links, proximity to shops and various services. Whilst these
are all important reasons, they do not necessarily assist the researcher
to comprehend what community may mean to the respondent (Clarke
and Hoggett, 2009). But if, instead, the researcher couches the
question in terms such as ‘How do you feel about living in this
particular area?’, then there is a greater likelihood that the response
will be in the form of a story or narrative, where the respondent
connects meaning to experience (Clarke and Hoggett, 2009: 10).
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Using respondents’ ordering and phrasing
The fourth, and final principle, is that of using respondents’ ordering
and phrasing. This involves careful listening during the initial narration
in order that the interviewer is able to follow-up themes in the order
which they were narrated.

When asking follow-up questions, the

respondent’s own words and phrases should be used so that their
meaning frames are respected and retained (Hollway and Jefferson,
2000). The aim is to assist narrators to talk and reveal more about
their lives without the interviewer offering their own interpretations or
evaluations (Hollway and Jefferson, 2000; Clarke, 2002).

The significance of free association

Hollway and Jefferson (2000) point to the similarities between the
principle of respecting a narrator’s Gestalt and the psychoanalytical
method of free association. The principle of Gestalt is founded on the
notion ‘that the whole is greater than the sum of the parts’ (Hollway
and Jefferson, 2000: 68). Gestalt psychology emerged as a distinct
branch of Psychology in Germany during the early part of the twentieth
century. The key principles of Gestalt psychology are: 1) the primary
importance within psychology of subjective experience and of its forms
and structures, and 2) a rejection of the belief that it was possible to
gain an understanding of structured totals by commencing with their
constituent elements (Colman, 2009).
Through their request to a patient to express ‘whatever comes to
mind’, the psychoanalyst elicits ‘the kind of narrative that is not
structured according to conscious logic, but according to unconscious
logic; that is, the associations follow pathways defined by emotional
motivations rather than rational intentions’ (Hollway and Jefferson,
2000: 37). Unconscious dynamics according to psychoanalysis (that
is, based largely on the psychoanalytic work of Melanie Klein) are a
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consequence of efforts to avoid or overcome anxiety (Hollway and
Jefferson, 2000; Hinshelwood, 1991). This indicates that anxieties and
endeavours to defend against them, which include the identity
investments that arise from these, provide the key to an individual’s
Gestalt. Hence by eliciting a narrative that is structured according to
the precepts of free association, we are able to gain access to an
individual’s concerns which would in all probability not be visible
employing a more traditional method (Hollway and Jefferson, 2000).

Although a common concern of both these approaches (i.e. respecting
a narrator’s Gestalt and the psychoanalytic method of free association)
is to elicit detail, the process of narrative analysis has a preoccupation
with coherence which is not shared by Hollway and Jefferson (2000;
2008).

They underscore the fact that free associations challenge

narrative conventions and permit ‘the analyst to pick up on
incoherences (for example, contradictions, elisions, avoidances) and
accord them due significance’ (Hollway and Jefferson, 2000: 37).

Free association and learning disabilities

At the present time, there is very little in the literature concerning the
use of free association with people who have learning disabilities. Due
to the fact that free association is mainly employed as a technique in
psychoanalysis (Rycroft, 1995; Colman, 2009), its

reported

use

within the field of Learning Disabilities has been sparse. Historically,
psychological therapies (as earlier discussed in Chapter 3) were rarely
used in treating people with learning disabilities; and ‘learning
disability’ was frequently given as an exclusion criterion (Hollins and
Sinason, 2000). In the course of the past two decades or so, however,
this situation has witnessed some gradual improvement (Willner, 2005;
O’Driscoll, 2009). For example, an intervention based on free
association and therapist interpretation has been employed in the
treatment of twenty service users who were referred to psychology
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services for problem or offending behaviours (Beail, 1998 cited in
Willner, 2005).

For the purpose of this research project, free association has been
employed through narrative interviews (Hollway and Jefferson, 2000;
2008; Clarke, 2002; Clarke and Hoggett, 2009). As mentioned in the
previous chapter, the Free Association Narrative Interview method has
been used by various researchers during the past decade. However,
although this method has been used in Disability research involving the
experiential accounts of people with physical impairments (Reeve,
2006), there is currently no evidence of its use in the field of Learning
Disability research.

Topic Areas: A framework for questions in the first research
interview

When developing the free association narrative interview method,
Hollway and Jefferson (2000) had initially considered asking one single
question in a similar way to researchers who employ the biographicalinterpretative method. This method uses an initial narrative-inducing
question (‘minimalist-passive’) (Wengraf, 2001:113), for example: ‘Tell
me the story of your life,’ to elicit a comprehensive, uninterrupted
narration (Jones, 2003). However the theoretical structure of Hollway
and Jefferson’s work, which related specifically to research into the
fear of crime (i.e. crime/victimisation, risk/safety, anxiety/worry),
provided a framework that required a number of questions to be asked.
They decided, therefore, upon using six questions that were derived
from their theoretical structure, as well as a seventh about moving into
a particular geographical area. These questions generally commenced
with the words ‘Can you tell me about...?’ (Hollway and Jefferson,
2000:37-38).
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For the purposes of this research project, which was concerned with a
completely different area of study from that of Hollway and Jefferson,
and involved individuals with different levels of expressive language
and communication skills, it was necessary to modify the approach
which they had employed. Life stories, as Hollway and Jefferson
(2000) indicate, can be organized according to a vast number of
themes. Accordingly, in a similar way to the experience of Hollway and
Jefferson, this research project provided a specific frame, in terms of
people’s lives as service users, that needed a number of issues to be
addressed. Thus five particular topic areas were identified for
exploration. An initial open-ended question regarding each of the five
topic areas was followed up by additional questions, which were
interested in detail and relevant time frames; and also endeavoured to
follow the sequence of the narratives elicited from the individual
research participants (Hollway and Jefferson, 2000).

The framework of the interviews permitted space for the research
participants to freely associate, and therefore they influenced ‘the
structuring of the content and form of their material’ (Wengraf,
2001:68). The topic areas covered in the research interviews were:1) Recognition of mental health needs – By employing the ‘life
cycle’ model as a concrete frame of reference (Booth and
Booth, 1996), the author sought to gain the perceptions of the
participants regarding

when in their lives, and how,

their

mental health needs were first identified
2) The care and support that was provided when the participant’s
mental health needs had been recognized
3) Personal thoughts and feelings of individual participants
concerning their experiences of mental health issues
4) The level of care and support that the participants currently
required to live in their communities
5) Views of participants relating to their involvement (or otherwise)
in decisions about their care management
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Both of the research interviews with each of the service users who
participated in this study were audio recorded, with their permission on
each occasion. A lightweight Olympus Microcassette Recorder
(Pearlcorder) J300 was used to record the interviews verbatim. The
primary advantage of this small, portable tape-recorder was that it
provided flexibility in terms of its use in the different service settings
where the interviews took place, as it is battery operated and did not
require a mains supply. It has an inbuilt microphone and just needed
to be placed equidistantly in the space between the interviewer and
interviewee, in order to attain optimal feedback.

Moreover, probably due to its small size, the research participants
generally seemed to overlook the tape-recorder’s presence after a
short period. It was important to ensure that spare tapes and batteries
were available at each interview, so that these items could be replaced
in the tape-recorder, if this proved necessary; and therefore avoid the
loss of valuable material due to the inability to record an interview.
Recording a few comments or a short conversation, and then
rewinding and playing back the tape, was used to test that the taperecorder was functioning prior to the beginning of the research
interviews.

Interval between the interviews

The first interview enabled me to form an initial symptomatic
impression of the data: for example, to question critically what was
said, to identify any contradictions, inconsistencies, avoidances and
alterations of emotional tone. The second interview served as a check
in different ways by providing an opportunity to seek further evidence
in order to assess hunches that developed, and provisional
hypotheses.

This also gave the participants a chance to reflect

(Hollway and Jefferson, 2000).
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The second interview was scheduled, as far as possible, to be
undertaken within two to three weeks after the first. In the interval
between the interviews, I listened to the tape of the initial interview and
endeavoured to gain a ‘reading’ of the person which was sensitive to
all the details that had been provided, and did not eliminate the
contradictions in his/her accounts.

From notes taken during this

process, I constructed a series of specific narrative questions for the
second interview. These were based on issues which appeared to be
indicative of tension or conflict in an account.

Second research interview

Following the second set of narrative questions, I went through a set of
more ‘structured’ questions with each of the participants, as a means
of gaining information which may not have been covered previously.
Due to the fact that the narrative interview format does not assure
systematic coverage of issues, it is considered that this provided a way
of producing information necessary to facilitate comparisons across the
individual case studies.

The validity of data
‘Validity’ is another term for truth (Silverman, 2005). In the context of
research methodology, validity ‘refers to the ability of research to
reflect an external reality or to measure the concepts of interest’
(Elliott, 2005: 204). Concerns have been indicated in regard to the
validity of data resulting from direct interviews with people with learning
disabilities. As mentioned earlier in the chapter (i.e. within the section
concerning open-ended questions), research investigating response
biases has reported the raised tendency of people with learning
disabilities ‘to acquiesce, that is, to say yes to questions regardless of
their content’ (Perry, 2004:122). Explanations for this have involved
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increased suggestibility and greater submissiveness, rather than
exploring whether it is some outcome of the interview situation (Porter
and Lacey, 2005).

However, other research discovered much

lower degrees of

acquiescence and recency; which evidently decreased even further
when individuals with learning disabilities were relocated out of the
institutional setting (Conroy and Bradley, 1985). It has been suggested
that response bias might not be so much the consequence of having a
learning disability, but rather a coping strategy employed by individuals
with learning disabilities who generally lack power, and experience
doubt or uncertainty in regard to the interview or interviewer. Hence, it
is important that researchers carefully consider their relationships with
potential respondents. Researchers must endeavour to ensure that
individuals are not only content to participate, but additionally feel that
they possess some control over the interview (Simons, 1994).

Consistency has been indicated as a standard that could be applied in
evaluating the validity of information obtained directly from people with
learning disabilities (Booth and Booth, 1994; Perry, 2004). Consistency
has been defined as ‘correspondence between responses to questions
whose wording or format differed but whose meaning remained the
same’ (Perry, 2004: 122). This definition was applicable to the
consistency check concerning the research interviews from this study.
Overall, three types of consistency check were possible in relation to
the data that were produced. The first of these checks, as indicated in
the definition, related to the responses and data that were produced
across the two research interviews involving the same participant. As
mentioned earlier in the chapter, the Free Association Narrative
Interview method advocates the use of open-ended questions; and the
weight of evidence suggests this form of questioning (Porter and
Lacey, 2005) as a key means of addressing issues such as
‘acquiescence’ and ‘recency’ when interviewing individuals with
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learning disabilities. Reviewing the material produced in both research
interviews (i.e. audio-tape recordings and transcripts) generally
provided an effective means of checking (and re-checking) the
information provided by individual participants. Inconsistencies mainly
related to dates and, in a few instances, the actual sequencing of
particular events in the biographies of participants.

The second consistency check involved other data sources, which
were primarily the key workers or senior members of staff engaged in
the direct care and support of the individual research participants. In
addition, access had been granted to the case records of the six older
research participants who lived in staffed community homes. These
other data sources greatly assisted in verifying factual information
(such as date of birth, date of admission to the community home,
official diagnostic labels, prescribed medication, psychiatric outpatient
reviews), though such sources ‘could not help to validate feelings or
perceptions’ (Booth and Booth, 1994: 35).

The third consistency check entailed making comparisons between the
case studies of the individual research participants (Hollway and
Jefferson, 2000; Clarke, 2002), and this was possibly the foremost
technique for validating the experiential data (especially for the six
older research participants). This results from the fact that, as the
account of one research participant confirms that of another, ‘stories
accrete and regularities emerge so it becomes less likely that individual
narratives are the product of one person’s fancy and more likely that
they show structural features in the lives’ of the research participants
(Booth and Booth,1994: 35). For example, a consistent feature in the
lives of the older research participants was their experience of
institutional care and segregation.
However, in addition to these detailed checks on the data, ‘there
remains the feeling human observer. Ultimately, in this type of
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research, the validity of the data is the stuff of the relationship between
the interviewer and the informant’ (Booth and Booth, 1994: 36).For
instance, a research participant who gets their key worker to contact
the researcher (i.e. as one of the older participants did one evening
during the period when fieldwork for this project was carried out) to
confirm when the second interview would take place is unlikely to be
an evasive interviewee. Moreover someone who reveals painful
recollections from their past, gets angry or is genuinely tearful ‘is not
presenting a front or fooling themselves’ (Booth and Booth, 1994: 36).
Booth and Booth (1994) contend that the prime requirement in the
process of data production, as well as checking the validity of such
data, is time spent with the research participant.

Power dynamics

Power is a key issue that needed to be considered in the course of
undertaking this project. It is an issue because people with learning
disabilities are limited in terms of their power, particularly in
comparison to other members of society (Wolfensberger, 1998;
Ramcharan, Roberts, Grant and Borland, 1997).

The lives of

individuals with learning disabilities, especially if they are service
users, are often controlled by others (Sanderson, 2003). It is important
to understand the historical and structural context of such power
differences, and to constantly review their potential effects on relational
dynamics within the interview situation.

Intersubjectivity and the research relationship

Although my role as an interviewer appeared confined mainly to that of
eliciting narratives from the interviewees/research participants, this
does not reflect ‘the whole truth since the resulting narratives are
always a product of the relationship between interviewer and
interviewee’ (Hollway and Jefferson, 2000: 45). Intersubjectivity is a
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term that is used to describe an individual’s ability to represent another
person as a ‘subject’, by which is meant ‘a centre of consciousness
with whom one can hold a relationship of mutual recognition’ (Frosh,
2002: 108). Owing to the fact that it is connected with unconscious
knowledge of the other person, it is more than solely an interpersonal
relationship (ibid.).

As discussed earlier, the theoretical approach of Hollway and Jefferson
(2000) is drawn from the psychoanalytical work of Melanie Klein, which
stemmed from her interest in anxiety.

Based on her clinical

experience, Klein proposed that unconscious ‘defences against anxiety
are intersubjective, that is, they come into play in relations between
people’ (Hollway and Jefferson, 2000: 20). Therefore, in accordance
with this theoretical perspective, Hollway and Jefferson construe both
the researcher and research participant:

as anxious, defended subjects, whose mental boundaries are
porous where unconscious material is concerned. This means
that both will be subject to projections and introjections of
ideas, and feelings coming from the other person.

It also

means that the impressions that we have about each other are
not derived simply from the ‘real’ relationships, but that what
we say and do in the interaction will be mediated by internal
fantasises which derive from our histories of significant
relationships. Such histories are often accessible only through
our feelings and not through our conscious awareness.
(Hollway and Jefferson, 2000: 45)

Providing that researchers commence from these theoretical precepts,
it follows that the knowledge of their feelings during and around the
interview are of value in terms of comprehending the dynamics of the
research relationship. Hence these feelings are significant to the way
in which data are produced (Hollway and Jefferson, 2000).
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Presence of a third party

A third person, who was a key member of staff involved in the care and
support of the individual research participants, was present during the
research interviews with each of the participants. In fact, during the
research interviews with the youngest research participant, two support
workers were present.

This was a local policy requirement of the

service provider organization in whose premises the interviews took
place; and was a strategy to address challenges which the individual’s
behaviour presented to staff (Joyce et al, 2005). The recent history of
this participant’s behavioural challenges had involved incidents in
which the participant was reported to have verbally and physically
threatened members of the organization’s community support staff.

As mentioned in the previous chapter, it had been agreed with the
relevant service managers and the local NHS Research Ethics
Committee, which had reviewed the proposal for this project, that a
member of care staff known to individual research participants would
be present during the research interviews. It was recognised that the
prospective research participants would be vulnerable adults, and that
their involvement in the research interviews might potentially evoke
recollections from their past lives which were painful for them. The
arrangement to have a member of staff present during the research
interviews was a means of having practical support available in the
event of any of the participants becoming distressed whilst being
interviewed.

Furthermore, the social and historical context is an aspect of the
methodological challenge in regard to interviewing people with learning
disabilities (Nind, 2008). Individuals need to possess the self-esteem
to believe that their viewpoints are valid and significant. They also
genuinely need to feel that they will be listened to, as well as receive a
response and be understood (Harris, 2003: Stenfert Kroese et al,
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1998).

However, as a consequence of their personal experiences,

people with learning disabilities ‘may have learned something quite
different from this and may need the emotional support of a familiar,
valued person involved in the interview process’ (Nind, 2008: 10).

In my role as interviewer, I had initially experienced some concerns
about how the presence of a third party might affect the interviewerinterviewee dynamics within the interview situation. Beside this, I had
wondered whether the presence of a third party would have an impact
on the disclosure of experiences and information about their lives by
individual research participants. For instance, Booth and Booth (1994)
referred to their experience of the way in which individual research
participants with learning disabilities might publicly acquiesce with the
decisions made by the professional staff involved in supporting them,
but had then contradicted these staff in private when they strongly
voiced their disagreement to a researcher.

Nevertheless, my concerns had lessened in the course of carrying out
the research interviews. In addition, on examining the transcripts of
the research interviews, I had been encouraged by the fact that the
words of the staff members present during the interviews actually
appeared on relatively few occasions in the overall content of the
transcribed material. These members of staff had generally acted as
quiet observers of the interview process. Whilst undertaking the
second research interview with the first research participant (i.e. Ted),
for example, the presence of a senior member of staff had not
apparently inhibited him from expressing some negative views
regarding his life in the community, after decades of institutional care in
a long-stay hospital. At one point, he had expressed frustration about
everyday life in his community home by saying:
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‘It’s the same people every day ... Same night staff ... and
day staff. Same qualified (staff) ... same everybody ... It
gets on your wick it does.’

Later in the same interview, when talking about a psychiatrist whom he
goes to see as an outpatient, he had voiced his evidently strong
feelings by stating:
‘I’ve seen him mainly ... but he doesn’t seem to
understand ... (refers to name of psychiatrist) ... does he?
(Interviewer:

Understand?)

Understand

no

one

...

understand me ... And he doesn’t understand the staff ...
Twisting the words round, making me bitter and angry ...I
come back and I start raving ...go raving potty ... raving
mad sometimes, I started yelling about it, shouting the
odds about it ... Sometimes it’s useless talking to him ...’

The transcripts of the interviews also show that four of the research
participants occasionally used the staff member as a resource. For
example, a female research participant (i.e. Beryl), when talking about
her annual Life Plan meeting, had said:
‘I have ... er ... I got one booked ... in the ... in the card
thing out there ... Have you seen it?’ (N.B. This question
was directed to her support worker who was present at
the interview).
Support Worker: ‘Yeah, I know where it is, but I haven’t
checked the date...’

There were also a few instances where the staff members present
during the interviews had interjected in order to clarify something that a
research participant had said. For example, during the first research
interview with one of the older participants (i.e. Harry), the participant
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had referred to the fact that he had mainly been seen by ‘the new one’
when he attended the psychiatric outpatient department. The support
worker had interjected by explaining that ‘the new one’ was a newly
appointed psychiatrist who was ‘part of the Consultant Psychiatrist’s
team ... Doctor (name of consultant psychiatrist) doesn’t always see
him (i.e. referring to the research participant) personally.’

Data Analysis

A key issue connected with psycho-social research approaches is
organizing the data in a manner that facilitates their systematic
analysis (Clarke, 2002; Clarke and Hoggett, 2009).

As previously

mentioned, all the interviews with the research participants were
recorded on audio tape with their permission.

The tapes of these

interviews were subsequently transcribed verbatim.

Each of the

research interviews generally lasted approximately one hour, although
contact time on each occasion was longer. The first interview with one
of the older research participants (i.e. Stanley), however, was curtailed
after half an hour because he appeared to become increasingly
restless as the interview evolved. Additionally, notes were made as
soon as possible after the interviews to record a general sense of what
had occurred (Clarke, 2002). A diagram providing an overview of the
Data Analysis Process (i.e. Figure 5:2) is presented overleaf. Elements
of the data analysis process are explained more fully in the following
sections.
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Figure 5:2
AN OVERVIEW OF THE DATA ANALYSIS PROCESS

Data Analysis: Different layers of analysis

Data produced: Audio taped interviews
 Transcriptions
 Field Notes (including information from key care staff and case
records)



Analysis of interaction between the researcher and
participants; this enables the researcher to focus on the mutual
construction of the research data, and to identify unconscious
mechanisms that may be at work in different patterns of response
within the research setting.



Analysis of the substantive content of the interviews; this
enables the researcher to identify both common and
different/individual experiences in the analysis of data

Qualitative data analysed according to the principle of ‘Gestalt’. Data
relating to each participant was summarised by means of:
 Two–page pro-forma (biographical details; key themes
and issues)
 A pen portrait (description of research participants)



Contextual and holistic analysis of the data in which certain key
themes and issues may indicate a shared journey through the care
system, without denying the individual experience of the participant
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Field notes

Researchers need to note what they can see, as well as hear, in
addition to noting how they are behaving and being treated (Silverman,
2005). Emerson, Fretz and Shaw (2001) maintain that field notes are:
writings produced in or in close proximity to ‘the field’.
Proximity means that field notes are written more or less
contemporaneously

with

the

events,

experiences

and

interactions they describe and recount...Field notes are a form
of representation, that is, a way of reducing just-observed
events, persons and places to written accounts. And in
reducing the welter and confusion of the social world to written
words, field notes (re)constitute that world in preserved forms
that can be reviewed, studied and thought about time and time
again (Emerson et al., 2001: 353 cited in Mason, 2002: 98).
For the purpose of this research project, ‘the field’ mainly comprised of
the contact with six staffed, community-based homes where the older
research participants lived; as well as the administrative headquarters
of a service organization that provided day services for the youngest
research participant. Field notes were written as soon as it was
feasible after the research interviews, or any of the meetings, with
individual participants. As it had not been practical (i.e. in terms of time
constraints and lack of privacy) to write up the notes in the field
settings, the notes were generally written after I had arrived home. The
notes were handwritten and filed in the relevant research participant’s
file. Individual files were kept for each of the participants and retained
in a locked filing cabinet. The following extract from field notes for the
project relate to my initial meeting with one of the older research
participants (Stanley):
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Figure 5:3 Extract from Field Notes
Friday: 11.30 a.m. Arrived at the staffed community home, and met with Stanley and
his key worker in a small sitting room that is used as a ‘quiet room’ for residents and
visitors. Stanley is a clean shaven individual who looks some years younger than his
actual age (i.e. early 70’s). He is of medium height and rather thick set in build.
Stanley was casually dressed and initially wore a base ball cap, but took this off soon
after our meeting began. He spoke in a very quiet voice and his eyes kept darting to
his key worker whenever he spoke to me. Stanley had a rolled newspaper (i.e. a
tabloid) stuffed in the back pocket of his trousers. When I asked if this had been
delivered to the community home, Stanley told me that he walked to the local shops
each day to buy a newspaper. He also informed me that he likes watching football on
the television in his bed-sitting room; and sometimes goes to watch football matches
with a voluntary worker from the local community who had befriended him. The key
worker had arranged for beverages to be served during the meeting, and this helped
in creating an informal atmosphere.

However, I observed that Stanley appeared to be rather fidgety and kept standing up,
and then sitting down, in his chair. I had asked Stanley whether he was happy to
continue with our meeting, and he had confirmed his willingness (very quietly, almost
whispering). Not long afterwards, Stanley had risen from his chair and left the room,
without saying anything to his key worker or me. This behaviour had caused concern
on my part, as I had experienced some anxiety that I may have upset Stanley in some
way. But his absence from the room had given me an opportunity to speak to his key
worker. She reassured me that Stanley had been responding to me in the way that he
usually did with other people. The key worker also told me that Stanley is a very shy
individual, and confirmed that he generally spoke in a very quiet manner. Nonetheless,
she informed me that there had been episodes in which Stanley is reported to have
behaved inappropriately such as, for example, stripping off his clothes within
communal areas of the community home, as well as being verbally abusive to fellow
service users and members of the care team. There had also been episodes in which
Stanley was reported to have ‘stayed in bed for days at a time, refusing to get up’.

Shortly afterwards, Stanley had returned to the room and shown me a photograph that
he had apparently gone to his bed-sitting room to get. The photograph showed
Stanley sitting outside in a garden on a sunny day. Stanley seemed pleased when I
had demonstrated an interest in the photograph, and informed me that it had been
taken when the voluntary worker that visits him had taken Stanley to his (i.e. the
voluntary worker’s) home for a meal. I recall feeling a sense of relief that Stanley had
come back to see me (i.e. after leaving the room), and appeared to appreciate my
interest in him.
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The difficulties of fragmenting data

All of this research activity produced a large amount of material. When
faced with such a body of unstructured data, the desire of any
researcher is manifestly to break these down by means of some kind
of system.

The system that is most commonly employed for this

purpose ‘is the code and retrieve method’ (Hollway and Jefferson,
2000: 68). Computer packages (e.g. ‘Ethnograph’ or QSR-Nudist) can
be used to serve a very significant function in terms of categorising and
sifting the data produced from research interviews (Clarke, 2002).
Procedures that code the data and use the codes to retrieve
analytically significant components are a customary starting point for
researchers.

Nevertheless, Hollway and Jefferson (2000) direct

attention to the fact that fragmenting the research data as indicated in
the coding procedure frequently causes researchers to disregard the
form of their data. Furthermore ‘this problem of fragmentation of data is
perhaps the most significant weakness in computer-assisted qualitative
data analysis’ (Hollway and Jefferson, 2000:68).

Another problem with Qualitative Data Analysis computer packages
relates to the general tendency for clerical coding to dominate the
research material, and for analysis to be deferred (Hollway and
Jefferson, 2000).

Qualitative data analysis has been viewed as

‘probably the most subtle and intuitive of human epistemological
enterprises, and therefore likely to be the last to achieve satisfactory
computerisation’ (Richards and Richards, 1994:461). Even though it is
difficult ‘to pin down subtlety and intuition’, the use of ‘these capacities
is unavoidable once the researcher has posited a psycho-social
subject’ (Hollway and Jefferson, 2000:68).

110

The principle of ‘Gestalt’
As mentioned in an earlier part of this chapter, the principle of ‘Gestalt’
is founded on the notion that the whole is greater than the sum of the
parts. The word Gestalt translates from the German language as ‘form’
or ‘configuration’ (Atkinson, Atkinson, Smith and Bem, 1993; Appendix
11). Max Wertheimer, the originator of Gestalt psychology, argued
against the way that, from his viewpoint, ‘modern science proceeded
from below to above’ (Hollway and Jefferson, 2000:68). He considered
that it was not possible to attain an understanding of structured totals
by commencing with the constituent parts which form them. Contrary
to this, Wertheimer advanced the view that it is necessary for us to
understand the structure; and to gain insight into it.

As a

consequence, there is some likelihood that an understanding of the
constituent parts themselves will be achieved (Hollway and Jefferson,
2000).

This is the principle which Hollway and Jefferson endeavour to apply to
their comprehension of the ‘whole’ text.

They maintain that

Wertheimer’s central precept, which indicates ‘that significance is a
function of position in a wider framework’ (that is, ‘place in context’),
addresses precisely ‘the problem of decontextualisation of text which is
inherent in the code and retrieve method’ (Hollway and Jefferson,
2000:69).In a similar way, the structuralist movement, which began in
social anthropology and linguistics, maintained that meanings could
only be comprehended in relation to a greater whole, ‘whether it be the
culture, the sentence or the narrative’ (ibid.). Hence, the transcripts of
the interviews were analysed as ‘whole’ texts.

Transcribing to produce a transcript

The initial stage of data analysis involves the actual listening to, as well
as the transcription of, audio tapes. In addition, this is the initial stage
111

of interpretation of the interview material (Hollway and Jefferson, 2000;
Clarke, 2002). It is strongly advocated with this research approach ‘that
researchers actually do the transcriptions themselves in order to
familiarize and immerse themselves in a particular transcript’ (Clarke,
2002:179). A crucial point of undertaking the painstaking work of
transcription, as Wengraf (2001) argues:
‘...is to force the delivery to your conscious mind of as many
thoughts and memories as you can, forced as you are to work
slowly through a technical task (writing down the words onto a
piece of paper) while your mind has time to think fast and
widely about the material and the event in which the material
was gathered.’

(Wengraf, 2001: 209)

The experience of transcribing the research interviews for this project
underscored the necessity for (several) repeated listenings of the
relevant audio tapes in order to ensure that the most accurate
transcripts possible were produced for analysis (Mishler,1986). Due to
the varied ability levels relating to expressive language, the research
interviews of some participants were more difficult than others to
transcribe. For instance, difficulties regarding the clarity of spoken
language were experienced as a consequence of poor pronunciation
and articulation, or speaking in a particularly quiet voice (Booth and
Booth, 1994); and there was also a high level of repetitive content in a
couple of interviews. Moreover on a few occasions, background
interference such as, for example, someone knocking on a door, a
telephone ringing, the sound of an ambulance (or police car) siren from
a nearby busy road, and noises of activity in a group home kitchen,
had affected the sound quality for a brief interval on some audio tapes.

The method of transcribing for this research project entailed recording,
as far as it was possible, every aspect of the verbal interaction that
occurred during the interviews; including pauses, false starts,
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repetition, and ‘non-lexical’ utterances such as ‘umms’ and ‘errs’
(Elliott, 2005: 52).Without a verbatim transcript that includes all of
these features of an interview, the researcher ‘will not be able to
analyse the interview as a communicative interaction adequately’, as it
is these aspects of the interaction ‘which may be valuable clues to the
state of mind and state of feelings’ of the participant (Wengraf,2001:
213). However, the non-linguistic aspects of any speech context ‘such
as gestures, facial expressions, body movements’ are not caught on
‘audiotape recordings and are difficult to describe and record from
observations or videotapes’ (Mishler, 1986:48).
Hence it is now widely acknowledged that it is practically impossible ‘to
produce a transcription of a research interview, or any other type of
conversation, which completely captures all the meaning that was
communicated in the encounter itself’ (Elliott, 2005: 51). Any
transcription of speech should be viewed as a compromise. So the
more detail that is provided in the transcription, the more clues are
supplied which may be significant in interpretation (ibid.).

Ethics of representation
Booth (1996: 245) refers to an ‘ethics of representation’ when
analysing data that has been obtained from people with learning
disabilities through narrative methods, whereby the researcher has a
responsibility to make explicit whose voice is speaking: the
researcher’s or the participant’s. Booth contends that where research
participants have provided very brief replies to individual prompts, it is
permissible to splice together their responses to a number of questions
in order ‘to form a coherent narrative or to develop a theme’ (Booth,
1996: 243). This strategy has been used on a few occasions in the
following chapters of this project, in which extracts from the research
interviews are incorporated in discussions relating to the findings.
Nonetheless some of the other possibilities suggested by Booth (1996)
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such as, for example, that researchers consider inserting words which
were not in actuality spoken by participants, but which appear to reflect
the affective content of their language or the associated gestures, were
not employed. As another author has commented, such possibilities
‘were rejected on the grounds that the researcher does not in fact have
the right to put words in peoples’ mouths, however honourable the
intention to convey more accurately a person’s views or feelings’
(Stalker, 1998:12).

Utilising theory

Immersion in the material resulting from the research interviews
enables the researcher ‘to start thinking theoretically about the data’,
and also to commence detecting themes and issues that emanate from
reading the ‘whole’ text (Clarke, 2002: 191). Therefore it is important
for the researcher to possess some kind of theoretical framework; that
is, ‘a theoretical understanding of the subject’ (ibid.). In the case of this
research project, the theoretical approach is framed by the notion of
the ‘defended subject’ which has been developed by Hollway and
Jefferson (2000). As previously discussed, Hollway and Jefferson’s
theoretical approach views the research ‘subject’ (i.e. participant) as
‘one that is not only positioned within the surrounding social
discourses, but motivated by unconscious investments and defences
against anxiety’ (Hollway and Jefferson, 2000:77).

Furthermore, in terms of this project, it was important to have a
theoretical understanding of the historical and social policy framework
in which mental health service provision for adults with learning
disabilities has developed (as discussed in Chapter 2), in addition to an
awareness of the range of therapeutic interventions and support (as
indicated in Chapter 3) that has been, and presently is, available for
this group of service users (e.g. Bouras and Holt, 2010 ; O’Driscoll,
2009 ; Holt, Hardy and Bouras, 2005; Willner, 2005; Hatton, 2002;
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Hollins and Sinason, 2000 ; Bouras, 1999; Read, 1997; Russell, 1997).
During the course of transcribing the research interviews, theoretical
memos were written (i.e. to myself) as a means of recording memories
of ‘the original interview experience’ and reflections concerning
‘possible interpretations of that original interview process, and the data
generated’ (Wengraf, 2001: 210).

Using reflexivity

Qualitative researchers acknowledge the importance of the necessity
to understand the role of the researcher in the production and analysis
of data (Hollway and Jefferson, 2000). In the framework of research
methodology, the concept of reflexivity is employed ‘to indicate an
awareness of the identity, or self, of the researcher within the research
process’ (Elliott, 2005: 153). Reflexivity denotes ‘reflecting upon and
understanding

our

own

personal,

political

and

intellectual

autobiographies as researchers and making explicit where we are
located in relation to our research respondents’ (Mauthner and Doucet,
1998 : 121 ). Research itself is a social process and the researcher
becomes a part of the process; in terms of providing guidance,
interviewing, interpreting and analysing the data which is produced
(Owens, 2007). Within the field of disability studies, an argument has
been advanced for a model of post-positivistic research that includes
the subjectivities of both the disabled participant and the non-disabled
researcher (Oliver, 1990, 1992, 2009).

For this research project, adapting the psycho-social research
approach of Hollway and Jefferson (2000) involved utilising reflexivity
along with research interviews framed by their Free Association
Narrative Interview method. The form of reflexivity that was used acts
as intersubjective reflection, in which the researcher explores mutual
meanings encompassed within the research relationship (Finlay,
2003). Thus the researcher focuses ‘on the situated, emergent and
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negotiated nature of the research encounter’ as well as ‘how
unconscious processes structure relations between the researcher and
participant’ (Finlay, 2003:8). Hollway and Jefferson (2000:55) suggest
there are four questions that should be asked in relation to the analysis
of qualitative data. These questions are, as follows:1) What do we notice?
2) Why do we notice what we notice?
3) How can we interpret what we notice?
4) How can we know that our interpretation is the right one?

The first of these questions relates to the primary intuitive stages of
qualitative analysis. Through the process of listening to recorded
research interviews or reading transcripts, particular elements and
phrases are noted and become rooted in our minds (Elliott, 2005). It is
actually the second question which emphasizes the reflexivity that can
be embodied within qualitative analysis. That is to say, ‘we step back
from the material itself and attend to ourselves as individuals doing the
analysis and responding to the narratives’ that have been produced
(Elliott, 2005: 159). As a means of explaining the process of analysis in
relation to their own research on subjectivity and the fear of crime,
Hollway and Jefferson (2000) provide an illustration in which Tony
Jefferson gives a detailed description of his sense of rapport and
identification with one of their participants named Tommy.

Jefferson specifically focuses on the parallels between the fact that
both Tommy and he were members of large families; and Tommy’s
account of his childhood brought back memories to Jefferson of his
own childhood and related family circumstances (Hollway and
Jefferson, 2000: 65-67). This insight into Jefferson’s response to the
participant’s narrative indicates the requirement for researchers to be
explicit about their own emotional response to qualitative material, and
the way in which it resonates with facets of their own personal
biographies (Elliott, 2005; Mauthner and Doucet, 1998). Jefferson
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subsequently goes on to describe how he employed his own subjective
feelings along with theory to examine his participant’s account
(Hollway and Jefferson, 2000: 65-68).

Nevertheless in terms of this research project, as observed in previous
research (e.g. Goodley, 1999), there were obviously limitations to the
extent in which I, as a non-disabled, White, male, middle-class
researcher share experiences, especially of segregation and exclusion,
with service users who have learning disabilities (as well as histories of
concomitant mental health needs). Although I had worked within
services for people with learning disabilities earlier in my professional
career, the sole ontological preference available to me in my role as
researcher seemed ‘to be not knowing, particularly because of my lack
of experience of being disabled in society’ (Goodley, 1999:28).
Ontology refers to ‘that branch of philosophy that enquires as to what
kind of things really exist in the world’, and ontological questions are
thus ‘questions about existence and identity’ (Elliott, 2005: 203). This
research project aimed to capture, as far as it was possible, the social
‘reality’ (i.e. ontological perspective) of the individual research
participants through ontological elements such as their ‘experiences,
accounts, stories, narratives, biographies’ (Mason, 2002: 15).

Another way of considering the position of the researcher, however,
relates ‘to a gradual process of learning to know some things about
informants’, which has been described as a process of ‘getting to
know’ (Goodley, 1999: 28). As a nondisabled researcher, this ‘getting
to know’, which originates from the idea of immersing oneself within a
culture (Goodley, 1999), was primarily the position that I adopted with
the research participants during the fieldwork for this project.
Furthermore it is a position that mirrors a central element of the social
model of disability, which is that disabled people display ‘expertise
about disablement and nondisabled researchers can only hope to learn
from these experts’ (Goodley, 1999:28). Proponents of the social
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model also contend that research cannot be value-free, especially in
the sense that the researcher is either a supporter of disabled people,
or one of the oppressors (Barnes, 1996).

Summarising data relating to individual research participants

It is acknowledged that individuals cannot be completely known,
particularly as a consequence of what can be elicited during two
research interviews. For the purpose of this investigation, however,
the ‘whole’ is all the data that was accumulated relating to the specific
participants who provide the case studies for the project. In addition to
the transcripts from both interviews, I had conducted each of the
interviews and therefore had memories of each meeting with that
individual, as well as the notes taken after the first meeting and
subsequent research interviews.

Adapting the approach developed by Hollway and Jefferson (2000), I
employed two structured methods for summarising each of the case
studies for further reference. These were: 1) the completion of a twopage ‘pro-forma’ and 2) writing a ‘pen portrait’ (i.e. case profile/study).

The pro forma consisted of categories that range from standard
biographical data to comments on themes and impressions that had
developed from the whole reading. In the course of reading all the raw
data that was obtained, notes were taken and potentially critical
extracts from the data were highlighted. Information derived from this
process was used to complete the pro forma. The distinction between
the notes and the pro forma is that the notes provided a means of
accumulating descriptive detail, whereas the pro forma was used as a
beginning point ‘to convey some kind of whole’ (Hollway and Jefferson,
2000:70). The notes were kept in each participant’s file, along with the
pro forma and pen portrait.
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The aim of the pen portrait was to write something that would make the
participants appear as real individuals, with their own characters, for a
reader.

It is mainly descriptive and intended to provide sufficient

information for subsequent interpretations to be checked against it. In
a manner, a pen portrait acts as a substitute ‘whole’ in regard to a
reader who will not have the benefit of access to the raw data. Such
information is essential if a reader is to gain a grasp of the individual
who is depicted in a case study, especially if anything said about the
person is going to have meaning (Hollway and Jefferson, 2000).
In order to maintain consistency with a theorisation of the ‘defended
subject’, it was imperative that summaries did not smooth over
inconsistencies, contradictions and conundrums.

To understand an

individual through the ‘whole’ of the information that is known about
them does not necessarily have to mean ‘that he or she is consistent,
coherent or rational’ (Hollway and Jefferson, 2000:70).

The

configuration of an individual’s narratives, or any other information that
is available concerning his or her life and experiences, may become
apparent by directing one’s attention to these rifts in the data (ibid.).
The use of this method of data analysis enables ‘the researcher to
identify similar experiences and feelings across a sample group, whilst
not forgetting the individual experience of each respondent’ (Clarke,
2002:179). In terms of data analysis involving a number of research
participants, the majority of ‘psycho-social researchers would agree
that priority should first be given to holistic analysis of individual cases’
(Clarke and Hoggett, 2009: 19).

Research interpretation

As previously indicated, the approach of Hollway and Jefferson (2000)
draws heavily on psychoanalysis in terms of its theoretical and
methodological framework.

Data production is founded on the

principle of free association, and data analysis relies on interpretation.
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There is an extensive literature produced by clinical psychoanalysts
relating to their use of interpretation as a therapeutic technique (e.g.
Freud, 1986; Sandler, Dare and Holder, 1992: Chapter 10; Sinason,
2010).

However, it should be emphasised that there are specific

differences between the clinical/therapeutic setting and the research
contexts for this project.

The prime distinction between the two

practices is that psychoanalysts will interpret ‘into’ the encounter, in
contrast to researchers who will safeguard their interpretations for
outside the encounter. As researchers are not therapists, they will take
care not to interpret the information at the time it is being provided by
the participants in the interview situation. The interpretative work of
researchers is carried out later, and is separate from the participant, as
well as being intended for a different audience.

Thus, research

interpretation is an activity that is connected with data analysis in
contrast to data production (Hollway and Jefferson, 2000; Clarke,
2002).

More recently, nevertheless, other researchers (Miller, Hoggett and
Mayo, 2009) have suggested that a separation of data analysis and
data production is unsustainable. They contend that researchers will
inevitably ‘think into the encounter and this necessarily assumes the
form of interpretations’ (Miller et al, 2009: 121). But Hollway and
Jefferson recognize that, although researchers are not therapists, there
are occasions when ‘this distinction breaks down in the necessary
exchanges of understanding that take place in the interview’ (2000:
78). In practice, this research project endeavoured to keep a distinction
between the processes of data production and data analysis, so
interpretative work took place outside the interview setting. It is an
approach that was possibly easier to maintain for this particular project
because, due to the varied levels of the research participants’
expressive language skills, a high degree of concentration was
required on the part of the interviewer to follow and comprehend what
was voiced by individual participants. Hence there were limited
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opportunities for thinking into the encounter (Miller et al, 2009) during
the research interviews. In addition, the second research interview
provided an important means of pursuing any clues, or emergent
intuitions, which had resulted from the first research interview.

Another

significant

difference

between

the

research

and

clinical/therapeutic settings is that psychoanalytic theory, in practice,
has tended to place emphasis on the inner and the inter-subjective
worlds of a person, as opposed to the social, external world.

By

employing psychoanalytic methodology as part of their approach to
comprehending a ‘psycho-social’ subject, Hollway and Jefferson
(2000) have demonstrated that it is feasible to extend the scope of
interpretation so that it also encompasses an appreciation of the social
circumstances which have contributed to the creation of the person.

Validity of interpretation

Validity

of

interpretation

involves

questioning

how

valid

the

researcher’s data analysis is, in addition to the interpretation on which
it is based (Mason, 2002). Within the framework of psycho-social
research approaches, there is ‘a consensus that wild analysis must be
guarded against by the generation of a plurality of different
perspectives regarding the data’ (Clarke and Hoggett, 2009: 19). For
postgraduate researchers, as in my case relating to this research
project, the role of academic supervisors is vital to this process (Clarke
and Hoggett, 2009). Hence data from this research project has been
discussed, and subjected to scrutiny, as an integral part of the process
of academic supervision. The leading supervisor for the project has an
academic background and professional experience within the field of
Learning Disabilities. Further support has been available from an
academic supervisor with a professional background involving mental
health issues in the context of services for people with learning
disabilities. Moreover, during the period of undertaking fieldwork for the
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project, I had been able to share some of the data with senior
members of qualified staff (i.e. mainly registered nurses or qualified
social workers who were bound by professional codes concerning
confidentiality), who were employed within the services that provided
care and support to the research participants.

Another important component of data analysis involved comparing and
contrasting the interview transcripts and experiences of the research
participants in a systematic way (i.e. through initially summarising the
data concerning each research participant on a pro forma, as
discussed earlier). Finally, it was essential to reflect on the processes
that had produced the data; and also recognize that I may possibly
have projected some of my own fantasies onto the data (Clarke, 2002).
As a consequence of ‘doing this we can recognize the fact that we are
not impartial and objective observers and are often ourselves prone to
misinterpretation and mistakes’ (Clarke, 2002:189).
It was also important for me to consider the feelings that I experienced
during the research interviews. This involved thinking about all of my
feelings, and making a distinction between those that were generated
from within me, and the feelings which originated from my relationship
with individual research participants (Hodges, 2003). Awareness of our
conscious and unconscious responses to another person is important
in clinical work (or research) that involves communicating with people
with learning disabilities (Hodges, 2003). Due to cognitive, language or
emotional difficulties (or, possibly, a combination of all three of these),
people with learning disabilities ‘are less likely to be able either to
identify or verbally express their feelings’ (Hodges, 2003: 25). As the
process of data analysis and interpretation for this project took place
over an extended period of time, it was feasible to do as Gadd (2004)
has suggested , which is to have a ‘cooling off’ interval and a return to
the data when researcher emotional involvement has decreased.
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External validity
External validity refers to ‘a measure of how far the findings relating to
a particular sample can be generalized to apply to a broader
population’ (Elliott, 2005: 204). Although the data analysis for this
research project is based on a small sample of case studies relating to
seven adult service users with learning disabilities, their individual and
common experiences will resonate with those of a much broader
population of service users. For example, the sample included:
individuals with a variety of diagnosed mental health needs; different
levels of cognitive ability and expressive language skills; additional
medical needs related to epilepsy; individuals with histories of
behaviour that has challenged their service providers; as well as a
female service user and a young service user from an ethnic minority
group.
Six of the research participants were aged between 53 years to 72
years, and each of these participants had experienced the old
institutional model of care. This was a segregated system of care that
had provided accommodation, health care including mental health
needs, social care and activities programmes within one location.
Nowadays, in a similar way to many other service users with learning
disabilities, the research participants live in staffed community homes;
and their current provision and delivery of care involves a number of
agencies which are situated in different settings.
A particular strength of qualitative research design is that it allows for
flexibility, and as generalizations/common experiences emerge in the
course of data analysis, the researcher is able to seek out strategic
comparisons by means of additional case studies (Mason, 2002;
Silverman, 2005). Hence the sample for this research project was
increased to include a younger service user, who was in his early
twenties, and had always lived at home with his family (i.e. someone
with no experience of institutional care). The experiences of this young
service user, who has a history of mental health needs and challenging
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behaviour, contrasts quite markedly with the experiences of the six
older research participants. Besides the experiences surrounding the
initial identification of his mental health needs, his case study
highlights the issues faced by families caring for young family
members with such needs. Moreover he is a member of a minority
ethnic community, and his case study indicated the potential difficulties
experienced by individuals from such communities in gaining access to
appropriate services and support.
Advantages of the Free Association Narrative Interview method

1) The Free Association Narrative Interview method is a psychosocial approach that draws on psychoanalytical theory, which
was fully congruent with the principal aim of the research project
to promote the involvement of research participants with
learning disabilities in the process of knowledge production
concerning their experiences as service users with concomitant
mental health needs. Other methodological approaches to data
production and data analysis were considered, but this method
presented an innovative and suitable means of addressing the
nature of the queries posed by this research.
2) A significant advantage of the Free Association Narrative
Interview format is the scope and control that it evidently
afforded participants to tell their stories. This contrasts with the
question-and-answer method of interviewing which, it has been
argued, has the propensity to subdue the stories of interviewees
(Mishler, 1986). In such structured types of interview, the
interviewer sets the programme and generally retains control
over the information which is produced. The narrative approach,
however, offers a programme that is open to development and
alteration, depending on the experiences of the individuals
telling the story (Hollway and Jefferson, 2000).
3) The notion of the defended subject (Hollway and Jefferson,
2000) acknowledges that anxiety will be generated within the
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intersubjective dynamics of the interview situation, which was
particularly pertinent to this project as it entailed interviewing
research participants drawn from a vulnerable and oppressed
social group.
4) Consideration of the use of unconscious defences, as well as
researcher reflexivity, provided additional ways of analysing the
material produced in the interview setting.
5) The inherent commitment to reflexivity in the research approach
is congruent with the demand within the field of Disability
Research for the subjectivities of both the researcher and the
researched to be recognized (Oliver, 1992, 2009).
6) A particular strength of this research method was that it allowed
for relevant topic areas to be employed as themes for eliciting
narratives, rather than evoking a life story without any structure
provided by the researcher as, for example, in the biographical
interpretive method (Wengraf, 2001 ; Jones, 2003).
7) Undertaking two research interviews with each of the research
participants, holistic analysis of the material concerning
individual cases, as well as cross-case analysis of data related
to all of the research participants (Hollway and Jefferson, 2000;
Clarke, 2002; Clarke and Hoggett, 2009) provided a framework
for consistency checks which enhanced the validity of the data
and research findings.

Limitations of research approach

1) The use of the Free Association Narrative Interview method is
likely to be limited within research involving people with learning
disabilities because it has been indicated that open-ended
questions, which are a key principle of this research approach,
‘may be appropriate for individuals with higher levels of
cognitive and communicative skill’ (Perry, 2004: 120). Therefore
the use of this research approach with individuals who have
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lower

levels

of

cognitive

ability,

and

lack

adequate

communication skills, would be much less likely; and potentially
not feasible.
2) Although open-ended questions, which are an important aspect
of the research approach, have the advantage of being unlikely
to evoke response bias, their disadvantages (as experienced
with some of the research participants involved in this project)
are, as follows: a decrease in responsiveness, generally more
time-consuming, and possibly eliciting responses that are more
complicated to analyse or interpret (Perry, 2004).

The journey so far

Following an exploration of the literature regarding relevant aspects of
this research project, and subsequent to undertaking the fieldwork, the
diagram following over page (Figure 5:4) was developed in order to
provide an overview of the theoretical perspectives relating to a
psycho-social framework of subjectivity in research practice. This was
intended to provide a conceptual map of the issues surrounding the
historical context of service provision, as well as the approaches to
care and support, which were factors that impacted on the lived
experiences of the research participants.
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Figure 5:4
An overview of theoretical perspectives relating to a psycho-social
framework of subjectivity in research practice and the nexus with a
continuum of involvement in the research process by people with
learning disabilities

PSYCHOLOGICAL

(Psychological defence
mechanisms - Psychoanalytical
Framework)
Bio-medical model
Psychological Approaches
Psychiatry
Educational studies
Pathology (Mental Illness)
(Intellectual Disability)
Eugenics

Resilience

Oppression

Self-concept
/Identity
(Research Methodologies)

Lack of Control/
Objectification

Continuum of involvement

Commissioning
and Control

Participation in the Research Process
Traditional
(Positivism;
Medical/Scientific)

Participatory
Approach

Emancipatory
Approach

(Quantitative Methods) -----------------------------------------------------------(Qualitative Methods)
Normalisation/
Social Role
Valorisation
Deviance/Labelling/Stigma
(Social Constructionism)
Difference/Othering
Oppression

Social Model
of Disability

Advocacy/Self Advocacy
Empowerment

Institutional Care ----------------------------------------Community Care
(Social Policy/ Service Provision)
Health and Social Care
(Dialetic: Care and Control)
SOCIAL
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Section 3: Voices from the Silence
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CHAPTER

6:

Voices from the Silence: narratives of
lives out of sight

The data produced during the course of the fieldwork for this research
project revealed a great deal about the unique biographies of seven
adults with learning disabilities who have experienced a diverse range
of mental health needs. Each of these individuals requires varying
levels of care and support to live in their local communities.

A significant issue that was initially investigated in the interview
situation related to gaining an insight into the perceptions of the
individual research participants as to when their mental health needs
were originally recognized. My principal goal, as the interviewer, was
to enable each of the research participants to tell stories, based on
actual events in their lives, which were relevant to the earliest
recognition of their individual mental health problems. Subsequent
enquiries during the research interviews related to the topic areas that
were identified in the previous chapter. These concerned: the care and
support that had been provided when the mental health needs of
individual research participants had been recognized; personal
thoughts and feelings regarding the experience of mental health
issues; the care and support that individual participants currently
required to live in their community; and the involvement of participants
in decisions relating to their care management.
As discussed in the previous chapter, the ‘Free Association Narrative
Interview Method’ is an approach developed by Hollway and Jefferson
(2000) which involves initially supporting interviewees to ‘freely
associate’.

Whilst it may not be a requisite for the production of

meaningful data, this element of free association is viewed as the most
appropriate means to facilitate the disclosure of unconscious
intersubjective dynamics within the interview setting (Gadd, 2004).
Moreover, Hollway and Jefferson’s notion of a ‘defended subject’
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requires the researcher to presume that the communication of their
individual interviewees will be underpinned by unconscious anxieties
and desires that are rooted in their unique biographies (Hollway and
Jefferson, 2000). This chapter will examine the use of this loosely
structured interview method in eliciting the personal accounts of two
(i.e. of the seven) research participants with learning disabilities
regarding their histories and experiences of mental health needs. Both
of these participants currently live in community settings, though each
of them had experienced long-stay institutional care for a large part of
their lives.

The chapter is divided into two main parts, and each of these
commences with the background details of one of the two research
participants. Background details of the individual participants (named
Ted and Jeremy) are outlined by means of a ‘Case Profile’. Further
information concerning the individual research participants is available
in the Appendices (Appendices 10 and 11). Following the individual
case profiles, material drawn from the transcripts of the relevant
research interviews will be discussed, with reference to particular
issues that emerged during the course of the interviews. In addition,
the interaction between the researcher and each participant within the
interview setting will be incorporated in the discussion. This enables
the mutual construction of data to be addressed, and facilitates the
identification of unconscious mechanisms operating in various patterns
of response (Hollway and Jefferson, 2000; Clarke, 2002). An analysis
of the substantive content of all the interviews with the research
participants enabled common themes and patterns of experience to be
identified (Clarke, 2002); and these will be covered later in Chapters 8
and 9.
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Research Interviews with Ted:

‘The outside world is a mad

house’

Figure 6:1

Case Profile: Ted

Ted is a man in his late fifties, who has a mild to moderate learning disability and
a history of mental health problems. He lives in a staffed group home which is
situated in a community setting within a busy suburban residential area. Ted
shares this accommodation with five other adults with learning disabilities. He
has lived in this setting for around twelve years, following his relocation from a
long-stay hospital where he had resided for over thirty years. Ted has been
diagnosed as experiencing schizophrenia and is reported to have suicidal
tendencies. He has a history of exhibiting challenging behaviour, particularly with
his mood relating to paranoia. It is reported that Ted has been verbally abusive
to care staff in the home. Furthermore, his case notes indicated that Ted has
been physically abusive both to his fellow residents and members of care staff;
and has demonstrated limited insight concerning the impact of his behaviour on

Initial
Meeting
others.

Initial Meeting

A senior member of the care team was present during the initial
meeting and subsequent research interviews.

This member of staff

had known Ted for around ten years and has evidently established a
good relationship with him. I first met Ted when I visited him to talk
about the research project and to enquire whether he would be willing
to participate in the research interviews.

During this preliminary

meeting Ted had given his consent to being involved in the project,
and we had spent some time becoming acquainted each other. We
had chatted informally; mainly about his current life in the staffed group
home where he lives, and his outings to local places of interest.
Various researchers have stressed the importance of ensuring that
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time is allocated to getting to know individuals with learning disabilities
prior to the process of data collection (Flynn, 1986; Atkinson, 1988;
Stalker 1998). I had explained that I was an independent researcher,
who was carrying out the research with the support of academic
supervision from a university, and I was not employed by any of the
social care or health organizations which provided the services
supporting him to live in the community.

Pre-First Research Interview

Both of the research interviews involving Ted took place in a small
sitting room, which was separate from the main lounge area used by
residents, within the staffed community home where he lives. At the
beginning of the first interview, I was greatly assisted by the senior
member of staff in making Ted feel as comfortable as possible in the
interview situation. For example, he had arranged for refreshments to
be made available, and had also brought a photograph album which
reflected Ted’s ‘life story’.

Photographs provide an effective visual

means of facilitating discussion and eliciting information (Stalker, 1998;
Swain et al, 1998; Richardson, 2000; Packard, 2008). There were a
number of photographs relating to the long-stay hospital where Ted
had formerly lived.

Whilst looking at the photographs, he recalled

working in the laundry room at the hospital and said that he used to
‘fold up sheets’.

When Ted appeared to be more at ease with the situation, I explained
that I was going to ask him some questions and confirmed that he was
willing for our conversation to be tape-recorded. Initially, my interest
was directed towards Ted’s viewpoint of when he thought his mental
health problems had first been recognized. I had been forewarned by
the senior support staff that Ted’s behaviour could sometimes be
unpredictable. Hence, I felt a degree of apprehension in regard to how
he might actually respond to my questions. There was a possibility
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that I could address areas of his past life which he might find painful,
and I was unsure of how he might react if this occurred.
First Research Interview: ‘I hear voices...’

The transcript for this first interview shows that I approached the issue
of Ted’s experience of mental health problems in a gradual, and
probably rather cautious, manner.

I commenced by speaking in

general terms about the fact that people often face some kind of
problems in their lives.

This subsequently led to me asking Ted

whether he thought that he had experienced any particular problems in
relation to his mental health. I felt a sense of relief when Ted seemed
to accept this question without any personal discomfort.

He

responded, as follows:

Ted:

Mental health...a little bit, a little bit, yeah.

Interviewer: Could you tell me what kind of problems you’ve
had?

Ted:

Ummmm...sleeping problems, sleeping...

Interviewer: Sleeping problems, right.

Ted:

Yeah...

Interviewer: Can you tell me when you first realised that you
had these problems?

Ted:

Years ago...

Interviewer: (Roughly) how many?
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Ted:

A...a few years ago.

‘Schizophrenic’ and ‘Subnormal’

As the interview continued, Ted stated that his mental health problems
had originally been recognized by his parents (i.e. ‘me dad...and me
mum’). Ted also recalled being seen by a doctor who had asked him a
‘lot of questions’ and written things in a note book.

This had all

apparently occurred when he was a youth and prior to his admission to
a long-stay hospital. When I checked with Ted if it had been just
sleeping problems which he had experienced, he acknowledged that
he had heard ‘voices’ and he also had been subject to ‘horrible
thoughts’. In response to my query as to whether he was able to tell
me more about what he had experienced, he referred to distressing
feelings and thoughts that he had concerning ‘anger’ and ‘suicide’.
Later in the interview, Ted admitted that he still continues to have
mental health problems.

Interviewer: Do you still have mental health...problems?

Ted: Mental health problems...I do have mental health
problems, yeah, I hallucinate.
Interviewer: Oh right. What, that’s mainly you hear voices?
Ted: I hear voices, yeah. I’m schizophrenic...schizophrenic.

Interviewer: Right...
Ted: I’m subnormal...I’m subnormal in myself.

Interviewer: Right. And you see, um, a doctor that helps you,
do you?
134

Ted: Yes, I see Doctor (name of psychiatrist)

Interviewer: Right...

Ted: At his clinic, in (name of local health service setting)

During the course of this first research interview, I became increasingly
aware that Ted’s responses often tended to be phrases and short
sentences; or sometimes a single word. He did not speak in extended,
unbroken stretches of narrative.

Nevertheless I felt that I was

gathering information which would contribute to gaining valuable
insights into his life. Moreover, Ted seemed to accept me in my role
as ‘interviewer’ and he continued to be responsive throughout the
interview. He appeared to appreciate the interest that I had expressed
in

gaining knowledge

about his personal viewpoint

and his

experiences. Although there was a third person present (i.e. the senior
member of care staff), as the interview progressed, their presence did
not seem to intrude on the interaction that developed between Ted and
myself.

At the end of the interview, Ted verbally indicated his

willingness for me to meet with him again in order to carry out a
second research interview.

My overall intention had been to create an informal environment in
which Ted would generally feel comfortable, as well as valued, in terms
of his role as a research participant. Despite the lack of verbal fluency
in Ted’s responses, this had not turned out to be a major obstacle in
terms of eliciting stories from him.

From the information that he

provided, it was possible to gain an account of his experiences relating
to the care and support which he received while in the long-stay
hospital. For example, he recalled receiving medication throughout the
years that he spent in hospital, both in tablet form and by injection. He
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spoke about being visited regularly by medical staff that came to the
Male Ward where he lived. Ted referred to the fact that his Ward was
‘for high grades’, whereas another Male Ward was ‘for low grades’. He
also remembered attending the Occupational Therapy Department and
being involved in activities such as cutting and trimming paper, as well
as wine making.

Additionally, Ted said that he had gone ‘out to

pantomimes at Christmas’. When reviewing the text of what Ted had
told me, I realized that he had actually provided me with a potent
sense of his life within that particular institutional setting.

Diagnostic labels and identity

The terminology which Ted had used to describe himself afforded an
insight into his perceptions concerning personal identity.

He had

indicated that he was a resident on a ward ‘for high grades’ during his
years in the long-stay hospital. When I checked what was meant by
the term ‘high grade’, Ted confirmed that it was a description of the
residents in the hospital who were able to do a great deal for
themselves without assistance. In fact, ‘high grade’ residents were
frequently engaged in tasks that assisted the ‘low grade’ residents,
who were intellectually less able and also often subject to additional
physical or sensory impairments (Potts and Fido, 1991). Furthermore,
Ted had stated that he is ‘subnormal’. This is a term that, historically,
has meant ‘less than normal’, ‘below normal’ (Sinason, 1992:46). It is
now an outdated term that reflects the terminology regarding legislative
and clinical categorization which existed when Ted was a boy and a
young man.

Yet decades later, this is evidently a label that he

continues to apply when representing himself.
Ted had also referred to the fact that he is ‘schizophrenic’. Following
the years of his lived experience as a service user, he was aware that
this is another diagnostic label which had been assigned to him by
specialist medically qualified practitioners. A medical diagnosis of this
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psychotic disorder would normally be based upon an assessment for
symptoms of schizophrenia, which are identified by standardized
criteria (Royal College of Psychiatrists, 2001: Deb, Matthews, Holt and
Bouras, 2001). Reflecting on the application of these labels within
services for people with learning disabilities, I considered the extent to
which they may impact on the identities and everyday lives of
individual service users. I recognized that my conceptual frames of
reference were likely to be challenged as I further encountered the
realities experienced by the participants in this research.

Second research interview

The second research interview with Ted occurred just over two weeks
after the first one. Prior to this interview, I was informed by the senior
member of the care team, who had been present at the first research
interview, that Ted had been agitated earlier in the day. However, Ted
had agreed that the interview, which I had arranged with him, could
take place as planned. When I met with Ted, he seemed to be rather
subdued compared to our previous meeting. Still he responded when I
greeted him and, when I checked with him, he confirmed that he was
willing for me to interview him and also for our conversation to be taperecorded.

The transcript for this interview shows that I commenced by confirming
some of the details that Ted had provided during the first interview.
These details concerned the long-stay hospital where he had been a
resident for a major part of his earlier life, and the geographical area
from which he had originated. At this point, a member of staff had
kindly brought in cups of tea for Ted and me. Shortly afterwards, Ted
suddenly started to verbally express anger which was directed towards
various aspects of his present life; including the care staff who support
him, and the other service users who are his fellow residents in the
community home. It was fortunate that the senior member of staff,
137

who had developed a good relationship with Ted, was present during
the interview. Ted appeared upset and angry and, for some minutes, it
was uncertain whether this outpouring of emotions would increase or
decrease in intensity. In an endeavour to defuse the tension, I asked
Ted if he could tell me about the activities that he liked doing. He
responded by indicating that there was not very much nowadays which
interested him. Ted seemed depressed, so I asked him if he felt worse
(that is, less happy) some days more than other days.

He was

evidently feeling particularly bleak as he replied that he was ‘worse
every day’.

The next few minutes of the interview continued in this pessimistic
vein, but Ted appeared to be reassured by the fact that I was actively
listening to what he was saying.

He carried on speaking in a

despondent manner and, at one point, said
‘It’s sadness…I’m sad…and they can’t see it, my eyes are filled
with tears at the moment.’

I was not completely sure to whom Ted was referring when he said
‘they’ in this comment. Though, in the context of other statements
which he made, he seems to have been generally reproaching the
main people in his daily life, that is, the care staff and his fellow service
users.

In view of his expressed feelings relating to his present

experience of living in a community home, I asked Ted whether his life
still is better now than when he lived in a long-stay hospital. I was
somewhat surprised when Ted indicated that he thought his life in an
institutional setting had been better.
Even though Ted stated that he still felt ‘bitter inside’ about some
aspects of institutional life, which could be understood as related to his
experience of the power relationships between staff and residents
(arising from his view that some staff had ‘their reasons for being
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cruel’) , he had evidently regretted the closure of the long-stay hospital.
I asked Ted whether this was because he had become used to living
there (i.e. in an institution). He responded by indicating the institutional
setting had been a ‘home’ for the residents, and stated:
‘That’s the way it should be…nowhere else…The outside world
is too much for people like me.’
Interviewer: ‘Really, Ted?’

Ted:

‘It’s too much pressure…too much…The outside
world

is

a

madhouse…the

outside

world

(indistinct)…We ask a question...they just ignore
you...just walk by…without saying a word…The
outside world is like this...No use feeling alive
sometimes…You just want to be dead.’

I can recall the intensity of feelings that Ted communicated whilst
expressing this negative viewpoint concerning his present life in the
community. The distress which he evidently experienced made me
feel uncomfortable. In fact, I had felt very concerned about him and
wished to support him. Reflecting on the interaction between Ted and
myself at this particular point in the interview, I found it useful to draw
on

the

psychoanalytic

concepts

of

‘transference’

and

‘countertransference’.

Transference and countertransference
Within the clinical context, the term ‘transference’ mainly refers to the
unconscious, historical representations that the patient relocates to the
analyst (Hunt, 1989). It is the process involving the transference of
feelings, which are generally connected in some way to persons or
situations from the past, and that have never been fully addressed
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(Frosh, 2002; Hodges, 2003). Transference reactions that arise within
fieldwork and clinical situations are similar in nature. The close bonds
which come about in the relationships between the researcher and
their key informants are especially influential in terms of the operation
of transference (Hunt, 1989). Hence it seemed that Ted had strongly
communicated,

through

transference,

his

sense

of

desolation

originating from his negative perception of his move from institutional
to community living. His painful feelings had been transferred to me in
the interview situation. I was conscious of the feelings that Ted had
generated in me. As a consequence of my insights into Ted’s history
and the rapport which seemed to have been evolving in the course of
our meetings, I had apparently been enabled to experience some of
the distress that Ted was feeling.

Once

again,

drawing

‘countertransference’

is

on

psychoanalytic

employed

to

concepts,

describe

this

the

term

process.

Countertransference refers to our conscious and unconscious
reactions to another individual. It is, to some degree, something that
we rely on during our everyday lives.

Our capacity to use

countertransference can assist us in comprehending other people’s
feelings, as well as their internal conflicts, by taking notice of and
considering the part they play in influencing how we feel (Hodges,
2003; Frosh, 2002; Young 2001). When undertaking clinical work with
individuals

who

have

learning

disabilities,

countertransference responses is a requisite technique.

employing
Individuals

are not merely disadvantaged verbally due to their cognitive
impairment, there is also a likelihood that they will be disadvantaged by
the absence of encouragement to voice their feelings (Hodges, 2003).

Power dynamics within the research interview

Power is also a dimension of the interaction within the interview
situation (Wengraf, 2001). It continued to be an issue that I kept in
140

mind throughout the stages of carrying out this research project. From
my own perspective, I greatly valued the contributions made by the
individual service users who played such a crucial role in the research.
Historically, people with learning disabilities have experienced societal
devaluation. Due to such devaluation, they have also experienced loss
of control in relation to their lives.

They become subject to other

people who attain power over them, and frequently make decisions on
their behalf (Wolfensberger, 1998).

Once an individual has been

identified as having a learning disability or a mental disorder, he or she
becomes the object of professional scrutiny. Professionally qualified
practitioners such as, for example, psychiatrists, psychologists, nurses,
social workers and educationalists are ‘experts’ who will determine an
individual’s needs as well as the way in which these should be fulfilled
(Barnes, Mercer and Shakespeare, 1999).

In the course of his past and present life, Ted has experienced, and
continues to be the recipient of, the attention and support of various
health and social care professionals who wield power. For the majority
of people with learning disabilities who require support, and live in
residential services, the choices and opportunities available to them in
their daily lives are contingent on the benevolence of staff (Dowson,
1997). Reflecting on the power dynamics in my interview with Ted
caused me to consider the intrinsic power imbalance that he has faced
in his relationships with professionals and care providers. Although
Ted seemed well disposed to me in my role as interviewer, the feelings
that he had evoked in me indicated that he may have perceived me as
an authority figure to whom he had transmitted some of his personal
and innermost anguish.

Recognition and containment
Hollway and Jefferson indicate that the conceptualisation of ‘aspects of
unconscious intersubjectivity in the concepts of recognition and
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containment’ provide a useful means of ‘understanding what it is in the
research (or other) relationship which helps trust to develop’ (Hollway
and Jefferson, 2000: 49). Recognition between individuals is
essentially mutual and commences ‘with the other’s confirming
response, which tells us that we have created meaning, had an impact,
revealed an intention’ (Benjamin, 1995:33). In the event of strong
emotions arising in an interview situation, such as I had experienced
with Ted, the interviewer needs to communicate to the interviewee that
he or she, and their expressed emotions are accepted; and also that
they should not avoid feeling these emotions due to the fear of
upsetting the interviewer (Wengraf, 2001). Referring to their own
research, Hollway and Jefferson discuss the way in which a verbal
response by a researcher had resonated with the depth of emotional
material expressed

by a

research

participant,

and

this had

subsequently led to further disclosures of the material that was hidden
from view (Hollway and Jefferson, 2000).

My own experience of interviewing Ted reflected this to some degree.
Ted had gone on to reveal deeply personal material (which will be
discussed later in this chapter) concerning the reason for his exclusion
from the day centre that he previously attended. This occurred after I
had managed to contain the painful feelings that he expressed in
regard to his experience of community living. An examination of the
transcript for my second research interview with Ted showed that I had
endeavoured to acknowledge the pain which he had communicated to
me. Ideally, in this kind of situation, it has been suggested that the
interviewer should say as little as possible (Wengraf, 2001). In fact, my
response had been fairly minimal: ‘Really...That is how you feel (i.e.
sad)?’

The connection between countertransference and transference has
been defined as one of projective identification.

Within the clinical

context, the therapeutic relationship is based on this concept of
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projective identification (Young, 2001).

It is a psychological

mechanism that was initially identified by Melanie Klein (1946 cited in
Clarke, 2002). Klein regarded projective identification as being one of
the first defence mechanisms, that is processes to defend the self,
which develop during infancy. This mechanism has implications for the
manner in which we think and feel concerning other people, and also
most significantly, the way that we make other people feel (Clarke,
2002; Hodges, 2003). An essential feature of the conceptualization of
projective identification is the notion that it is not simply feelings or
emotions that are projected, but ‘parts of the self’, which are implanted
in the other person both for security and as an aggressive act (Frosh,
2002: 36). Hence it involves ejecting the disagreeable parts of the self,
into some other person, compelling them ‘to feel the way we do, or feel
how we feel about them’ (Clarke, 2002: 180).
Klein’s conception of projective identification was developed by Bion
(1962) in his work relating to containment, in which he introduced the
notions of ‘container’ and ‘contained’.

Bion concentrated on the

capacity of a mother to cope with her infant’s projections.

He

advanced the view that the mother acts as a ‘container’ for the infant’s
upsetting or uncomfortable feelings which, if they are unbearable, the
infant projects into the mother or any person who is available (Hodges,
2003). Thus these feelings are ‘contained’. In ideal circumstances,
the recipient (that is, the mother) can clarify the feelings and convey
them back to the projector (that is, the infant) as something which is
more manageable (Clarke, 2002; Sinason, 1992).
Perceived as ‘wickedness’

During the second research interview, Ted had expressed strong
emotions at times; and the tone of his voice communicated his misery
when he stated that ‘...The outside world is too much for people like
me’. Ted had subsequently gone on to voice his apparent anger at
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‘...these people (who) think you’re wickedness...’

He had been

breathing heavily at this point in the interview, which I subsequently
discovered was audible on the audio-tape recording of our verbal
interaction. This latter reference to ‘wickedness was puzzling, and I
recall wondering if it reflected Ted’s bleak view of life in the community
following his transfer from an institutional setting. However, following
information that Ted disclosed later in the interview, it seemed that a
particular cause for some of his underlying distress and anger was
linked to his exclusion from a Day Centre which he had formerly
attended. This exclusion occurred as a consequence of an incident
involving another service user.

The fact that the majority of communication is non-verbal (Wengraf,
2001) was brought home to me consistently during my experience of
interviewing Ted and each of the other research participants. On my
part, it was very important that I demonstrated non-verbal expression
of active listening. This was shown, in part, by maintaining an attentive
listening stance, a level of eye contact, and non-verbal sounds such as
‘hmm’ to indicate that I was listening to the research participants
(Wengraf, 2001).

Memories of institutional care

Ted had recalled his experience of living in a long-stay hospital for
several years.

He referred to ‘good memories’ such as a carnival

which was held each year at the hospital. The more able residents at
the hospital were given ‘a bit of pocket money’ when they attended the
carnival where Ted said you could ‘buy anything you wanna buy’,
which included ‘a pouch of tobacco...and just keep it on you’. Ted also
recounted negative aspects of his experience whilst in institutional
care. For instance, Ted had alluded to his bitterness concerning the
power relationships that had existed between the staff and residents at
the long-stay hospital. Later in the second interview, he recalled that
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the staff were ‘not too bad... but they have their reasons for being
nasty’. Ted recollected that staff had, at times, employed somewhat
heavy handed methods to physically restrain residents who manifested
behavioural challenges.

From what he said, Ted indicated that he had personal experience of
such physical interventions.

He acknowledged that he had

occasionally gone ‘off the wrong side of the handle’ and ‘let off steam’.
I had checked whether Ted felt comfortable telling me about his
experience of living in the long-stay hospital, and he confirmed that he
did not ‘mind talking about (name of hospital).’ At this juncture in the
interview, Ted seemed much less tense and readily responded to my
enquiries.

Life in the community

The interview continued with me endeavouring to gain some insight
into Ted’s experience of living in the community. As he had earlier
indicated, Ted expressed unhappiness regarding the staffed home
where he lives. He stated ‘I can’t bear this place ... It gets me down
sometimes ...The way people look at yer.’ When I enquired where he
would rather live, he had responded that he would like to live in a
smaller place with ‘no carers...just meself’.

But when I checked

whether he felt that he would be able to manage on his own, Ted
conceded that he would require ‘someone to come and cook me food’.
Subsequently, the interview took an interesting turn when I sought to
gain further insight into the level of care and support that Ted required
to live in the community, with specific reference to the way in which he
occupied the time in his daily life.
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Incident at the Day Centre
Ted’s key worker had previously informed me that Ted no longer went
to the Day Centre, which he had attended for some years following his
discharge from the long-stay hospital. Alternative arrangements had
been made for him to attend a project that was operated by the local
Social Services Department, and provided work opportunities for
people with learning disabilities. However, Ted’s attendance at this
project had been erratic and, at the time of the research interviews, he
had not attended for several months. Hence, when I had asked him
about his current work situation, Ted had responded:
‘I don’t work ... no ... that’s a ... see ... (indistinct) ... I should
work really ... somewhere to go ... But I done some things in
me past ...some things wrong in the past... to other people
...Things that ’re un-hygienic ... things that ’re wrong ...serious
...’
Interviewer: ‘Really...? What you’ve done...?’

Ted:

‘(Indistinct) ... Police ...hear about it at (name of
Day Centre) ... They arrested me ... Has to do with
a man ... in a ...in a toilet ... (interviewer: Really?)
Yeah, not much going on ... I was doing something
I shouldn’t be doing ... (Interviewer: Right) The
police came and arrested me ...’

Interviewer: ‘And ... they arrested you, did they?’

Ted:

‘Yeah ... Abusing ... (indistinct) abusing ... proper
way ... thing I was doing...’

Interviewer: ‘You were with someone else, were you?’
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Ted:

‘Someone else ... (indistinct) ... sexuality ...
sexuality ... (interviewer: Oh, right) ... Sexuality ...
something was going on with a man and me.’

In retrospect, I recall endeavouring to make sense of what Ted had
told me.

Although I was able to maintain my composure, Ted’s

revelation had come as a surprise. The issue of sexuality had not
been something that was uppermost in my thoughts when embarking
on this research.

The opportunity for sexual expression and the

development of close personal relationships are aspects of human
experience that, until recent decades, were denied to people with
learning disabilities (Oakes, 2007). Though research has revealed that
many contemporary services did not introduce the issues of sex,
sexuality, and relationships, into their work with service users unless
service users actively raised these issues themselves (Abbott and
Howarth, 2005).

Ted had referred to the fact that he had been

arrested by the police. This indicated that the staff at the Day Centre
had viewed the incident in a very serious light, and considered that an
offence may have been committed. From what Ted had said, he was
evidently aware that he had behaved inappropriately with a fellow male
service user, whom he had described as a ‘friend’. Following my
second research interview, the senior member of staff who had been
present at the interviews with Ted confirmed that the incident had
taken place, as Ted had told me. The matter had been investigated by
the police but no formal charge had been made against Ted.

Reflective Summary

The two research interviews with Ted provided my first practical
experience of using the Free Association Narrative Interview Method
(Hollway and Jefferson, 2000; 2008). Although there were topic areas
that I wished to address, my intention had been to create a space in
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which each of the research participants would be encouraged and
enabled to tell their own stories. A key to evoking narratives is for the
researcher to keep their intervention to a minimum (Hollway and
Jefferson. 2000; Clarke, 2002; Boydell, 2009).

During my first

research interview with Ted, however, my intervention had frequently
been necessary in order to glean information by direct rather than
open-ended questioning. Moreover, photographs relating to the longstay hospital where Ted had lived for decades of his earlier life were
used to facilitate discussion during the initial stage of the interview.
When addressing the issue of the recognition of his mental health
problems, Ted had demonstrated an awareness of the diagnostic
labels which had been applied to him regarding both his intellectual
disability and mental health needs. In regard to medical treatment for
his mental health needs, Ted had recalled being given medication, in
tablet form and by injection, throughout the years that he spent in the
long-stay hospital. He continues to receive prescribed psychotropic
medication, on a daily basis, at the present time.

The second research interview with Ted contrasted sharply with the
first interview, especially in regard to the emotional engagement that it
generated. From my perspective as the interviewer, the interview had
taken unexpected turns.

For example, my personal (unspoken)

assumption that living in the community would be a preferred option
when compared to the experience of being segregated within an
institutional setting, had been called into question by Ted’s viewpoint
concerning his experience of community living. In fact, his viewpoint
reflects evidence from previous studies which found that life in the
community for people with learning disabilities is sometimes bleak and
short of fulfilment (Atkinson and Ward, 1987; Wilkinson, 1989; Myers,
Ager, Kerr and Myles, 1998). Ted had asserted that the long-stay
hospital had been a ‘home’ for its residents, and indicated that he felt
marginalized in the ‘outside world’ of the community which tended to
‘ignore’ people like him. He had also revealed a painful memory about
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an incident involving his sexual behaviour which had impacted on his
attendance at a Day Centre. In reviewing the dynamics of my research
encounter with Ted, I found it useful to draw on the psychoanalytic
concepts of transference, countertransference, projective identification
and containment. These concepts offered a theoretical means of
comprehending the feelings that I had experienced within the interview
setting, in response to what had been consciously and unconsciously
communicated to me.

Overall, my two research interviews with Ted had produced data
concerning the experiences of a service user whose personal journey
through the care system had occurred during a period which
encompassed long-term institutionalisation in segregated settings, as
well as the implementation of the policy of community care. Both
interviews were necessarily cases of learning from experience for me.
From this initial experience of employing the technique of free
association, I appreciated that it would provide research participants
with the opportunity to talk about what they ‘feel like talking about’
(Clarke, 2002:178). Nevertheless, it needed discipline and familiarity
with the approach to transform from being ‘a highly visible asker of
questions, to the almost invisible, facilitating catalyst to their stories’
(Hollway and Jefferson, 2000:36). As far as it was possible, I had
endeavoured to keep my interventions to a minimum. However, as a
consequence of my interviews with Ted, I realised that it was probable
that a high degree of flexibility would be required in terms of enabling
other

research

participants

to

tell

their

stories;

as

verbal

communication skill levels were likely to vary. In addition, I had noted
that Ted experienced some difficulty with the concept of time or dates,
which is an issue that has been highlighted in other research (Booth,
1996). A small illustration of this was the year of his birth which,
according to the information provided by Ted, was more than two
decades after his actual date of birth. Generally, the experience of this
form of narrative interviewing with Ted had shown its potential to
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maintain a power symmetry in the research relationship which gave
preference to him, in his role as research participant (Wengraf, 2001:
Mishler, 1986).
Research interviews with Jeremy: ‘There was a party going on…a
sort of Spastics Party…’
Figure 6: 2

Case profile: Jeremy

Jeremy is a man in his early seventies, who has a mild learning disability
and a history of mental health needs relating to depression. He spent the
main part of his childhood at a residential school and then, after living with
his parents for several years, he was admitted to a long-stay hospital where
he remained for over two decades. As a consequence of deinstitutionalisation and the move towards community care, Jeremy was
resettled to his present staffed community home around sixteen years ago.
The home, which is situated within a densely populated suburban area, is
divided

into

separate

residential

units;

and

Jeremy

shares

his

accommodation with three other service users. Jeremy attends a local
authority day centre on two days each week. He has experienced episodes
of depression since living in the community and continues to be treated with
antidepressant medication.

When I first met Jeremy, my field notes record that his appearance had
given me the initial impression of ‘an individual who could possibly be a
retired civil servant or teacher.

He was neatly dressed, was very

polite, wore spectacles, and spoke in a somewhat refined manner.’

First Research Interview

The first research interview with Jeremy took place in his large bedsitting room, at the community home where he lives, nearly two weeks
after my preliminary meeting with him. A support worker, who is a
member of the care team at the home and knows Jeremy well, was
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present during the interview. As a preamble to the interview, time was
spent in explaining the arrangements for audio-recording our
conversation and confirming Jeremy’s agreement to this. On checking
the transcript of this first interview with Jeremy, I could see that he had
been responsive to my questions and provided a great deal of
information concerning his lived experiences.

He demonstrated

sufficient language skills to often communicate his responses in the
structure of sentences. Moreover, as the interview progressed, there
were occasions when he went beyond two or three sentences and
spoke in slightly longer, stretches of narrative.
Jeremy’s early life
Initially, I was interested in gaining Jeremy’s viewpoint relating to when
he thought his particular mental health needs had originally been
identified. Jeremy was the fifth service user to be interviewed for this
project and, in view of my prior experience of interviewing other
research participants, I had employed the concept of the life cycle as a
frame of reference. This provided a concrete means of enabling the
individual research participants to link their recollections of specific
experiences with the stage of their lives during which they had
occurred (Grant, Goward, Richardson and Ramcharan, 2005). Hence,
I had sought to elicit information about Jeremy’s early life by enquiring
whether he could tell me about the kind of school that he had attended
when a young boy. He recalled going to a residential school which
was part of an organization that provided ‘cripple schools’. The term
‘cripple’ refers to a person with a physical impairment (especially in the
foot or leg) that affects their ability to walk normally (Allen, 1990:
275/663).

Homes and schools for crippled children originated during the
nineteenth century. These institutions generally aimed to develop the
capacities of their pupils through an intensive programme of education,
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vocational training, leisure activities, and medical care (Borsay, 2005).
Bearing in mind Jeremy’s age, his attendance at this school is likely to
have commenced during the early 1940’s. Hence it is probable that
Jeremy’s admission to the school took place while the Second World
War was in progress. He recalled that he had gone ‘to school at short
notice’, and the school was located in a county (which he named) that
was in a different part of the country from where his family had lived.
Moreover, Jeremy had remembered experiencing difficulties at school
and, at one point, stated:
“I was rude to the teacher only because…er…the work
was…They gave me lots of hard sums to (do)…which was a
mistake because I couldn’t do them…”

Intellectually/Learning Disabled Identity

A little later in the interview, when I asked Jeremy to tell me about what
he understood by the term ‘learning disability’, his response had
seemed to be somewhat incongruous as he had replied by telling me
about ‘having a record of the Messiah’. Nonetheless, as I subsequently
became more familiar with Jeremy, I realised that he had developed a
great interest in classical music (which evidently originated from his
parents’ cultural pursuits). Based on what Jeremy told me, the school
which he had attended was a residential establishment for children
with special needs.

However, although he acknowledged that the

reason for his attendance at the school had related to a disability,
Jeremy’s response suggested that this disability was of a ‘physical’
nature rather than anything else. At one point, he had made reference
to wearing ‘surgical boots’.
Jeremy’s response to my enquiry concerning his awareness of the
term ‘learning disability’ is possibly not as unusual as it may have
appeared. For example, research undertaken by Craig, Craig, Withers,
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Hatton and Limb (2002) found that research participants commonly
responded to questions alluding to their intellectual/learning disabled
identity by changing the subject or completely ignoring the question,
and instead tended to make an innocuous statement (often about
something practical or physical). Moreover, a literature review of
research relating to the subjective experience of people categorized as
having learning disabilities highlighted the consistent finding that many
individuals appear not to be aware of their ascribed identity (Beart,
Hardy and Buchan, 2005). An explanation for this apparent lack of
awareness has been advanced by Sinason (1992) who, drawing on
her psychoanalytic therapeutic experience, hypothesized that denial is
employed by people with learning disabilities to cope with the pain of
their social identity.

Living at home with parents

Jeremy told me that he remained at this school until he was about
sixteen years old.

He then went to a Training College, where he

apparently had a job as a trainee gardener. This job lasted until he
was seventeen years old, when Jeremy said he left because ‘…I didn’t
like it, so I didn’t do it no more. I couldn’t bear it’. After he left his
employment at the Training College, Jeremy returned home to live with
his parents. He told me that his father, who had been an Anglican
clergyman, had moved to a new post around this time. The fact that
his father was a clergyman is something that was initially brought to my
attention when I had been shown photographs relating to members of
Jeremy’s family, during a brief pause in the interview. Jeremy had
therefore gone to live with his parents in their new home and, after all
the decades since that happened, he still clearly remembers the
locality and actual address of the house where they lived. He evidently
continued to live at home with his parents until he was an adult in his
early thirties.
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Jeremy spontaneously imparted some recollections of his father which
had struck me as being vivid and quite detailed.

For instance, he

recalled that his father was a university graduate who had attended an
Oxbridge College and ‘used to row’ for that college.

He provided

details, concerning his father such as, for example, the fact that he
wore:
…About size forty two pyjamas, size eight shoes. Yeah...he
couldn’t stand glasses, he couldn’t see…er…Ninety, I might be
wrong,

but

as

far

as

I

can

(remember)…nineteen

twenty…twenty five or nineteen twenty seven when he got his
‘blue’, when…..when he…my dad…won the ‘blue’ for rowing.
According to Jeremy’s memory of events, his father had died when
Jeremy was aged thirty three years. He recalled that his father died of
a ‘heart complaint’.

Although Jeremy’s father had needed to rest

whenever possible, he had apparently carried on with his work as a
clergyman. Jeremy recounted this to me as follows:
They weren’t too kind to him. They wanted him to just carry on
as usual, but he had to rest. (Interviewer: “Yes, of course”.)
He took some tablets to calm himself down a bit, but that’s all I
know. I don’t know how bad he was...but they wanted to cut
him open.

Admission to long-term institutional care

Although Jeremy was unclear about the exact time interval between
the two events, he subsequently recollected that not too long after the
death of his father, he had been admitted to a long-stay hospital for
people with learning disabilities. Thus, during the latter years of the
1960’s, he was transferred to an institutional setting after living at
home with his parents for several years. Jeremy seemed to have a
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clear recollection regarding his admission to the long-stay hospital. He
recalled that he had been taken to the hospital, in a car, by a member
of the medical staff who was employed there. A particular detail that he
recalled, at different times during the interview, was how cold it had
been at the hospital. On examining the transcript of the interview,
there are points where Jeremy refers to levels of coldness, as a salient
aspect of his narrative. He did this when recalling both the death of his
father and his experience of being in an institutional setting.
For example, he stated that it ‘was very cold…when my dad died’.
Jeremy also made reference to the fact that it had been ‘very cold’ or
‘extremely cold’, at the hospital, on a number of occasions in the
interview. He did not display any obvious emotion when recounting
these memories of his father’s death or his subsequent admission to
institutional care.

However, he spoke quickly at times and,

consequently, some of his words were not always clear. Jeremy had a
vivid memory of a party that had taken place shortly after his admission
to the long-stay hospital. Making reference to this recollection, he
stated:
There was a party going on in the church…in the church…
(indistinct)…and…er…there was a party going on…a sort of
Spastics Party….

From my own perspective, I can recall that I had felt a deep sense of
sadness whilst listening to Jeremy’s account of his father’s death and
his subsequent admission to long-term institutional care.

Jeremy’s

references to coldness, when talking about these events in his life,
seemed to symbolize the inexpressible pain that was potentially
associated with these memories. Still I was aware that there were also
material grounds for the coldness linked to Jeremy’s recollections,
especially those relating to the hospital. This resulted from the fact
that, during the early years of my professional working life, I had
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actually visited the long-stay hospital where Jeremy had lived on a
number of occasions.

Although the hospital is no longer in existence, as it was demolished
some years ago, I am able to recall my impressions of that particular
establishment. It was a monolithic structure which had been built in
the Victorian era. The wards were located on each side of a very long
corridor. At the time when Jeremy was admitted to the hospital each of
the wards would generally have provided accommodation for between
thirty to fifty residents. These wards had high ceilings, large day rooms
and communal dining areas, as well as dormitories.

In terms of

warmth, it would have been difficult to continually maintain adequate
levels of heating within all areas of such an institutional environment.
Thus, as Jeremy recounted, the hospital would have been a somewhat
chilly place at times, especially during the winter months.

As the interview progressed, I had felt that I was developing a rapport
with Jeremy. The support worker, who was well known to Jeremy, was
present throughout the interview. However, her presence did not seem
to intrude on the interaction which evolved between Jeremy and
myself. He was in familiar surroundings and appeared to be at ease.
When we reached the stage at which Jeremy had commenced talking
about his admission to long-term institutional care, I initially attempted
to explore this further by asking him to tell me what his feelings were
about having been in the hospital.

I felt a mixture of interest and

surprise when Jeremy responded by telling me: ‘Well, it was quite nice,
I rather liked it.’
Jeremy’s response was evidently a genuine reflection of what he felt
about the many years that he had spent in the long-stay hospital. Thus,
in an endeavour to gain a better understanding of his perception of
institutional care, I asked Jeremy to tell me about what he had liked
about being in the hospital. His initial responses indicated that he had
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liked ‘the food’ and he had also enjoyed going on coach outings during
his time in the hospital.

When referring to coach outings, Jeremy

related a story about an outing to the seaside. He recalled that, while
on this particular outing, he had been ‘violently sick’ on the coach. It
did not seem to be a pleasant memory, but it is something that he can
vividly call to mind years after it happened.

Occupational activities

The transcript of the interview shows that Jeremy was able to recall
other details of his life while in the long-stay hospital. Even though his
responses often tended to be no more than one or two sentences, and
occasionally were just short phrases, a narrative gradually emerged
about his experience of institutional care.

For example, he had a

positive memory of occupational activities that he carried out in a
workshop. He recounted this as follows:
We (did) egg boxes…egg boxes….and put in …er…cotton
wool, little bundles of cotton we did and…er…er…egg boxes…

With reference to another activity, he recollected that:
We did….er….little bundles of First Aid stuff (Interviewer:
Right)….Like clippers and cotton wool, and all that.

Jeremy also recalled the name of the member of staff who had been in
charge of the workshop and provided the following description:
He had an artificial leg. I don’t know how... how he got that
artificial leg. He used to smoke...
Additionally, he had memories of having ‘various men friends’.
Jeremy’s memory of apparently having only male friends reminded me
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that, within the institutional setting of the hospital, the sexes would
have been separated. The long-stay hospital where Jeremy had lived
was divided into female and male sections. This separation of sexes
had historically applied to both staff and ‘patients’. A major objective of
the original ‘mental deficiency’ colonies had been the elimination of
sexual reproduction. The history of hospitals for people with learning
disabilities indicates that there was a gradual lessening of this rigid
segregation, with the eventual integration of staff and some intermixing of patients (Alaszewski, 1986).

When a point was reached where I had moved on by asking Jeremy to
tell me about whether he had felt happy with his way of life in the
hospital, he was silent for a number of seconds, though it felt longer at
the time.

Then, when he spoke, he did not seem to address my

question. Instead, he told me that he ‘used to do a lot of…walking.’ In
retrospect, I recall wondering how this response related to what I had
actually asked him. Jeremy then went on, a short while later, to state:
‘…I used to just walk, I didn’t have a walk…walking aid. It’s only
recently (that) I’ve had a walking aid.’

Reflecting on this, I appreciate that there was possibly a greater
connection between my question and Jeremy’s response than I had
initially perceived. My question had aimed to gain further insight into
his feelings about the life he had led in the hospital.

Jeremy’s

response indicated that his recollection of the years in this institutional
setting apparently reflected a positive chapter in his life. At that time,
he had been younger and physically more able to do a lot of walking.
This sharply contrasts with the present, in which he is many years
older and has experienced a significant reduction in his personal
mobility, and had also recently found it necessary to start using a
‘walking aid’.
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Subsequent to this, I felt that a crucial stage in the interview had been
reached. This occurred when I asked Jeremy to tell me about whether,
if at any time, he felt that he had faced any sorts of worries, concerns,
or mental health problems. In response, he appeared to digress and
proceeded to tell me about some work that he used to carry out on an
estate which was situated near to the long-stay hospital.

Jeremy

informed me that he had been involved in assisting ‘to pluck the
chickens and cut the firewood’. Although I had listened intently to what
Jeremy told me, I recall having felt a sense of increasing bafflement
because the information being provided seemed to be far removed
from what I had been seeking. From a retrospective standpoint, as
previously noted by Clarke (2002), it is easier to acknowledge that I
had preconceived ideas, both at a conscious and an unconscious
level, about the way the research interview was likely to proceed, as
well as some idea of the questions which were important (i.e. to me, in
my role as interviewer; and in terms of the research).

Therefore I had attempted to move on by asking Jeremy a question
that I considered was specifically applicable to the objectives of my
research project. However Jeremy had evidently continued with a
narrative relating to his activities whilst in the long-stay hospital.
Talking about the time that he spent within the institutional setting had
provided a portal to his recollections of the lived experiences of those
years.

It is not likely that many opportunities arise nowadays for

Jeremy to tell the stories associated with such experiences.

Even

though he had not responded directly to what I had asked, I think that I
had continued to gain his confidence; while also developing a situation
in which he had felt able to give voice to what was relevant for him.

Identification of mental health needs

I had then once again endeavoured to ask Jeremy a question that
would enable me to gain an insight into when his mental health needs
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were originally identified. I improvised by providing him with a more
concrete reference point. Thus I asked him whether he had needed to
be seen by a doctor at all, about any problems that he may have
experienced, when he lived in the hospital. Jeremy had recalled being
seen by various doctors, and he was able to name four of them. One
of the names that he mentioned was that of a Consultant Psychiatrist
whom I knew had been a senior member of medical staff at the
hospital for several years.

However, Jeremy gave me no indication that he had been referred to,
or seen by, a doctor as a result of presenting symptoms relating to
specific mental health needs. All the same, a short while later in the
interview, he recalled that he had been prescribed ‘a tranquilliser’. On
checking with Jeremy whether he knew why he had been prescribed
this medication, he replied ‘Ooh…er...to make me sleep’.

He also

admitted that he ‘didn’t ask a lot of questions’ about the medication that
had been prescribed for him while in hospital. Not long after this part of
the interview, it was something of a surprise when Jeremy revealed
that he had been required to stay on the ‘Punishment Ward’ at the
hospital. He confirmed that this ward had been a locked ward when I
checked this fact with him.

From my perspective, it was difficult to envisage the elderly gentleman
seated in front of me as being someone who, for a period in their
former life, had been required to live in such a (confined) setting.
Moreover, Jeremy was insistent that he had not been admitted to this
ward for ‘being unkind’. Previous research concerning the personal
accounts of individuals, who like Jeremy, had lived in a long-stay
institution for people with learning disabilities (Potts and Fido, 1991)
reported that removal to the punishment ward resulted from offences
such as absconding from the institution, or any attempt to meet
someone of the opposite sex. In keeping with the strict segregation of
the sexes within the institutional setting, there were separate
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punishment wards for male and female residents. Admission to a
punishment ward generally involved a period of ‘confinement in the
side-room’ which ‘was combined with fatigues like scrubbing the floor’
(Potts and Fido, 1991: 61).

Second Research Interview

During the first research interview, Jeremy had given an account of
positive memories relating to his life in the long-stay hospital.
Nonetheless, he had also provided information indicating that he had
experienced difficulties which had resulted in him being prescribed
treatment with ‘a tranquilliser’. In addition, he had recalled being
admitted to a male punishment ward for a period during the years that
he had spent in long-term institutional care. Thus the transcript for the
second research interview showed that I had sought to gain further
information related to the circumstances which had led to Jeremy
being prescribed psychotropic medication. As it turned out, a much
less pleasant aspect of Jeremy’s experience of institutional care was
revealed at the beginning of the second research interview. This
occurred when, following on from his responses to questions during
the first research interview, I had commenced the interview by asking
Jeremy to tell me more about his life while in the long-stay hospital.
Jeremy

had

(apparently

freely

associated

and)

replied

by

spontaneously proceeding to recount his memory of an incident that
involved a senior member of ward staff, as follows:

Jeremy:

(He) bent me glasses. I don’t know why he was so
spiteful, no idea….

Interviewer: Who was this….?
Jeremy:

Mr. (name of staff member)….He was quite nice at
times…He gave us beer, really quite nice, but he
was a bit spiteful. I don’t know why.

Interviewer: Sorry, Jeremy, erm, Are we talking about one of
the people who looked after you (….or)…?
161

Jeremy:

Yes, Mr. (name of staff member)…He was a
charge nurse.

Interviewer: Oh, right.
Jeremy:

Mr. (name of another staff member) was alright,
he didn’t do it.

Interviewer: Oh, right...right.
Jeremy:

That was ... (name of staff member alleged to
have bent the glasses)

Interviewer: Oh, right... right.
Jeremy:

No, I didn’t…I didn’t like him...I... (indistinct)….I
wasn’t doing anything….nasty to him. It just…We
were just… (indistinct)….I think he resigned, or
he’s dead now anyway.

Interviewer: Mmm…..mmm…
Jeremy:

No need to be spiteful...

Interviewer: And that was to you?
He
what…damaged your…erm….glasses?
Jeremy:

actually,

Yeah, I had to get them straightened.

This particular incident is something that would have taken place a
number of decades ago; most probably during the late 1960’s or early
1970’s. According to Jeremy, the member of staff had taken his
(i.e.Jeremy’s) spectacles away from him and then had deliberately
bent them. Jeremy was clear that he had not personally done anything
to provoke the member of staff to behave in that way. It is somewhat
difficult to (fully) comprehend why such an incident had happened, but
it was a recollection that appeared to still have significance for Jeremy;
as he had revealed it as a memory which was a part of his experience
while in long-stay institutional care. However, Jeremy’s recollection of
this incident

resonates with the published accounts of other service

users with learning disabilities, who have made reference to their own
experiences of humiliation and sense of powerlessness at the hands
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of care staff, whilst in long-stay institutions (Potts and Fido, 1991;
Atkinson, 1997).

Some insight into the conditions

that

prevailed within institutional

care settings during the years which Jeremy spent in the long-stay
hospital can be gained from the work of Ryan with Thomas (1987).
These authors indicated that a hospital created the circumstances in
which it became easy to objectify the people who were the residents of
the institution. Objectification arises ‘in relationships where people are
treated more like things than like persons. It leads to the denial of
certain qualities they have, or it is thought they should have, as people’
(Ryan with Thomas, 1987: 47). The customary division ‘of people in
general into either “normal” or “abnormal” sanctions the differences
that are created between staff and patients within the hospital’ (Ryan
with Thomas, 1987: 67).
The staff members’ need for control over the patients made it
extremely difficult for positive relationships to evolve; and also made ‘it
easier to justify all forms of domination over patients, whether
warranted by a particular event or not’ (Ryan with Thomas, 1987: 5152). Research undertaken during the 1980s found that the difficulties
involved in caring for people with learning disabilities who presented
behavioural challenges led to inappropriate reactions on the part of the
staff who cared for them (Emerson, 2001). For example, an analysis of
documented cases of abuse in a North American institution highlighted
the fact that challenging behaviour was the main predictor of which
individual residents were likely to be mistreated (Rusch, Hall and
Griffin, 1986 cited in Emerson, 2001).

Later in the course of my second interview with Jeremy, when I revisited the issue of the ‘tranquilliser’ which he had mentioned in the first
research interview, he had managed to recall the name of the
medication that had been prescribed for him while in the long-stay
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hospital.

The medication that he named was ‘Melleril’ (i.e.

Thioridazine), which is an antipsychotic drug that was formerly used
frequently in the pharmacological treatment of people with learning
disabilities,

especially

for

managing

problematic

behaviours

(Turkistani, 2003; Raghavan and Patel, 2005).

Thus, although Jeremy had not given an explicit reason (i.e. other than
to ‘make me sleep’) concerning what had led to this medication being
prescribed for him, it is highly likely that his direct carers and relevant
medical staff had viewed him as a ‘patient’ who presented some
degree of behavioural disturbance or mental health problem.
Customarily, the type of interventions afforded to people with learning
disabilities have been medication or behaviour modification (ConboyHill, 1992; Priest and Gibbs, 2004).

In circumstances where an

individual’s behaviour has been diagnosed as problematic, the
individual has been either sedated or subjected to training that was
designed to eradicate the difficult behaviour.

This has frequently

occurred without regard to any potential emotional cause (Conboy-Hill,
1992; Arthur, 2003).

Holistic analysis: Making links

During the research interviews, although Jeremy acknowledged that he
currently continued to be seen by a psychiatrist (N.B. information from
his key support staff indicated that this was usually twice a year, at six
monthly intervals) and was prescribed antidepressant medication
which he received daily, he had not made a specific reference to any
mental health needs that he may formerly have experienced while in
the long-stay hospital. However, by linking together the pieces of
information that had been elicited from him, it was possible to build a
picture of what is likely to have taken place. Jeremy’s reference to the
antipsychotic medication which had been prescribed for him provided
an indication that his carers had evidently noted some important
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change in his behaviour or mental state; and it had been deemed
necessary for him to receive medical treatment for this. In reviewing
the overall data which had been produced/collected (i.e. for this
research project) in relation to Jeremy’s biography, an inference may
be drawn that the manifestation of any behavioural disturbance or
mental health problem, which occurred following his hospital
admission, was most probably connected to the major changes and
losses which he had experienced during that particular stage in his life.

Bereavement and loss
For instance, as in Jeremy’s case, an adult with a learning disability
can be subjected to a number of losses as the consequence of the
death of one or both parents, or whoever acts as their main carer. In
addition to the bereavement, they may lose their home, their local
community, their belongings, as well as their security (Oswin, 1991;
Hodges, 2003; Hardy, Woodward and Barnes, 2005).Yet outward
manifestations of grief by people with learning disabilities have often
tended to be viewed as behavioural challenges by those caring for
them (Hollins and Esterhuyzen, 1997). However, research in more
recent years has underscored the potential significance of the
relationship between exposure to life events such as bereavement,
serious illness of a relative or close friend, moving residence, and the
presentation of psychological problems in adults with learning
disabilities (Hastings et al, 2004; Hulbert-Williams and Hastings, 2008).
It is crucial to bear in mind that, at the time of Jeremy’s admission to
long-term institutional care around the late 1960’s, very little
consideration was given to emotional needs (Arthur, 2003), or the
experience of loss and bereavement in the lives of people with learning
disabilities (Oswin, 1991). Whilst undertaking research in the early
1970’s, Maureen Oswin became aware of the problems facing
bereaved people with learning disabilities during her visits to long-stay
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hospitals. She indicated that bereavement was a ‘sadly neglected area
of need’ which required ‘careful research’ into what was happening to
individuals who currently experienced such losses at that time (Oswin,
1991:20).

A large-scale study, which was subsequently carried out by Oswin
(1991), concluded that individuals with learning disabilities are as
susceptible to the effects of a loss as other people; and are just as
likely to experience different stages of grief. It is now more evident that
individuals with learning disabilities are likely to undergo a process of
mourning which is distinguished by stages, such as the model
suggested by Parkes (1972). Hence their grief can be expressed in the
form of anger, denial, yearning or distress, and can take various forms
at different periods in time. In addition, the grief model allows for
mourning to be a protracted process, with anniversaries and
meaningful dates often being especially difficult, or increasing painful
and distressing feelings (Hodges, 2003).

Another study that examined bereavement reactions in people with
learning disabilities, which was completed during the latter part of the
1990’s, demonstrated that behavioural disturbances occurred more
frequently amongst a group of fifty adults with learning disabilities who
had experienced the loss of a parent, in contrast to a comparable
group who had not experienced such a bereavement (Hollins and
Esterhuyzen, 1997). Furthermore, this study revealed that often the
carers of the individuals did not ascribe problematic behaviour to the
bereavement, although they were cognisant of the individual’s loss.
The researchers indicated that the effects of bereavement and its
relationship to psychopathology continue to be underestimated (Hollins
and Esterhuyzen, 1997).
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Reflective summary

My research interviews with Jeremy underscored the importance of the
holistic analysis of data related to each of the research participants,
and enabling an individual ‘Gestalt’ to emerge which can trace the
many varied aspects of an individual’s subjectivity (Hollway and
Jefferson, 2000 ; Clarke and Hoggett, 2009). This had involved ‘staying
close to the data rather than searching the data for already conceived
categories’ (Clarke and Hoggett, 2009: 19). It had been necessary to
make links between different elements of the data (e.g. life events,
initial prescription of psychotropic medication) in order to provide the
‘form’ to the overall interview material, which had been elicited from
Jeremy, in relation to his history of mental health needs. In addition,
the experience of interviewing Jeremy had demonstrated the value and
importance of having a second research interview, which provided
opportunities to seek further evidence and to check ‘emergent hunches
and provisional hypotheses’ (Hollway and Jefferson, 2000:43). This
had been especially relevant, for example, in terms of endeavouring to
ascertain when Jeremy’s mental health needs had originally been
identified. Hence the second research interview had offered an
opportunity to follow up on information, such as that which Jeremy had
provided during the first interview, about having been prescribed ‘a
tranquilliser’ whilst in the long-stay hospital.

Drawing on the psychoanalytical theories of Melanie Klein, it was
interesting to observe that Jeremy had seemed to adopt a ‘depressive
position’ (Hollway and Jefferson, 2000; Boydell, 2009) towards his
admission to institutional care after his father’s death; in terms of
integrating the positive and negative aspects of life in the long-stay
hospital. Klein’s theoretical approach employed two developmental
positions: paranoid-schizoid and depressive. In the paranoid-schizoid
position, splitting of objects takes place ‘so that bad parts can be
projected outwards and good parts preserved within the self’ (Boydell,
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2009: 243). In contrast to this, the depressive position entails ‘the
acknowledgement that good and bad can be contained in the same
object’ (Hollway and Jefferson, 2000: 20). People move between these
two positions throughout the course of their lives, and this is
determined by threats to their psyche (Boydell, 2009; Hollway and
Jefferson, 2000; Bateman and Holmes, 1995).

During the first research interview, Jeremy had initially given a positive
view of life in the long-stay hospital, to which he had been admitted as
an adult. He had referred to positive aspects, such as: liking the
hospital food; his memories of going on coach outings; occupational
activities and doing jobs on an estate near the hospital. In addition, he
had recalled his friendships with fellow residents. Such friendships
within the institutional setting of a long-stay hospital offered individuals
‘accepting peer-group relationships that, in comparison with prehospital relationships,’ sustained ‘a positive conception of self’
(Edgerton,1993:133). Never the less, Jeremy had later revealed other
aspects of his experience in the hospital which were not positive (e.g.
the punishment ward; incident in which his spectacles had evidently
been ‘bent’ in a deliberate act by a staff member). Hence he had
experienced both ‘good’ and ‘bad’ as contained within (the object of)
the long-stay hospital.

Reflecting on my research interviews with Jeremy, I recall that I had
experienced painful feelings during some of our interaction, particularly
when listening to what he had narrated about the circumstances
surrounding his admission to long-term institutional care. In retrospect,
I think that I identified with Jeremy’s account of losing his father which
had evoked memories and feelings associated with my own
experience of bereavement in relation to my parents, who died some
years ago. So it had been important for me to go through the process
of considering the countertransference responses which had been
generated during the interviews, as these provided a means of gaining
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some insight into Jeremy’s inner world (Hodges, 2003). One of the
crucial issues that I strongly felt had been communicated to me was
Jeremy’s personal experience of loss.

This had led to my

contemplation of the fact that there has been a failure to acknowledge
the effect of loss on people with learning disabilities (Conboy-Hill,
1992).Such disregard, historically, has resulted from the widespread
perception that individuals with these disabilities do not possess the
equipment for effective emotional functioning (Conboy-Hill, 1992;
Hollins and Sinason, 2000). An evaluation of the current state of
knowledge, which is based on a comprehensive review of pertinent
accounts of research and therapy, had concluded that the emotional
lives and emotional problems of people with learning disabilities have
been generally neglected (Arthur, 2003).

Conclusion
A great deal of ‘lived history, in the form of the personal experiences of
people with learning disabilities, has gone unrecorded’ (Atkinson,
1997:1). Thus the research interviews with the two service users that
have been discussed in this chapter produced valuable data, in terms
of the histories of their personal journeys through the institutional care
system during a period which covered several decades in the last
century. This data provided insights into their experiences of
institutionalisation in segregated environments, as well as their
eventual resettlement in community care settings.

Adapting the

theoretical and methodological approach of Hollway and Jefferson
(2000) had provided a suitable means of involving the research
participants in the process of data production. The experience of
employing the Free Association Narrative Interview method (Hollway
and Jefferson, 2000) with both of the research participants had
demonstrated its potential to create a research context that facilitates
the empowerment of interviewees (Mishler, 1986; Wengraf, 2001).

169

It was important, from my perspective as the interviewer, to commence
the interviews without any predetermined assumptions about people’s
ability to comprehend what was being asked of them (Booth and
Booth, 1996). Although the two participants had not spoken in
extended, continuous, stretches of narrative (Booth, 1996), it had been
possible to glean information, and elicit their stories, by following each
interviewee’s responses to open-ended questions with improvised, and
more direct forms, of questioning (Wengraf, 2001). Furthermore, in
psychodynamic terms, construing both myself (i.e. in my role as
interviewer) and the individual research participants, ‘as anxious,
defended subjects’ reminded me that each of us would ‘be subject to
projections and introjections’ (Hollway, 2001: 15) within the research
context.

The data produced as a result of the research interviews with the two
service users highlighted a number of common experiences. These
included their experiences of having spent decades of their earlier lives
in institutional care, and their subsequent relocation to the community.
However, although each research participant had provided information
which indicated that they had been treated for mental health or
behavioural issues whilst in long-stay institutional care, neither of the
research participants was able to specifically say when their mental
health

needs

had

originally

been

identified.

It

is

important,

nevertheless, to note that the emotional needs of people with learning
disabilities had not generally been recognized (Arthur, 2003) during the
historical

period

in

which

the

two

participants

had

been

institutionalised. At the present time, both of the research participants
receive treatment as psychiatric out-patients and are prescribed
psychotropic medication for their respective mental health needs.

Other issues emerged in the course of the research interviews which
related particularly to the individual viewpoints, or experiences, of each
participant. For example, whereas one participant acknowledged the
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diagnostic labels concerning his intellectual impairment and mental
health needs that had been assigned to him, the other participant did
not seem to be aware of, or acknowledge, the social identity

(i.e.

relating to his ‘learning disability’) ascribed to him. Moreover, one of
the participants had expressed personal unhappiness about their life in
the community; and had also indicated, through their painful
recollection of an incident at a Day Centre, that the sexual
relationships/behaviour

of

service

users

continues

to

present

difficulties to those responsible for their care and support (Oakes,
2007). The experiences of one participant had also underlined the
significance of stressful life events (e.g. bereavement and loss) as risk
factors in the lives of people with learning disabilities.

There is

evidence that life events are associated with behavioural challenges
and psychological problems (Hollins and Esterhuyzen, 1997; Hastings
et al, 2004; Hulbert-Williams and Hastings, 2008); and this has only
been recognised and researched in more recent years.
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Chapter 7: Voices from the silence - Personal journeys
on the margins

There are margins to our social life. In some instances, these social
margins correspond with actual geographic locations reserved for
those whom we have decided to keep at the edge of the social map
(Ferguson, Ferguson and Taylor, 1992). Thus some people have been,
and are, exiled to a marginalised existence in institutions such as, for
example, residential schools for children with special needs, long-stay
establishments for people with learning disabilities, or psychiatric units
and hospitals. Many people with disabilities spend their whole lives on
some margin or other. They may be physically marginalised through
placement in institutional settings. Even if allowed to remain in our
midst, many individuals with disabilities and their families may live in a
kind of cultural prison of continual privation and social control
(Ferguson et al., 1992).
Following on from the previous chapter, this chapter explores the data
produced in the fieldwork involving two other research participants.
One of the research participants is a middle-aged man who spent the
major part of his early life in long-term institutional care. He then lived
with his parents in the family home for well over two decades before
being re-admitted to long-term residential care, which is where his
mental health needs were identified. The other research participant is a
young man in his early twenties, who has always lived at home with his
family, and whose mental health needs were initially recognized during
his adolescence. In relation to the mental health of children and
adolescents, research by Emerson and Hatton (2007) found that the
prevalence of psychiatric disorders was 36% among children with
learning disabilities and 8% among children without such disabilities.

The chapter is divided into two main parts, and each of the parts
commence with a ‘Case Profile’ of the individual participants; who are
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named David and Ahmet (which are pseudonyms). Following the
individual case profiles, material drawn from the transcripts of the
pertinent research interviews will be discussed.

Reference will be

made to particular issues that arose during the course of the
interviews, and the interaction between the researcher and each
participant will be incorporated in the discussion.

Research interviews with David: ‘Whose life is it?’

Figure 7:1

Case Profile: David

David is a man in his early fifties who has a mild learning disability,
epilepsy and a history of mental health needs relating to depressive and
psychotic symptoms. He lives in a staffed community home which is
located within a busy suburban area. His mobility is limited and he uses a
wheelchair, although he can stand for brief periods and is able to walk
short distances with the assistance of a walking frame. David has a
tendency to stammer when verbally communicating, and this can
sometimes cause difficulties in understanding what he is saying, especially
if someone is meeting him for the first time. When he was a child, David
attended a mainstream primary school from the age of five years, but his
case notes indicate that he was not able to cope with the demands of such
a school due to his learning disability and epilepsy. Consequently, he was
transferred to a boarding school for children with special needs where he
remained until he reached the age of sixteen years. After he left the
boarding school, David was relocated to a long-stay hospital where he
resided until he was around twenty one years old. Following his discharge
from the hospital, he lived at home with his parents for over twenty five
years; and was never engaged in paid employment. David has attended
various Day Services for people with learning disabilities over a period of
several years, both whilst living with his parents and since his admission to
community residential services following the death of his mother.
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Initial Meeting

My initial meeting with David took place during a late afternoon, on a
weekday, after he returned from the Day Centre. We met in a lounge
area of the community home where he lives. A support worker, who
acts as a key-worker for David, introduced me to him and also was
present throughout the meeting. David tends to stammer when he is
talking, and I recall that it took me several minutes to accustom myself
to the way in which he verbally communicated. Due to pauses and
repetition in his speech, it was important to listen very closely to what
he said, and to wait until he had completed what he intended to say.
David was attentive when I explained my research project to him and
his key-worker. He maintained a great deal of eye contact with me
whilst I was speaking, and nodded his head occasionally to indicate
that he understood the information that I had provided about the
research.

David expressed his willingness to be involved in the

research interviews, and verbally made it clear that he wished ‘to help’
me with the project.

First Research Interview

The first research interview with David occurred nearly two weeks
later. Once again, we met a short while after he had returned from one
of his weekday attendances at the Day Centre. The interview took
place in a small ‘quiet room’ in the community home where David lives.
His key-worker had arranged for refreshments to be available, and we
were able to have a cup of tea while preparing for the interview.
Before the interview commenced, I went through the details contained
in the Information Sheet again with David and his key-worker, and also
confirmed that he was willing for our conversation to be tape recorded.
David was able to formally record his agreement to participate in the
research by signing the relevant consent form.
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Due to the small size of the ‘quiet room’, the seating arrangements
resulted in a situation in which David, his key-worker and I were in
close proximity with each other. However, David appeared at ease.
He evidently enjoyed a good relationship with his key worker and he
seemed to have accepted me, showing some familiarity in addressing
me by my first name when he spoke to me. David was actually the
second person whom I interviewed for this research. An examination
of the transcript shows that, when I asked whether David could tell me
about when his mental health needs had first been recognized, I had
also endeavoured to provide him with a tangible frame of reference
based upon a life cycle approach (Grant, Goward, Richardson and
Ramcharan, 2005).

Thus I had asked whether such needs (or

difficulties/problems) had been recognized, for example, when he was
David’s response indicated that his particular needs had

a child.

initially been identified when he was at school but made no reference
to the nature of these needs. He then proceeded to tell me that he had
gone to a school located in a seaside town, which he named. David
confirmed that it had been a boarding school when I checked this detail
with him.
David’s early life: Boarding school

The memory of being at the boarding school seemingly led him to
make a free association regarding a ‘night sister’ whom David said
‘was not very nice’ to him.

Hence, he then went on to recount a

narrative about an incident that involved this particular night sister.
David recalled that, one evening when at this school, he and other
boys were in a corridor and waiting ‘in a line’ outside a room where the
night sister gave them their prescribed medication.

His stammer

became more apparent, as he recounted the narrative as follows:

David:

And...um…this

sister…um…(indistinct)…sister

was on…..I said…um…I said…um..she said…my …name….
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Interviewer: Hmm….
……I said to meself…um….you know…..you don’t

David:

get my tablets…giving me my tablets….I’ll go in there and I will
get me own tablets…..And I said…(indistinct)….sister who was
doing……I said…who’d given you….the idea….of walking
in….getting…out my……getting out…my tablets……I said
You’re….too slow…to…get…a…(indistinct)….I said I’m waiting
out in the hall…for…my…tablets…um….I said…And you’re too
slow

to

get…a

cold…I

said…um…I

said…..the

best

way…..whose…like….um….like…..anybody else who is out in
the corridor…who needs tablets…..They can easily walk
in…and …um…..and…um…can get their own tablets…

What was this story about? Reflecting on this first interview with David,
I recall how intently I needed to listen in order to catch the words that
he was saying, and also to follow the story which was gradually
unfolding from what he said. The narration of this particular story was
evidently important to David, although I recollect wondering about its
actual relevance to the intended goals of the research project.
Nonetheless, I was endeavouring to follow an interview strategy that
diminishes the concerns of the interviewer, for as long as practicable,
as a means of enabling the ‘fullest possible expression of the
concerns, the systems of value and significance, the life world’, of the
individual research participants (Wengraf, 2001: 69).

Thus, I made every effort to demonstrate that I was actively listening
by giving non-verbal support to what was being voiced (Wengraf,
2001). There was a great deal of eye-contact between David and
myself while he was speaking.

I nodded my head at times to

encourage the continuation of his story, especially at junctures where
there were pauses in the narration of this reminiscence.
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David

seemed to have a sharply-etched recollection of the incident, and his
voice was occasionally raised as he expressed some of the heated
feelings, that he evidently still has, connected to this memory from well
over three decades ago.

When I checked with David regarding how old he was when the
incident with the night sister occurred, he told me that he had been
‘about fifteen’. By this age, he would possibly have been at boarding
school for around eight or more years and thus he had already
experienced separation at a young age. Due to his learning disability
and epilepsy, the relevant professionals and authorities had decided
that he should be excluded from formal learning in mainstream
education (Ramcharan and Borland, 1997). Therefore, he had been
moved to a special educational setting, where he had been required to
live, because it was located a long distance from his home. This had
resulted in separation from his family for a major portion of his
childhood. Moreover, he had also been segregated from the wider
society.

In retrospect, I acknowledge experiencing some growing sense of
perplexity when considering the meaning and significance of this
narrative for David; and from my own perspective, for the research
project. I did not initially know where David’s story was leading, but I
realized that his words had risen to a crescendo at the juncture when
he delivered the key point (though it had sounded more like a ‘punch
line’ at the time David actually said it). He had told the night sister that
she was ‘too slow to get a cold’. From my standpoint, I could imagine
that the administration of medication to David and his fellow boarders
at the school would have been a time consuming process. The night
sister would have been bound by protocols which are generally
intended to ensure that the correct medication is individually
administered to the person for whom it is prescribed.

Additionally,

written records confirming that the medication has been administered,
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or possibly not administered for some reason, would need to be
formally completed. Therefore it is highly likely that the fifteen year old
David would often have experienced a period of waiting before being
given the medication prescribed for him.
David had recalled that the night sister ‘was not very nice’ to him, so
there were apparently tensions in their relationship.

Later in my

research, I discovered more about David’s history (i.e. from his case
notes) and learned that he is reported to have manifested behavioural
problems during his childhood and adolescence, which would have
covered the period when he resided at the school. On that account,
staff members may well have perceived him as one of their more
difficult pupils.

However, David’s narrative seemed to highlight

something akin to a reversal of roles in which he, as the story teller,
emerges as the hero who was advocating on behalf of himself and his
peers (Atkinson, 2004).

Within his narrative, David had portrayed

himself as someone who challenged authority, and made a stand
against the restrictions that he experienced in this institutional setting.
In fact, a narrative such as this does more than communicate an actual
event; it reveals another story. It resonates with the stories told by
other people with learning disabilities who have been in long-term
institutional care; and essentially, is a story of survival (Atkinson, 2004;
Potts and Fido, 1991; Bogdan and Taylor, 1982). Although, in reality,
these individuals may have lacked power, sometimes ‘in their stories
they seized power and wielded it’ (Atkinson, 2004: 695).

This narrative was elicited from David during the early part of my first
research interview with him. It had originated as a consequence of my
endeavouring to provide David with a particular reference point (i.e. his
childhood) when I asked him to talk about the initial recognition of his
mental health needs.

In terms of narrative interviews, other

researchers have indicated that story telling is more likely to be
stimulated if interviewees are asked to speak about specific times and
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circumstances; instead of being asked about their life over a long time
frame (Hollway and Jefferson, 2000; Elliott, 2005). The narration of
stories about their lives is a way for individuals to create meaning for
their lives. Hence, stories are significant for identity since ‘they tell us
who we are’ (Gillman, Swain and Heyman, 1997; 681).

Self-identity

Identity turned out to be a much more complex issue, in relation to
service users, than I had imagined at the start of my research. At the
time of my first interview with David, I had been concentrating on the
goals of my study which related to a specific category of service users,
that is ‘people with learning disabilities and experience of mental health
needs/problems’. However, when I attempted to gain some insight into
David’s perception of these diagnostic labels, he did not seem to
identify himself with the labels that had been assigned to him; or the
way in which he has been categorised by professionally qualified
practitioners.

According to a phenomenological viewpoint, it is not

possible for people to function without categories (Ramcharan and
Borland, 1997). Socially constructed categories such as, for example,
‘people

with

learning

disabilities’

and/or

‘mental

health

needs/problems’, assist us in making sense of our world. Furthermore,
they make our interests easier to manage, or the work that is carried
out by professionals ‘do-able’ (Ramcharan and Borland, 1997: xv).

People with learning disabilities have been categorised, by people who
are non-disabled, as being members of a devalued social group with a
fixed boundary that is based on the measurement of an individual’s
level of intellectual ability (Harris, 1995).

But as my fieldwork

progressed, and I interviewed the other participants in this research
project, I increasingly appreciated the view advanced by Finlay and
Lyons (2000) in relation to their research exploring whether people with
learning disabilities perceived themselves as members of a particular
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social category.

These authors report that it was difficult to attain

evidence of a group identity.

They indicate that it is not actually

possible to be certain whether individuals do or do not actually
consider that ‘they are group members but we cannot assume that just
because researchers think the category is salient that the participants
also see things this way’ (Finlay and Lyons 2000: 47).

In fact, individuals with learning disabilities frequently appear to
experience considerable discordance between their categorical identity
as a person with a learning disability and their self-identity (Davies and
Jenkins, 1997).

Another study revealed that people with learning

disabilities did not have a clear understanding of what the label
assigned to them meant (Thomson and McKenzie, 2005). It was found
that they were more likely to link the label with problems in adaptive
skills rather than with an impairment in intellectual functioning.
Therefore indicating that the difficulties which people with learning
disabilities face in their everyday lives may be more significant to them
(Thomson and McKenzie, 2005).
David’s early life: Move to a long-stay hospital

Following the years that he spent at the boarding school in a seaside
town, David recalled that he had been transferred ‘to a hospital….in
the countryside’ which was situated in another county. It would seem
that David’s transfer to this hospital occurred at the conclusion of his
compulsory schooling, so it is likely that he would have been aged
around sixteen at the time.

David recalled being a resident on a

‘large…children’s ward’ at the hospital. He also recollected attending a
school in the hospital while living there. A particular memory of David’s
life in this institutional setting related to his role in feeding one of the
other boys. David recounted the following:
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There was a boy there….who had….like…um…he couldn’t
feed his self….I wasn’t in the same…ward…like he was. I was
feeding….meself…and I was feeding…him…
Interviewer: Oh, you were helping (him)…right (?)
David: ...Helping him…to get the food down…I’d have
mine…and I’d go down with him (to the other ward)….

Thus David assisted in feeding one of the less able boys who resided
on another ward at the hospital. From what he told me, David would
have his own meals on his ward and then go to feed this other boy.
Meals were significant activities in institutional environments such as
the long-stay hospital where David had spent part of his earlier life.
Within these settings, meal times generated a cyclical time that shaped
the activities of, as well as the interactions between, various groups of
residents and members of staff (Alaszewski, 1986).
Epilepsy: ‘I can control some of ‘em…’
After David’s account of his recollections during the periods spent at
boarding school and the long-stay hospital in his earlier life, the
transcript of my first research interview indicated that I had employed a
more concrete frame of reference to elicit information relating to his
mental health needs. I had asked David whether he could tell me
when he had last been seen by the Consultant Psychiatrist (referring to
this particular consultant by name so that David was clear about whom
I meant).

David told me that he had seen the Consultant Psychiatrist

sometime in the month or so prior to our meeting, and then added ‘ain’t
seen him this…month’. Following on from this, I asked David whether
he could tell me about the reason the Consultant Psychiatrist needed
to see him. In response, David stated:
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He’s trying to….um….Trying to…change my tablets….

(Int:

Right….)…to stop me….having fits…

When I checked with David whether his fits had commenced during his
childhood, he confirmed that this is what had happened. The control of
David’s seizures by means of anticonvulsant medication has evidently
continued to be a fundamental issue in his life since childhood. In
relation to this, during the course of my second interview with David,
he recounted another episode concerning an earlier review of his
anticonvulsant medication, as follows:
One doctor…he’s got white hair…um…he tried to…change all
the

tablets….Well,

he

takes

some…tablets

out

and….and…then…um …I…won’t be having so many…

Moreover, when describing his experiences of epilepsy during my
interviews with him, David said that he sometimes knew when a
seizure was “coming on”. He went on to say:
I can tell by me tips of me fingers….Like when I was going
to….the toilet…..(or) in me room…..I know…..I had pins and
needles in me……fingers……um…in one hand…..I can control
some

of

'em…….not

major

ones…..Major

ones

I

can...not….um.(con)’trol.
David’s description relating to the ‘pins and needles’ sensation that he
experienced in the fingers of one hand would seem to accord with the
sensory symptoms, such as tingling in a single area of the body, which
are indicative of ‘simple partial’ seizures (Winterhalder and Hemmings,
2005).

Consciousness is not impaired in this type of seizure (Bird, 1997).
Therefore it is likely that David, as he said, would be aware of the
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sensation of pins and needles which commonly arises during an attack
of this nature. He indicated that he felt able to exert control over the
manifestation of the symptoms during the occurrence of some of these
simple partial seizures. Bearing in mind that David had been subject to
seizures throughout his life, I recall being struck by the impression that
there seemed to be a strong sense of personal achievement
underlying this reference to sometimes being able to employ his
willpower to localize his epilepsy.

His perception that he has the

capacity, at times, to exercise some level of control in relation to the
presentation of a condition, which has been a dominant factor in his
everyday life, is evidently meaningful for David.
However, David acknowledged that he could not control ‘major’
seizures, which is a way of describing generalised seizures that involve
impaired consciousness. Generalised seizures may commence with a
partial form of seizure, and these are termed ‘secondary generalised’,
or without a partial onset, which are described as ‘primary generalised’
(Winterhalder and Hemmings, 2005).

Several weeks after the

completion of my research interviews with David, I had the opportunity
to read some background information about his previous life, which is
contained in the case records maintained by the care staff at the
community home where he lives.

The information concerning the

medical treatment for his epilepsy showed that he had been prescribed
a combination of four anticonvulsant drugs.

Although such a

combination of anticonvulsants is uncommon, there is a greater
likelihood that a prescription of up to three (or more, as in David’s
case) anticonvulsants will be required in the treatment of people with
learning disabilities. This is due to ‘the treatment-resistant nature of
seizure disorders in this group’ of service users (Winterhalder and
Hemmings, 2005: 89).

David told me about his epilepsy but he had made no reference to any
mental health issues during the early stages of my first interview with
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him.

Learning disabilities and epilepsy are both factors that are

recognised as separately raising the possibility of a person developing
mental health problems and presenting behavioural challenges
(Winterhalder and Hemmings, 2005; Bird, 1997). Therefore it would be
assumed that individuals who have both learning disabilities and
epilepsy are at an even higher risk of also developing mental health
problems.

However, within the context of the present state of

knowledge, it is not clear whether this is the actual case (Winterhalder
and Hemmings, 2005).
Loss and separation: ‘They passed away….’

Subsequent to the point in the first interview where David had provided
an insight into his personal experience of epilepsy, I had asked him
whether he could tell me where he had lived in his twenties, after being
discharged from the long-stay hospital (which occurred when David
was aged around twenty one years). I was essentially endeavouring to
gain further details about his earlier life; and also seeking some
indication of any specific point in his life when mental health issues
may have arisen, or initially been recognized.

David responded rather concretely by stating a residential address.
Unfortunately, some of his words were indistinct, but I realized shortly
afterwards that he had been referring to the home address of his
parents.

David had then spontaneously gone on to make some

associations which, at first, I experienced some difficulty in following.
Subsequent to the reference concerning his parent’s home address,
David had said ‘they passed away…in…in October’. I assumed that
he was talking about his parents, but I was somewhat puzzled
because, based on information that I recalled from the conversation
during my first meeting with David (which had taken place before the
research interviews), my understanding was that his mother’s death
had occurred a few years before the death of his father. Moreover, I
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was not sure that David’s parents had actually died in the same month
of the year. Such difficulties with dates and time sequences arose in
the course of my research interviews with other participants, and it is
an issue that has been noted by other researchers in the field of
learning disabilities (for example, Booth and Booth, 1996).

An examination of the transcript for this part of the interview reveals
that, following his reference to the deaths of his parents, David had
recounted the major upheaval that had occurred in his life as a
consequence of the loss of his mother and father, who had been his
main carers for well over two decades.

From what David said, I

gathered that he had been admitted to a community home, which is
managed by the same service provider as his current home. I recall
that he spoke a little more loudly, and became more animated, when
recounting the unhappiness that he had experienced when initially
admitted to this particular residential setting. He described his memory
of this house as follows:
That was not very …um…very nice…..for…for meself….I
mean

looking

at

four….four

walls….(Int:

“hmm…no…no…”)….Only

four

looking…from

wall….(Indistinct)…..I

wall….to

walls…only….four
said

walls
to

meself…This is not my kind of….cup of tea.

David had evidently been very unhappy about his admission to this
community home, and he had not settled there.

Based on the

information concerning the home that I had gained from staff members,
as well as visits which I had previously made to the establishment, I
recognized that it had probably not been the most suitable living
environment for David. The home, to which David had been admitted,
generally caters for a small number of individuals with more severe
forms of intellectual disability and additional physical or sensory
impairments. In addition, these service users often have very limited
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language and communication skills.

Even though David is a

wheelchair user and has limited mobility, he strives to be as
independent as possible and usually likes to socialize with the people
involved in his daily life. Hence, I can imagine that he is likely to have
encountered

major

difficulties

in

terms of

establishing

social

relationships and interacting with his, on the whole, less able fellow
residents at the home.

Besides the stressful situation of being moved from his family home to
a

residential

care

setting,

David

had

also

experienced

the

psychological and emotional distress relating to the death of his mother
and separation from his father, due to the latter’s declining health.
From the case records maintained by the staff at his present
community home, I subsequently learned that David’s father had
continued to care for him at home following the death of his wife,
David’s mother. However, his father had a terminal illness and found it
increasingly difficult to provide the support that David required.
Consequently, David had been admitted to residential care when his
father could no longer cope with him at home.

David’s father had

actually died a year or so after David was transferred to the home
where he now lives.

Admission to long-term community residential care

In hindsight, I recall my early difficulty in following and reconstructing
the chronological order of events which resulted in David’s admission
to his present community home, from what he had said during my first
research interview with him.

At one point, as the transcript of the

interview shows, David’s keyworker had briefly interjected by asking
him whether he had ever lived in one of the other community homes,
that she specifically named, and which is located in the local
geographical area. David confirmed that he had originally ‘moved from
me parents to (name of home)’. This particular community home is
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one of the larger community residential establishments, which provides
care and support for service users presenting a broad range of needs
and various levels of dependency. The home also has a small number
of places that have been used for ‘short-term care’.

Second Research Interview

In the course of my second research interview with David, I was able to
re-visit the sequence of his moves between the respective community
homes and check the accuracy of this information with him. Thus it
emerged that David was initially moved from his family home to the
larger community residential establishment, which had facilities for
short-term care. He had previously been admitted to this home for
short-term care, on a number of occasions over the years, as a means
of providing respite to his parents. Following a short period at this
establishment, he had been transferred to the smaller community
home where he had been unhappy and not settled.
The care team at this home had noted David’s distress, from soon after
the time of his admission there, and they had sought an alternative
placement that would provide a setting which was more compatible
with his individual needs. As part of the process of checking whether
David could be suitably matched with any of the vacancies available in
other local community residential services, a female senior member of
staff from his present home had gone to visit him. When recollecting
the visit from this member of staff, David stated (in quite an emphatic
tone):
She saved….my …bacon (Interviewer: Oh, right)

She came

up to ... (name of other community home)….and she
said….um…..come here (i.e. to his present community home)

David later added that this member of staff had also informed him:
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You’ll be going to a new…sort of house…where it is more
friendly…more people there… (Int: Right)….So I thought
right….just my cup….cup of tea…..I don’t mind.

Hence David agreed to the proposed move and he was subsequently
transferred to his present community home.

At the time of my

research interviews with him, David had lived in this home for nearly
six years.

From my meetings with David, as well as my fieldwork

involving visits to the home where he lives, I gained the impression that
he has settled well in this setting; and is generally content with his
everyday life as it is now. He evidently enjoys friendly relationships
with the other service users living at the community home. In addition,
he has developed good relationships with many of the care/support
staff employed at the home, especially with the two staff members who
act as his key workers. He enjoys attending a local Day Centre for
people with learning disabilities, which he attends each weekday.

Going to Church

In recent years, David has become actively involved with a church that
is located not far from his community home.

However, David

recollected that his father had evidently not been keen about him
attending the church. David recalled this as follows:

David:

My...my Dad...says...says to me...um...um...You’re
not allowed to go...to...to church ...anymore...

Interviewer: This is your Dad, your Dad said that...?

David:

Yeah, and I said...whose...whose life is it...?
it...is it...is it...me Dad’s life...or...or my life...?
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Is

Interviewer: Right, but he (i.e. David’s Dad) was more or less
saying to you...that you couldn’t go to church...?

David:

Yeah...I says...I says to him...whose life is it...?

Interviewer: Right...

David:

I says...if I wanna carry on doing things, what
...what...what

I

can

do...at

the

church...not...um...just sitting round...doing...doing
nothing on a Sunday...

(First interview, pp15-16)

David had initially become interested in going to the local church
because a couple of female service users, who live in a group home
that is situated near to where he lives, already attended the church.
During the weekdays, David often sees one, or both, of these service
users at the Day Centre which he attends and they have become good
friends.

The church members have evidently accepted the three service users
as part of their church community. David had attended the church for
around four years at the time of the research interviews. In fact, after
receiving instruction from two church members who visited him at the
community home over a period of time, David had been baptised.
When I had enquired whether he thought that going to the church had
helped him, David responded as follows:

Yeah...When I was baptised it...um...definitely...um...give
me...new...new...new life...
(First interview)
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When the topic of his attendance at church was revisited during the
second research interview, David had stated that going to church
helped him because:

I do more over there...I do more over there...Like Sundays,
I...give...give out the hymns...

He went on to say:
Yeah...And it’s much...and...and it’s much livelier over there, as
well...And I like it over there...

Reflective Summary

Although, at first, I had experienced some difficulty in fully
comprehending David’s spoken communication, the initial meeting and
two research interviews had been productive; and David had indicated
that he was pleased to participate in this project (e.g. saying that he
would ‘like to help’ me with further work, if necessary). Nevertheless,
when I later had the opportunity to examine the case records
maintained by the staff at the home, I discovered that David had
previously manifested behaviour which was challenging for the staff.
For example, since his admission to the home, the records revealed
that there have been incidents in which David had displayed
inappropriate sexual behaviour towards female members of staff. He
is also reported to have been verbally abusive, particularly to care staff
that were members of ethnic minority groups. The picture that emerged
concerning David’s problematic behaviour, which he is reported to
have presented during the early years at his present community home,
contrasted markedly with the behaviour of the person whom I came to
know in the course of my fieldwork.
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From my perspective, David had been friendly on the occasions that I
met with him and was responsive to my questioning. He had also
seemed to greatly appreciate the interest shown in the narratives
relating to his experiences, which he had recounted during my
research interviews with him.

Despite any potentially negative

impression that I, or anyone else, might initially gain of David as a
consequence of his often sombre expression, halting spoken language
and physical limitations (especially in regard to his personal mobility), I
found him to be a very likeable individual who was able and willing to
express his viewpoint; as well as advocate for himself. Moreover, the
recollections

of

his

early

life

such

as

his

experiences

of

institutionalization, which he shared with me, revealed that David is a
resilient person. He is an individual who has experienced adversity
and not only endured this but evidently has grown more resolute in the
process (Goward and Gething, 2005; Goodley, 2000).

A pivotal aim that underpinned the process of my research interviews
had been to provide each of the interviewees with an experience that
was as inclusive as possible (Owens, 2007).

My intention was to

create an interview situation in which the balance of power between
me, as the interviewer, and the research participants, who were the
interviewees, would be relocated so as to empower, and hence
encourage them ‘to find and speak in their own voices’ (Mishler, 1986;
119). David had fully cooperated with me in my endeavours to open
up the interview situation in this way.
When undertaking data analysis, it had been crucial to keep ‘the whole
in mind’ (Hollway and Jefferson, 2000: 70) in the course of examining
all the data that had been produced during the fieldwork, which related
to David. Although David had talked about his epilepsy during the
research interviews, he had made no explicit reference to having
experienced particular mental health needs. In some people, the
control, or lack of control, of their seizures can have an impact on their
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mental health state or behaviour (Winterhalder and Hemmings, 2005).
However, his case records had reported the fact that David had been
referred to a psychiatrist during the initial year following his admission
to long-term care at his present community home. He had been
diagnosed as presenting depressive and psychotic symptoms at that
time.

In addition, David’s case records provided information about

challenging behaviour that he is reported to have exhibited during the
first year or more after his admission to the community home. In regard
to this, it is important to note the view that, until recent years, the
dominant epistemological position in relation to challenging behaviour
of people with learning disabilities supported the belief that
understanding the immediate social and environmental factors was
sufficient (Clegg, 1994 cited in Gillman et al, 1997).
Hence challenging behaviour had tended to be perceived ‘as a
property of the individual’s pathology, rather than a product of past
experience and life events’ (Gillman et al, 1997: 687). Nonetheless in
David’s case, it appears staff had recognized the possibility that he
was manifesting mental health needs, and required a psychiatric
assessment. As discussed in the previous chapter, there has been an
increasing understanding that bereavement and loss represent a very
critical event in the lives of people with learning disabilities (Dodd,
Dowling and Hollins, 2005). Research in more recent times has shown
a significant link between familial bereavement and the onset of
behavioural challenges and psychopathology in people with learning
disabilities (Dodd et al, 2008; Dodd et al, 2005; Hastings, Hatton,
Taylor and Maddison, 2004; Hollins and Esterhuyzen, 1997).
The loss of David’s mother, who was his primary caregiver, had
subsequently led to additional losses; including the loss of his home,
as well as familiar neighbourhood and routines (MacHale and Carey,
2002), due to the requirement for him to move into long-term
residential care. Moreover, his father had died during the initial couple
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of years following David’s admission to his present community home.
Throughout

the

research

interviews,

an

awareness

of

my

countertransference responses (Hollway and Jefferson, 2000; Hodges,
2003; Sinason, 2010), as well as my personal experience of
bereavement, had enabled me to have some understanding of David’s
feelings when he had told me about these painful events in his earlier
life.

Splitting

In an endeavour to make connections between elements from the data
that, in Gestalt terms, could provide the ‘form’ to David’s overall
account (Hollway and Jefferson, 2000), I drew on the psychoanalytical
concept of ‘splitting’ (Frosh, 2002; Hodges, 2003). The concept of
splitting had its origins ‘in Freud’s view of the mind as conflicted and
capable of producing inconsistent thoughts and beliefs’ (Hollway and
Jefferson, 2000: 19). Later work by Klein in regard to splitting had
developed the idea that the mind could adopt two distinct points of
view. Klein had emphasized the way in which objects (or people) are
frequently ‘given unrealistically good and bad characteristics’ (Hollway
and Jefferson, 2000: 20). This splitting of objects (or people) into good
and bad is the foundation for what Klein has named the ‘paranoidschizoid position’ (Hodges, 2003). This is a position to which we may
all have recourse ‘in the face of self-threatening occurrences because
it permits us to believe in a good object, on which we can rely,
uncontaminated by “bad” threats which have been split off and located
elsewhere’ (Hollway and Jefferson, 2000: 20).

Based on an overview of the data produced during the research
interviews, it was possible to determine an evident split between
David’s ‘past’ life and his ‘present’ life. From my perspective, in relation
to the theorisation of a defended subject (Hollway and Jefferson,
2000), it seemed that David had an investment in protecting his ‘self’ in
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terms of his current circumstances: that is, the ‘good’ related to the
present and any ‘bad’ was located in his past. This was illustrated by
the way in which David had given a strong indication that he viewed his
life nowadays in a positive light. His present life encompasses a range
of

good/self-enhancing

experiences

in

terms

of

his

positive

relationships with his fellow service users; as well as with his key
workers and support staff within the community home, and the Day
Centre which he attends. David was also happy about the fact that his
sister and her husband maintained contact with him, and visited him
regularly. Furthermore, David has a valued social role (Wolfensberger,
1998) as a member of his local church community. His membership of
the church (and having been baptised), plus his involvement in church
activities, seemed to represent a great deal of the ‘good’ in his present
life. As David had said, he felt that his baptism had given him a ‘new
life’. Hence, David’s involvement with the church provided him with
something

that

was

not

tainted

with

bad

or

unpleasant

things/memories from the past.
The ‘bad’ content of David’s life seemingly was located in the past. He
had recounted memories of long-term institutional care during his early
life, and the death of his mother which had subsequently led to David
being admitted to his current services. However, David had not said
very much about the several years that he had lived at home with his
parents prior to his mother’s death. At one point, when talking about
his present involvement with the local church, David had recalled that
earlier in his life, his father had told him ‘churches are not for people
like you’ (i.e. David). Later, when David had been admitted to his
present community home, his father had apparently been resistant to
the idea of David going to the local church when the possibility of this
had initially been raised by David. Sadly, in the chronology of events,
David’s father had died within the following year; and hence had not
witnessed David’s increasing involvement with the local church.
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Another insight into David’s earlier life had emerged during a
conversation with David’s main key worker, who had known David
since his admission to his present community home. The key worker
remembered meeting David’s father when he had visited David at the
home. She recalled that information obtained from David’s father
indicated that his parents had tended to keep David ‘strapped in his
wheelchair’ for the major part of each day when they cared for him at
home. David’s parents had been very concerned about the epileptic
seizures that he experienced, and keeping him in the wheelchair was
evidently intended as a way of preventing David from being injured in
the event of having a major seizure. Additionally, although David was
in early middle-age, his mother is reported to have continued bathing
him as she had done when he was much younger.
Reflecting on this information concerning David’s care by his parents, it
can be envisaged that their foremost aim had been to keep David safe
and maintain his wellbeing. Their desire to protect their son would have
been natural. Nevertheless, their approach to David’s care and support
may potentially have been influenced by dominant disabling images,
which have tended to cast adults with learning disabilities into an
eternal child role (Koegel, 1986; Wolfensberger, 1998). Moreover the
negative view, which David’s father is reported to have expressed
about the possibility of David going to church, reflects the way that
devalued people have been cut off from experiencing ‘knowledge of,
and participation in, the religious or spiritual life of society’
(Wolfensberger, 1998: 21).
Hence, from the available information, it seems as though David’s
former life during the years that he lived at home with his parents had
been restricted, in terms of the scope of opportunities that had been
available to him. Whereas, in contrast, David’s present life in his
community home has enabled him to extend his range of social
activities and relationships (e.g. with fellow service users within the
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community home and his church community) and to feel increasingly
valued.
Interviews with Ahmet: ‘Why am I so messed up?’

Figure 7: 2

Case Profile: Ahmet

Ahmet is a young man in his early twenties who has a mild learning
disability/borderline level of intellectual functioning and a history of
challenging behaviour, as well as mental health needs relating to
obsessive-compulsive disorder (OCD). He was born in Turkey and came
to live in the United Kingdom, at the age of four, when his family had
immigrated. Ahmet has limited vision and is registered as ‘visually
impaired’. He had a cataract when he was very young, which was
surgically removed in his country of birth. His father and mother have
separated in recent years. Thus his mother, as a single parent, lives with
Ahmet and his two siblings in a flat on an inner city housing estate. In the
years since the diagnosis of his disorder when Ahmet was aged nearly
seventeen years, the therapeutic interventions relating to his mental health
needs have been reviewed and managed by the psychiatric services
provided by the local health authority. He continues to attend
appointments with a psychiatrist as an ‘out-patient’, at regular intervals.
The local Social Services Department has commissioned an independent
service organization for people with learning disabilities to provide support
to Ahmet on one day each week. Ahmet also attends a Further Education
College on two days a week, where he is presently undertaking a course
in computer studies.

Initial meeting

My initial meeting with Ahmet took place in a conference room located
at the main offices of the independent service organization that
provides support to him on one day each week. The arrangements for
the meeting had been made with the assistance of the service
manager who has the responsibility for co-ordinating the support and
196

activities made available to Ahmet. The service manager, as well as
two support workers, who have experience of working with Ahmet, also
attended this first meeting. Prior to the meeting, the service manager
had made me aware that it was the organization’s policy for two staff
members to work with Ahmet, at all times, as his behaviour could be
unpredictable. There had been a recent incident in which Ahmet was
reported to have been verbally abusive and physically threatening to
members of staff.

Ahmet is a heavily built young man who is around six foot in height.
He was neatly dressed in dark coloured clothing on the occasions that
I met with him. Ahmet has good verbal communication skills and
generally speaks English with a high level of fluency. During this first
meeting with Ahmet, I sat opposite him around a conference table.
The two support workers sat with Ahmet on one side of the table, and
the service manager sat with me on the opposite side of the table. The
meeting took place in the early afternoon of the one weekday that
Ahmet attends for supported activities with this particular service
provider.

At the beginning, although I was aware of experiencing some personal
anxiety in regard to how Ahmet might respond to me (as well as
becoming accustomed to the presence of three staff as observers), he
actually responded in a friendly manner; and generally seemed to
appreciate my interest in him and his lived experiences. The early part
of the meeting was mainly used as an opportunity for Ahmet and me to
speak and become acquainted with each other. My intention was to
create an informal atmosphere, and this was greatly assisted by the
service manager who had arranged for hot drinks to be served to
Ahmet and the others present at the meeting. Ahmet was talkative and
willingly responded to any questions that I asked regarding his
background and current activities.

The service manager had

forewarned me that, in her experience of speaking to him, Ahmet was
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usually wordy and inclined ‘to stray from the point’. During the course
of my interaction with Ahmet, I endeavoured to show that I was
engaged in active listening. This involved remaining focused on, and
attentive, to what Ahmet was telling me and providing non-verbal
encouragement, primarily through a degree of eye-contact and nonverbal sounds (Wengraf, 2001).

Ahmet is visually impaired and I was not certain of how much vision he
has, but he continued to look directly at me when we conversed, and
seemed to keep up eye contact for most of the time. On a couple of
occasions, the service manager interjected when Ahmet was speaking.
The main purpose of these interpositions was to remind Ahmet that his
response needed to relate more directly to what he had been asked.
At times, Ahmet’s demeanour appeared to be slightly melodramatic, for
example, when he alluded to ‘bad things’ in his life that would probably
‘shock’ me, if he told me about them. In retrospect, I recall that there
were instances when I felt that he was ‘testing’ my reactions to what he
said.

By making veiled references to his behavioural challenges,

Ahmet seemed to be tentatively checking out that I, in my role as a
researcher (with an expressed interest in his biography), would have
the capacity to cope with whatever he disclosed to me.

When

speaking to Ahmet, I underscored the fact that confidentiality would be
safeguarded in relation to any information which was shared with me
during the research interviews.

As the meeting continued, I felt that a rapport was gradually developing
between Ahmet and myself. Thus, when I broached the issue of his
possible involvement in the interviews, he confirmed that he would be
interested in participating in my project. Ahmet was able to formally
record his willingness to participate in the research interviews by
signing the Consent Form.

His visual impairment became evident

when he signed this form. Ahmet needed to bend over the conference
table, and his face practically touched the document, as he signed the
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form by carefully writing his forename. As a way of assisting Ahmet to
read his copy of the Participant Information Sheet more easily, the
service manager subsequently arranged for this document to be
photocopied in order that the printed text could be further enlarged.

Research Interviews

The first research interview with Ahmet took place seven weeks after
my initial meeting with him. As it was only possible to arrange for the
two research interviews to be carried out on the one weekday that he
attended the service organization each week, the opportunities to meet
with Ahmet were more limited. For this reason, there were relatively
longer intervals between my initial meeting and research interviews
with Ahmet due to his individualised schedule of activities, staff
sickness and the closure of the Day Service for a holiday period. The
second research interview took place four weeks after the first
interview, and thus actually occurred nearly three months after my
initial meeting with Ahmet.

The conference room where I initially met with Ahmet was the venue
for my first research interview with him. Two staff members (that is,
the service manager and a support worker) were present at this
interview. The seating arrangement was modified for the interview:
chairs were set out in an area of the conference room, where I could sit
opposite Ahmet without a large table in the space between us. As on
the occasion of my introductory meeting with Ahmet, the service
manager had arranged for hot drinks to be provided for Ahmet and
others present at the interview.

During my preamble before

commencing the interview, I confirmed that Ahmet was willing to be
interviewed and also checked that he agreed to our verbal interaction
being recorded on audio-tape.
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Before the commencement of the interview, I have a vivid recollection
of sensing a strained atmosphere. Although Ahmet had greeted me
politely and clearly expressed his assent to the research interview
taking place, he seemed to be rather tense.

His facial expression

appeared solemn and he initially maintained a somewhat rigid posture
when he sat down. Hence it was opportune that, prior to my arrival at
the conference room, the service manager had met me in the reception
area of the building and forewarned me that Ahmet ‘was not in a good
mood’. She explained that a staff meeting had been held earlier in the
day, and a decision had been made that Ahmet would not be taken on
any future holidays arranged for service users. This decision was a
consequence of recent episodes in which Ahmet had displayed
threatening behaviour towards members of staff. Ahmet had evidently
been informed about this decision a short while before I had arrived at
the service organization’s offices for my interview with him.

Recognition of mental health needs

The transcripts for both of my research interviews with Ahmet reveal
that, compared to the other participants whom I interviewed for the
project, he generally tended to provide more lengthy responses to my
questions. He usually required minimal encouragement in regard to
narrating details of his lived experience and personal viewpoint; though
a more direct form of questioning was occasionally employed in order
to clarify or check some of the information that he provided.

In response to my question relating to identification of the point at
which his mental health needs had first been recognized, Ahmet told
me that this had occurred shortly after the time that he left his
secondary school when he was aged sixteen years. At the start of the
subsequent academic year, he had commenced attending a Further
Education College.

However, Ahmet was unable to cope with the
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demands of his college work, and experienced the onset of a decline in
his everyday life due to compulsive behaviour. He stated:
‘I felt (indistinct)….OCD, felt things were coming down.
Started

first

washing

my

hands,

place….cleaning….cleaning…cleaning

all

….There

over

the

was

one

time….I had History, Maths….All these subjects…I couldn’t
handle it….’
(First research interview, p.15)

Following on from this, Ahmet recollected an episode when he had
become ‘very upset’ during a History class. From what Ahmet told me,
the subject matter discussed in this particular class had related to
‘barbaric’ things and involved ‘Jewish people’.

His distress had

apparently disrupted the class and Ahmet recalled the following:
...then the teachers took me out and said “Finally, you’re not
coming back in History again. We’re going to take you out (of)
this as you …seem to be in a mental (state)…Are you (sic) not
going to get upset, okay?...We’re going to take you out”. The
work was hard, but also it was the first time in college.
(First research interview, p.16)

When recalling the start of his disorder during my second research
interview with him, Ahmet stated ‘the illness just came…it simply just
came’. His compulsive behaviour continued to become increasingly
problematic both at home and college. He started to wash his hands
with ‘detergent’ instead of soap, and obsessively washed his hands
before meals. In addition, he repeatedly cleaned his bedroom and
poured ‘cologne’ (i.e. a perfumed liquid made of sweet-scented
essential oils and alcohol) around the family home, which became a
source of growing consternation for his mother.

He also became

caught up in repeatedly watching certain television ‘cop shows’, or
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films with an action packed/violent content, which he had stored on
video-tape and ‘Digital Video Disks’; and he often viewed these
programmes and films for extended periods of time without taking a
break.

Investigations and diagnosis
As a consequence of the mounting concern of Ahmet’s family and his
teachers regarding the deterioration in his behaviour, he was referred
by his family’s general practitioner to a psychiatrist who also happened
to originate from Turkey.

Following the consultation with this

psychiatrist, Ahmet was referred to a specialist psychiatric hospital for
further investigations.

Recollecting his initial visit to this hospital,

Ahmet stated:
‘Um, well…at (name of hospital), it was like first tests they did, was first
thing that I knew was they were talking, talking tests.

Like talking

about what the problems were like at home, the music you listen to,
what do you do (?)...cos, I can remember, I tried to force back the
memory’.
(Second research interview, p. 9)

On another occasion when he attended an appointment at the hospital,
Ahmet recalled that the consultation, which took place with a female
doctor (whom he was able to name), took place ‘in a little building’. He
went on to say:
‘It was quiet, there was cameras (Int: Right…um)…just in
case I do something stupid.

They didn’t say there were

cameras in the room….The first test that they did was
without the cameras…They sort of like, they lifted my
arm…you know, they, they did some examining things (Int:
um...um)…They put some things like lead, like what doctors
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do…to the chest. I think, then they did other tests…like um,
talking the same things but more when I was upset, but this
time they has cameras to see what I was going to do, but
they never told me nothing’.
(Second research interview, p.9)

With regard to sessions that involved talking to different clinically
qualified professionals, Ahmet recalled that, at the time, he ‘was really,
really

messed

up….’

And

his

interviewers

‘talked

round

(problems)…They were showing that, there were signs showing that I
was mentally ill’.

Ahmet indicated that he attended a number of

appointments at the specialist hospital during which he ‘went to all
branches…of the hospital’ and underwent a range of investigations
(e.g. physical, psychological, neurological and psychiatric).

He

recollected that:
‘One of the last tests, they did, was they scanned, scanned
the body part’.

Interviewer: Can you tell me how that was done?

Ahmet:

‘They put me, they put me on a big scanner (Int:
Right)…They put me some earphones to listen to
whilst this was going on. They told me (sic) “What
music do you like?”

I said the Manic Street

Preachers, which was the most calmest ones and
I was looking up, and looking up to the thing, and
they were scanning me from the machine
...(Int:..um..) It gave them a laugh...Outside it was
a pure, nice cold day, it was a nice sky…and they
scanned me. The IQ tests were in the middle of
all this, they did other tests.
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I can’t remember

every other test they did but they did everything
that they could’.
(Second research interview, p.10)

From what Ahmet had said, it is highly likely that he had experienced
being investigated by means of neuroimaging techniques, which would
have entailed being placed in a scanning machine. Service
users/patients can find the cramped close environment, in addition to
the extended period that they need to remain still, in a Magnetic
Resonance Imaging (MRI) scanner very anxiety provoking; especially if
they dislike being in confined spaces (Harding and Robertson, 2010).
Therefore listening to music that he liked, whilst in the scanner
machine, would have provided a pleasant distraction for Ahmet. MRI
has a complex mechanism of activity involving the external application
of a powerful magnet field and sending radio waves to areas of the
brain (or body) that are being examined. Magnetic tissues in these
anatomical areas then emit a radio signal which is detected by the MRI
scanner. All of these signals are collected and, from these, computer
images are built up of the relevant structural neuroanatomical features
(Harding and Robertson, 2010). Neuroimaging provides a way to
explore

environmental

and

genetic

factors

related

to

brain

development and ageing (ibid.). The specialist hospital, which Ahmet
had attended, employs the latest technology to investigate the factors
involved in the aetiology of Learning Disabilities and connected social
and behavioural disorders. Subsequent to the completion of all of the
investigations at the specialist hospital, Ahmet recalled that he ‘was
diagnosed with OCD, Obsessive Compulsive Disorder’. He also, later
in the second research interview, made reference to being ‘diagnosed
with lots of things… learning difficulties, mainly short temper’.

Determining the diagnosis was a critical point in terms of providing a
specific goal for biomedical interventions (Moss, 1999). Obsessive
Compulsive Disorder is characterized by repetitive obsessional
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thoughts or compulsive actions. The onset of this disorder generally
occurs during childhood or early adult life (Raghavan and Patel, 2005).
It is an anxiety disorder in which the individual experiences recurrent
intrusions of unwanted thoughts, images, deliberations or vacillations.
Moreover, at the same time, the individual usually experiences a
compulsive urge to carry out specific actions or rituals, which fulfil the
purpose of decreasing anxiety.

Such actions are repetitive and

performing them is not a source of pleasure, however failure to
complete the actions will lead to an escalation of anxiety levels (Priest
and Gibbs, 2004).

Medical treatment of obsessive-compulsive

disorder mostly involves the use of psychotropic drugs such as
antidepressants, for example, which work by raising brain levels of
serotonin and noradrenalin, and are helpful in alleviating the anxiety
symptoms within the condition (Raghavan and Patel, 2005).

Professional care and support

Following the diagnosis of his Obsessive Compulsive Disorder, Ahmet
was prescribed antidepressant medication, which he was able to name
when I checked this detail with him; and he has continued to be
prescribed such psychotropic medication since he was aged nearly
seventeen years. Ahmet has received support from a specialist mental
health service for people with learning disabilities (Royal College of
Psychiatrists, 2003).The service consists of outpatient clinics as well
as a small specialised inpatient assessment and treatment department,
which is based at the specialist hospital that Ahmet had attended for
clinical investigations. The core clinical team of this service includes
psychiatrists and community psychiatric nurses. Due to its links with
other clinical disciplines, this specialist service offers a multi-agency
service which works closely with clinical psychologists, behaviour
support therapists, social workers, occupational therapists and speech
and language therapists (Chaplin, Paschos and O’Hara, 2010). Service
users with learning disabilities are supported by community-based
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teams, which are either specialist Mental Health in Learning Disabilities
or generic mental health (Chaplin et al., 2010).

Over the years since being identified as presenting mental health
needs, Ahmet has evidently been visited at home, on a regular basis,
by members of a specialist Mental Health in Learning Disabilities
community team. According to the information provided by Ahmet, he
has usually been visited by a community psychiatric nurse, though
sometimes it has been a clinical psychologist. Ahmet continues to
attend outpatient clinics with a psychiatrist at around six-monthly
intervals. As part of the research interviews for this project, questions
relating to the care and support that the research participants received
when their mental health needs were identified, as well as the level of
care and support they currently required to live in the community, were
addressed. The following is an extract from the second research
interview with Ahmet, during which I had sought to explore the
specialist professional support that he currently required/received:

Interviewer: You were telling me about these mental health
issues that you have experienced...

Ahmet: Yes...

Interviewer: Um...obviously, they must have been quite painful
at times...?

Ahmet: They have been quite painful because ... painful for
myself. Why am I so aggressive? Why am I so bad? Why am
I so messed up?
all...the time?

Why do I have to talk about negativity
There’s always, always been negativity

throughout most of the time...
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Interviewer:

Can you tell me whether you still see a

psychiatrist at the moment, Ahmet?
Ahmet: Yes, um, but I don’t, I didn’t see him for ...a while...

Interviewer: No...?
Ahmet:

I need to see him some time...I can’t talk about

everything...Not even about everything...Not even with these
people...It’s so bad, you know...You can’t really talk. You can’t
really open up your sexual feelings. You can’t really talk...

From my perspective, it was not until after reviewing all of the data
which had been produced during the research interviews with Ahmet,
that his reference to not being able to ‘talk about everything’ with the
psychiatrist started to become clearer; and have more meaning. At
different points during both research interviews, Ahmet had made brief
references to sexual thoughts that he had, which he said were ‘bad’ or
‘sinful’. Ahmet did not specify what these thoughts were, but he did
describe an incident that occurred when he was aged around eighteen
or nineteen years. According to Ahmet, he had been taken to see a
game of hockey, and had felt ‘hot and cold’ when watching the young
women who were playing the game. Ahmet had apparently been
sexually aroused and made reference to the fact that he recalled ‘there
was no toilet’ where he could relieve his sexual tension, in private. Due
to having felt ashamed about his increasing awareness of his sexual
urges, as well as fantasies (which he described as ‘seeing dreams’),
Ahmet had very been reluctant to discuss the matter with his mother;
who was the only parent at home because his parents had separated.
Hence, he relied wholly on his mother for parental support, and had
stated ‘the only people (sic) I can regularly go to, the most of the time,
is my mother’.
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Other than an uncle, a principal male influence in Ahmet’s life was his
main key worker at the Day Service, which he attended on one day
each week. Ahmet had developed a strong relationship with this male
community support worker, who is the one person (i.e. other than his
mother) with whom Ahmet was evidently prepared to discuss his
personal concerns. Previous research has highlighted the need
expressed by many young people with learning disabilities to have
someone they can talk to; and they (and their family carers)
appreciated support from professional staff who were able to spend
time with them (Foundation for People with Learning Disabilities,
2005). Nevertheless, Ahmet indicated that he did not feel able to
discuss his sexual thoughts with clinically qualified professionals, such
as the psychiatrist, as he feared it would potentially lead the
psychiatrist ‘to take actions’ to either have Ahmet or his younger sister
(who was aged around ten years) removed from the family home.

Culture and Religion

During the two research interviews with Ahmet, he made a number of
references to his culture and religion; although great deal of the
material related to his religion and beliefs tended to be repetitive. The
following are extracts from both research interviews which provide
examples of the kind of statements made by Ahmet:

Keep God in your heart...But you will still have to cause your
punishment...
But He’s still forgiving...So it’s a culture...It’s like a Muslim, the
Muslim culture but...it’s...it’s sort of the Muslim culture...

And God is very helpful and knows all problems ...But you be
good to God, God will always love you...He’s like a love...He
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will give you what you want as long as...not everything...But as
long as you be good...to God ... But even if He sometimes
does n’t, it’s because he’s testing you...

Sorry...But, you know, because I worry about too many of
these things, about going to hell and all that...’cause... and
especially...and especially, everyone around me tried to do the
best for me...
And ...I keep saying ‘when am I going to have redemption from
God?’ You know, I keep thinking inside...

(Extracts from first research interview: pp.42-44)

The truth is that there is a God up there...And there is a
religion, my religion...The truth is basically more or less, the
love of God but also the fear of God, and God would totally
forgive my sin...Yeah, I don’t drink, I don’t smoke, I don’t do
anything, I follow my religion.
(2nd interview, p. 14)
Religion’s a very good part of my life...But I believe I should be
praying a little more. And should, I’ve never helped poor
people, I’ve never helped, you know, anybody. I’ve never went
(sic) and helped...I did help once, but most of the time, people
understand because of my D.V.D. spending addiction....
(2nd interview, p.19)
This latter reference to ‘D.V.D. spending addiction’ was related to what
Ahmet termed his ‘greed’ in wanting to spend any money that he had
on Digital Video Disks of films, or television series (i.e. usually action
packed programmes which involved secret agents or law enforcement
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officers of some kind) that he liked to watch. His mother and Ahmet’s
key worker at the Day Service were attempting to curb his habit of
spending money on these items, particularly when Ahmet was taken
on outings which involved visiting shopping centres.

As indicated earlier, Ahmet had referred to the fact that he was a
Muslim on a number of occasions. Though, during the second
interview, he had acknowledged that neither his parents nor he ‘are
strict Muslim’. Ahmet had also referred to his ‘culture’, which is a word
that has been employed to describe many facets of social life
(Raghavan and O’Hara, 2005). Culture has been defined ‘as a set of
guidelines (both implicit and explicit) that individuals inherit as
members of a particular society, which informs them how to view the
world, how to experience it emotionally, and how to behave in it in
relation to other people, to supernatural forces and Gods, and to the
natural environment’ (Helman, 2001 cited in Raghavan and O’Hara,
2005:190).

Reflective Summary

Reflecting on my two research interviews with Ahmet, the first interview
was particularly noteworthy as I recall being conscious of what may be
described as a ‘strained atmosphere’ between Ahmet and the two staff
members that were present (as observers), at the commencement of
the interview. In addition, the interview had evidently provided Ahmet
with a space in which to express his anger and disappointment, at
various points, regarding the restrictions that were being imposed on
him by the service organization which supports him on one day each
week. As previously mentioned, a staff meeting concerning Ahmet had
taken place earlier in the day on which the research interview took
place. Due to recent episodes in which Ahmet was reported to have
verbally, and sometimes physically, threatened members of staff, a
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decision had been made that he would not be included in future
holidays arranged for service users.

One of the episodes was reported to have occurred when Ahmet was
taken on a short holiday with a group of service users. Whilst on an
outing during this holiday, Ahmet was reported to have verbally and
physically threatened the staff member who was in charge of the
group. Furthermore, the meeting had confirmed that two staff members
should work with Ahmet at all times; as a means of safeguarding staff
and other service users. In the sequence of events, Ahmet had been
informed about the decision, that he would not be involved in further
holidays with other service users, shortly before the first research
interview was due to take place.

Based on his experience of employing the research approach
developed by Hollway and Jefferson (2000), David Gadd has
underscored the importance of theorizing an interviewee’s account in
its entirety; including an awareness of the circumstances by virtue of
which it was produced (Gadd, 2004). Hence, an understanding of the
context in which the first research interview with Ahmet took place was
pertinent when examining the data that was produced. For example,
the transcript showed that Ahmet had voiced his feelings (rather
vehemently) in a number of statements such as: ‘I’ve felt very painful
and...it keeps coming back to me...You’re never going to go abroad
again’ and ‘Never, ever, ever go abroad...It’s forever...forever until I
die, and get old and grey’.

At times, Ahmet had seemed to use me, in my role as interviewer (and
someone who was not involved in his service provision), as a
‘container’ into which he had projected his feelings (Hodges, 2003) of
anger and disappointment concerning the decision for him not to be
included in future holidays for service users. As discussed in the
previous chapter, Bion described the process of containment as a
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means by which a mother, or other carer, acts as a container for the
distress that an infant finds unbearable (e.g. as when they are hungry),
and projects into them (Hodges, 2003; Hollway and Jefferson, 2000;
Sinason, 2010). By taking the infant’s distressed feelings in, a mother
or carer shows the infant that his or her feelings are tolerable. Thus by
responding to the infant, the mother or carer transforms the feelings
and returns them to the infant in a modified form. Bion indicated that
this process was crucial during an infant’s early life, and continued in
various forms throughout a person’s life (Hodges, 2003).
So, in a similar way, owing to my containment of Ahmet’s powerful
feelings, they became less painful to acknowledge, which then also
enabled him to feel recognized; and to feel that his meanings had been
emotionally comprehended (Hollway and Jefferson, 2000). My
interaction with Ahmet appeared to assist him in gradually becoming
calmer, and he had expressed a wish to ‘get all the information out’.
Clarke has suggested that, by using Bion’s model of ‘container’ (i.e. the
interviewer) and ‘contained’ (i.e. the interviewee), ‘the interview can be
viewed as a therapeutic encounter’ (Clarke, 2002:187).

When talking about the initial recognition of his mental health needs,
as mentioned earlier in the chapter, Ahmet was able to clearly recall
that this had taken place during the period of his transition from school
to a Further Education College. Previous research by Williams and
Heslop (2005) has found evidence of the trauma experienced by many
young people with learning disabilities on leaving school. The research
pointed to the fact that this is a period during which ‘there was often a
sense of being channelled into one particular route, and facing the loss
of the safe haven of school life’ (Williams and Heslop, 2005: 235).
Moreover, the emotional distress experienced by a number of young
people had generally not been recognized as potentially indicative of
mental health needs, until episodes occurred in which they had
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displayed violence or behavioural challenges (Williams and Heslop,
2005).

As mentioned earlier in the chapter, Ahmet had initially been referred
to his family’s general practitioner as a consequence of the
pronounced deterioration in his behaviour that had been observed by
his immediate family members and his teachers. However, Ahmet
recalled that his parents had originally sought advice about what they
should do, or where they needed to go for support, from members of
their religious community at the local Mosque. Hence Ahmet’s parents
had evidently obtained advice from their religious community before
taking him to the family’s general practitioner. The difficulties that
people from minority ethnic communities frequently experience in
regard to accessing appropriate services was acknowledged by the
government White Paper ‘Valuing People’ (Department of Health,
2001a).

A study carried out some years after the publication of the White
Paper, which explored the responsiveness and appropriateness of
service provision for people with learning disabilities from minority
ethnic communities in a northern region of England, found that such
services continued not to be given sufficient importance (Caton,
Starling, Burton, Azmi and Chapman, 2007). In another study, which
investigated the impact on parents of the mental health needs
presented by young people with learning disabilities, all of the parents
that participated ‘talked about not knowing where to turn for help, or
about asking services for help but then not being referred
appropriately’ (Faust and Scior, 2008: 420). Fortunately, in Ahmet’s
case, his family’s general practitioner had referred him to a Consultant
Psychiatrist who spoke Turkish, which was particularly helpful to his
parents as they did not speak English fluently.
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Ahmet had been referred to a specialist psychiatric hospital for further
investigations by the Consultant Psychiatrist and, as mentioned earlier,
had

eventually

been

diagnosed

as

presenting

‘Obsessional

Compulsive Disorder’. This diagnosis was assigned to Ahmet when he
was nearly eighteen years old. At the time of the research interviews,
Ahmet was aged twenty four and he had attended the Day Service on
one day a week since he was eighteen. The local social services had
commissioned the provision of this Day Service from an independent
service provider, and it was intended as a means of providing an
individualised programme of occupational activity for Ahmet. In
addition, importantly, it offered respite to his mother who provides
Ahmet’s care and support in his everyday life. In recent years, Ahmet
has also attended a Further Education College, where, at the time of
the research interviews, he was following a course related to computer
studies, on two days each week. Ahmet stayed at home on the
remaining four days a week and, from his account, spent a lot of his
time watching films/Digital Video Disks (DVDs).

Future concerns

An important insight, that became apparent whilst undertaking holistic
analysis of the material produced from the research interviews with
Ahmet, was his fear that he might be admitted to long-term residential
care at some point in the future. At two junctures during the second
research interview, he had made references to the possibility of being
admitted to a psychiatric hospital, such as the specialist hospital that
he had attended for investigations prior to his clinical diagnosis. Ahmet
recalled that he had asked his mother not to put him in the hospital
(which he had then named). Shortly afterwards, he had admitted ‘that it
was something that was worrying me (i.e. Ahmet himself), keeping me
awake for months’. Ahmet recounted a meeting that he attended at the
specialist hospital in which a doctor had suggested that he (i.e. Ahmet)
‘could go to a residential college’. Ahmet stated that this suggestion
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had made him ‘very scared’ because ‘at residential college you have to
look after yourself’. He did not wish to leave the care of his family, as
he ‘knew that (he) was safe.’

Furthermore, there was a point near the end of the second research
interview (which had been very poignant) when Ahmet spoke about his
sense of loss regarding the kind of life that he is not likely to have in
the future. Ahmet is a young man but feels that he will not have an
opportunity to be married, or experience ‘being a dad, having kids’. He
stated that he is ‘not fit in the head’ and ‘not fit to be a dad’. Ahmet had
also expressed his awareness that ‘there’s worst people out there than
me and in worst conditions, and in war torn places and...I feel very
sorry for them’.

Conclusion

The data produced as a result of the research interviews with David
and Ahmet reflected the differences in their experiences as service
users with mental health needs. David’s mental health needs had been
identified after he had been re-admitted to long term residential care in
a staffed community home. However, Ahmet has always lived at home
and it was his parents and teachers that had initially recognized the
marked changes in Ahmet’s behaviour and mental state; which had
eventually led to him being referred to a specialist psychiatric service,
by way of his family’s general practitioner and a Consultant Psychiatrist
(who fortunately spoke the mother tongue of Ahmet’s parents).

Stressful life events appear to have potentially contributed to the
manifestation of their individual mental health needs (Hastings et al,
2004; Hulbert-Williams and Hastings, 2008). David had experienced
significant changes in his life due to bereavement related to the death
of his mother. This had subsequently resulted in the loss of his home
and his re-admission to long term care, as his father could no longer
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cope with caring for him. Ahmet had experienced a major change in his
life as a consequence of his transition from school to a Further
Education College, and research has indicated that this is a traumatic
event in the lives of many young people with learning disabilities
(Williams and Heslop, 2005).

Both David and Ahmet have histories of manifesting behaviour which
their respective carers/service providers have found challenging. In
both cases, their behavioural challenges were a key factor in their
referrals for psychiatric assessment. Nowadays, when assessing
potential causes for the presentation of challenging behaviour, service
providers generally recognize the importance of ensuring that the
manifestation of such behaviour is not due to diagnosable mental
health needs (Joyce et al, 2005; Raghavan and Patel, 2005).

It was interesting to note that both research participants had referred to
their

membership

of,

and

respective

connections

with,

faith

communities. Religion provides one means of expressing a spiritual
need (Hatton et al, 2004). Moreover, as illustrated in David’s active
involvement with his local church, religious expression can help
individuals achieve valued lifestyles in areas such as social inclusion
(Swinton, 2001 cited in Hatton et al, 2004). There has been minimal
research into the significance of spirituality for people with learning
disabilities, ‘be it theistic, non-theistic or any combination thereof’ (Raji,
2009: 127). Similarly, there is a serious lack of research concerning
‘the spiritual needs and experiences’ of people with learning disabilities
‘who additionally have mental health needs’ (Raji, 2009:135).

David and Ahmet live in geographical areas where specialist mental
health services are provided for local people with learning disabilities
within an overall mental health organisation (Chaplin et al, 2010). Both
of these research participants attend psychiatric outpatient clinics on a
regular basis, usually at least twice a year. Consultant psychiatrists
216

working in these specialist services monitor the efficacy of prescribed
therapeutic interventions, which are forms of psychotropic medication
(Raghavan and Patel, 2005), in the case of both David and Ahmet. The
treatment of David’s epilepsy is also monitored by these specialist
mental health services.

Day services play an important role in the lives of David and Ahmet. A
recent study (O’Brien and Rose, 2010), which aimed to seek the
opinions of people with learning disabilities who have additional mental
health needs about the services they receive, found that meaningful
day activity was viewed as significant by all participants. Resilience
was another issue that was highlighted for me, especially in my
fieldwork involving David. In subsequent interviews with other
participants, their capacity to survive the adverse conditions that they
had experienced was something which I increasingly became aware
of.
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Section 4: Individual and collective
journeys
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Chapter 8: Strangers in their own land
Introduction
Following the two previous chapters in which a number of themes
arising from my analysis of interview data gained from the individual
research participants have been indicated, this chapter will examine
the common themes and links discovered in the transcriptions
concerning the participants’ perceptions of their experience as service
users with learning disabilities and mental health needs. Adapting the
theoretical and methodological framework developed by Hollway and
Jefferson (2000), I employed a psycho-social conception of subjectivity
in my analysis of the data. It is an approach which addresses both the
social and psychological components of the individual research
participant’s experiences.

From the narratives told by the participants during their research
interviews, it is evident that the early years of most of them were
marked by loss (of family life, their home and community) as well as by
separation and removal from society.

The voices of people with

learning disabilities, particularly during the course of the 20th
century,have largely gone unheard (Atkinson and Walmsley, 1999).
The older participants involved in this research project represent a
specific period in history when individuals of their age and generation
were institutionalized for a significant part of their early lives. They
generally only moved out when policies altered and institutions
commenced the process of closure (Bigby, 2005).
The recognition of ‘difference’

The changing definitions of difference form the history of people with
learning disabilities. These definitions have always been formulated by
others. They are seldom the expression of a group of people realizing
their own identify, or their own history (Ryan with Thomas, 1987). At
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some point during their early years, each of the research participants
was identified as presenting some degree of impaired intelligence and
Table: 8:1

Research Participants

Participant

Gender

Age

Learning
Disability

Ted

Male

59

Moderate/Mild

David

Male

54

Mild

Stanley

Male

71

Moderate/Mild

Beryl

Female

58

Moderate/Mild

Jeremy

Male

72

Mild

Harry

Male

65

Mild

Ahmet

Male

24

Mild/Borderline

Diagnosis (Mental
Health Needs)
Schizophrenia
Challenging
Behaviour
Suicidal tendencies
Depressive and
Psychotic
symptoms
Challenging
Behaviour
Epilepsy
Depression
(History of
behavioural
challenges)
Non-specific
(Referral for
behavioural
changes, query
Auditory
hallucinations)
Epilepsy
Depression
History of
Schizophrenia
Challenging
Behaviour
Obsessive
Compulsive
Disorder
Challenging
Behaviour

social functioning; and following a diagnostic process, a label was
assigned to them. (N.B. Their present diagnostic labels are indicated in
the above table) During their lives, the individual participants have
experienced a number of diagnostic labels being applied to them. For
example, in the course of the 1950s, when the older participants were
in their youth or early adulthood, people continued to be diagnosed as
‘idiots’, ‘imbeciles’, ‘mental or moral defectives’ according to the
classification system of the eugenically inspired Mental Deficiency Act
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of 1913 (Potts and Fido, 1991).

The Mental Health Act of 1959

introduced the categories of ‘severe subnormality’ and ‘subnormality’,
which referred to states of arrested or incomplete development of mind
that included subnormality of intelligence. People who were diagnosed
as severely subnormal were considered to be incapable of living an
independent life or of safeguarding themselves against serious
exploitation.

In contrast, people who were diagnosed as subnormal

were viewed as manifesting a condition that required, or would
respond to, medical intervention or specialist care or training (Race,
1995).

Nevertheless, this legislation provided no definition of what constituted
‘subnormality of intelligence’ either in relation to points below the
average level of intelligence or in regard to any specific assessment of
intelligence.

Hence to fit an individual into one of the defined

categories remained an issue that was to be personally determined by
those who undertook the defining. This role was no longer mainly
carried out by General Practitioners, but now involved the increasing
number of consultant psychiatrists and clinical psychologists, who were
employed in the long-stay hospitals following the inclusion of these
former ‘colonies’ within the National Health Service (Race, 2002).
Furthermore, the definitions and classifications employed in the Mental
Health Act of 1959 did little to clarify the distinction between learning
disability and mental health. The term ‘mental disorder’, for example,
was intended to signify mental illness, arrested or incomplete
development of mind, as well as psychopathic disorder and any
alternative disorder or disability of mind (Race, 1995; 2002).

The 1959 legislation created an additional categorisation that was to
remain for around two decades at least. In 1971, the term ‘mental
handicap’ was used in the White Paper published that year, which
represented the evolution of policy resulting from research, as well as
the government’s response to hospital scandals, that occurred during
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the 1960s. The use of this new classification was advocated on the
grounds that it was preferable to any of the other terms because it
helped to highlight the fact that society’s attitude should be the same
as to alternative forms of handicap. In fact , the use of the new term in
this policy document owed much to the National Society for Mentally
Handicapped Children which had been influential in promoting the term
‘mental handicap’ and championing its widespread usage, although
‘subnormality’ continued to be the legal term (Race, 2002).

Individual tragedy? The medical model and people with learning
disabilities

Medical model approaches, as discussed in earlier chapters (e.g.
Chapter 3), have evidently been predominant in the historical treatment
of the individual service users who participated in this research project.
In fact, medicine in respect of its institutions, practitioners, concepts,
and methods of interpreting behaviour has been the leading
mechanism for excluding people with learning disabilities from society.
Moreover, the medical profession has legitimized this exclusion by
developing an entire way of thinking that provides a justification for it
(Ryan with Thomas, 1987). Within medical model terms, the ‘problem’
was perceived as the individual pathology of those who were identified
as ‘defectives’ (Boxall, 2002).

Referring to medical dominance in

relation to people with learning disabilities, shortly over two decades
ago, Joanna Ryan asserted:
‘To categorize mentally handicapped people as ‘defective’ or
‘subnormal’ is to describe them entirely in terms of their
supposed pathology, what is wrong with them.

Such

descriptions effectively mask other aspects of their social
existence, or even deny them one at all. The way that we,
as a society, behave towards them is left entirely out of
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account, and in this sense medicine performs an important
ideological function’.

(Ryan with Thomas, 1987: 15)

Thus, according to approaches based on the medical model, disability
is viewed as an individual functional limitation.

Such a functional

limitation is something that the individual is unable to do, or a personal
deficit, which results from a biological or physiological cause.
Biomedical diagnosis situates the problem of disability within the
individual (Boxall, 2002). By this means, disability is deemed to be a
‘personal tragedy’ (Oliver, 1990).

At the time when the individual

functional limitations of the six older participants of this research
project were originally brought to the attention of the relevant
authorities, the medical model resolution was customarily to segregate
people identified as mentally deficient, by placing them in long-stay
institutions (Boxall, 2002).

Recognizing the mental health needs of people with learning
disabilities

When reviewing the individual histories of the research participants, it
was important to note that the majority had been service users in a
period of the twentieth century during which the mental health needs of
people with learning disabilities had largely gone unnoticed.

Their

emotional lives and emotional difficulties had generally been
overlooked (Arthur, 2003). Moreover, it has been asserted that people
with learning disabilities have been one of the most ignored
populations in terms of mental health services and psychological
research

concerning

therapeutic

approaches

(Reed,

1997).

Historically, there has been a complete inability to believe that
individuals with learning disabilities have any emotional faculties with
which to consider their plight (Hollins and Sinason, 2000).
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A key area of inquiry during the initial stage of the research interviews
concerned gaining the participant’s view of when their mental health
needs had originally been recognized. I generally employed the
concept of the life cycle as a frame of reference in these interviews.
This provided a tangible means of enabling the research participants to
connect their recollections of particular events with the stage of their
lives during which they occurred. Gaining knowledge of a person’s life
history grants a fuller understanding of the relationships between the
personal, social and environmental domains of their lives as he or she
grew older; and what happened as he or she moved through services
over the course of time (Grant et al, 2005).

Overall, the information elicited from the research participants, which
related to the circumstances surrounding the identification of their
mental health needs, reflected the various traumatic and life events in
their biographies, as well as the changes that have occurred within
service provision during the past half-century. The youngest research
participant, Ahmet, had a clear recollection of the period in which his
mental health needs had become apparent to the people involved in
his everyday life.

As discussed in the previous chapter, Ahmet’s

behaviour had progressively deteriorated around the time of his
transfer from a school, which provided support for young people with
special needs, to a local Further Education College. He was sixteen
years old at the time. Referring to his memory of this period when his
compulsive behaviour had become very problematic, Ahmet stated:
“...Some of the things back then was too horrific to even
imagine...I mean…it was like a film with, you know, a film with,
how can I say, a film with… a lot of things happening…One
time, I cleaned the whole place with ‘cologna’ (i.e. cologne).”
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Later, at a point during the second research interview, Ahmet
expressed the distress that he has experienced in relation to his
mental health needs, as follows:
“They have been quite painful because…painful for myself.
Why am I so aggressive? Why am I so bad? Why am I so
messed up? Why do I have to talk about negativity all the
time?

There’s always, always, always been negativity

throughout most of the time.”

However, whereas Ahmet was able to recall the circumstances that
resulted in his referral to a psychiatrist, and the subsequent clinical
investigations which he underwent at a specialist psychiatric hospital,
the recollections of the six older research participants concerning the
recognition of their mental health needs were not generally so
unambiguous. As the fieldwork for this project progressed, I became
aware that the category of interest which was central to my research,
that is, ‘people with learning disabilities who have experienced mental
health needs’, was not a category with which the older research
participants evidently identified themselves.

Previous research has

highlighted the fact that people with learning disabilities frequently
seem to experience significant discordance between the way in which
they are categorized as someone with learning disabilities and their
self-identify (Davies and Jenkins, 1997).

Moreover, as acknowledged

earlier (in

Chapter 6), a

study

investigating group identity in relation to people with learning
disabilities suggested that, even though researchers consider that this
category is significant, it cannot be assumed that research participants
also view things in the same way (Finlay and Lyons, 2000). Hence my
research interest in each participant’s history of mental health needs
added to the complexity of the categorization that I was using to make
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my project workable. This categorisation represented the field of study
that was the focus of my interest (Ramcharan and Borland, 1997).

Diagnosed mental health needs

Prior to their relocation from institutional to community care, minimal
attention had been directed to the mental health needs of service users
with learning disabilities (Priest and Gibbs, 2004).

Nonetheless,

people with learning disabilities display a variety of mental health
needs that are also found in the general population (Turkistani, 2003).
This is reflected in the diagnostic labels assigned to the range of
mental health needs that have been manifested by the individual
service users who participated in my research project.

Two of the research participants, Ted and Harry, have a history of
schizophrenia. Harry recalled having a ‘nervous breakdown’ soon after
being admitted to a long-stay hospital.

Since living in his present

community home, Harry has been admitted to a psychiatric unit at the
local hospital on three occasions due to a marked deterioration in his
mental health state and associated behavioural changes. From his
own recollections of these ‘breakdowns’ in recent years, Harry
indicated that they were linked to the losses which he has experienced
in relation to the deaths of his elderly parents and a close relative. Ted
recollected being seen by various doctors during the years when he
was institutionalized, and he was aware that he had been diagnosed
as having ‘schizophrenia’.

Schizophrenia and schizophrenia spectrum disorders were formerly a
questionable diagnosis in people with learning disabilities, but they are
now well established. The presentation of psychotic symptoms such
as hallucinations, delusions and thought disorder is usually more
concrete and less intricate than their occurrence in people without
learning disabilities (Harris, 2006). Difficulty is frequently encountered,
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however, in ascertaining whether hallucinations are being experienced
by an adult who has learning disabilities (Deb et al, 2001). A certain
degree of language development is required in order to make a
diagnosis (Harris, 2006).

During their early childhood, both Beryl and David had commenced
having seizures.

Due to his intellectual impairment and epilepsy,

David had experienced difficulties in coping with the demands of the
primary school that he attended and, on that account, he was
transferred to a residential school for children with special needs.
Beryl had also experienced difficulties while attending a primary school
located near to where her family had lived. Sadly, during Beryl’s
childhood, her mother had died, and her family were not longer able to
adequately support Beryl at home. Hence, as Beryl recollected, she
had been ‘put’ in a long-stay hospital where there were ‘locked wards
with mad people’. Epilepsy and learning disabilities are both factors
that are recognized as separately increasing the likelihood of an
individual having mental health problems and behavioural challenges.
Therefore, although the case is not proven at the present time, there is
an assumption that individuals who have both learning disabilities and
epilepsy would be subject to an even greater risk of also having a
mental disorder (Winterhalder and Hemmings, 2005).
According to David’s case records, he has a long history of behavioural
challenges and, particularly during his youth, questions were raised as
to whether such problematic behaviour was linked to his epilepsy. In
more recent years, David recalled the sense of devastation that he had
experienced in regard to the deaths of his mother and father, who had
been his main carers for several years while he lived at home. After
David’s mother died, his father had found it increasingly difficult to
support David in the family home.

Hence, as a middle-aged man,

David was admitted to a community based care home that is managed
by his current service provider. This marked a traumatic and unsettled
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period in his life, that worsened when his father died a short while later.
His case records note that David is reported to have had episodes in
which he presented psychotic and depressive symptoms, as well as
problematic behaviour, during the initial couple of years following his
admission to the community home.

In my research interviews with Beryl, she had recalled her decades of
segregation, and the sorrow she had experienced in her childhood
when her mother had died. She also recounted positive aspects of her
life such as her friendships with other service users while in
institutional care, as well as the friends in her present community home
and the day centre that she attended. Although Beryl had referred to
her epilepsy and told me about the tablets that she takes daily for this,
she made no reference to any mental health issues, other than to tell
me about her distress and deep sense of loss when a fellow resident at
the community home had died. Nevertheless, her case records
revealed that, in the two year period prior to the research interviews,
the care staff had reported episodes in which Beryl had presented
‘unusual

behaviour’.

Examples

of

such

behaviour

included

‘inappropriate laughter’ and shouting, evidence of persecutory thoughts
regarding fellow residents, as well as auditory hallucinations ‘calling
her names’. Beryl’s official records provided a depiction of her that
contrasted rather strikingly with her own account of her experiences,
and also with the person that I got to know during my fieldwork. Case
records, however, as noted in earlier research, can offer only an
extremely limited perception of service users’ lives (Bogdan and
Taylor, 1982).

Since living in their community homes, following decades in
institutional care, both Jeremy and Stanley have experienced recurrent
episodes of depression. In order for a diagnosis of depression to be
made, based on specified criteria, a person with learning disabilities
will have displayed a depressed or irritable mood, in association with
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loss of interest, decrease in self-care, social withdrawal or decrease in
communication, for the majority of days over a minimum period of two
weeks.

Additionally, other symptoms such as tearfulness, lack of

concentration, lethargy, changes in appetite, as well as disordered
sleep pattern, will be observed. The presentation of these symptoms
should represent a change from the individual’s previous level of
functioning (Priest and Gibbs, 2004).

Individuals with mild to moderate learning disabilities, such as Jeremy
and Stanley, may be able to describe the symptoms which they
experience.

The clinical features of depressive disorder may be

precipitated by a life event (Deb et al, 2001). In very severe cases of
depression, delusions, hallucinations or depressive torpor may
occasionally be present.

Delusions generally relate to ideas of

wrongdoing, poverty or imminent catastrophe, for which the individual
may believe he or she is answerable.

Auditory hallucinations are

commonly derogatory or accusatory and they are usually in the second
person.

Severe psychomotor retardation associated with the

depressive disorder may develop into stupor (Raghaven and Patel,
2005).

As discussed earlier in Chapter 6, Jeremy had spent many years of his
childhood and adolescence at a residential school for children with
special needs. When he was aged seventeen years, following a period
of training as a gardener, Jeremy had returned home to live with his
parents. He lived with his parents for several years until his father,
who was an Anglican minister, had died. Shortly after the death of his
father, Jeremy had been admitted to a long-stay hospital for people
with learning disabilities. This occurred during the latter years of the
1960s, when he was aged around thirty three years old.

During his years as a resident in this institutional setting, Jeremy
recalled that he was seen by various doctors, and he was able to recall
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the name of a neuroleptic (that is, antipsychotic) drug which had been
prescribed for him. From Jeremy’s perspective, he was prescribed this
medication ‘to help me sleep’. However, the neuroleptic drug, ‘Melleril’
(Thioridazine) which was named by Jeremy, is generally indicated for
conditions such as: schizophrenia and other pyschoses, mania, the
short-term management of psychomotor agitation, excitement and
violent or dangerously unpredictable behaviour (British National
Formulary, March, 2000). At the time Jeremy was institutionalized, the
pharmacological advances that had been made in the field of mental
health were extrapolated to service users with learning disabilities.

Thus the phenothiazines, for example, which were drugs that had been
developed for use in the treatment of individuals who presented
psychotic mental health needs, became ‘treatments of choice’ for
individuals with learning disabilities who displayed behavioural
problems (Gates and Wilberforce, 2003).

Jeremy had recalled a

behavioural episode, when he was institutionalized, in which he had
‘pulled out the tongues’ of his shoes for no explicable reason.

In

addition, Jeremy recollected being admitted to the male ‘Punishment
Ward’ for part of the time that he was in the long-stay hospital. This
would indicate a strong possibility that Jeremy had exhibited behaviour
that, at some point, had been considered as problematic by the staff.
As noted by Potts and Fido (1991):
“The simplest method of punishing the offender was just to
remove him or her to the punishment villa (i.e. ward). The
congregation together of people who were consumed by rage,
frustration and despair was often punishment enough…”
(Potts and Fido, 1991:64)
With the benefit of hindsight several years after Jeremy’s experience of
institutionalization, it is now possible to more clearly understand the
potential consequences that bereavement and loss represent in the
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lives of individuals with learning disabilities. Research has distinctly
revealed that abnormal behaviours were more frequent in a group of
adults with learning disabilities who had been bereaved of a parent,
than a corresponding group who had not experienced such a
bereavement (Hollins and Esterhuyzen, 1997).

Diagnostic overshadowing

The recognition of mental health needs in people with learning
disabilities is frequently a complex process (Priest and Gibbs, 2004).
There is an inclination to attribute ‘the emotional difficulties
experienced by the individual to the disability rather than to emotional
state or needs’ (Hollins and Sinason, 2000: 32).

The concept of

diagnostic overshadowing has been employed to describe the situation
in which any observed changes in mood and behaviour have been
construed as part of the individual’s learning disability. This concept
has assisted in explaining findings that mental health needs have been
underdiagnosed in people with learning disabilities (Reiss, 1994; Priest
and Gibbs, 2004). The assessment and diagnosis of mental health
needs depend very much on the communication ability of the individual
service user. In circumstances where the service user is unable to
communicate emotions, there is a strong probability that suitable care
and therapeutic intervention will not be obtained (Priest and Gibbs,
2004).

Furthermore, emotional difficulties or mental health needs may be
camouflaged or expressed in ways that are somewhat different from
the norm; usually this is behaviourally (Hollins and Sinason, 2000).
The task of distinguishing behavioural disturbances associated with
psychopathology from any type of behaviour problem in an individual
with learning disabilities is difficult for clinicians involved in diagnosis
(Raghavan and Patel, 2005).

Each of the service users who

participated in this research project has a history of manifesting
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problematic behaviour. In the past, people with learning disabilities
were regarded as being virtually predisposed to exhibiting such
behaviour on account of their intellectual impairments.

As a

consequence, problem behaviour was deemed to be part of an
individual’s nature and thus it was not susceptible to treatment. The
term ‘challenging behaviour’ began to be used during the 1980’s at a
time when significant endeavours were being made to effect the
closure of long-stay institutions (Joyce et al, 2005). This new term
represented the fact that the conceptualisation of problem behaviour
has altered, from it being perceived as a problem within the individual
themselves, to the present viewpoint that it is behaviour which ‘poses a
challenge to others’ (Hodges, 2003:96).

Examples of the types of challenging behaviour that have been
displayed by the research participants include the following: verbal
aggression, hitting other people, mood disturbances, self-injury, noncompliance, withdrawal and inappropriate sexual behaviour.

Whilst

undertaking the fieldwork for this project, only one of the research
participants (that is, Ahmet, who was the youngest of the interviewees)
acknowledged, and directly referred to, their history of behavioural
problems, and the impact that it has had on their service support.
Background information concerning the behavioural problems, which
had been displayed by the six older research participants, was
obtained from individual case records and key support staff in their
respective community homes. The case records generally covered the
period from the admission of the service user to their community home
until the present. Regrettably, there was no documentation directly
relating to the years that they had spent in long-term, institutional care.

As this research project evolved, a finding that became increasingly
evident was the significance of the various experiences of loss in the
emotional lives of the individual research participants. Nevertheless,
there has been a failure to acknowledge the impact of loss on people
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with learning disabilities, which resulted directly from the general view
that such individuals lacked a sufficient level of comprehension or
emotional functioning (Conboy-Hill, 1992).

In circumstances ‘where

behaviour has been identified as troublesome, the person has been
either sedated or trained out of it, often without any reference to any
possible emotional cause…’ (Conboy-Hill, 1992; 151).

The six older research participants had experienced a range of losses
which included: the loss of parents and relatives, their homes, and a
familiar neighbourhood, as well as routines. Although a great deal is
known concerning the impact of death on non-disabled people, not so
much is understood regarding the impact of death on individuals with
learning disabilities.

Case Records

It was interesting to explore the accounts elicited from the research
participants concerning their experiences of mental health needs, and
compare these to the information contained in their case records. The
case histories of service users with learning disabilities have a
tendency to privilege information that is of use to professionals, such
as level of intellectual ability and medical diagnosis. Generally, the way
in which case records are assembled seems to further silence a group
of people that is already oppressed, in addition to objectifying,
pathologizing, and classifying them (Gillman et al, 1997).

One example of case records that I had an opportunity to examine
were those relating to Ted, the first research participant whom I
interviewed.

Ted had told me that he is ‘schizophrenic’ when

recounting his experience of mental health needs. He had also stated
that he is ‘subnormal’, and hence appeared to recall a label concerning
the initial diagnosis of his intellectual impairment which had been
assigned to him much earlier in his life.
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Several weeks following

completion of the research interviews with Ted, I was granted access
to his case records that are maintained by the care team at his
community home. These revealed that Ted had been diagnosed as
having ‘Mild to moderate learning disability’. Besides this, as Ted had
informed me, he has been diagnosed as having ‘Schizophrenia’; and
this diagnosis regarding his mental health needs was evidently
assigned to him several years ago when he was a resident in a longstay hospital.
In addition, the case records revealed that he has ‘suicidal tendencies’,
episodes of ‘paranoia’, auditory hallucinations, and a history of
exhibiting challenging behaviour, which has often involved verbal and
physical abuse to members of the care team, as well as his fellow
residents at the community home. However, I had managed to gain an
insight into Ted’s unique history and lived experience during the course
of my initial meeting, as well as my two research interviews, with him.
Moreover, I had further opportunities to speak to Ted on subsequent
occasions when I visited his community home, as part of the fieldwork
for this research project. From my own perspective, I found something
likeable about Ted and we had seemingly built up some measure of
rapport during our conversations, especially when conducting my
research interviews with him. Thus, Ted had become a real, ‘flesh and
blood’ person to me.

In contrast to my knowledge of his lived experience, the clinical
information that I read in his case records tended to accentuate such
issues as the details of his diagnostic categorization, the medical
treatment that has been prescribed for him, and reports of the
behavioural challenges which he has presented to his care providers.
The authors of a research project, which addresses the use of case
records within services for people with learning disabilities, indicate
that ignorance of the unique biographies of service users ‘is
dehumanising and allows professionals to psychologically distance
234

themselves’ (Gillman et al, 1997: 675).

Consequently, individual

service users can become objectified and problematised, and their
lives determined by care plans, behavioural schedules and medication
(Gillman et al, 1997).

Inside institutions: removed from society

Six of the research participants had experienced institutionalization for
a substantial part of their early lives. David and Jeremy had both spent
years of their childhood in residential schools for children with special
needs. They had also been admitted to long-stay hospitals. David had
spent a few years in such an institution whilst Jeremy had been a
hospital resident for well over two decades. Beryl had been admitted
to a large long-stay hospital as a young girl. Both Ted and Harry had
been admitted to long-stay hospitals during their adolescence and, like
Beryl, remained in these institutions for decades before being resettled in the community. Stanley had also lived in a long-stay hospital
for more than two decades of his life.

The youngest participant,

Ahmet, has always lived at home with his family. However, as he
revealed during my second research interview with him, Ahmet is
fearful that he could potentially be institutionalized and thus separated
from his family.

The narratives concerning their experiences of institutionalization
recounted by the research participants resonate with earlier accounts
of institutional life that have been documented and published within
the field of Learning Disability (for example, Cooper, 1997; Potts and
Fido, 1991; Alaszewski, 1986). The individuals who were admitted to
institutional care had inevitably been divested of the support that was
provided by social relationships, as well as the pattern of life which
they had experienced at home with their family members and friends.
When they were admitted to the institutional setting, each of the
individuals was required to adjust and accept a wholly different
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segregated and foreign environment (Potts and Fido, 1991).

The

residential schools and long-stay hospitals in which the research
participants had spent a substantial part of their lives had essentially
been total institutions. Such institutional settings aimed to provide a
complete and varied range of education, work, recreational activities
and residential accommodation to meet the needs of its residents. This
range of service provision was administered by means of a single
bureaucratic organization which was isolated from the remainder of
society (Goffman, 1968; Potts and Fido, 1991).

Formal education was not considered necessary for many of the large
numbers of children who permanently resided in long-stay hospitals
during the early decades following the Second World War (Race,
2002). For those children who did receive some schooling, the focus
of their education was not on literacy but on teaching them practical
skills which would prove useful to the institution. Skills development
relating to housework and handicrafts usually featured widely in the
programme of educational activities (Potts and Fido, 1991). Residents
made a major contribution to the functioning of institutions. Within the
long-stay hospitals, it was patient labour that operated a range of
services such as, for example, sewing rooms, mat making rooms,
farms and laundries, shoe repair workshops, as well as carpentry,
engineering and tailoring. The more able residents also assisted the
care staff with their work on the wards (Walmsley, 2005).

The stories narrated by the research participants in this project
represent the perspectives of individuals who had been insiders within
a world that was hidden from the wider society. Their accounts afford
glimpses of the daily routines and rhythms of long-stay institutions as
they had individually experienced them. Beryl recounted, for example,
her memories of attending the female workshop each weekday (from
8.30a.m. until 4.30 a.m.), as well as assisting with housekeeping tasks
on the ward where she lived.

Ted recalled his experiences of
236

employment in a workshop and the Laundry. He had also assisted in
the care of ‘low grade’ residents.

During his years in a long-stay

hospital, Jeremy had been employed in workshops and worked on the
hospital farm. In addition, Jeremy had occasionally been employed to
carry out work on an estate near to the hospital.

David recalled

regularly helping to feed another young resident who lived on a
different ward during the time he was in hospital. When he was a
young man, Harry recalled being employed in a workshop where he
was being trained to undertake tasks related to coach building.
The terms ‘high grade’ and ‘low grade’ were used by most of the
research participants when referring to other residents in their
recollections of institutional care. A classification relating to ‘grades’
was generally employed in institutions, and has been noted in other
studies (for example, Stevens, 1997; Alaszewski, 1986). Residents
identified as ‘high grade’ were customarily responsible for a great deal
of the care of ‘low grade’ residents (Stevens, 1997). The information
provided by the research participants also indicated the separation of
the sexes that had occurred within institutions.

The institutions to

which they had been admitted were divided into a ‘female side’ and a
‘male side’. With regard to this aspect of institutional life, the published
account of a former female resident, whose experience of institutional
care coincided with the decades during which the older research
participants were also institutionalized, stated:
‘…You couldn’t mix with the men. You could go to a dance but
you’d have men on one side, women on the other. You could
dance with them, but they had to go back men one side,
women the other side. Even in the dance hall there was two
loads of staff in the middle, one full of women and one full of
men, and you just danced around the staff in the middle’.
(Cooper, 1997: 25)
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A prime objective of the institutions for people with learning disabilities
was the prevention of sexual reproduction. In the early decades of the
twentieth century, there was a prevailing fear that the ‘feebleminded’
would ‘repeat their type’ culminating in the ‘propagation of a
degenerate stock’ (Fido and Potts, 1997:39).

Thus, as these

institutions were initially developed, either two distinct institutions were
built or the institution was separated into sections that solely
accommodated male or female residents (Alaszewski, 1986; Stevens,
1997).

Sexual segregation was intended to curb heterosexual

relationships within the institution.

Social events at Christmas and

dances were usually the only formal opportunities for contact between
female and male residents (Stevens, 1997).

When the research participants recounted their experiences of
institutional care, I recall my own sense of surprise that their accounts
of segregation were not imbued with the level of criticism which I had
imagined potentially might be the case. In fact, their accounts reflected
both positive and negative aspects of their lives within an oppressive
system. A salient point to bear in mind, when reviewing their years in
segregated settings, is that the research participants involved in this
project were likely to have been among the most able of residents.

A

classic study by Edgerton (1993) concerning the experiences of
individuals who had been institutionalised, refers to the impact of
hospital admission on the self esteem of the newly admitted resident.

Edgerton indicates that, as a consequence of the initial period of
hospitalization, during which a newly admitted resident will have been
left without privacy, as well as experiencing a loss of individuality and
autonomy of action, the individual’s self esteem will probably have
arrived at its lowest point. Yet at this critical point, when everything
has combined within this regimented and impersonal environment to
inform the individual that he or she is mentally deficient, situations
arise which present the individual with an opportunity to enhance their
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self worth and rebuild their self-esteem. Such an opportunity will have
stemmed from the manifest presence within the hospital of substantial
numbers of residents with severe disabilities. Consequently, the newly
admitted individual with mild (or moderate) learning disabilities is in a
position to compare themselves favourably with most of the severely
disabled residents, to whom he or she is evidently superior (Edgerton,
1993).

Another aspect of institutional life that assisted individuals in adapting
to their enclosed environment was the relationships which they
developed with their friendly and accepting peer group. In contrast to
the experiences of devaluation that the individual is likely to have
encountered prior to their admission to institutional care, these
relationships enabled a positive self-concept to be maintained. Such
relationships frequently provided the individual with the first occasions
of acceptance by peers that he or she had known (Edgerton, 1993).

Moreover, as they were among the most able residents, they were
commonly employed in a broad range of jobs for a number of hours
each day. Thus purpose and structure were integral to their everyday
lives.

Work also provided status in terms of being recognised, for

example, as ‘a high grade’ or ‘a working girl’, as well as the opportunity
to meet other people, and sometimes receive praise from staff
members (Potts and Fido, 1991).

Despite the restrictions of institutional settings, the accounts of the
majority of older research participants indicated the importance of their
friendships that were made during their years segregated from society.
Beryl recalled the names of her close friends, and the sorrow that she
experienced when they had been separated as a consequence of the
long-stay hospital’s resettlement programme.
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Figure 8:1

Classification of residents in institutions

The terminology concerning the ‘grades’ of residents identified their levels of ability
and reflected the hierarchical character of the institutions (Alaszewski, 1986; Potts
and Fido, 1991). Research relating to institutional care that was undertaken during
the mid-1970s, when the majority of the older research participants were in longstay hospitals, refers to the characteristics that care staff associated with this grade
classification, as follows:
‘High grade patients were seen as physically active and their behaviour
was socially orientated. Thus their behaviour was amenable to social
control. They could be useful as workers on low grade wards. They had
the capacity to engage in purposeful sexual behaviour and this created a
problem of control.

They diverged least from the pattern of normal

development but they were slow to develop, and they did not achieve full
independent adult status’ (Alaszewski, 1986: 114).

Whereas in contrast to this, low grade patients were viewed as:
‘…anti-social, physically active and potentially dangerous. They were
a danger to themselves and other patients and destroyed their
environment. They had sexual behaviour but, like all their behaviour, it
was not socially orientated.
Therefore

low

grade

It was physical and individualistic.

patients

were

seen

as

needing

physical/mechanical control; a rigid routine and a barren tough
environment. Low grade patients diverged quite considerably from the
normal model of development. Physically they developed normally but
they showed little mental or social development. Thus their behaviour
was always seen as behaviour and never as social action. They never
attain “adulthood”, i.e. a state of social independence (Alaszewski,
1986: 114/115).
The more severely physically impaired resident, who were termed ‘cot and chair’
patients or ‘babies’ in some institutions, were viewed as passive and vulnerable
(Alasweski, 1986; Potts and Fido, 1991). Their physical impairments restricted the
scope of their movement and they displayed minimal purposive behaviour. They
were perceived as the group of residents who deviated the most from the pattern of
normal development.

They demonstrated minimal physical, mental or social

development and frequently showed a premature and rapid decline (Alaszeski,
1986). The everyday lives of the most disabled and impaired residents mainly
consisted of long empty periods of time that were only interrupted by meal times,
going to the toilet, being bathed and bedtime (Potts and Fido, 1991).
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Jeremy, Ted and Harry also recalled the names of close friends whom
they had known whilst in institutional care. David’s memories related
to people whom he had known during the years that he was at a
residential school, and the long-stay hospital to which he had been
subsequently admitted. Stanley had proudly shown me a photograph
of a ‘befriender’ who has regularly visited him at his community home
in recent years, and also taken him on outings.

Community Care: Living outside institutions

The process of de-institutionalization and the shift towards community
care of people with learning disabilities began mainly as ideology and
took many years to bring about in practice (Korman and Glennerster,
1990; Emerson and Hatton, 1994, 2005; Bouras and Holt, 2010). Five
of the older research participants were eventually discharged from the
long-stay hospitals where they had each resided for several years, and
they were transferred to residential accommodation situated in the
geographical catchment areas from which they had originated. These
moves took place as part of the Regional Health Authority’s long-stay
hospital

closure

and

re-settlement

programme,

implemented during the 1980s and 1990s.

which

was

Four of the research

participants (i.e. Beryl, Harry, Jeremy and Stanley) had resided in a
long-stay hospital that had been built during the latter decades of the
19th century. This hospital was one of the oldest institutions in England
that had been specifically built for people with learning disabilities. The
fifth of the older research participants (i.e. Ted) had been a resident in
another long-stay hospital, which had been built in the latter part of the
1920s and was the second large institution for people with learning
disabilities that had been located in the same geographical region.

A significant area of inquiry, which was addressed during the
interviews and fieldwork for this project related to the levels of care and
support that are required by individual research participants, in respect
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of enabling them to live in their local communities.

The six older

research participants, as reported in the preceding chapters, live in
residential care homes with other people who have learning
disabilities, and the homes are situated in suburban neighbourhoods.
Each of these homes is staffed by a care team which provides the care
and support required by the individual residents over a 24 hour period.
Each of the six older research participants requires support with some
facets of daily living.

This support may just involve assisting them with activities such as
understanding written communications, budgeting their money, or food
shopping.

But some research participants need more extensive

support. For example, three of the participants (i.e. David, Beryl and
Jeremy) require some assistance with their mobility, as well as
personal tasks such as dressing and bathing. Moreover, these three
service users have chronic medical problems. Both David and Beryl
have epilepsy, and Jeremy has diabetes; and they require support to
manage these conditions.

Hence ‘having a mental health problem

adds another layer of complexity to the support that people with
learning disabilities need’ (IAHSP, Kings College and the Judith Trust,
2002; 16).

Day Services and Daytime Activity

Six of the research participants attend Day Services. Five of the older
research participants attend day centres from between one weekday to
five weekdays a week.

The youngest research participant, Ahmet

attends a Day Service on one weekday each week, and engages in an
individualised programme of activities. Daytime activity for the majority
of people with learning disabilities has largely been provided in multipurpose centres. These centres have continued to provide a range of
activities and facilities during recent decades.

For example, the

centres carry out educational activities; provide leisure facilities and act
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as a social club; facilitate drama, music, dance, art and pottery;
organize outings; as well as establish self-advocacy groups, among
other things (Williams, 2006).

At the time of its publication the

government White Paper, ‘Valuing People’, reported that local
authorities spent over £300 million a year on day services, of which
more than 80 percent was spent on places at day centres, where the
focus is frequently on large, group activities (Department of Health,
2001a).

Day services have provided greatly needed respite for families that
support family members with learning disabilities at home, however
they have generally made a limited contribution in terms of advancing
social inclusion or independence for their service users (Department of
Health, 2001a).

Whilst many of the activities provided in a multi-

purpose centre can comprise valued alternatives to work, there is a
difficulty in conveying the value of what is done at such a day service
to the local community.

Moreover, there is a risk that people are

viewed ‘as going to day services merely to be occupied because they
have nothing else to do’ (Williams, 2006: 69). Choice concerning
meaningful day activities has been identified as an important issue in
research involving service users with mental health needs (O’Brien and
Rose, 2010).
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Chapter 9: A journey beyond Charybdis and Scylla
Adaption of the methodological and theoretical approach developed by
Hollway and Jefferson (2000) provided a framework for the research
journey relating to this project. The prime intention was to facilitate the
involvement of the research participants in the journey, as far as this
was practicable. But theorizing is especially challenging in research
that aspires to be inclusive.

It is probable that the non-disabled

researcher will initiate the research project with some knowledge of
pertinent theoretical models.

People with learning disabilities,

however, less commonly possess such knowledge (Walmsley and
Johnson, 2003).

They are generally excluded from the abstract

debates that take place around them due to the intellectual element of
their disabilities.

This does not signify that they have nothing to

contribute, simply ‘that they can have greater difficulty in making a
contribution while the debate is conducted in terms of discourse, power
relations

and

the

hegemonic

(McClimens, 2002:77).

status

of

professional

practice’

Undertaking the fieldwork for this research

project provided extensive opportunities to gain an insight of the world
from the viewpoint of service users with learning disabilities who have
personal experience of mental health needs.

The contributions of the research participants constituted the major
part of data production for the project.

The research interviews

provided a setting that enabled the production of knowledge ‘inter’ the
‘views’ of the researcher and the individual research participants
(Kvale, 1999).
knowledge

The involvement of the research participants in

production

ensured

that

the

academic

endeavour

concerning this research project was anchored in their lived realities.
An argument which advances the inclusion of people with learning
disabilities in research highlights the fact that they:

244

‘have unmitigated access to the experience of disability denied
to the non-disabled individual. It is the knowledge constructed
from this position of privileged ontology that allows the
construction of a perspectival epistemology’ (McClimens,
2004: 72)

The perspectives of individuals with learning disabilities, as exemplified
in a published anthology entitled ‘Know me as I am’, often challenge
‘our assumptions and stereotypes, even when we think we have none’
(Atkinson and Williams, 1990: 7). From my perspective, as the
researcher and author, the viewpoints of the service users who
participated in this project frequently influenced me ‘to go back to the
drawing board’. They prompted me to review my own perceptions of
the way in which particular theoretical frameworks related to their
actual lived experiences.

As a means of constructing theoretical

definitions and propositions, researchers depend greatly on an
accepted process involving a review and critique of literature.
Nevertheless, in the greatest number of instances, this review process
as well as the theoretical constructs employed ‘are a product of logicoempiricist thinking rather than of knowledge from the subjects of the
research themselves’ (Ramcharan and Grant, 1994: 231).

The groundwork and starting point of the research journey concerning
this project had required such a review of literature, and an exploration
of relevant theoretical perspectives.

Yet, as the fieldwork, data

production, and data analysis progressed, my ideas continued to
evolve and led to a reconfiguration of theory.

This contribution to

theory development grew from data based on the lived experiences
and realities of the research participants. Working with the individual
service users involved in this project has reinforced my personal
commitment to inclusion. Therefore, it is acknowledged that research
findings, including those from projects such as this, should be made
available to people with learning disabilities. For the current purpose
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of writing up this project, however, I will be guided by the contention
‘that non-disabled researchers do sometimes need the mental space in
which to explore ideas before having to consider the challenge to give
others access to it’ (i.e. the research findings and theorisation)
(Walmsley and Johnson, 2003:218).

Mapping the theoretical landscape

Building on the approach of Hollway and Jefferson (2000), endeavours
were made to understand the individual research participants as
‘psycho-social’ subjects. In this context, it should be noted that the
term ‘subject’ is employed in a philosophical sense, and refers to the
person and how he or she is theorised. Of particular relevance to this
project was Hollway and Jefferson’s assertion that an individual
research participant’s psychological make-up ‘is a product of a unique
biography of anxiety-provoking life-events and the manner in which
they have been unconsciously defended against’ (Hollway and
Jefferson, 2000: 24).

Moreover their ‘inner worlds cannot be

understood without knowledge of their experiences in the world’ (ibid:
4).

For a major part of the last century, the policy and research agenda
regarding disability was motivated primarily by biomedical concerns
and, secondarily, by service delivery models.

Within traditional

research, disability was viewed ‘as an individual problem rather than as
a social relationship. Methodological individualism and positivism
dominated the research’ (Rioux, 1994:1). It has been argued that the
powerful structures and institutions which have been created within
society such as, for example, those representing medical, legal and
governmental bodies, have tended to treat disadvantaged groups and
individuals as commodities. In fact, disadvantaged people, including
those with learning disabilities, have been subject to ‘commodification’.
The research process has been viewed as an example of the powerful
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structures that maintain this commodification (Ramcharan and Grant,
1994:228).

Nonetheless, as discussed in earlier chapters, normalisation theory
and the social model of disability have been acknowledged as key
influences that have altered the research environment for people with
learning disabilities (Walmsley, 2001). Moreover, the evolution of self
advocacy has facilitated more genuine inclusion, though this has
resulted in ‘challenges to the comfortable role many researchers had
assumed for themselves as sympathetic allies of people with learning
disabilities’ (Walmsley and Johnson, 2003:44).

A psycho-social model of subjectivity relating to people with
learning disabilities
Drawing on Hollway and Jefferson’s (2000) conception of a psychosocial subject in research practice, and integrating this with both
contemporary theoretical approaches within the Learning Disabilities
field of study, as well as the lived experiences of the research
participants, resulted in suggestions for a reconfiguration of theories as
represented in Figure 9:1.

This diagram indicates the theoretical

components of a psycho-social model of subjectivity that offers a
conceptual framework for theorising the involvement of people with
learning disabilities in knowledge production concerning their lived
realities. Relationships, resilience, empowerment and spirituality are
identified as significant factors within this framework. The following
sections review the psychological and social aspects of the proposed
framework.
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Figure 9:1
Psycho-Social Model of Subjectivity relating to
People with Learning Disabilities
Social
Psychological
Social identity
Self identity
Relationships

Social model of disability

Resilience

Social theory of learning
disabilities and
impairment

Defended subject
Individual tragedy
(pathologized identity)
‘Wounds’

Empowerment
Spirituality

Social role valorisation
Social oppression

Internalised oppression

Social constructionism

Self-identity

The accounts of the research participants provide an indication of how
different identities are formed between the ‘self’ and the individual’s
immediate environment (Atkinson and Williams, 1990). Recollections
of family life, as well as references to their parents and family
members, were related during the fieldwork with individual service
users. This may well have arisen from the fact that on the occasions
when ‘we want to establish more firmly who we are, we often return in
our minds to the more fixed areas of our lives: our families, our
cultures, our past, our roots’ (Atkinson and Williams, 1990: 13).
Generally, an individual’s sense of self or identity depends on a
number of factors such as their socialization, the environments in
which he or she functions, or the social relationships that he or she has
(Ramcharan and Richardson, 2005). However, for many people with
learning disabilities, this sense of identity is experienced as an
‘excluded’ identity (Borland and Ramcharan, 1997). This is due to the
fact that, ‘from the very earliest of ages, children with learning
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disabilities are separated from the mainstream’ (Ramcharan and
Richardson, 2005:624). They attend special schools and, when they
are older, attend segregated day services. Furthermore, it is very much
less probable that they will obtain paid employment, or be living in their
own homes, later on in their lives. Hence the experiences of such
segregation ‘prepare them for a life of “being different” or being
excluded’ (Ramcharan and Richardson, 2005:625). Overall, services
that are segregated tend to reinforce notions of difference because
they enhance the transparency with which people with learning
disabilities can be identified (Harris, 1995).

Each of the research participants involved in this project had
experienced segregated service provision and, in fact, continue to do
so.

The six older research participants, as discussed in earlier

chapters, had spent several years of their former lives within
segregated institutional environments.
research

participants

have

been

As service users, all of the
subjected

to

a

process of

stigmatisation. A component of this process, particularly for those who
had been institutionalized, entailed ‘a stripping away of personal and
social identity, and the imposition of a label’ (Atkinson and Williams,
1990:13).
A label such as ‘learning disability’ is viewed, especially by social
scientists, as a ‘stigmatised’ identity (Goffman, 1963) with which a
person has to live. Moreover, researchers have suggested there is a
professional (and possible societal) consensus that an identity label
relating to ‘learning disability’ is an ‘aversive’, or even ‘toxic’ one
(Rapley, Kiernan and Antaki, 1998: 807; Davies and Jenkins, 1997;
Edgerton, 1993; Finlay and Lyons, 1998, 2000; Szivos and Griffiths,
1990; Sinason, 1992; Beart, Hardy and Buchan, 2005).

Gaining

awareness that one is stigmatized is likely to threaten an individual’s
personal sense of adequacy and wellbeing (Jahoda and Markova,
2004).

In his classic study regarding the discharge of people with
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learning disabilities from a long-stay institution in North America,
Edgerton (1993) explained how an awareness of their stigmatized
status culminated in attempts to surmount this spoiled identity, and to
‘pass’ themselves as normal.

As indicated in previous chapters, whilst carrying out the fieldwork for
this research project, I initially experienced some perplexity when the
majority of the older research participants did not seem to
acknowledge, or identify with, the diagnostic labels (i.e. particularly
relating to their intellectual impairments) that have been assigned to
them. In retrospect, it is easier to recognize the powerful influence of
the medical model on my own thinking (both at a conscious and
unconscious level), as well as the theoretical categorisations that I had
employed. The premise that disability is central to an individual’s selfconcept or self-definition arises from the medical metaphor in which a
person with disability is perceived as some one who is sick; and thus is
cast in a sick role, in which he or she is viewed as always being in
need of assistance and social support (Woodill, 1994). It has been
asserted that such a premise ‘is more likely a projection of the nondisabled who are preoccupied with the prospect of their own future
disabilities (and even death) when they confront a person with a
disability’ (Woodill, 1994:216).

Research that has explored how people with learning disabilities
perceive themselves indicates a somewhat limited self-identification
with a ‘disabled’ identity. One study found that a little less than 30 per
cent of the sample of people with learning disabilities included
themselves in the social category of people to whom that label (n.b. at
the time of the study, the term ‘mental handicap’ was still used) had
been applied, and nearly half of those individuals discussed their
identity in ways that were partial or not clear (Davies and Jenkins,
1997).

Research undertaken by Finlay and Lyons (1998) found that,

although the majority of their sample of people with learning disabilities
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acknowledged the label when asked directly, the label was not
employed spontaneously in terms of self-descriptions. Statham and
Timblick (2001:191) contend that a more significant issue requiring
consideration is not whether individuals wish to recognise the impact of
a specific label, ‘but how they deal with the circumstances in which
they find themselves.’
The ‘defended’ subject

Hollway and Jefferson (2000) have drawn on psychoanalytic theory in
their theorisation of the psycho-social subject / research participant. A
crucial aspect of this theoretical approach is their concept of the
‘defended’ subject.

This provides a conceptual framework for

comprehending the effects of psychological defences against anxiety
on people’s actions, as well as narratives relating to them.

As

previously discussed (in Chapter 4), the method ‘developed to
accommodate the psychoanalytical principles of the defended subject
is based on eliciting and paying attention to free association’ (Hollway
and Jefferson, 2000:4).

Anxiety is a continual undertone in human behaviour, and is
manifested in behaviour and relationships (Hollway, 2001). From a
psychoanalytical perspective, anxiety instigates defences against the
threats which are presented to the self and these function at a mainly
unconscious level (Hollway and Jefferson, 2000; Hodges, 2003).
Within a research context, people will protect themselves in regard to
any anxiety that may arise from the information which is provided.
Referring to the dynamics in the research relationship, Hollway (2001)
states:

Construing both researcher and researched as anxious,
defended subjects, whose mental boundaries are porous
where unconscious material is concerned means that both will
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be subject to projections and introjections of ideas and feelings
coming from the other person.

It also means that the

impressions that we have about each other are not derived
simply from the ‘real’ relationship, but that what we say and do
in the interaction will be mediated by internal phantasies which
derive from our histories of significant relationships.
(Hollway, 2001:15)

Countertransference refers to our conscious and unconscious
responses to another individual (Hodges, 2003).

As previously

indicated in relation to my interviews with the research participants, it
was critical to be aware of the process of countertransference in
reflecting on the dynamics of the research relationship with each of
them. At times during the fieldwork, I was struck by the detail and
intensity of the participants’ recollections concerning their experiences
of, for example, institutionalization, separation, loss and bereavement;
and the uncomfortable feelings that these evoked in me.

Individual tragedy

Medical model approaches, as discussed in earlier chapters
(particularly Chapters 3 and 8), have greatly influenced the historical
treatment of people with learning disabilities. From a medical model
perspective, the ‘problem’ was viewed as the individual pathology of
those who were mentally deficient (Boxall, 2002). However, in recent
decades, whilst acknowledging the influence of medicine in the lives of
people with disabilities, Oliver (1996; 2009) has maintained that it does
not offer a sufficient basis for developing a distinct model of disability.
Instead of a medical model of disability, Oliver has asserted, there is
an individual model of disability; and medicalisation forms a significant
element of this. An individual model perspective views disability as a
tragic problem for particular individuals (Oliver, 1990; 2009).
Subsequent to being diagnosed or identified as disabled, individuals
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are offered therapeutic interventions or training which may, but not
necessarily, ‘be medically based’ (Boxall, 2002:211). Hence, at the
experiential level, ‘individuals are socialized into a traditional disabled
role and identity, and expected to submit to professional intervention in
order to facilitate their adjustment to their “personal tragedy” ’ (Barnes,
Mercer and Shakespeare, 1999: 26).

As indicated in the previous chapter, all of the research participants
involved in this project have received, and continue to receive, medical
treatment relating to their mental health needs. Due to the powerful
position of psychiatry, which has been a branch of medicine for over a
century, mental health service provision is dominated by a medical
framework that places its emphasis on biological variations or chemical
imbalances in the human body, as the origin of illness (Williams and
Heslop, 2005). This medical model of mental illness concentrates ‘on
what is “wrong” with an individual’, and ‘classes people by their
medical diagnoses’, labelling them in this way (Williams and Heslop,
2005: 232).

Thus, during the course of data production, some

research participants had made reference to diagnostic labels such as
‘schizophrenic’,

‘O.C.D’

(i.e.

Obsessive

Compulsive

Disorder),

‘epileptic’ and ‘subnormal’, which they were aware had been labels
assigned to them during their respective experiences as service users.

Wounds

A comprehensive description of the experiences of devalued people,
such as those identified as having learning disabilities, was initially
formulated

in

Wolfensberger’s

work

concerning

normalization

(Wolfensberger, 1972), and was subsequently further developed in his
theoretical work concerning Social Role Valorisation (Wolfensberger,
1983; 1998); especially in regard to the critical element of the effect of
devalued roles. Wolfensberger commenced using the term ‘wounds’ to
describe these experiences during the early 1970s, with reference to
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the usage of this term by Jean Vanier, who was founder of the L’Arche
movement, which provides services to people with learning disabilities
(Race, 1999).

The stages of the life cycle of devalued people,

particularly within the field of learning disability, often tend to be
composed of negative experiences, which reinforce ‘an identity that, as
perceived by both the world and the person themselves, is also
negative’ (Race, 2002: 198).

The results of the operation of negative social values exemplify
‘additional handicaps that are superimposed on a person’s basic
disabilities’ (Williams and Tyne, 1988: 24). The incidence of the
following experiences for the research participants involved in this
project provide some examples of the operation of negative social
values:

Segregation – Each of the older research participants had
personal experience of being institutionalised (i.e. long-term
care in long-stay hospitals and also, in a couple of cases,
specialist residential schools). In addition, the community based
residential and day services that all of the research participants
currently use are specialist services; which were set up
specifically to provide care and support to people with learning
disabilities.



Lack of freedom and control - Overall, each of the research
participants has experienced a lack of control over their lives.
Their freedom to move about, or do the things that they may
have wished to do, has often been subject to restrictions on the
part of their direct carers and service providers.



Lack of experience and opportunity:
- The research participants have often been overprotected (by
their paid carers, as well as their family members) and therefore
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it is likely they have missed out on chances for development
and growth.

- They have frequently spent most of their lives in the company
of others like them, and have had limited opportunities to meet
people other than the staff providing services to them.


Awareness of being a burden to others – A minority of the
research participants indicated their experience of being spoken
of by others in negative terms, as a problem or a nuisance. For
example, the youngest of the research participants (i.e. Ahmet,
in his first research interview) recalled that ‘some people say,
you know, he’s a risk to society (i.e. making reference to Ahmet)
...Why don’t we put him in... into a home?’



Symbolic Stigmatising – their experiences as service users has
entailed being surrounded by symbols or images which have
identified them as being different in ways that are socially
devalued.

Following Wolfensberger’s theoretical approach, Race (1999) indicates
that these common experiences or ‘wounds’ of devalued people give
rise to painful emotions relating to: 1) their personal awareness of
being a source of anguish to those who love and care for them ; 2)
their ‘awareness of being an alien in the valued world’ (Race, 2002
:199) ; 3) their resentment, or even hatred ,of those who are privileged
members of society (Race, 1999 : 2002).

Internalised oppression

Denigration and exclusion are the two main forms of psychic
oppression experienced by people with disabilities.

The notion of

‘internalised oppression’ provides a helpful link between psychological
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difficulties, social exclusion and denigration (Marks 1999: 25). A very
clear encapsulation of the term is provided by Mason (1992):

Internalised oppression is not the cause of our mistreatment, it
is the result of our mistreatment. It would not exist without the
real external oppression that forms the social climate in which
we exist. Once oppression has been internalised, little force is
needed to keep us submissive. We harbour inside ourselves
the pain and the memories, the fears and the confusions, the
negative self images and the low expectations, turning them
into weapons with which to re-injure ourselves, every day of
our lives.

(Mason, 1992: 27)

The issue highlighted by Mason is the importance of examining not
only the relationships which individuals have with others, but also the
relationship that they have with themselves.
exclusion,

marginalisation

or

rejection

Psychic responses to

incorporate

compliance,

resistance, anger, withdrawal and despair. It is crucial to recognise the
active and dynamic internal responses of individuals with disabilities,
together with their external and political reactions, in regard to
oppression (Marks, 1999). Even though Mason does not refer to the
‘unconscious’, this form of oppression is most effective when
individuals are not aware of its presence. Due to the pain of some
experiences, individuals ‘repress them from conscious awareness’ but
‘they continue to affect self-esteem and shape thoughts and actions’
(Marks, 1999: 26).

There has frequently been an assumption that people with learning
disabilities are unaware of ‘society’s pity, hatred and even death
wishes towards them’ (Marks, 1999: 46). Never the less, clinical work
involving people with learning disabilities which has been undertaken
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by Valerie Sinason, who is a psychotherapist and psychoanalyst, has
revealed numerous cases of individuals who have expressed
considerable anxiety in relation to whether their lives are valued. The
process of amniocentesis provides an especially powerful symbol for
such anxieties (Sinason, 2010).

Amniocenteses refers to a prenatal procedure by means of which a
number of hereditary disorders, such as chromosomal abnormalities
and open neural tube defects, can be diagnosed (Watson, 2007). This
awareness of, and concerns about amniocentesis, which was
described as ‘the cruellest word in the world’ by a woman in one
therapy group, often only arise following several months or longer in a
therapy group; and suggests that people with learning disabilities are
aware of the value that is accorded to them (Sinason, 2010: 280). But
aspects of this awareness are usually not conscious.

The pain which results from rejection is generally repressed in order
that an individual can ‘survive and function under a barrage of rejecting
messages’ (Marks, 1999: 46). Feelings of anger that are appropriate
within the context of the everyday oppression and abuse which they
endure (Marks, 1999) tend, in many instances, to be directed inward
through self injurious behaviour; or outwards in terms of other forms of
challenging behaviour such as, for example: aggression, temper
tantrums, destructive behaviours, social disruption, noncompliance and
stereotypy (Emerson, 2001; Slevin, 2007).

Social identity
People with learning disabilities ‘carry a label and an associated social
identity which is a major determinant of their material prospects and
the character of their social relationships’ (Davies and Jenkins, 1997:
95). Social identity has been described as that part of a person’s selfconcept which is derived from group memberships, coupled with the
257

value and emotional significance connected to those memberships
(Tajfel, 1978 cited in Finlay and Lyons, 1998). Group membership and
the influence of labelling has become a significant area of interest
within sociology and psychology. Nevertheless, as Beart et al (2005)
have noted, given the level of interest in this area there has been very
little research which has studied the effect of being categorized as
having learning disabilities. Although entire services are established
around this categorization, we have sparse information concerning ‘the
impact of this social identity on people and how it informs and shapes
their sense of self’ (Beart et al, 2005: 48).

Individuals with learning disabilities are assigned membership of a
stigmatized social category (Jahoda and Markova, 2004; Edgerton,
1993; Bogdan and Taylor, 1982; Kurtz, 1981). Stigma occurs when ‘a
person differs from dominant social norms on a particular dimension,
and is negatively evaluated by others’ (Jahoda and Markova, 2004:
719). As a consequence, an individual’s whole identity is determined
by that dimension and he or she is dehumanized, to a degree, by those
who maintain such views (Goffman, 1963).

Individuals become

categorized as having learning disabilities by meeting certain socially
constructed criteria that are based on Intelligence Quotient (i.e. I.Q)
level and social functioning, which identifies them as requiring special
services (Beart et al, 2005).

The social model of disability

The social model of disability, as discussed earlier in Chapter 3,
originated in the 1970s as an emancipatory alternative to the individual
model which perceives disability as personal tragedy (Oliver, 1990;
Campbell and Oliver, 1996). As the ‘big idea’ of the disabled people’s
movement, the social model of disability asserted that the problems
faced by disabled people do not originate ‘from their physical or mental
limitations but from the inappropriate social responses to them’
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(Hasler, 1993: 280). From a social model standpoint, ‘disability is not
caused by people’s impairments: it is the failures of society to
accommodate people with impairments that cause disability’ (Boxall,
2002:213).

The social model presents an emancipatory way of conceptualizing
‘the relationship between the individual and society and of the
importance of socio-economic conditions and relations in terms of
understanding the position and experiences of disabled people in
society’ (Barton, 2004:287). The disability movement encompasses
people with physical or sensory impairments, people with mental
health problems and people with learning disabilities. Hence this
includes people with a very broad range of impairments who,
customarily, have been categorized by the medical model of disability
and, as a consequence, have been defined as not having much in
common (Chappell, 1998).

In fact, the social model has been criticised by a number of authors
with personal experience of disabilities. Crow (1996) has argued that
the social model’s focus on the socially located nature of disability
minimizes disabled people’s everyday experiences of impairment. For
a number of disabled individuals, ‘pain, fatigue, chronic illness and
depression are constant facts of life’ but, ‘in social model analysis,
people’s impairments are often regarded as irrelevant or neutral’
(Crow, 1996: 209). Another author, French (1993), contends that she is
disabled to some extent as a result of her visual impairment, not purely
as a consequence of socially created restrictions. Moreover, Morris
(1996) has argued that the social model has been inclined to
marginalise the experience of disabled women. Vernon (1998) has
directed attention to the marginalisation of other groups such as, for
example: Black disabled people, lesbians and homosexual men who
are disabled, older disabled people, as well as disabled people from
the working class.
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Other authors (Chappell, 1998; Goodley, 2000, 2001; Chappell,
Goodley and Lawthom, 2001) have argued that, in a similar way,
people with learning disabilities are also marginalised within the social
model of disability. In addition, people with learning disabilities have
been excluded from the broader disability movement (Chappell et al,
2001). Simone Aspis, a noted self advocate and political activist within
the Learning Disability field, has indicated that people with learning
disabilities ‘face discrimination in the disability movement’ (Campbell
and Oliver, 1996: 97). In her view, there is a tendency among disabled
people (without the label of learning disabilities) to ‘use the medical
model’ when identifying the problems of people with learning
disabilities; and therefore perceiving such problems as intrinsic to their
impairments instead of being a consequence of issues related to
access needs and social barriers (Campbell and Oliver, 1996:97).
Simone Aspis maintained that equality within the disability movement
will, in reality, only be attained when people with learning disabilities
are afforded positions of power and influence within the movement
(ibid.).

Even though the experiences of people with learning disabilities have
frequently been excluded from discussion concerning the social model
(Chappell, 1998), it does not necessarily mean that arguments
emerging from the social model have no relevance to the lives of
individuals with learning disabilities (Boxall, 2002).

Social Theory of Learning Disabilities and Impairment
Goodley (2000) advances the concept of an ‘inclusive’ social model of
disability, which involves linking the social model with social theories of
learning disabilities (e.g. Bogdan and Taylor, 1982; Atkinson and
Williams, 1990; Edgerton, 1993; Rapley, 2004), and underlines the
socially created character of the ‘impairments’ of people with learning
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disabilities.

He asserts that the ‘difference’ of people with learning

disabilities, which is perceived as being rooted in some biological
deficiency, marks out their individuality among humankind. They are
consequently torn away from a social frame of reference and placed in
the spheres of pathological investigation. Goodley maintains that the
social model of disability will only be able to ‘include’ people with
learning disabilities when it accepts the ‘social origins’ of ‘learning
disabilities’ and ‘difference’ (Goodley, 2000: 36). According to this
‘inclusive’ social model, discussion relating to individuals with learning
disabilities’ experiences of impairment will be concerned with the social
origins of ‘learning disabilities’ and ‘difference’. Thus, in social model
terms, such discussion will actually relate to their experiences of
‘disability’ (Boxall, 2002: 223).

Boxall (2002) indicates that discussions regarding the experiences of
people with learning disabilities may have greater similarities to those
relating to the experiences of Black disabled people and members of
other minority groups.
disabled

people’s

Critics of the social model within the wider

movement

have

called

attention

to

the

marginalisation of the experiences of these minorities. It has been
suggested that, in spite of the disparities in the experiences of people
who are members of minority groups, there is one crucial point of
comparison in the experience of all people with disabilities.

This

ensues from the ‘stigma of impairment’ which frequently supersedes
the confines of racial groups, gender, sexuality, social class and age
(Vernon, 1998). Therefore, regardless of whether that impairment is
viewed as being a biologically based ‘individual deficit’ or a socially
created ‘perceived impairment’ (Barnes, 1998:78), individuals with
learning disabilities also experience the ‘stigma of impairment’. This
perception of experience that is common to all people with disabilities
offers an influential means for facilitating the incorporation of
individuals with learning disabilities within the social model of disability
(Boxall, 2002).
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Social Role Valorisation

The theory of Social Role Valorisation evolved from the principle of
normalisation, and was intended ‘to both subsume and replace it’
(Wolfensberger, 1998: 1).

As previously discussed in an earlier

chapter (i.e. Chapter 2), the principle of normalisation originated in
Denmark during the late 1950s, and quickly extended to other
Scandinavian countries.

It provided the foundation for egalitarian

initiatives to create a setting for people with learning disabilities that
offered as ‘normal’ a life as practicable, although this did not inevitably
mean that they were removed from segregated institutions (Emerson,
1992).

A decade later, Wolfensberger had initially proposed (Wolfensberger,
1972) and then developed a more comprehensive version of
normalisation in an endeavour to ‘North Americanize, sociologize, and
universalize the Scandinavian formulations’ (Wolfensberger, 1980 cited
in Emerson, 1992:4).

Wolfensberger followed labelling and social

reaction theory in terms of explaining the ways in which people with
learning disabilities ‘find themselves locked into a spiral of devaluation’
(Barnes et al, 1999: 74). He advocated an alternative that is based on
strategies and approaches which emphasize personal abilities and
good practices (Barnes et al, 1999).

Wolfensberger further modified his theoretical approach in order to
reflect a shift from a focus on ‘normalisation’ to highlighting the need
for people with learning disabilities to achieve socially valued roles,
which he considered to be the ultimate goal that could be
accomplished through normalisation (Atherton, 2007). Hence the term
‘normalisation’ was replaced by ‘social role valorisation’, which is
defined as the ‘creation, support, and defence of valued social roles for
people who risk devaluation’ (Wolfensberger, 1983: 234). Roles are
the means by ‘which members of any grouping of people, from a
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partnership up to a whole society, are afforded status and identity in
that grouping’ (Race, 2002: 202).

Social Role Valorisation conceives that all individuals have roles in
their society. A number of these roles are ascribed, which refers to the
fact that they are given to an individual by others, or by reason of
historical attribution (Race, 2002).

For instance, the role of pupils

within a school setting is ascribed by societies having developed the
overall institution of education, and requiring that children attend
school for a specified period of their lives, and fulfil the role of pupil
(ibid.). The relationship roles of son, daughter, brother or sister are
ascribed as a consequence of the inexorable fact of being born
(Wolfensberger, 1998). There are other roles that can be assumed by
individuals, such as the leader of a group, or employee. However, in
most instances, ‘assent by at least significant others to the role
assumption is needed for the role to be a reality’ (Race, 2002: 202).

In terms of this research project, involvement with local churches was
observed to be an illustration of a means by which individual research
participants (e.g. David, in Chapter 7) had attained valued social roles
within their local community. More directly, ‘involvement in research
has been seen as offering a “valued social role” in itself’ (Walmsley
and Johnson, 2003: 49). It has been argued that research which aims
to be inclusive has to some extent been motivated by this notion (ibid.).
Therefore, it is very much hoped that involvement in this project
provided its participants with a sense of their valued social roles.

Social oppression
The concept of ‘oppression’ has developed as a functional analytical
tool to comprehend the processes through which particular groups in
society such as, for example, women, black people, the poor, older
people, lesbians and gays, or disabled people, are located in
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subordinate positions (Williams,1989; Sheldon, 2004; Banton and
Singh, 2004; Oliver, 2009). In Britain, the reformulation of disability as
a form of oppression rather than simply a medical or welfare concern
commenced in the 1970s (Thomas, 2002). The Union of the Physically
Impaired Against Segregation (UPIAS) published a ‘manifesto’ entitled
‘Fundamental Principles of Disability’ in 1976, which has had a
significant influence on the evolution of the disabled peoples’
movement as well as disability theory (Barnes, Mercer and
Shakespeare, 1999). An important statement in this manifesto played a
crucial role in shifting the notion of disability into the domain of the
social (Thomas, 2002). In the statement, disability was defined:

as the disadvantage or restriction of activity caused by a
contemporary social organisation which takes no or little
account of people who have physical impairments and thus
excludes them from participation in the mainstream of social
activities. Physical disability is therefore a particular form of
social oppression. (UPIAS 1976, cited in Oliver, 2009: 42)

Although the initial definition of disability related to people who had
physical impairments, the definition was subsequently broadened to
encompass sensory and intellectual impairments, and this remains the
official viewpoint of the British Council of Disabled People (Barton,
2004). Hence disability, or the social oppression, of individuals with
perceived impairments is viewed as a social creation (Oliver, 2009).
This socio-political re-conceptualisation of disability led the activist and
scholar Mike Oliver to make reference to ‘the social model of disability’
(Thomas, 2002), which was discussed in an earlier section of this
chapter.

Within the field of learning disabilities, Williams (1989) has suggested
areas of exploration regarding the ways in which oppression operates
in the lives of people with learning disabilities. For instance, a key area
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of exploration concerned the processes of stereotyping and labelling,
which have markedly featured in the lives of the service users involved
in this research project. Stereotyping is a process that is experienced
by all oppressed groups. Certain sets of characteristics are considered
to be held by all the members of the group, and frequently these
characteristics are viewed in particularly negative terms (Williams,
1989). People with learning disabilities are ‘often described as volatile,
child-like, incapable of deep emotion and so on. Such stereotyping
effectively denies people any individuality of their own’ (Williams,1989:
255).

The process of attaching labels, as previously mentioned in this
chapter, represents a critical dimension in the social creation of
learning disabilities. Each of the seven service users involved in this
project has had diagnostic labels related to their intellectual
impairments, as well as their identified mental health needs, assigned
to them in the course of their lives. Such labels, and the definitions
which are associated with them, mirror the social and political values
and conditions of the society which produces them (Williams, 1989;
Wolfensberger, 1998; Sinason, 2010).

Other suggested areas that exemplify how oppression operates within
the field of learning disabilities are: institutions, policies and practices
which reinforce subordination (as well as those which do not) and the
influence of prevailing ideologies (Williams, 1989). Since the 1960s,
there has been an increasing level of documentation concerning the
ways in which care in institutional settings, or policies of segregation
and protection, have resulted in oppressive and dehumanising
outcomes (ibid.). Some authors have directed their attention to the
programmed and impersonal aspects of large-scale institutional care
(Goffman, 1961; Alaszewski, 1986); whilst others have reported on the
relationships of power between the carer (professional or otherwise)
and cared-for, which have been viewed as a source of oppression;
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whether in long-stay institutional settings (Ryan with Thomas, 1987) or
small-scale residential units (Finlay, Walton and Antaki, 2008).

As

previously discussed in this chapter and earlier chapters, the six older
service users involved in this research project had each experienced
long-term care in institutional settings.

Policies and practices are influenced by predominant ideologies. For
example, ideologies about the nature of cognitive ability and social
competence attribute importance to people’s capacities in a very
specific way –‘by regarding particular verbal skills as important but not
particular forms of emotional maturity. Educational ideologies of
competition and selection may well reinforce this partial view’
(Williams, 1989:256).Moreover, professional ideologies and practices
may fail to acknowledge the individual’s need and personal capacity for
autonomy (Williams, 1989; Finlay et al, 2008).

Since people with learning disabilities are not a homogeneous group,
these various aspects will possibly impact in diverse ways (Williams,
1989). For instance, historically, biological arguments have been
employed ‘to justify the differential treatment of women, working-class
people, other cultures, minority ethnic groups, lesbians and gay men,
children and older people’ (Oliver, 2009: 128). Hence ‘the experience
of oppression is significantly more complex for anyone who falls within
one or more of these categories but just happens to have an
accredited impairment’ (ibid.). As the seven research participants
involved in this project included: a woman, a member of a minority
ethnic group, and older men (one of whom had admitted to having
engaged in a same sex relationship), they represent a range of
individuals whose experience of oppression may indeed potentially
have been complex; and it is likely that some of the research
participants may have faced what has been termed ‘simultaneous
oppression’ (Banton and Singh, 2004: 113).
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Social Constructionism

Social constructionism is a term that is mainly used by psychologists
(Burr, 2003).

A number of its basic assumptions are in fact

fundamental to sociology, which is a discipline that is closely related to
psychology (Craib, 1997 cited in Burr, 2003). Social constructionism
has been described as ‘more of a theoretical orientation than an
explanation’ which ‘revolves around a core cluster of ideas’
(McClimens, 2005: 30).

These ideas are: the connection between

thought and language; the exercise of power in society; the position of
scientific knowledge and, inclining towards poststructuralist thinking, a
stance of contested meaning (McClimens, 2005).

In a review of innovative ideas to guide clinical intervention within the
Learning Disability field, Clegg (1993), who has a professional
background in clinical psychology, promoted the view ‘that a switch
from an individual to a social orientation will allow psychology to
address a wider range of difficulties experienced by people with
learning disabilities’ (Clegg, 1993: 389). Social constructionism was
highlighted as an approach that would offer the intellectual framework
for such a reappraisal of psychological knowledge. It is a theoretical
approach which involves not only the consideration of individuals on
one hand and their social circumstances on the other, but offers a
means of understanding the exchange between them (Clegg, 1993).
In fact, ‘intellectual/learning disability’ is socially constructed. What it
means, the way in which it is measured, and therefore who is identified
as having an intellectual (i.e. learning) disability has altered over time
(Wright and Digby, 1996; McClimens, 2005). From medieval times
until the final part of

the

nineteenth century,

for example,

intellectual/learning disability was conceptualised in terms of deficits
that nowadays would be called ‘adaptive behaviour’ (Hatton, 1998;
Wright and Digby, 1996). It is only since the early twentieth century
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that a professionally driven theorisation of intellectual/learning
disabilities as a deficit in intelligence has become predominant (Wright
and Digby, 1996).

Burr (2003) indicates that there are at present two extensive,
significant forms of social constructionist theory and research. The first
of these focuses ‘upon the micro structures of language use in
interaction’, whereas the focus of the second is ‘upon the role of more
macro linguistic and social structures in framing our social and
psychological life’ (Burr, 2003: 20).

Micro social constructionism

perceives social construction occurring within everyday discourse
between people during their interactions (Burr, 2003).

Within the

Learning Disability field, this approach is exemplified in research that
has been carried out which is mainly ‘based in analysis of the talk-ininteraction of psychologists and people described as intellectually
disabled’ (Rapley, 2004: 8).

Macro social constructionism recognises the constructive power of
language but views ‘this as derived from, or at least related to, material
or social structures, social relations and institutionalised practices’
(Burr, 2003: 22). Hence the notion of power is central to this form of
social constructionism, which incorporates the deconstructionist
approach.

Deconstructionism places emphasis on the constructive

influence of language as a system of signs, instead of it being the
constructive activity of the individual person (Burr, 2003).

It is a

method of critical analysis that was primarily developed to reveal
inherent contradictions in the rules that govern the structure of texts
(e.g. an article, a film, a song).

The deconstructionist approach

indicates that there is no firm or set presence that can guarantee or
confirm the meaning of a term (Colman, 2009; Burr, 2003).

Hence the ways in which people talk about and represent the world by
means of written texts, pictures and images all form the discourses by
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which they experience the world (Burr, 2003). Deconstructing such
texts, and analyzing them, provides a method of investigating the way
in which discourses construct our experience; and reveals how they
operate. Within both ‘official’ discourses and everyday experience,
learning/intellectual disability is constructed as an irreversible ‘disorder’
of competence that afflicts individuals; which requires professional
diagnosis, therapeutic intervention and management (Rapley, 2004).

An

Integrative

Model:

(Positive)

Relationships,

Resilience,

Empowerment, Spirituality – (P)RRES

As indicated earlier in the chapter, when discussing a reconfiguration
of theories (as represented in Figure 9:1), ‘relationships’, ‘resilience’,
‘empowerment’ and ‘spirituality’ were identified as significant factors in
a proposed psycho-social model of subjectivity relating to people with
learning disabilities. It is suggested that these particular factors
constitute a synthesis that forms an integrative model within the overall
psycho-social framework. The acronym (P)RRES is intended to convey
the fact that, based on data produced during this project, these factors
would seem to have been ‘positive’ aspects in the lives of the
research participants.

Relationships
The social relationships of individuals ‘are important to the quality of
their lives. Lacking such relationships can cause loneliness, exclusion
and a sense of failure’ (Chappell, 1994:419). A social network is made
up of people who socially interact. Social networks vary in regard to
size, level of intimacy and longevity (McConkey, 2005). However ‘for
most people with learning disabilities, their networks tend to be
smaller, more dense (i.e. the same people feature) and have more
unreciprocated relationships’ (McConkey, 2005: 484). The group of
individuals from which people with learning disabilities have to choose
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their companions is usually limited to the service users and service
providers with whom they have most contact on a day to day basis
(Pockney, 2006). Moreover, their lack of access to, or management of,
personal financial resources places significant limitations on the
capacity of individuals with learning disabilities to make or sustain
relationships outside of the service context (Pockney, 2006; Chappell,
1994).

Information concerning the social networks of over 500 people with
learning disabilities (with an average age of 45 years) featured staff,
family members and other individuals with learning disabilities in the
networks of most people; although less than one-third had a person
who was outside of these particular categories in their social network
(Robertson et al., 2001 cited in McConkey, 2005). These findings were
consistent irrespective of the type of residential setting (i.e. dispersed
community houses; residential campus settings that consist of a cluster
of houses; and village communities) where an individual resided, but
service practices did have an impact on the size and composition of
networks. Individuals residing in less institutional-like services had
wider social networks and they were also more likely to have a
relative/family member or non-disabled person in their networks (ibid.).

From the data produced during the fieldwork for this research project, it
was found that the social networks of the six older research
participants were mainly composed of the service users and
care/support staff with whom they were involved in their everyday lives.
Staff members who acted as their key workers were especially
important in their lives, and evidently provided a sense of constancy
(Mattison and Pistrang, 2000). This point regarding the importance of
the role of the key worker also applied to the youngest research
participant. Even though this research participant (i.e. Ahmet) only met
with his main key worker at the Day Service on one day each week, he
had developed a good relationship with the key worker (who was male)
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and viewed him as a friend; with whom he was comfortable talking, as
they had known each other for around four years. All of the research
participants were aware of the names of their respective key workers.

Other service users, both within their community homes and the Day
Centres which they attended, were a significant source of friendship for
each of the six older research participants that participated in this
project. Friends have been described as ‘people who are not usually
relatives, but who enjoy a continuing relationship based on social
contact and shared leisure time, mutual help and emotional
attachment’ (Willmot, 1986 cited in Chappell, 1994:420). In previous
decades, when the influence of the normalization movement was at its
peak, great importance was placed on people with learning disabilities
being integrated into the mainstream of society (McConkey, 2005).
Hence there was a manifest assumption that friendships between
disabled and non-disabled people are of more value than relationships
between disabled people (Chappell, 1994). It was argued ‘that by
associating with each other, people with learning disabilities (who are
already stigmatised by society) will feel even more stigmatised’
(Mattison and Pistrang, 2000:23).

Normalisation has thus limited the opportunities for service users to
develop friendships with each other. However, Chappell (1994)
contends that one kind of relationship should not be deemed more
valuable than another. As discovered during the fieldwork for this
project, individuals with learning disabilities can form bonds with each
other, founded on shared life experiences or common interests, which
may result in close friendships (Chappell, 1994; Mattison and Pistrang,
2000). Therefore, as suggested by Chappell (1994), adults with
learning disabilities, in a similar way to all other adults, should be
permitted to have a choice about the individuals with whom they want
to be friends.

271

With regard to this research project, four of the six older research
participants continued to have regular contact with members of their
families, one participant had infrequent contact, and one participant
had lost contact with their family. Moreover, as a way of developing the
friendship networks of individual service users, service providers had
initiated a scheme in which two of the older participants had been
‘befriended’ by volunteers from their local communities (Heslop, 2005).

Resilience

The emotional needs of people with learning disabilities, as previously
discussed, were not recognized for a major part of the period (Arthur,
2003) during which the six older research participants had been
service users. Although the recollections of the older research
participants had reflected their adverse life circumstances, as well as
their experiences within the care system as service users in long-term
institutional settings and the community, which may potentially have
contributed to the manifestation of their mental health needs, I had
gradually, but increasingly, appreciated their capacity for survival.
Whereas, at a much earlier point in carrying out this research project, I
recall that I had a tendency to view the research participants as
‘victims of an oppressive system’, I came to realise that, in actuality,
‘they are the survivors of it’ (Atkinson, 2007: 4).
The personal accounts of their experiences represent the ‘human
resilience’ that has been noted by Goodley (1996; 2000). ‘Even when
institutions, professional attitudes and societal discrimination threaten
to prevent the emergence of lives – lives still go on’ (Goodley, 2000:
72). A resilient individual can be conceptualised as someone who has
been subjected to adversity; and not just survived, but become more
robust as a consequence of the difficulties they have experienced
(Goward and Gething, 2005). The fact that a person is resilient does
not mean that he or she does ‘not feel pain or that they are inured to
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suffering but that there are factors that, in a way not yet fully
understood, appear to act as buffers that protect a person’ from being
overwhelmed by their circumstances (Goward and Gething, 2005:
308).
Knowledge gained from studies, at the present time, suggests ‘that the
production of resilience depends on a complex interaction of individual
and environmental factors’ (Grant, Ramcharan and Flynn, 2007:565). It
appears ‘that, given the right conditions, agency can be strengthened
even in the face of adverse circumstances and challenges’ (ibid.).
Resilience is seemingly ‘built into the human system, but as with other
characteristics there are wide differences between individuals in the
strength of its expression, which anyway is modulated by experience’
(Clarke and Clarke, 2003: 418).

The inner resources, or personal

characteristics, that have been identified as potentially influential in
regard to resilience ‘seem to be largely constitutional in origin and
include sociability, problem-solving ability and the development of selfesteem’ (Clarke and Clarke, 2003: 419). Another aspect that appeared
relevant to the experiences of the six older research participants
involved in this project related to ‘the idea of continuity and progress
over the life course and of a capacity where necessary to re-invent
oneself. This seems to imply attention to the ways in which individuals
construct and manage their identities’ (Grant et al, 2007: 566).

Resilience was a key concept that emerged from a study regarding
self-advocacy (Goodley, 2000). It is a phenomenon that ‘often exists in
spite of disablement, outside self-advocacy groups and in response to
a disabling community’ (Goodley, 2005: 333). Nevertheless, the
assertion that people with learning disabilities have the potential for
resilience

challenges ‘notions of

naturalized,

pathological and

medicalised concepts of impairment’ (Goodley, 2005; 334). Such
concepts perceive people with learning disabilities as intrinsically
passive, disordered and incapable. Resilience calls into question the
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commonly held viewpoint that people with learning disabilities ‘are
nothing more than their perceived impairments’ (ibid.). Certainly, in
terms of this project, the experiences of individuals such as Ted,
Jeremy and David (in Chapters 6 and 7) illustrate the potential for
resilience.

Empowerment
Empowerment involves the application of one’s rights as a citizen by
means of maximising autonomy and self-determination, and attaining
minimum benchmarks of well-being (Rioux, 1994; McNally, 2007).
Historically, as discussed earlier in this chapter and previous chapters,
people with learning disabilities have experienced little control in their
lives (Wolfensberger, 1972). Choices that have influenced people’s
everyday lives in a very direct way have been controlled by others,
frequently

family

members

or

workers

employed

by

service

organizations (Ramcharan, Roberts, Grant and Borland, 1997; Finlay
et al, 2008). During recent decades, strategies such as self-advocacy
have played a major role in enabling individuals to achieve control in
their lives (McNally, 2007; Goodley, 2000; Ward, 1998; Sutcliffe and
Simons, 1993).
The White Paper ‘Valuing People: a new strategy for learning disability
in the 21st century’ (Department of Health, 2001a) included a
government policy objective of supporting more choice and control for
individuals with learning disabilities. This policy document recognized
that people with learning disabilities exercised little control in their lives.
For example, few people receive direct payments (i.e. in order to
purchase personal assistance services); advocacy services are
insufficiently developed; and service users are generally not central to
the planning process (Department of Health, 2001).
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The concepts of empowerment and autonomy are closely connected.
Empowerment has a number of dimensions and is difficult to define,
but continues to be exceedingly important (McNally, 2007; Ramcharan
et al, 1997). There are questions concerning the extent to which
empowerment is about professionals sharing power with service users
(McNally, 2007). The argument has been advanced that empowerment
is a process which is concerned with service users actively taking
some control over what is happening in their lives (Simons, 1995;
Dowson, 1997). None the less, Simons (1995) maintains that this does
not free professionals from the responsibility to make use of all the
means at their disposal to assist the process. Gibson (1991 cited in
McNally, 2007: 602) has defined empowerment as ‘a social process of
recognizing, promoting and enhancing people’s abilities to meet their
own problems and mobilise the necessary resources to feel in control
of their own life’. The concept of empowerment for service users and
those caring for them can be described as both a process and an
objective. It is concerned with individuals having greater power to voice
their needs and to determine how these should be fulfilled (Parsloe
and Stevenson, 1993 cited in McNally, 2007).

Participation is a critical element of representation and an expression
of empowerment. Individuals with learning disabilities have a right to
be involved in decisions that influence their lives. If they are not
included in such decisions, there is a risk that the service organization
will meet the needs of staff rather than those of service users
(Gathercole, 1988). A cardinal principle is that individuals with learning
disabilities should be involved in the planning, operation and appraisal
of services that affect them (McNally, 2007). One of the topic areas
that were investigated during the research interviews for this project
concerned the participation of the respective participants, who were
service users, in decisions regarding their care management.
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Information

elicited

from

the

six

older

research

participants

demonstrated that each of them was aware that they had a ‘Life Plan’
or individual care plan, and that they had participated in meetings
which involved

their key worker and other staff who had

responsibilities for managing the community homes where they lived;
as well as professionals from local health and social services that were
involved in supporting the individual participants. Hence these
meetings included, for example: a service manager, a member of Day
Centre staff, a clinical psychologist, an occupational therapist, a social
worker, a community learning disability nurse, a psychiatrist and,
generally if available, a member of the research participant’s family.

Most of the older research participants indicated their awareness that
these meetings were held annually, and were aware that the main
purpose of the meetings was to review their individual Life Plans. At
the

meetings,

individual

research

participants

evidently

had

opportunities to talk about what was happening in their lives, in terms
of their daily activities, as well as their personal aspirations for the
future (e.g. possible changes of occupational activity, leisure pursuits,
choices regarding holiday venues). A couple of the research
participants were not clear about the frequency of the meetings, but
knew that the details of the meetings and their Life Plans ‘were kept in
the office’. Additionally, they were aware that their key workers would
keep them informed of when their next Life Plan meeting would be
held.

The care planning approach employed within the community homes
where the six older research participants live is based on essential
lifestyle planning (Smull and Burke Harrison 1992), which is a form of
‘Person-centred planning’ (Sanderson, 2007). This form of planning is
a process concerned with ‘learning about a person: who they are; what
has happened to them; what is important to them; and what they want
from life’ (Sanderson, 2007: 302). Person-centred planning is a
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cornerstone of contemporary policy in relation to services for people
with learning disabilities, and was a primary goal set forth in the White
Paper ‘Valuing People’ (2001a).

The situation of the youngest research participant was somewhat
different in relation to the older participants, as he lives at home with
his family. He attends a specialist day service on one day each week
and follows an individualised programme of activities, which includes
pursuits such as, for example: swimming, going to the cinema,
shopping, and outings to places of interest. Due to his history of
behavioural challenges, he requires two support workers to escort him,
and to be with him, during the planned activities. In response to
enquiries for this research project concerning the service user’s
participation in decisions related to his care management, the
researcher was informed (i.e. by the research participant and his
support workers) that it was primarily the participant who selected the
activities which he undertakes when attending the day centre.

Spirituality
Spirituality refers ‘to a deeply personal experience that does not
depend on being religious or belonging to a faith group. The spirit is
the essence of life’ (Raji, 2009: 122). Spirituality concerns ‘wholeness
and wholesomeness, interconnection and validation; it shows that all
lives have purpose and are positively influencing other lives’ (ibid.).
Increasingly, spirituality has been recognized as a fundamental human
need and a human right, which is a necessary element of both mental
and physical well-being (Swinton, 2001, 2004; Cook, Powell and Sims,
2009). Spirituality is not dependent on an individual’s intellectual
functioning, and neither is its measure dependent on eloquence or how
it is articulated (Raji, 2009). It has been argued that faith and
spirituality are not intellectual constructs but relational realities, and
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that an individual’s spiritual life should not be evaluated in accordance
with intellectual criteria (Swinton, 1997 cited in Raji, 2009).

At the close of the last century it was noted that, although religious
belief and practice play a prominent role in the lives of numerous
millions of people worldwide, little was known about the spiritual lives
of people with a disability (Selway and Ashman, 1998). Furthermore,
within the field of British psychiatry, the idea of linking spirituality with
mental health issues has developed mainly in the 21 st century (Sims
and Cook, 2009). It has been acknowledged that spirituality,
encompassing its psychological aspects, is relevant to mental health
professionals of all disciplines (ibid.). Until recent years, there was
scarce research regarding the role of spirituality in the lives of people
with learning disabilities (Swinton, 2004; Gaventa and Coulter, 2001).
Research related to the spiritual needs and experiences of people with
learning disabilities who present additional mental health needs
continues to be ‘seriously lacking’ (Raji, 2009:135).

A two year research project, which was funded by the Foundation for
People with Learning Disabilities, reported that people with learning
disabilities had expressed a desire to have the spiritual dimension of
their experience recognized and supported (Swinton, 2004). It was
found that friendship was a key means through which individuals
expressed their spirituality, and had their spiritual needs fulfilled. In
addition, faith communities were identified as potentially important
sources of friendship (Swinton, 2004). Nonetheless it was indicated
that, in some instances, the forms of worship, as well as uncertainty
about the level of commitment which members of faith communities
would be able to invest in relationships with people who have learning
disabilities, were issues that needed to be addressed (Swinton, 2004).

Grief and loss, especially unresolved grief, was reported to be a
profoundly spiritual experience that is part of the lives of many
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individuals with learning disabilities (Swinton, 2004). This finding
regarding grief and loss reflected the experience of the majority of the
older research participants involved in this research project as, for
example, discussed in Chapters 6 and 7, which concerned data
produced in the interviews with Jeremy and David.

Services for people with learning disabilities should endeavour to meet
the religious needs of individuals with religious interests (Hatton,
Turner, Shah, Rahim and Stansfield, 2004). However, a study found
that meeting the religious needs of service users was a low priority for
the services which were investigated. The services commonly ignored
religious needs, with some staff considering that meeting religious
needs was not part of their role. Good practice frequently depended on
staff that had a personal interest in religion (Hatton et al, 2004).

In terms of this small scale research project, it was interesting to note
that four of the seven research participants had links with religious
communities. Three of the older participants (i.e. Jeremy, David and
Beryl) regularly attended services at local churches, and Ahmet, the
youngest participant, had some involvement with the mosque that his
family attended.
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Section 5: Learning from experience
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Chapter 10: Summary and conclusions
This chapter initially reviews the research approach employed for this
project and this is followed by sections which address: participants’
level of involvement in the research process; contribution to theory; a
reflective summary; implications for policy makers, service providers
and service users; limitations of the project; suggestions for further
research and conclusion.
Review of Research Approach
A key objective of this project was to evaluate the efficacy of the
research approach, which has been developed by Hollway and
Jefferson (2000), as an innovative means of giving a voice to, and
facilitating the participation of, people with learning disabilities in
knowledge production concerning their viewpoints as service users
with experience of mental health needs. The research project was
underpinned by an aspiration on the part of the author, who is a
nondisabled researcher, to work with adults with learning disabilities in
a way that empowered them; and promoted their inclusion in the
research process as far as was practicable.

As discussed in earlier chapters (particularly Chapter 4), the drive to
inclusive research, which includes participatory and emancipatory
research (Walmsley, 2004), was greatly influenced by social model
theorists, especially authors such as Zarb (1992) and Oliver (1992). In
regard to working with the service users that were involved in this
research project, the author was guided by the principle that a
researcher within the field of Learning Disabilities should ‘start with
assumptions of capability rather than incapability’ (Goodley, 2000:
212).

To

commence

work

from

the

latter

assumption

risks

comprehending people with learning disabilities ‘in terms of some
arbitrary, deficient classification bound up in taken-for-granted notions
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of “handicap” (the individual model of disability)’ (Goodley, 2000: 212213).

The Free Association Narrative Interview method (Hollway and
Jefferson, 2000), as discussed in previous chapters (especially
Chapters 4 and 5), is a psycho-social research approach that draws on
psychoanalytical theory, which was adapted for undertaking this
research project. This approach was chosen because it appeared to
provide a theoretical and methodological framework that was fully
congruent with the principal aim of the project, which was to promote
the involvement of research participants in the process of knowledge
production. As discussed in Chapter 4, this approach has previously
been employed in research on: the fear of crime (Hollway and
Jefferson, 2000, 2008); male violence in intimate relationships (Gadd,
2004); social defence mechanisms (Nicholls, 2009); a case study of a
Health Action Zone (Boydell, 2009).It has also been employed in a
study involving people with physical disabilities (Reeve, 2006),
however this project was evidently the first endeavour to apply the
Free Association Narrative Interview method in a study that involved
people with learning disabilities. From the experience of the fieldwork
related to this research project, a significant advantage of the Free
Association Narrative Interview format was the scope and control that it
evidently offered individual research participants to tell their stories.
Hence this contrasts with the question-and-answer approach to
interviewing which, it has been argued, has the propensity to subdue
the stories of interviewees (Mishler, 1986).Nevertheless, as noted by
Hollway and Jefferson, ‘it required discipline and practice to
transform...from a highly visible asker of questions, to the almost
invisible, facilitating catalyst’ to the stories of research participants
(Hollway and Jefferson, 2000: 36).

Open-ended questioning is one of the main principles of the
biographical interpretative method, which provided the basis for the
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research approach developed by Hollway and Jefferson (2000). This
form of questioning, as discussed in Chapter 5, was intended to
facilitate the generation of the research participant’s meaning frame or
‘Gestalt’ (Hollway and Jefferson, 2000; Clarke, 2002). In fact, this
approach fits well with research interviews involving people with
learning disabilities, as the weight of evidence indicates that openended questions are the preferred question format; although this is
clearly dependent on the communicative skills of individual research
participants (Porter and Lacey, 2005; Stenfert Kroese et al., 1998).
Open-ended questions ‘have the advantage of being unlikely to elicit
response bias and may yield information which might be missed with
closed questions’ (Perry, 2004:120).The cognitive and expressive
communication skills of the research participants involved in this
project varied, nevertheless, and it was necessary to be flexible and
adapt to the personal capacities of individual participants (Lloyd et al.,
2006). At times, as indicated by Booth and Booth (1996), this involved
more direct forms of questioning. But it was imperative to always
provide the space and time for individual participants to respond to
questions in their own way.
The notion of the ‘defended subject’ (Hollway and Jefferson, 2000), as
discussed in earlier chapters (particularly Chapter 5 which addressed
issues related to research methodology; as well as Chapters 6 and 7,
which involved discussions concerning the material produced from
research interviews with individual participants), acknowledges that
anxiety will be generated within the intersubjective dynamics of the
interview setting. This provided a theoretical framework which was
especially pertinent to this project, as it entailed interviewing research
participants that were drawn from a vulnerable and oppressed group in
society. As Hollway and Jefferson (2000) observed, the research
interview may stir up material which is uncomfortable for both those
being interviewed and those that are doing the interview; thus
producing both the ‘defended subject’ and the ‘defended researcher.’
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The concept of ‘containment’ (Bion, 1962), as discussed previously (in
Chapters 6 and 7, for example, in relation to the research interviews
with Ted and Ahmet)) offered a useful means of exploring how affect
(i.e. emotion or subjectively experienced feeling) was managed in the
dynamics of the interview setting. Although, generally, we view
‘containment in terms of a person’s capacity to be emotionally
receptive to the other, how this receptivity is demonstrated will vary
according to the feeling that has been unleashed’ (Clarke and Hoggett,
2009:12). For example, from my own experience of carrying out the
research interviews for this project, it is possible to readily
acknowledge that it may require strength and some degree of fortitude
to ‘receive’ another person’s anger and ‘to survive it without crumpling’;
or reacting in an inappropriate way, such as ‘slinging’ the anger back
(ibid.).

Consideration of the use of unconscious defences, as well as
researcher reflexivity, provided additional ways of analysing the data
produced in the interview situation. The dynamics of the research
encounter are influenced by what each individual brings to it, some of
which will not be available to conscious thought (Clarke and Hoggett,
2009; Hollway and Jefferson, 2000). Eliciting a story from research
participants, as previously discussed in Chapter 5, is another main
principle of the biographical interpretative method (Clarke, 2002).
Story-telling, as noted by Hollway and Jefferson (2000), shares a
number of things in common with the psychoanalytical method of free
association; which is seen as pivotal in relation to analysis of the
defended subject.

Hence the Free Association Narrative Interview Method provides a way
of evoking ‘the kind of narrative that is not structured according to
conscious logic, but according to unconscious logic; that is, the
associations follow pathways defined by emotional motivations, rather
284

than rational intentions’ (Hollway and Jefferson, 2000: 37). Narratives
elicited from the research participants for this project, as recounted in
Chapters 6 and 7, provided valuable insights (and also offered some
clues to potential underlying emotional motivations) concerning their
experiences related to, for example: institutionalisation, bereavement
and loss, initial recognition of their mental health needs, relationships,
community living, and the service arrangements for their present care
and support.

The inherent commitment to reflexivity in the research approach
developed by Hollway and Jefferson (2000) is congruent with the
demand within the field of Disability Research for the subjectivities of
both the researcher and the researched to be recognized (Oliver,
1992, 2009). The form of reflexivity as intersubjective reflection (Finlay,
2003), which was discussed in Chapter 5 and integrated in the
subsequent chapters that examined material produced in the research
interviews with individual participants, directs attention to ‘the situated,
emergent and negotiated nature of the research encounter’, and also
‘how

unconscious

processes

structure

relations

between

the

researcher and participant’ (Finlay, 2003: 8). The psychoanalytical
concepts of transference and countertransference, which were
explained in Chapter 6, provided a means of enabling the researcher
to consider the unconscious communication that is present in the
interview relationship (Clarke, 2002; Frosh, 2002; Hodges, 2003;
Sinason, 2010).
A particular strength of Hollway and Jefferson’s (2000) research
approach, as indicated in Chapter 5, was that it allowed for relevant
topic areas, which were related to the research participants’
experience as service users with mental health needs, to be employed
as themes for eliciting narratives; as compared to evoking a life story
without any structure provided by the researcher as, for example, in
the biographical interpretative method (Wengraf, 2001; Jones, 2003).
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Moreover, the process of undertaking two research interviews with
each of the participants, holistic analysis of the material concerning
individual cases, as well as cross case analysis of data related to all of
the research participants (Hollway and Jefferson, 2000; Clarke, 2002;
Clarke and Hoggett, 2009) provided a framework for consistency
checks, which enhanced the validity of the data and research findings.
Overall, for the purposes of this project, the research approach offered
an effective means of identifying critical issues regarding the
manifestation of mental health needs and common experiences of care
and support; whilst also recognizing the individual experiences and
individuality of each research participant.

Undertaking research involving people with learning disabilities
People with learning disabilities ‘have something to say that is worth
hearing and experiences that are worth understanding, making it
important to commit serious attention to the methodological challenges
involved in researching them’ (Nind, 2008:4). Moreover, it is imperative
that a research approach is employed that enables ‘research with’
rather than ‘research on’ people with learning disabilities (Kiernan,
1999). As earlier discussed in Chapter 4, the term ‘participatory
research’ rather than ‘emancipatory research’ is used to differentiate
‘between contexts where people with (learning) disabilities participate,
but are not in control of the research process’(Gilbert, 2004:300). It has
been suggested that participatory research ‘which involves disabled
people in a meaningful way’ can be viewed as a transitional stage
towards emancipatory research (Zarb, 1992: 128).

In terms of an emancipatory paradigm, if research can be evaluated on
the basis of ‘a continuum of how far disabled people exercise power
throughout the research process’ (Rodgers, 1999:421), it is likely that,
overall, this research project would fall on the lower end of the ranking.
Further to the previously mentioned distinction between participatory
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and emancipatory research, Zarb (1992) makes another distinction
between the material and social relations of disability research
production. With respect to the material relations of research
production, it has been argued ‘that the main funders of disability
research have a considerable potential to influence its direction and
character’ (Barnes and Mercer, 1997:5). Funding, in the case of this
particular research project, however, was not dependent on finance
from an external source as it was self-funded by me (that is, other than
the first year of the academic programme, when my employer had
covered the majority of costs).

The primary issue for me, as for other researchers who have directed
their attention to ‘social relations’, was ‘the asymmetrical relationship
between researcher and researched’ (Barnes and Mercer, 1997:5).
This has been perceived as a major reason for alienating disabled
people from the process of research production (Barnes and Mercer,
1997; Oliver, 1992). The term alienation as used ‘in its original Marxist
sense referred to the process of labour whereby workers became
estranged from the products they produced’ (Oliver, 1992:103). In
contrast to an emancipatory research framework, this project did not
originate from questions raised by disabled people. The area of
interest, mental health needs presented by people with learning
disabilities, was mine and also fitted with the interests of my employing
authority; which provided the initial funding. Decisions concerning more
detailed aspects of the research were informed by consultation with
relevant service providers, professional practitioners, and reference to
a specialist research centre.

The control of the research project,

nonetheless, was not solely in my hands. As previously mentioned in
Chapter 4, what the research would be about, and how it was to be
carried out, also needed to be subjected to scrutiny by the local NHS
Research Ethics Committee; as well as academic supervisors at the
university. Permission also had to be obtained from various service
providers in regard to gaining access to potential research participants.
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The inclusion of people with learning disabilities as direct respondents
was obviously a key prerequisite for research, such as this project,
which sought to capture the viewpoints of individuals with learning
disabilities who had personal experience of mental health needs. Zarb
(1992) indicates that the extent to which disabled people are involved
in the research process is an important criterion related to the
emancipatory paradigm. With regard to this research project, The Free
Association Narrative Interview method (Hollway and Jefferson, 2000),
as discussed earlier (in this chapter and previous chapters), offered the
space and opportunities for the research participants to tell their
individual stories; and hence to be actively involved in the process of
data production. Furthermore, this narrative interview approach
provides a means of addressing the power asymmetry in the social
relations between the researcher and research participant (Wengraf,
2001).

The research participants involved in this project did not participate in
the process of data analysis, although the second research interview
with each of them provided opportunities to seek further evidence to
test any developing intuitions and provisional hypotheses (Hollway and
Jefferson, 2000).

However, it is possible that the framework of this research approach
could be further adapted so as to enable a level of participation in the
process of data analysis/interpretation. For example, Miller et al (2008)
carried out a funded research project that employed a psycho-social
perspective and involved several in-depth (free association) narrative
interviews with each participant. The inclusion of a number of research
interviews, which were distributed over an extended period, meant that
there were increased opportunities to test ‘findings’ in the additional
interviews with the participants.
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Contribution to theory: An integrative model of psycho-social
subjectivity related to people with learning disabilities - (P) R.R.E.S.

In many respects, the theoretical development related to the research
journey for this project is encapsulated in Figures: 5.4 in Chapter 5,
and Figure 9.1 in Chapter 9. The first figure (5.4) represented a
psycho-social framework based on the work of Hollway and Jefferson
(2000), and a range of theoretical approaches drawn from the field of
Learning Disabilities which (I thought) were relevant to the lives of the
service users that were involved in this project. The second figure (9.1)
represented a reconfiguration of these theories which had evolved as a
consequence of knowledge gained from the lived experiences of the
research participants. In my role as a researcher, it was very much a
matter of learning from the ‘experts’ regarding their viewpoints as
service users with experience of mental health needs.

At the centre of Figure 9.1 are four factors: i.e. Relationships,
Resilience, Empowerment and Spirituality, which were indicated as
constituents for a synthesis that forms a (proposed) integrative model
of psycho-social subjectivity related to people with learning disabilities.
As indicated in Chapter 9, it should be emphasized that these were
identified as ‘positive’ factors in the lives of the research participants.

Positive relationships with their fellow service users, and key support
staff, were an important factor in the everyday lives of all the older
research participants. The youngest participant greatly valued the
relationship that he had developed with his key worker at the Day
Service he attended. Previous research has highlighted the fact that
key workers provide a sense of constancy for service users (Mattison
and Pistrang, 2000). Resilience, as discussed in Chapter 9, was a
factor that became evident to me as I became more acquainted with
each participant and gained knowledge of their earlier lives, especially
those that had experienced institutionalisation for several years.
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Empowerment is a critical factor in the lives of individuals who have
had little opportunity to exercise control in their lives (Department of
Health, 2001a). Autonomy and participation are concepts that are
closely connected with empowerment. As earlier discussed in Chapter
9, individuals should be involved in the planning, operation and
appraisal of services that affect them (McNally, 2007). Spirituality has
often been an overlooked dimension in the lives of people with learning
disabilities. Four of the participants had links with faith communities,
though spirituality (as mentioned in Chapter 9) ‘does not depend on
being religious or belonging to a faith community’ (Raji, 2009: 122). It
has been acknowledged that spirituality has relevance to mental health
issues (Sims and Cook, 2009). Moreover, religious expression can
help individuals attain valued lifestyles in areas such as social inclusion
(Hatton et al, 2004).

Reflective Summary
This research project covered new ground in the sense that, as yet,
there is no published account of the use of the Free Association
Narrative Interview method (Hollway and Jefferson, 2000) in the
context of research involving adults with learning disabilities who have
experience as service users with mental health needs. As discussed
earlier in Chapter 5, I needed to incorporate an additional stage which
enabled me to have initial meetings with prospective research
participants; allowing opportunities for me to become acquainted with
individual participants before undertaking the two research interviews
with them. Other researchers have indicated the importance of
allocating time for the purpose of becoming acquainted with research
participants who have learning disabilities prior to commencing data
production (Flynn, 1986; Stalker, 1998; Rodgers, 1999).

An additional point to be noted was the requirement (i.e. of relevant
service managers and the local NHS Research Ethics Committee) for
a third person, who was a key member of staff involved in the care and
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support of the individual research participants, to be present during the
research interviews with each of the participants. The arrangement to
have a member of staff present during the research interviews was a
means of having practical support available in the event of any of the
participants becoming distressed whilst being interviewed. It was
recognised that the research participants were vulnerable adults, and
that their involvement in the research interviews might potentially
evoke recollections from their previous lives which were painful for
them. Furthermore, as discussed in Chapter 5, any concerns which I
had initially experienced regarding the potential impact that the
presence of third party might have on data production, were alleviated
when I had examined the transcripts of the research interviews. The
words spoken by the staff members present during the interviews
actually appeared on relatively few occasions in the overall content of
the transcribed material. Also, importantly, as illustrated in my
interviews with ‘Ted’ (discussed in Chapter 6), the presence of a third
party had not inhibited him from expressing some negative views about
his life in the community, after decades of institutional care in a longstay hospital.

A limitation in regard to data production was the fact that the research
project only involved adults with learning disabilities who had a
sufficient level of verbal skills to communicate with others in their daily
lives (as explained in Chapter 4 regarding the criteria for inclusion in
the project). In terms of data analysis, as discussed in Chapter 5, I
generally managed to maintain a distinction between the processes of
data analysis and data production. There was very limited involvement
on the part of research participants in the process of data analysis (i.e.
mainly through checking my understanding/interpretation of material
provided by the research participants during my second interview with
them).
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Overall, as previously indicated in this chapter and Chapter 5, the
adaption of the Free Association Narrative Interview method (Hollway
and Jefferson, 2000) for this project provided an innovative and
effective means of giving voice to, and enabling the participation of, the
research participants in the process of data production. The research
interviews offered a space in which the traditional power dynamics
between the researcher and research participants could be more
symmetrically balanced.

Psychoanalysis outside the clinical setting

The employment of psychoanalysis as a predominant framework in the
research methodology of psychosocial researchers such as Hollway
and Jefferson (2000), nevertheless, has been a source of contention
(Frosh and Baraitser, 2008; Parker, 2010), and ongoing debate
(Hollway, 2008; Jefferson, 2008; Wetherell, 2008; Miller et al, 2008;
Frosh, 2010). Psychoanalysis within the clinical setting has frequently
displayed normalising approaches in its interventions with patients.
Psychoanalytic theory includes the postulation of a normative
developmental sequence in early life that results in mental health, and
deviations from this sequence are likely to be pathogenic (Frosh,
2010). The earlier uses of psychoanalysis in the field of disability
studies have been inclined to accentuate ‘the ways in which disabled
subjectivities are constructed as tragic and secondary handicaps of
living with impairment’ (Goodley, 2011: 94) as indicated, for example,
in the psychoanalytical work of Sinason (1992, 2010).

For the purpose of undertaking this project, there was certainly no
intention on my part to further pathologize research participants who
had already been assigned diagnostic labels as a consequence of their
individual intellectual disabilities and mental health needs. In
retrospect, it is possible to see that the selection of a psychosocial
research approach for this project reflects recent developments in the
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field of disability studies, which nowadays acknowledge that a
psychoanalytic perspective, combined with a consideration of the
impact of relevant social structures, provides opportunities for
theorising the psychology related to disablism (Goodley, 2011).
Moreover, it has been argued that psychosocial researchers are able
to use psychoanalysis as a means ‘to gain increased leverage on how
social forces act to construct the human subject, rather than assuming
that any particular version of the subject is the necessary norm’ (Frosh,
2010: 220).

Holistic analysis of data

The process of data analysis relating to this research project, as
previously discussed in Chapter 5, was framed by the notion of holistic
analysis employed by Hollway and Jefferson (2000). Holism refers to
‘the theory that certain wholes are to be regarded as greater than the
sum of their parts’ (Allen, 1990: 562). Drawing on the theoretical
approach of Wertheimer, the founder of Gestalt Psychology, Hollway
and Jefferson (2000) underscore the importance of understanding the
‘whole’ text. Wertheimer’s primary tenet concerning the fact ‘that
significance is a function of position in a wider framework’ addresses
the issue of decontextualisation of text that is inherent in the code and
retrieve method of data analysis (Hollway and Jefferson, 2000: 69), as
noted in Chapter 5.

In regard to this project, it is recognized that individuals cannot be
completely known; especially from what can be elicited in two research
interviews. Thus my ‘whole’ consisted of all that I had accumulated in
regard to a particular research participant during the course of
fieldwork related to the project. As mentioned in Chapter 5, there were
multiple sources of data. In addition to the transcripts of both research
interviews with each of the participants, I had my recollections and
notes related to the initial meetings and subsequent interviews, the live
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recordings of the research interviews, as well as information gained
from case notes kept by staff in the respective community homes, and
information provided by relevant key workers. Priority was given to
carrying out a holistic analysis in regard to individual participants, so as
to permit an individual gestalt to emerge which could discern the many
varied facets of an individual’s subjectivity (Hollway and Jefferson,
2000; Clarke and Hoggett, 2009); as exemplified in the discussions in
Chapter 6 (relating to ‘Ted’ and ‘Jeremy’) and Chapter 7 (relating to
‘David’ and ‘Ahmet’). This form of data analysis involved staying close
to the data as opposed to searching the data for predetermined
categories (Hollway and Jefferson, 2000; Clarke and Hoggett, 2009).
The exploration of individual case studies led to the gradual
emergence of certain themes reflecting the shared experiences of the
research participants and these findings were discussed in Chapter 8.

Reflection on the research process and findings

The viewpoints of people with learning disabilities and additional
mental health needs, as discussed in Chapter 1, had received scarce
attention until recent years. What people with learning disabilities think
about their experiences as service users with mental health needs is
likely to be one of the most important issues in regard to service
delivery.

My research aim for this project encompassed parallel areas of
investigation in terms of gaining the viewpoints of adults with learning
disabilities concerning their experiences as service users with mental
health needs, as well as determining the efficacy of the selected
psychosocial research approach in promoting the involvement of the
research participants in the process of knowledge production.

Six

research objectives, as indicated in Chapter 1(pp.11/12), provided a
strategic framework for undertaking the necessary tasks involved in
meeting the research aim.

The first of these research objectives
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related to reviewing a comprehensive range of literature drawn from
various sources, disciplines, and theoretical perspectives, concerning
three main areas which were pertinent to this study: - 1) The historical
and policy context of the evolution of service provision 2) The impact of
theoretical models on the care and support of service users 3)
Research approaches that have given a voice to people with learning
disabilities.

The first of these main areas, as indicated above, concerned the
historical and policy context of the evolution of service provision for the
care and support of people with learning disabilities who have
manifested mental health needs.

Material related to this particular

aspect of the literature review provided the basis for Chapter 2, which
traced the main occurrences in service development during the past
two centuries. Chapter 2 also considered the change in attitudes to
people with learning disabilities that gradually evolved during this
historical period; and made reference to the corresponding discourse
of care and control (Porter and Lacey, 2005) which has influenced
social policy and service development.

The second main area covered by the literature review concerned the
impact of theoretical frameworks, especially medical and social
models, on the care and support of service users with learning
disabilities and additional mental health needs. Chapter 3 examined
relevant theoretical models, and was underpinned by material drawn
from the literature. This chapter discussed the medical model, as well
as various psychological approaches (i.e. psychodynamic, cognitive,
humanistic), and social models that have been employed in the
treatment of particular mental health needs, or had an impact on
approaches to care delivery. Psychiatric assessment and diagnosis
were also issues that were considered in Chapter 3.
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The third main area of the literature review pertained to research
approaches that have given a voice to people with learning disabilities,
and enabled them to participate in the research process and
knowledge production.

This area of the review was addressed in

Chapter 4 which discussed the involvement of people with learning
disabilities in research. The chapter highlighted the fact that qualitative
research has been employed to access the viewpoints and
experiences of oppressed groups that lack the power to make their
voices heard by means of traditional academic discourse (Booth,
1996). The influence of normalisation theory and the social model of
disability were also considered in terms of research that aspires to be
inclusive or participatory/emancipatory.

The second research objective was to give a voice to service users
with learning disabilities and experience of mental health needs and
facilitate their involvement in data production.

Loosely structured

interviews based on the concept of the ‘Free Association Narrative
Interview’ method (Hollway and Jefferson, 2000) were the key means
by which it was intended to promote the participation of services users
in data production.

Chapter 5 discussed the ways in which this

psychosocial approach to biographical narrative interviewing was
adapted for the process of data production in regard to this project.
The first half of Chapter 5 explained the components of the data
production process, and discussed related issues such as the
significance of free association, the validity of data, intersubjectivity
and the research relationship.

The third research objective was to analyse the data generated in the
research environment by applying an approach founded on the
psychosocial framework developed by Hollway and Jefferson (2000),
with a focus on intersubjective dynamics in the interview setting; as
well as holistic analysis of all the material gained during the fieldwork.
The process of data analysis for this project was explained in the latter
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half of Chapter 5. Aspects of this process such as, for instance, the
principle of ‘Gestalt’, the use of theory and reflexivity, and summarising
data related to individual research participants, were also discussed in
Chapter 5.

The use of the Free Association Narrative Interview

method in eliciting the personal accounts of four research participants
concerning their histories and experiences of mental health needs was
examined in Chapters 6 and 7. Information drawn from the transcripts
of the relevant research interviews was discussed and reference was
made to particular issues that emerged during the course of the
interviews.

Additionally, the interaction between me, in my role as interviewer, and
each participant (within the interview setting) was incorporated into the
discussion. This provided a means of enabling the mutual construction
of data to be addressed, and facilitated the identification of
unconscious mechanisms operating in various patterns of response
(Hollway and Jefferson, 2000; Clarke, 2002; Clarke and Hoggett,
2009).

The fourth research objective was to identify key themes and issues
which highlighted common experiences of care and support, whilst
also recognising the individual experiences and individuality of each
research participant, during their personal journeys through the care
system as service users with learning disabilities and mental health
needs. Analysis of the data revealed the individual and shared
experiences of the six older research participants (as discussed in
Chapters 6, 7 and 8), which highlighted their experiences as service
users during a historical period when the mental health needs,
emotional lives, and emotional difficulties of people with learning
disabilities were not generally recognized (Arthur, 2003; Priest and
Gibbs, 2004)).
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Service responses to the needs of the older participants usually
involved extensive periods in institutional care; and the narratives
concerning their experiences of institutionalization resonate with earlier
accounts of institutional life that have been documented and published
(e.g. Cooper, 1997; Potts and Fido, 1991; Alaszewski, 1986). In
contrast to the experiences of the six older research participants, the
youngest participant has not been institutionalized and has always
lived at home with his family. A finding that became increasingly
apparent was the significance of the various experiences of loss in the
emotional lives of individual participants. The six older research
participants had experienced a range of losses which included: the
loss

of

parents

and

relatives,

their

homes,

and

a

familiar

neighbourhood, as well as familiar routines. Familial bereavement is a
factor that, in recent years, has been significantly linked to the onset of
behavioural challenges and diagnosable mental health needs (Dodd et
al, 2008; Dodd et al, 2005; Hastings et al, 2004). Therapeutic
interventions generally involved the prescription of psychotropic
medication. I also gained an increased awareness of the importance
of daytime occupational activity in the everyday lives of the research
participants.

A particularly interesting finding was the fact that the diagnostic
categories relating to intellectual disabilities and mental health needs,
which I employed in my role as a researcher, were not acknowledged
(or owned) by the majority of research participants. With the benefit of
hindsight, as mentioned in Chapter 9, I can acknowledge the powerful
influence of the medical model on my thinking (both consciously and
unconsciously) in relation to the theoretical categorizations that I had
used when I embarked on this project.

The fifth research objective was to determine the efficacy of the
research approach in terms of enabling service users with learning
disabilities and mental health needs to actively participate in
298

knowledge production concerning their life experiences and life events.
In regard to this objective, the advantages of the Free Association
Narrative Interview method (Hollway and Jefferson, 2000), as a means
of promoting the involvement of research participants in knowledge
production, are identified in the concluding part of Chapter 5.
Moreover, the efficacy of this research approach is discussed in the
earlier sections of this chapter. Evidence of the individual, and
collective, contributions to knowledge production by the research
participants is presented and discussed in Chapters 6, 7, 8 and 9.

The sixth research objective was to indicate the implications of the
research findings in relation to theory development, service provision,
service users and further study. Drawing on knowledge gained from
the lived experiences of the research participants involved in this
project, a reconfiguration of theories pertaining to the field of Learning
Disabilities and an integrative model of psycho-social subjectivity
related to people with learning disabilities, were discussed in Chapter 9
and in an earlier section of this chapter. The implications of the
research findings in regard to service provision, service users and
further study/research are addressed in the following sections.

Implications of research findings for policy makers, service
providers and service users

Policy makers and service providers:


Five of the seven research participants did not acknowledge
their ascribed social identity (i.e. being categorised as having
learning disabilities). Previous studies have highlighted the fact
that many people with learning disabilities appear unaware of
their learning disabled identity (Beart et al, 2005; Davies and
Jenkins, 1997). They either refute the label which has been
assigned to them by services, or do not employ the label
spontaneously to describe themselves (Finlay and Lyons, 1998,
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2000; Edgerton, 1993). It has been argued that findings
regarding such identity conflict requires further research as it
may have implications for clinical work and services, where
questions concerning the potential impact of a ‘learning
disabilities’ identity remain unanswered (Beart et al, 2005; Craig
et al, 2002).


The emotional needs of people with learning disabilities were
often overlooked in past decades (Arthur, 2003), especially
during the historical period when the majority of older research
participants had been institutionalised (e.g. as discussed in
Chapter 6). Stressful life events such as bereavement, loss of
home due to the death of a primary carer, major transitions (e.g.
changes of service provider; moving from adolescence to
adulthood) have played a significant part in the lives of the
research participants involved in this project. In terms of service
provision, it is important to ensure that support staff, particularly
those with no formal qualifications in health or social care, who
carry out important roles in the lives of service users, have
adequate training in mental health needs (Costello, Hardy,
Tsakanikos and McCarthy, 2010). It is possible that support staff
may misinterpret objective signs of mental ill-health (i.e.
alterations in behaviour) and attribute them to an individual’s
disability; and therefore not consider seeking assistance
(Costello et al, 2010).



Person-centred planning is an important way of achieving
improved life experiences for people with learning disabilities
(Sanderson, 2007), and is the cornerstone of contemporary
government policy (Department of Health, 2001a). As discussed
in Chapter 9, each of the six older research participants had a
person-centred plan based on an Essential Lifestyles Planning
approach (Smull and Burke Harrison, 1992), which was
reviewed annually. Research that explored the impact of
person-centred planning indicated that individuals who had a
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plan experienced positive benefits, such as increases in:
community involvement, contact with friends, contact with
family, and choice (Robertson et al, 2005). However, the
research also found that people with mental health needs or
behavioural problems were less likely to receive a plan
(Robertson et al, 2005). Hence the service providers supporting
the six older research participants were providing examples of
positive interventions.


Occupational activities provided through day services were a
significant element in the lives of most of the research
participants. Two of the research participants also attended
adult education programmes within local mainstream Further
Education Colleges. Meaningful daily activities were identified
as a key issue in a recent study concerning services received by
service users with learning disabilities and additional mental
health needs (O’Brien and Rose, 2010). Social interventions
such as enabling individuals to be involved in daytime activities
play a vital role in mental health care (Hardy, Woodward and
Barnes, 2005).



Befriending schemes offer a means of addressing the social
isolation experienced by many people with learning disabilities
(Heslop, 2005). Two of the older research participants involved
in this project had been befriended by volunteers from their local
communities. Both of these participants were evidently very
pleased to have developed relationships with the volunteers,
who visited them at their respective community homes and also
took them on outings (e.g. attending a football match; taken to
the volunteer’s home for a meal). The volunteers were involved
with a befriending scheme, which had been initiated by local
service providers for people with learning disabilities.
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Implications for service users


Recognition of emotional needs



Involvement in person-centred planning



Meaningful occupational activity



Relationships within/outside services



Expression/recognition of spiritual needs

Limitations of the research project

The research project did not include people with severe learning
disabilities as the research approach required an adequate level of
verbal communication skills on the part of research participants.

It was a small scale project, with a small sample of participants, which
potentially limits generalization of findings. However, as suggested in
Chapter 5, the individual and common experiences of research
participants will resonate with a broader range of service users.

Future research

Suggestions for future research:-

As mentioned earlier, further adaption of the research approach, so as
to include more research interviews (i.e. with each individual) and
therefore enable participants to have opportunities for involvement in
the process of data analysis.

Research related to the involvement of service users with mental
health needs in person centred planning.

Research regarding day time activities for service users with learning
disabilities and mental health needs.
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Further research concerning the issue of self-identity and ascribed
social identity/diagnostic labels.

Spirituality and people with learning disabilities who present mental
health needs.

Dissemination

The question of what should happen to the results of the research is a
significant one. It is envisaged that the project will raise issues that are
of general relevance and therefore it might benefit people with learning
disabilities if such matters were brought to the attention of a wider
audience. The author would have a commitment to publish details of
the project, especially with regard to the collaboration and involvement
of the participants in the research process, in places where they are
likely to be made available to service providers and policy makers.

Conclusion

The voices of people with learning disabilities and concomitant mental
health needs have largely gone unheard until recent years. From their
stories, the early lives of the older research participants involved in this
project were generally characterised by loss (e.g. in terms of removal
from their family, home and community); and by separation from the
wider society. Moreover, they were service users during a historical
period when the mental health and emotional needs of people with
learning disabilities had mainly gone unnoticed. In contrast, the
youngest research participant, who is a member of an ethnic minority
group, has always lived at home with his family and his mental health
needs were initially identified during adolescence. All of these
individuals are presently supported to live in the community, and
receive treatment for their mental health needs from specialist services
within mainstream mental health service organizations. It is hoped that
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this project will contribute to the development of ‘a knowledge base
about the life experiences and life events of people with learning
disabilities and mental illness’, and stories of their journeys through a
variety of services (Raghavan, 2004: 9). Overall, from my perspective,
the experience of becoming acquainted with each of the research
participants has underscored the fact that people should not be defined
by their diagnostic labels, as they are first and foremost unique
individuals.
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Appendix 1
OUTLINE OF PROCESS FOR UNDERTAKING THE PROPOSED STUDY

Identification of principal and secondary research aims.

Development of research proposal/protocol.
Scrutiny of proposed study by Director of Research/Supervisor at University.

Liaise with key staff in services for people with learning disabilities concerning
proposed research study and confirm availability of potential participants (i.e. for case
studies).

Provide information regarding research proposal/protocol to Consultant Psychiatrist who
provides specialist support to learning disability services, and gain advice in relation to
conduct of the study.

Check and confirm that learning disability services will be able to provide appropriate
clinical support to potential participants during the study.

Apply to Local Research Ethics Committee for an ethical review of the proposed research
study.

Following approval of proposed study by Local Research Ethics Committee, liaise with key
staff in learning disability services and arrange a schedule of dates and times to have
preliminary meetings with service users who have been identified as suitable to participate in
the research study.

First meeting with prospective participants.
Clarify any points/information required by participants.
Confirm the service users consent to be involved in the study, and ensure that consent form is
completed.
Confirm dates and times of next meetings.
(Notify Consultant Psychiatrist regarding involvement of individual participants.)

Outline of Process for undertaking the Proposed Study Jan 05
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Second Meeting with participants.
Undertake first ‘free-associative narrative’ interview with individual participants.

Listen to audio-tapes from first interview with participants. Note any specific points that
need to be covered in the second interviews.

Third Meeting with participants. Carry out second ‘free-association narrative’ interview.
Latter part of meeting will involve structured questions to cover, or clarify, any outstanding
points.

After the planned interviews have been completed, qualitative data obtained from the two
interviews with each of the participants will be analysed. Transcripts of the interviews will
be analysed as ‘whole’ texts.

Two structured methods for summarising the material obtained from each of the participants,
which will be 1) completion of a two-page ‘pro-forma’ and 2) writing a ‘pen portrait’.

Write up the findings from the material gained during the study.

Prepare summaries of the findings in an appropriate format for providing feedback to
individual participants and relevant managers/support staff in learning disability services.

Complete final chapters of written report and submit the completed work to the University.

Date: January 2005
Version No: 1

Outline of Process for undertaking the Proposed Study Jan 05
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30 The Willows
Denmead
Waterlooville
Hampshire
PO7 6YB
Tel: 023 9225 XXXX
To: (Address to be inserted)

7th October 2004
Dear (Name to be inserted),
Further to our recent conversations, I am writing to formally request confirmation of
the clinical support which you kindly indicated would be available to the service
users at (name of home) who consent to participate in my proposed research study.
The main aim of this study is to present mental health issues from the personal
viewpoints of adults with learning disabilities. A major part of the information
relating to the study will be generated by means of interviewing service users who
have experienced mental health needs. Individuals participating in the study will be
interviewed on two occasions. All the information collected concerning individual
participants will be kept private and confidential.
As you appreciate, and as we have previously discussed, the participants in the study
will be potentially vulnerable adults who may disclose information regarding their
personal experiences which could be a source of distress to them. It therefore will be
very important to ensure members of the care staff, who are known to the individual
participants, are available to provide appropriate support, in the event of this being
required by any of the participants.
For your information, this study is being undertaken as a project leading to the award
of a post-graduate research degree, for which I am currently registered at the
University of Portsmouth. The Director of Studies for the research study is Dr. Janet
McCray, who may be contacted at:Portsmouth Institute of Medicine, Health and Social Care,
University of Portsmouth,
St. George’s Building,
141 High Street,
Portsmouth, PO1 2HY
Telephone: 023 9284 5300
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I would be greatly obliged if you could provide written confirmation of the support
that will be available to service users who agree to participate in the study, and kindly
send this confirmation to me at my home address (which is at the head of this letter).
If you have any queries, I can be contacted on my home telephone number as
indicated overleaf.
With many thanks for your assistance.
Yours sincerely

Paul Sutton
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Research Study capturing the views of people with learning disabilities relating to their mental health needs.

Participant Information Sheet
Please read this information carefully and ask the care staff/House Manager if
anything is not clear.
 You are being invited to take part in a research study.
 The study intends to look at the views of people with learning disabilities
about the support they have received if they have mental health needs.
 You are invited to take part because you have personal experience relevant to
the study.
 It is up to you to decide if you wish to take part.
 If you decide to take part, you are still free to stop at any time.
 What you decide will not affect the standard of care or services you receive.
 Your part in this study will involve three meetings with the person doing the
research.
 These meetings will take around a total of 3-4 hours to complete.
 During two of the meetings you will be asked to tell your personal stories
about your experiences regarding mental health needs.
 These two meetings will be tape-recorded in order to get an accurate record
of the conversations.
 The tapes of the meetings will be put in writing, and cleared as soon as
possible.
 All the information collected about you will not give details of your name,
home or any people that you may mention during the meetings
 A report of the study will be given to you when the research is completed.
 If you have any questions regarding this study, please contact:Paul Sutton
Telephone: 023 9225 XXXX
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“POINTS OF VIEW”
A qualitative study capturing the views of people with learning
disabilities relating to their experiences of mental health needs.

Participants’ Information Sheet
Your views are important
 You are being invited to take part in a research study.
 This Information Sheet describes what the study is about, and what will
happen if you decide to take part.
 Please read the information carefully and ask the support staff or House
Manager if anything is not clear.
 Please let them know if you want more information about the study.
What is the purpose of this study?
 People with learning disabilities face many difficulties in their lives which
can raise the risk of developing mental health problems.

Information Sheet 2 – Dec.05
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 The views of people with learning disabilities about their experiences of
mental health problems need to be heard.
 It is something that is important to study to make sure the right types of
services are developed.
 The main aim of this study is to present mental health issues from the
personal viewpoints of adults with learning disabilities.

Why have I been invited?
 You have been invited to take part because you have a lot of knowledge and
personal experience that is relevant to this study.

Do I have to take part?
 It is up to you to decide if you wish to take part.
 If you decide to take part, you will be given this information sheet to keep.
You will also be asked to sign a consent form.
 You are still free to stop at any time and do not need to give a reason.
 This will not affect the standard of care or services you receive, now or in
the future.

Information Sheet 2 – Dec.05

2
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What will happen to me if I take part?
 You will be given a copy of this information sheet and a copy of the signed
consent form.
 Arrangements will be made for the researcher to meet with you so that you
can get to know each other.
 This will also give you a chance to ask any other questions you may have
about the study.
 Dates of two further meetings will be agreed with you.
 During these two meetings the researcher will interview you.
 The main purpose of these interviews will be to ask you to tell your personal
stories about your experience relating to mental health needs.
 Each of the two interviews will last about 1-1½ hours.
 The two interviews will be tape-recorded in order to get an accurate record
of the conversations.
 All the information collected about you will be kept private and confidential.

Information Sheet 2 – Dec.05

3
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How long will I be in the study?
 Your involvement in the study will last for the three meetings that you have
with the researcher.
 These meetings will take around a total of 3-4 hours to complete.

What are the possible disadvantages and risks of taking part?
 It is not thought that you will come to any harm if you take part in this study.
 If you do feel upset for any reason after being interviewed, your care staff
will be able to arrange the support that you may need.
 As part of your usual care, your doctor can be contacted if you have any
concerns about your health.

What are the possible benefits of taking part?
 The information which is gained from the individuals who take part in this
study will be helpful to the people who are involved in providing and
developing services.
 It is hoped that future service users will benefit from the information shared
by those taking part in the study.

Information Sheet 2 – Dec.05

4
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Will my taking part be kept confidential?
 All the information which is collected about you will not give details of your
name, home or any people that you may mention during meetings with the
researcher.
 The tapes of the meetings will be put in writing, and cleared as soon as
possible.
 You will not be named in any records or publications.

What will happen to the results of the research study?
 A report of the findings will be written and the researcher will also seek to
publish an article in a suitable journal.
 A summary of the findings will be provided for you, once they become
available.
 The researcher will also arrange to meet with you to talk about the final
report.

Information Sheet 2 – Dec.05

5
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Who is organising the research?
 The researcher is carrying out this study with supervision and support from
the University of Portsmouth.

Who has reviewed the study?
 Details of this study have been reviewed by a Local Research Ethics
Committee.

How can I get more information about this study?
 If you have any questions regarding this study, please speak to your support
worker/House Manager and they, or you, can contact:

Name:

Paul Sutton

Telephone Number:

023 9225 XXXX

 If you decide to take part in this study, you will be given a copy of this
information sheet and a signed consent form to keep.

Thank you for taking the time to read this information.

Information Sheet 2 – Dec.05
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Information Sheet 2 – Dec.05
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CONSENT FORM
Title of Project:

Qualitative study capturing the views of people with
learning disabilities relating to their experiences of
mental health needs.

Name of Researcher:

Paul Sutton

 I have read the Participant Information Sheet about the above research study.
 Any points that I did not understand have been explained to me.
 I understand that I can stop taking part at any time.
 What I decide will not affect the standard of care or services I receive.
 I agree to take part in the above study.

_________________
Name of Participant

_____________
Date

__________
Signature

____________________

_______________

____________

Researcher

Date

Signature

_________________
Key Worker/Manager

_____________
Date

__________
Signature

(Copies: 1 for participant
Date: December 2004
Version: 1

1 for researcher

1 to be kept with case notes)
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FREE ASSOCIATION NARRATIVE INTERVIEWS

Proposed Topic Areas
 Recognition of mental health needs
 Care/support provided when mental health needs had been
recognised
 Personal thoughts/feelings concerning the experience of mental
health issues
 Level of care/support currently required to live in their
community
 Individual participation in decisions regarding their care
management

August 2004 Version No. 1
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Case Study: Ted
Ted is a man in his late fifties, who has a mild to moderate learning
disability and a history of mental health problems. He lives in
supported living accommodation which is situated in a community
setting within a busy suburban residential area. Ted shares this
accommodation with five other adults with learning disabilities. He has
his own bed-sitting room which is comfortably furnished, and includes
personal possessions such as a television and music centre with a
selection of discs and tapes that he enjoys playing. He has lived in this
setting for nearly twelve years, since he was resettled from a long-stay
hospital where he had previously lived for several years.
Ted presents as a stout individual of average height, who is well-kempt
with socially appropriate speech and behaviours. He is a heavy
smoker who is prone to chest infections and breathlessness. In terms
of employment and occupation, Ted has attended occupational
activities at Day Services provided by the Social Services Department
of the Local Authority, but his attendance has been somewhat erratic
over the past couple of years. He assists fellow residents and the care
staff with domestic tasks within the home where he lives, and he is
able to make hot drinks and simple snacks for himself. Ted is able to
travel independently on public transport and goes on outings by
himself, quite often for extended periods during the day.
Ted finds it difficult to deal with any stress that he experiences, and
this increases the likelihood of him becoming agitated. He has been
diagnosed as being schizophrenic and admits to hearing voices when
feeling under pressure.
Ted is also reported to have suicidal
tendencies. He has a history of exhibiting challenging behaviours,
particularly with his mood relating to Paranoia. Ted has been verbally
abusive to care staff in the home. Moreover, he has been physically
abusive both to his fellow residents and members of care staff. He has
demonstrated limited insight concerning the impact of his behaviour on
others.
As a consequence of issues regarding his sexuality, Ted was referred
for psychotherapeutic treatment a few years ago. A key reason for this
referral was to assess his risk of being a sexual abuser or victim.
During the course of this therapeutic work, Ted acknowledged his
homosexual tendencies. In addition, he admited to having a number of
opportunistic sexual encounters in public areas such as toilets and
bathing facilities.
During the summer period around five years ago, Ted experienced
unpleasant episodes of harassment by a group of boys (aged 8-14
years) when he visited local shops in the area where he lives. These
boys asked him to buy cigarettes for them, which he did. They then
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gave Ted a cigarette, but snatched it back. The boys also snatched
his bag and ran off with it. Ted was subjected to verbal abuse and
intimidation by these boys, who also chased and pursued him back to
the community home. Furthermore, there were instances where the
boys actively sought out Ted at the home.
The anxiety resulting from the harassment during this period was
detrimental to Ted’s mental health. His presence around the boys
could have been misconstrued by the public, and perceived as socially
inappropriate. It was a situation whereby accusations could potentially
have been made against Ted which claimed he had been sexually
abusive with the boys.
In relation to support for his health needs, Ted is registered as a
patient with a local General Practitioner who provides treatment, as
required, with regard to his general health needs. A Consultant
Psychiatrist, who specializes in the Psychiatry of Learning Disabilities,
provides support and prescribes treatment in terms of Ted’s mental
health needs. At the present time, Ted is prescribed antidepressant
and antipsychotic medication which is administered twice each day.
There is also a prescription for a major tranquillizer which is only given
to Ted at times when it is required. Ted was formerly prescribed
medication used for maintenance in Schizophrenia and related
psychoses, which is administered at weekly (or longer) intervals by
injection. Additionally, he has a prescription for an inhaler relating to
the treatment of asthma.
On a day to day basis, Ted is supported by a key worker and a
member of the care team at the home where he resides. He has
evidently developed a good relationship with his support staff and the
manager of the care team. Unfortunately, Ted has no contact with his
next of kin or other family members.

Appendix 11
Case study: Jeremy

Jeremy is a man in his early seventies, who has a mild learning
disability and a history of mental health needs relating to depression.
He spent the main part of his childhood at a residential school and
then, after living with his parents for several years he was admitted, as
an adult in his early thirties, to a long-stay hospital where he remained
for over two decades. As a consequence of de-institutionalisation and
the move towards community care, Jeremy was resettled to his
present staffed community home around sixteen years ago. The home,
which is situated within a densely populated suburban area, is divided
into separate residential units; and Jeremy shares his accommodation
with three other service users. Jeremy attends a local authority day
centre on two days each week.

He has experienced episodes of

depression since living in the community and continues to be treated
with antidepressant medication.

Jeremy recalled that he had a gardening job at a (residential) Training
College after he left school, when he was aged around seventeen
years. However he had not liked this job and had left the college; and
then gone to live with his parents. Jeremy’s father was an Anglican
minister and he had been based in a parish that is not very far from the
community home where Jeremy lives at present. His father, Jeremy
recalled, had been an Oxbridge graduate who had rowed for his
college. Jeremy had lived at home with his parents until he was in his
early thirties. His father had died of a ‘heart complaint’ when Jeremy
was aged around thirty three years. Not too long after his father’s
death, Jeremy had been admitted to a large, long-stay hospital for the
‘mentally subnormal’, as his mother had not been able to support him
on her own.
According to Jeremy, he ‘quite liked’ the hospital; as he recalled that
he had enjoyed the food and going on coach outings. He had also
recalled the names of friends that he made, as well as the names of
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staff members on the wards where he had lived. In addition, Jeremy
remembered the occupational activities which he had undertaken while
in the hospital. There were a number doctors employed at the hospital
and Jeremy recalled them visiting the wards. At some point, after his
admission, Jeremy recalled that he had been prescribed a tranquillizer,
which according to him, had been to help him sleep – but during the
second interview, he remembered the name of the tranquillizer and
indicated that it was ‘to help’ him. Later, Jeremy also recalled living on
a ‘locked ward’ while in the long stay hospital.

Jeremy remained at the hospital until shortly before its closure.
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CASE STUDY: David
David is a man in his early fifties who has a mild learning disability,
epilepsy and a history of mental health needs. He lives in staffed
residential accommodation which is located within a busy suburban
area. David shares his accommodation with five other adults who
have learning disabilities. His mobility is limited and he uses a
wheelchair, although he can stand for brief periods and is able to walk
short distances with the assistance of a walking frame. David takes an
interest in his personal appearance and is generally well-kempt. He
tends to stammer when verbally communicating, and this can
sometimes cause difficulties in understanding what he is saying,
especially if someone is meeting him for the first time.
David lived with his parents until around eight years ago. His mother
died and subsequently his father found it increasingly difficult to
provide the support that David required. Both of his parents are now
deceased. However, contact with his family is maintained because he
has a brother and a sister, who continue to keep their links with him in
his current home. David has expressed a wish to remain as
independent as possible, so he has specified that he wants care staff
to assist him only in those aspects of daily life, with which he needs
support (for example, ensuring that he manages to get into and out of
the bath safely).
When he was a child, David attended a mainstream school from the
age of five years. Nonetheless, he apparently was not able to cope
with the requirements of such a school as a consequence of his
learning disability and physical impairment. He subsequently went to a
boarding school for children with special needs until around the age of
sixteen years. He did not gain any qualifications whilst he was at
school. After he left school, David was admitted to a long stay
hospital. From around the age of twenty one, David returned to the
family home and lived with his parents. During this time he was never
engaged in paid employment. In terms of occupational activities, he
has attended various Day Services for adults with learning disabilities
over a period of several years, both while living with his parents and
since admission to his present home. At times during his adult life,
when he lived with his parents, David was admitted to a community
home providing short-term residential care. This was a means of
giving a respite to his parents, who met the continuing demands
involved in providing the daily care and support needed by David within
the family environment.
David commenced having epileptic seizures from the age of four years.
He has been seen by a number of neurologists who have evidently
tried prescribing a combination of anti-convulsants, without attaining
full control over his seizures. David is reported to have had a fall at the
age of ten years, while he was at boarding school, which resulted in a
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fracture of his right thigh bone (i.e. femur). Additionally, he presented
behavioural problems and it was questioned whether this was related
to his epilepsy. There is evidence which indicates these behavioural
issues persisted and that David engaged in self-injurious behaviour
when he was a young adult. David’s mobility decreased as he has
grown older, and there has been an increased use of a walking aid and
wheelchair.
He had a surgical operation on both hands for
contractures, a few years ago.
During adulthood, David has been referred to, and regularly reviewed
by, a psychiatrist as he had been reported to have shown depressive
and psychotic symptoms. Since his admission to his present home,
David has presented behaviour which has been challenging for the
care staff who support him. There have been incidents in which he
has exhibited inappropriate sexual behaviour towards female members
of staff. Moreover, David has been verbally abusive, particularly to
care staff who are member of ethnic minorities. He also has a history
of making accusations about misconduct on the part of staff (for
example, relating to the misappropriation of money). Such accusations
have been formally investigated and, in one recorded instance, David
was discovered to have been responsible for hiding money and then
alleging that it had been stolen. Following the death of his father,
which occurred around five years ago, David was referred for
bereavement counselling.
At the present time, he appears to have developed a range of activities
in his daily life which provide him with opportunities to be meaningfully
occupied. For example, David attends a Day Centre from Monday to
Friday, and he has been involved in learning basic computer skills,
making mosaics, and playing wheelchair football. He also attends a
Social Club for people with learning disabilities one evening each
week. His other interests include watching television and video tapes,
collecting things (for example, postage stamps and ‘teddy bears;) and
reading magazines. Furthermore, David enjoys going to watch football
matches, as well as going on outings to the theatre to see ‘musicals’.
He has also been to see ballet (i.e. ‘Swan Lake’) at the theatre. In
recent years, he has become very involved with a church situated in
the local community, and he regularly attends the Sunday Services
and other events which are held there.
David has his own bed-sitting room in the home where he lives. This
room is comfortably furnished and he has his own personal
possessions, which include a television and music playing equipment.
He keeps his own files of information and photographs concerning his
outings and activities. He maintains these items in an orderly fashion.
In addition, David likes to re-organize the furniture in his room every
few months, and he generally endeavours to carry out these changes
on his own as far as possible.
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With regard to his general health needs, David is registered with a
local General Practitioner who provides medical treatment, as required.
A Consultant Psychiatrist, who specializes in the Psychiatry of
Learning Disabilities, provides support and prescribes treatment in
relation to David’s mental health needs. At the present time, David is
prescribed a combination of four anti-epileptic drugs to control the
occurrence of seizures. He is also prescribed a tranquilliser which can
be administered in the event of continuous convulsions.
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Case Study: Ahmet
Ahmet is a young man in his mid-twenties who has a mild learning
disability/borderline level of intellectual functioning and a history of
mental health needs relating to obsessive-compulsive disorder (OCD).
He was born in Turkey and came to live in the United Kingdom, at the
age of four, when his family had immigrated. Ahmet has limited vision
and is registered as ‘visually impaired’. He had a cataract when he
was very young, which was surgically removed in his country of birth.
Ahmet has a brother, who is nearly twenty years old and a sister, who
is ten years old, so he is the eldest sibling. His father and mother have
separated in recent years. Thus his mother, as a single parent, lives
with the three children in a three-bedroomed flat on a local authority
housing estate, which is located within an inner city neighbourhood.

Ahmet attended a school which had provision for children with special
needs until he was sixteen years old. He enjoyed physical education
while at school but experienced difficulty with studying some of the
academic subjects, such as History and Mathematics. Ahmet attained
a small number of examination passes, including a pass in studies
related to his native language. During the last year or so that Ahmet
attended this school, his teachers became more and more concerned
about a marked change in his general behaviour.

He became

disruptive in the classroom situation, and consequently was excluded
from the teaching sessions in some academic subject areas. Ahmet
started to be increasingly engaged in carrying out repetitive acts, and
tended to become agitated if he was unable to perform these acts. For
example, he persistently experienced an urge to wash his hands and
also poured ‘cologne’ (i.e. a perfumed liquid made of sweet-scented
essential oils and alcohol) around the family home, which became a
source of growing consternation for his mother. In addition, he insisted
that certain household tasks, such as cleaning a lightly coloured carpet
in the lounge, were carried out each day to an excessive extent. He
also became caught up in repeatedly watching certain television
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programmes and films, which he has stored on video-tape and ‘Digital
Video Disks’.

These programmes and films generally contained

themes of a violent nature.
As a consequence of the mounting concern of Ahmet’s mother and his
teachers regarding the deterioration in his behaviour, he was referred
by his family’s general practitioner to a psychiatrist who happened to
originate fromTurkey. Following the consultation with this psychiatrist,
Ahmet was referred to a specialist Psychiatric Hospital for further
investigations. Over the course of several months, he attended the
hospital as an out-patient and underwent a comprehensive range of
psychological, psychiatric and neurological assessments. The findings
from these assessments eventually led to the diagnostic classification
of ‘obsessive-compulsive disorder’ being assigned to the particular
mental health needs that he displayed.

Determining the diagnosis was a critical point in terms of providing a
specific goal for biomedical interventions (Moss, 1999). This disorder
is characterized by repetitive obsessional thoughts or compulsive
actions. The onset of obsessive-compulsive disorder generally occurs
during childhood or early adult life (Raghaven and Patel, 2005). It is
an anxiety disorder in which the individual experiences recurrent
intrusions of unwanted thoughts, images, deliberations or vacillations.
Moreover, at the same time, the individual usually experiences a
compulsive urge to carry out specific actions or rituals, which fulfil the
purpose of decreasing anxiety.

Such actions are repetitive and

performing them is not a source of pleasure, however failure to
complete the actions will lead to an escalation of anxiety levels (Priest
and Gibbs, 2004).

Medical treatment of obsessive-compulsive

disorder mostly involves the use of psychotropic drugs such as
antidepressants, for example, which work by raising brain levels of
serotonin and noradrenalin, and are helpful in alleviating the anxiety
symptoms within the condition (Raghaven and Patel, 2005).
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In the years since the diagnosis of his disorder, the therapeutic
interventions relating to Ahmet’s mental health needs have been
reviewed and managed by the psychiatric services provided by the
local health authority for the inner-city catchment area where his family
lives. He continues to attend appointments with a psychiatrist as an
‘out-patient’, at periodic intervals. A mental health trained nurse, who
is a member of the local Community Learning Disabilities Team, also
maintains contact with Ahmet and regularly visits him at the family
home. The local Social Services Department have commissioned an
independent service organization for people with learning disabilities to
provide support to Ahmet on one day each week. In addition, on two
days a week, he attends a Further Education College where he is
presently undertaking a course in computer studies.

Appendix 14
Research Interviews with Beryl: ‘I was put there…’

Case Profile: Beryl

Beryl is a lady in her late fifties who has a mild/moderate learning
disability and epilepsy.

She was admitted to a long-stay hospital for

people with learning disabilities when she was around eight years old.
Beryl remained in this hospital for well over three decades and, shortly
before its closure, she was relocated to a large residential unit situated in
the geographical catchment area where her family had lived when she
had been admitted to the hospital. She was in her early forties at the
time of her move to this residential unit, which is where she remained for
about four years. Beryl was subsequently moved to a smaller care home
prior to being transferred to her present staffed community home. She
has lived in her present home for nearly ten years. Beryl has been
prescribed anticonvulsant medication for the treatment of epilepsy since
her childhood. Shortly over a year before the initial meeting and research
interviews with Beryl took place, the care team at the community home
had referred her to the local Psychiatric Services because of concerns
relating to significant changes in her mental state and behaviour which
had been observed.

Recognition of mental health needs

During the year before the research interviews, care/support staff at
the home where Beryl lived had reported that she tended to be
unusually irritable, and had started to have a disturbed sleep pattern at
night. Moreover, Beryl had indicated that she experienced auditory
hallucinations of voices calling her names, and there was evidence that
she had paranoid thoughts regarding fellow residents at the community
home. There were also reports that Beryl had episodes during which
she appeared to laugh inappropriately.

Hence at the time of her

involvement in the meetings relating to this research project, Beryl had
been prescribed a small dosage of antipsychotic medication that is
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usually indicated for the treatment of schizophrenia. She was taking
this medication, in tablet form, at night.

Initial meeting

My first meeting with Beryl was arranged through the manager of the
home where she lives. My field notes record that ‘Beryl is a lady of
short stature, who requires a walking aid because her mobility is
limited due to physical impairment (i.e. deformity) of her legs. She has
stylishly cut short dark hair and appears to take a keen interest in her
appearance.’ At this initial meeting, Beryl was friendly and seemed
pleased to talk about the activities that she carries out at the Day
Centre, which she currently attended on two days each week. She
also attended a Further Education College on another two days of the
week. Additionally, during our conversation, Beryl told me about the
institutional settings (i.e. the long-stay hospital and large residential
unit) where she had lived for a major part of her earlier life.

Pre-first research interview

Beryl had finished her evening meal just a short while before I arrived
to meet with her for the first research interview. She indicated that she
would like the interview to take place in her bed-sitting room rather
than a small ‘quiet room’ area in the community home, where I had
anticipated our meeting would be held.

Beryl’s usual key support

worker was not on duty as there had been some recent staff changes,
which had also involved a re-deployment of support staff with ‘key
worker’ responsibilities.

Hence, another support worker had been

assigned to act as Beryl’s key worker. This ‘new’ key-worker was not
on duty but a senior member of staff, who knows Beryl well, was on
duty and she was in attendance during the interview. Beryl was
interested in the micro-cassette tape-recorder and asked if she could
listen to her voice. We therefore recorded a few spoken words from
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her, as a means of checking that the tape-recorder was functioning
alright prior to starting the interview.

Research interviews

On reviewing the transcript of my first research interview with Beryl, I
could see that she continued to be responsive to my questioning
throughout the course of our meeting. However, her responses were
generally no longer than a short phrase or a sentence; and improvised
prompts were required to elicit stories and gain further information in
order to clarify things that she had said. Beryl was the fourth person to
be interviewed for this project and, drawing on my earlier experience of
interviewing other research participants (i.e. in terms of employing the
life cycle as a frame of reference), I had commenced the interview by
concentrating on her childhood and early life. Hence, my questioning
was initially directed towards inquiring whether she could tell me about
her childhood and her admission to the long-stay hospital, where she
had lived for over three decades.
Beryl recalled that she ‘was a little girl’ when she was admitted to the
hospital, though she was not able to remember how old she actually
had been at the time.

She remembered that she had attended a

mainstream school near where she lived prior to her admission to the
hospital. This admission to hospital would have occurred during the
latter part of the 1950’s.

Beryl had apparently moved out of her

parent’s home due to the fact that her mother died, and her father had
re-married. She remembered living with her grand-parents (i.e. her
mother’s parents), for a while, before being admitted to institutional
care. Beryl does not seem to have had a good relationship with her
step-mother and expressed strong feelings when she stated:
‘I didn’t like the stepmother…..She was very rude…the
other….Not my mother, the step-mother…’
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When talking about her admission to the hospital, she referred to the
fact that ‘there was some mad people’ who were in a locked ward.
She recalled that the female residents at the hospital were ‘not
allowed’ to go to the male wards. From what Beryl told me, a picture
gradually emerged of her life in this institutional setting.

She

remembered being on a children’s ward when she was initially
admitted to the hospital. Subsequently, when Beryl was older, she
was transferred to a ward for women and also had commenced
attending a workshop each week-day. Beryl recalled that she went to
work ‘at half past eight’ in the morning and ‘finished work at half past
four there’ in the afternoon. At the workshop, she was able to recall
being involved in activities such as making rugs, as well as knitting
‘jumpers and bedsocks’. Additionally, she remembered assisting with
the domestic work, such as washing up and making beds, on the
female ward where she had lived.

In response to my inquiry

concerning whether she had gone outside of the hospital on many
occasions, while living there, she gave one of her longest responses
and said:
‘Oh yeah….We do go out, yeah.
people

who….at

night

They need to count the

time…..they

used

to

count

(indistinct)…so people don’t get missed the next day….in the
hospital…..’

Beryl was evidently referring to the fact that nursing staff would carry
out a check, at the end of each day, as a means of monitoring that the
correct number of residents were present on the wards within the
hospital, and to identify any unauthorised absences.

Epilepsy

Beryl recollected that she had been seen by various doctors when she
lived in the hospital. Her main recollection was of being provided with
a ‘walking frame’ because she ‘used to fall down a lot’. She stated ‘I
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didn’t used to have a walking frame at first, I used to walk’.Some of the
falls that Beryl had sustained when she was younger, and more
recently while attending the Day Centre, were potentially linked to the
manifestation of her epilepsy. During my interviews with Beryl, she
acknowledged that she has had epilepsy since she was a child, and
she described the appearance of the anticonvulsant tablets which she
continues to take on a daily basis. However, she said nothing that
revealed any memory of the seizures which she had experienced
throughout her life. The anticonvulsant medication that is prescribed for
Beryl is indicated for the treatment of tonic-clonic seizures.

This type of seizure is the most widely known form of epilepsy. The
seizure consists of two stages which are referred to as ‘tonic’ and
‘clonic’. During the tonic stage, there is loss of consciousness and the
person appears to become rigid as their muscles become extended.
Following this, there is a clonic period which is characterized by the
muscles alternating rapidly between contraction and relaxation. The
person may be incontinent of urine during the seizure, and there is also
a possibility that he or she could bite their tongue. It is possible that
the person may want to sleep for a period of time following the
completion of the tonic-clonic phase (Wake, 2003).

Carers frequently make reference to the fact that the tonic-clonic type
of seizure engenders the greatest level of anxiety, by reason of its
manifestations (Wake, 2003).

I have had personal experience of

witnessing individuals having epileptic seizures in a range of
circumstances. Still I recall my own fears when first confronted with
the spectacle of a fellow human being convulsing on the ground; and
also appearing to foam at the mouth. Listening to Beryl’s account of
her early life awakened the memory of an incident that occurred during
my own childhood.

Although Beryl had given no indication of

recollecting her own direct experience of seizures, she had mentioned
attending a mainstream primary school before her admission to the
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long-stay hospital. This had led me to remember an episode in which I
saw another boy at my school have a seizure in the playground.

The boy, who must have been around ten years old, had evidently
been playing with fellow pupils when he had suddenly fallen to the
ground, and his body and limbs had commenced making violently
spasmodic movements. My attention had been drawn to what was
happening by the screams and shouts of the other children in the
playground, who had gathered around, and encircled, the unfortunate
boy who was in the throes of a major seizure. I recall that no one
made a move to assist the boy. Though, in retrospect, I realise that
there was not a great deal that could have been done until the seizure
had run its course.

We, as children, had been transfixed by the

occurrence of the phenomenon that we had witnessed.

Members of the teaching staff had arrived on the scene shortly
afterwards, and attended to the boy whilst also taking control of the
situation. Reflecting on this particular memory, I wondered whether
Beryl had experienced a similar episode (that is, as a consequence of
her epilepsy) during the time she had attended a primary school, prior
to being admitted to the hospital. Following the incident in the
playground, the boy who had the seizure was perceived by many of his
peers as someone who was ‘different.’ Epilepsy is cited by Goffman
(1963) as a major illustration of a disorder which, historically since the
time of Hippocrates, has determined a stigmatised identity is conferred
on those individuals who manifest the disorder.

Photographs

Beryl had a number of framed photographs displayed on the walls and
shelves in her bed-sitting room, as well as a photograph album which
she had proudly shown me. Photographs, as mentioned earlier (for
example, in Chapter 6), offer an effective way of facilitating discussion
and eliciting information (Stalker, 1998; Swain et al, 1998; Richardson,
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2000; Packard, 2008).Thus, during both research interviews with Beryl,
photographs played an important part, at times, in assisting my
conversations with her. The following is an extract from the first
research interview with her:

Interviewer: (N.B. Looking at photograph album) Can you tell
me who this is, Beryl?
Beryl:
That’s my picture.
Interviewer: That’s you…? Is that a picture of you, when ?
Beryl:

Yes….That’s my friend...It’s me….and
Daisy…(indistinct)….Used to be in my
room…(indistinct)…with me….

Interviewer: You used to share a room, did you?
Beryl:

Yes…With Daisy, but she died……

Interviewer: Oh, I’m sorry. What, she was a good friend of
yours?
Beryl:

I cried when I lost Daisy….

Interviewer: Oh, that must have been very sad….She was a
really good friend of yours (?)
Beryl:

Mmm…..

Beryl had been subdued as she recalled this memory of her friend, but
had continued by pointing to a framed photograph which was located
near to where we were sitting. She said ‘There, see, he died...heart
was bad’, referring to a photograph of her grandfather with whom she
had lived, as a child, prior to being admitted to institutional care (well
over four decades previously).

Reflective Summary

Beryl was the only female service user to be interviewed in relation to
this research project. From a personal perspective, I had found Beryl to
be a willing and cooperative research participant who seemed pleased
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to be involved in the research. Nevertheless, although she had
provided sufficient material for me to build up a picture of her life, I had
struggled to gain any clear view of Beryl’s perception of her mental
health needs. In the course of the two research interviews, Beryl had
referred to her epilepsy and confirmed that she had been prescribed
medication for this since childhood. No reference was made to mental
health needs, but a clue was indicated when Beryl said that she had
been seen by a doctor; whose name she mentioned, and whom I knew
to be a consultant psychiatrist. Furthermore, during the second
research interview, when I had asked whether the label ‘learning
disability’ had any particular meaning for her, Beryl had replied ‘no’.
Holistic analysis of the data that was produced during the fieldwork
related to Beryl revealed that she generally seemed content with her
present life in her community home. For example, she enjoyed
attending the Day Centre where she had a number of friends, and a
key worker with whom she had developed a good relationship.

Note: Additional material – Recent research (Taggart et al, 2010)
has highlighted the fact that little has been written concerning the care
of women with learning disabilities and mental health problems.
Reference to her friendships in the institution.
Her grief/bereavement re: the loss of grandparents, mother and
friends.
Relationships with her key-workers at the community home and Day
Centre.
Life Plan meetings.
Monitoring of epilepsy.
Contact with her sister, a ‘befriender’ and her involvement with a local
church.
Epilepsy and its links with psychopathology and challenging behaviour.
Beryl’s evident ‘resilience in adversity’.

Appendix 15
Research Interviews with Harry: ‘I only went in there because I
had a breakdown’.
Case profile: Harry

Harry is a man in his early sixties with a mild learning disability and a
history of mental health needs relating to chronic schizophrenia. He
spent over three decades in a long-stay hospital before being resettled
into the community. Harry moved into his present staffed group home
just over fourteen years ago.

Since Harry has lived in his present

home, he has been admitted as an ‘in-patient’ to a psychiatric unit,
which is located in the local general hospital, on three occasions.
These admissions to the psychiatric unit lasted several weeks, and
were necessary due to observed changes regarding a marked
deterioration in his mental health and behaviour, which had presented
major challenges to his direct carers and fellow service users, and
required specialist treatment and support. At the present time, Harry
continues to be prescribed antipsychotic medication, and his treatment
is regularly reviewed by the specialist psychiatric services provided by
the local health authority. He also attends a local authority day centre
for people with learning disabilities on two days each week.

Pre-Research Interviews

My initial meeting with Harry was arranged with the assistance of the
manager of the community home where he lives. The meeting took
place in a lounge area at the home. The manager introduced me to
Harry and also to a support worker, who is an experienced member of
the care team, and has known Harry for some years. My field notes
record that ‘Harry is of medium height, and has a wiry build who, on
the occasions when I met him, was neatly dressed in casual clothes.’
At our first meeting, I explained my research project to Harry, and
checked whether he would be interested and willing to participate in
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the two research interviews.

I had been previously forewarned by

senior members of the care team that Harry could be rather
temperamental, and I was unsure of how he might react to me. In fact,
he was friendly and polite, and expressed his willingness to be
involved in the interviews. We then talked generally about his activities
in the community home as well as at the Day Centre, which he
attended on two days a week. Shortly before my departure, he gave a
brief viewing of his bed-sitting room to me and the support worker. He
displayed some humour, at this point, when he described his room as
‘my bachelor pad’. Both of my subsequent research interviews with
Harry took place in a lounge area of the community home where he
lives.

Research Interviews

The process of analysing the transcripts of my research interviews with
Harry reminded me of the difficulty that I had experienced at times, in
my role as the interviewer, to determine the consistency and
coherence of the narratives that were elicited from him. Nonetheless,
in line with a theorisation of the ‘defended subject’, it was important to
bear in mind that to understand a person through the ‘whole’ of the
data that we have about his or her life ‘does not have to imply that he
or she is consistent, coherent or rational’ (Hollway and Jefferson,
2000:70).

By focusing on any inconsistencies, contradictions or

puzzles in the data, the form of a person’s accounts (or whatever other
information we have concerning their life) may become apparent
(Hollway and Jefferson, 2000).

My questions had mainly elicited

responses composed of a simple phrase or short sentence. During the
first interview, an outline of his life story gradually developed from the
information accumulated from his responses. Though this information
often needed to be checked or clarified by means of improvised
prompts (Wengraf, 2001), which usually involved direct rather than
open-ended questions.
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An added complication related to identifying the chronological
sequence in which events actually took place (Booth and Booth, 1996).
Harry was able to talk about his recollections of past experiences, but
he was not always able to recall the time frame of when these events
occurred in his life. Moreover, there were points during both research
interviews in which Harry said things that appeared incongruous and
bizarre (and were possibly indicative of his long-term mental health
needs). For example, he made a number of references to ‘Nazis’ and
bombing during the Second World War and, at one point in the second
interview, had declared that he ‘had received a ‘phone call from Hitler’.

The transcript of the first research interview shows that, in response to
my inquiry relating to the reason for his admission to a long-stay
hospital for people with learning disabilities, Harry responded that ‘…I
only went in there because I had a breakdown’. Shortly after this, he
referred to the fact that it had been ‘a nervous breakdown’. According
to Harry, his mother ‘…couldn’t take care…look after me so she put me
in (name of hospital)’.
Interviewer:

You know, your mother, you were saying she
couldn’t look after you...?

Harry:

Yeah, well she... was...er... she used to be in the
war, you see...

Interviewer: In the war...?
Harry:

Um...her...ex-Nazi...you see, ex-Nazi spy... I
am...ex-Nazi

Interviewer: What, you are (ex Nazi)...?
Harry:

My Mum was a Nazi, and she brought me up as a
Nazi boy...

Interviewer: She brought you up as a Nazi boy...?
Harry:

Yeah, In a concentration camp ...(indistinct name
of a camp)... I was n’t born in Germany ...I was
just after...just after the war...

Interviewer: Right...
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Harry:

When

the

doodle

bugs

were

around...I

lost...er...(indistinct)
Interviewer: The doodle bugs...(Do you mean) the flying
bombs?
Harry:

Yeah, I remember them, the flying bombs...

Interviewer: You remember those, do you...?
Harry:

Yeah...and the last tram...

He recalled that he had been prescribed medication for his
‘breakdown’ when he had been admitted to the hospital. Harry then
made reference to the fact that he had been ‘affected….very badly’ by
‘three deaths in the family’. At this particular juncture in the interview, I
had been under the impression that these deaths of his relatives had
occurred during the early period of when he had lived in the long-stay
hospital. However, a little later in the interview, when I checked the
time frame with Harry, he was able to confirm that the deaths had
actually occurred during the period in which he has lived at his present
community home. In point of fact, one of the relatives who died was
his mother, and Harry recalled that her death had led to him having
another ‘breakdown’. He remembered going to visit her at the seaside
town where she had lived, but his mother died before he ‘got there’. In
recollecting his return from the visit, and thinking of this painful time in
his life, he stated:
‘Then I broke down then…..when I came back……’

Individualised Care Management: Life Plan Meeting

Interviewer: You mentioned Life Plan Meeting...Can you tell
me more about this?
Harry:

Yeah...
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Interviewer: You have one of those (i.e. meetings)... Is it
something like once a year...?
Harry:

Er...Is it once a Year? (N.B. Harry was checking
this with the key support worker who was present
during the interview)

Key Support Worker: Something like that, ain’t it, yeah
Interviewer:

And is that held here (i.e. at the community
home), Harry?

Harry:

Er...yeah...It’s held here, somewhere round
here...yeah

Interviewer:

And what kind of things do you usually get a
chance to talk about...?

Harry:

Nearly everything, really...

Interviewer: Right...good...What everything to do with your
everyday life?
Harry:

Yeah...mostly, yeah

Interviewer: And...um...You know, at the Life Plan Meeting, do
you get a chance to talk about the kind of things
you’d like to do?
Harry:

Yeah...yeah...um...(indistinct)...more or less...

Key support worker: (N.B. Making reference to examples of
issues raised in the Life Plan Meetings)...About
whether he (i.e. Harry) wants to go on holiday, or
what he wants to do at (the) Day Centre...
Interviewer: Do you get a chance to get out and about (i.e.
outside the community home) yourself, Harry?
Harry:

Oh, yeah...get out with staff...I got to go with the
staff...can’t...That’s the rule, you see...

Interviewer: Yeah...right
Harry:

Eh...I go to the (Day) Centre on me own (N.B. by
taxi cab)

Interviewer: But if you went to the shops, it would normally be
with (someone else)?
Harry:

A staff...with a staff
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Additional material:
Harry’s preoccupation with, and references to, several points relating
to World War 2 (e.g. ‘Nazis’, ‘doodle bugs’). He also linked characters
and situations from television ‘soap operas’ to his family.

Life Plan framework (Valuing People)

Attendance at Day Services

Theoretical aspects: Learning disabilities and schizophrenia.
Klein’s paranoid-schizoid position (Hollway and Jefferson, 2000:
Bateman and Holmes, 1995).
Phenomenology of Psychosis (Bion in Symington and Symington,
1996). Pharmacological interventions.

Reflexivity re: research method and gaining narratives through the
prism of Harry’s view of the world. The indication that Harry was aware
of alternative routes that his life may have followed (? his non
psychotic part) when he referred to the fact that he was not able to go
to grammar school or university.
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Research Interviews with Stanley: The missing years

Case Profile: Stanley

Stanley is a man in his early seventies with a moderate/mild learning
disability, and a history of mental health needs related to depression. He
lives in a staffed community home which is situated in a busy
neighbourhood. Stanley moved into his present residential accommodation
nearly two years ago. Prior to this, he had lived in another community
home for a number of years, following his discharge from a long-stay
hospital for people with learning disabilities. Stanley had been in the longstay hospital for over twenty years. His parents had supported him in the
family home until he was well into adulthood. When his parents were no
longer able to support him at home, Stanley had gone to live with his sister
for a couple of years, before being admitted to long-term institutional care.
Psychiatric treatment for Stanley’s identified mental health needs has been,
and continues to be, monitored by a Consultant Psychiatrist who leads the
local Mental Health Services for People with Learning Disabilities.

At

present, Stanley continues to attend a Day Centre one day a week.

Stanley is a clean shaven individual, with greying hair, who looks some
years younger than his actual age. He is of medium height and rather
thick set in build. Stanley likes shopping for new clothes and tends to
wear fashionable casual attire. As part of his daily routine, he enjoys
walking to the local shops in order to buy a newspaper. He is reported
to always carry his money with him, and he puts it under his pillow at
night, for safekeeping. Generally, Stanley is reported to be a pleasant
but shy individual. In the past couple of years, a voluntary worker from
the local community has befriended Stanley, and regularly takes him
on outings.

Stanley particularly enjoys going to watch football

matches, and he is a keen supporter of a local team which plays other
teams in a national league.
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Identification of mental health needs

Stanley has demonstrated mental health needs during the years that
he has lived at his present home. He has experienced episodes during
which he has been highly agitated, and he is also reported to have
been somewhat paranoid. Moreover, he has exhibited a variable sleep
pattern and refused to eat.

At times, Stanley has behaved

inappropriately such as, for example, stripping off his clothes within
communal areas, as well as being verbally abusive to fellow residents
and members of the care team. There is also a history of episodes,
often lasting for several days, during which Stanley is reported to have
been socially withdrawn and uncommunicative with the people
involved in his daily life.

While on outings from the community home, there are accounts of
instances in which he has been verbally abusive to members of the
public.

It has been noted that sometimes these outbursts have

apparently occurred as a consequence of Stanley observing incidents
in which mothers have been admonishing their children.

In recent years, Stanley has been prescribed medication which is
indicated for anxiety and depressive illness.

At the time when the

research interviews were undertaken, he was still prescribed
medication indicated for depressive illness.

Interviewer: Stanley, Can you tell me about any experiences
you’ve had around any mental health
problems…?
Stanley:

….(Silent)….

Interviewer: I may not have put it very well….Do you, er, hear
voices or anything like that…?
Stanley:

….(Silent)….

Interviewer: Do you see Doctor...(name of Consultant
Psychiatrist)…?
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Stanley:

Yeah.

Interviewer: What do you see him for…?
Stanley:

…(Silent)………(around 10 seconds)

Interviewer: Do you go to see him for medication…?
Stanley:

Yeah….

Interviewer: You know, for tablets…..Do you know what those
tablets are for…..?
Stanley:

….(Silent)…..

Interviewer: Do you know what they’re for..?
Stanley:

...No….

Interviewer: But you go to see Doctor…(name of Consultant)?
Stanley:

Yeah.

NB - Outline of material to be inserted.

The research interviews with Stanley turned out to be much more
difficult than I had envisaged from our initial meeting. He seemed to be
very restless and constantly moved about when sitting down. I
wondered if this was due to the interview situation and also the fact
that he did not know me well, but the member of staff who had been
present assured me that Stanley usually behaved in this way.

The responses provided by Stanley were generally short phrases or
one - worded. During both interviews, he often maintained eye contact
with me but also tended to look at the support worker, and there were
sometimes long silences before a response was attained. I frequently
needed to improvise and reword my questions, and also needed to
provide Stanley with concrete reference points.
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However, Stanley provided information which gradually enabled a
picture of his life history and experiences to emerge. On occasions
when I asked more direct questions in order to clarify points, Stanley
demonstrated that he was able to disagree with statements, as well as
confirming them. One area of Stanley’s life where , in retrospect, I
realise he seems to indicate some level of ‘denial’ concerns the period
that he spent in a long-stay hospital – In the research interviews, he
made no reference to his time in the institution.

Previous research in the literature that I found particularly useful was
the work carried out by Booth and Booth (1996), which concerns
narrative research with inarticulate subjects. More recent research by
Owens (2007) argues for the use of narrative methods and highlights
the role of the researcher in facilitating or representing the world of less
articulate individuals ‘within a world of words’.
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PRO FORMA: Ted
CASE SUMMARY
1. Initials (interviewee/interviewer and key worker):

2. Location:

A/House

3. Age:

59

4. Sex:

Male

5. Race:

(White) English

T/PS/FA

6. Employment/Occupation:
During recent years, erratic
attendance at Day Services. Previously worked in Laundry Room
and Occupational Therapy Department while in long-stay hospital.

7. Family (History)
Father used to drink heavily. His occupation is reported to have
been selling “old books”. Ted’s father is still alive, but his mother
has died. She had Parkinson’s Disease. Ted recalls not talking to
his mother because he had “fallen out” with her. Ted has no
contact with his family.

8. Health/Mental Health (History)
Mild to Moderate Learning Disability.
Schizophrenia – has suicidal tendencies and admits to hearing
voices when under pressure.
Exhibits challenging behaviour with mood related to paranoia.
Heavy smoker: prone to chest infections and breathlessness.
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9. Research Issues/themes/headings


Recognition of mental health needs
Ted indicated that his father initially realised that he (i.e.
Ted) seemed to have mental health issues. He also
remembers being visited by a ‘Doctor’, who asked him a lot
of questions and wrote the answers in a notebook. Ted
acknowledges that he has had mental health problems for
several years. He admits that he hears voices and has
‘horrible thoughts’. Additionally, he says that he is
subnormal: “I am subnormal in myself”.



Care/support provided when mental health needs had
been recognised
Ted remembers being in a long-stay hospital for several
years. He has evidently been prescribed medication for his
mental health problems since that time. From what he
remembers, it seems possible that he may have had
Electroconvulsive Therapy while in hospital. Ted’s mental
health continues to be monitored, and his medication is
regularly reviewed by a Consultant Psychiatrist.



Personal thoughts/feelings concerning the experience
of mental health issues
Expresses frustrations about a number of issues in his past,
and present, life which cause him to become agitated. He
says that “the outside world is too much for people like me”.
He refers to experiencing auditory hallucinations in his
present home. Ted indicates that television makes him think
of (unpleasant) things. He admits to paranoid feelings at
times regarding his fellow residents and care staff working in
the home (e.g. refers to “the evil eye….the way they look at
you”).



Level of care/support currently required to live in their
community
Ted currently lives in community residential accommodation
which is staffed on a 24 hour basis. He is able to do a great
deal independently in terms of personal care skills, and
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generally keeps himself clean and presentable. Ted is able
to use public transport and goes on outings, by himself, to
local town centres. He is prescribed medication for his
mental health issues, and the maintenance of his mental
wellbeing requires monitoring by the members of staff who
support him on a day to day basis.


Individual participation in decisions re: their care
management
The overall care management, relating to the services that
Ted receives to support him in his current community living
arrangements, is organised within the framework of a ‘Life
Plan’ approach. Formal multidisciplinary meetings are held
at regular intervals (usually, at least, once a year). It is
intended that these meetings are ‘person-centred’, and Ted
has the opportunity to express his views concerning the
various aspects of the care and support which he receives.
At these meetings, Ted is able to indicate any changes or
developments that he would like to occur in his life. He
apparently values these meetings, especially as they
provide an opportunity for him to discuss his aspirations and
ventilate his feelings.

10. Interviewer/interviewee relationship
The researcher has managed to establish a rapport with the
interviewee in the course of visits to the community home
and carrying out the research interviews.

11. Other comments/themes/summary
Although Ted had been very agitated prior to his second
interview with the researcher, he was willing for the interview
to take place as originally planned. In fact, he seemed to
gain some therapeutic/calming effect from the interview as it
gave him an opportunity to release some of his frustrations
concerning his former, and present, circumstances. Ted
presented some contradictions in what he said, at times,
For example, he reported that he had been generally happy
in the long-stay hospital where he had lived for several
years, but acknowledged that he got angry and upset when
he recalled some of the care practices during that period.
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Ted provided stories relating to his memories of institutional
care, and referred to his occupational activities as well as
some of the social events arranged for the hospital
residents. He was a resident on a ‘High Grade’ Ward and
recalled assisting ‘Low Grade’ patients on another ward in
the hospital. Ted recalled being visited by doctors on his
ward, and he had a vivid memory of an incident involving the
death of a hospital doctor and a visit to the mortuary. He
also talked of an incident which indicated some underlying
sexual issues.
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PRO FORMA: David
CASE SUMMARY
1. Initials (interviewee/interviewer and key worker): D/P.S./J.R.

2. Location:

A/House

3. Age:

53

4. Sex:

Male

5. Race:

(White) English

6. Employment/Occupation:
Friday.

Attends Day Services from Monday to

7. Family (History):
David lived with his parents until around eight
years ago. Both of his parents are now deceased. He has a brother and
a sister who maintain contact with him. His sister and her husband
generally visit David each week, but he sees his brother much less
frequently.

8. Health/Mental Health (History):
Mild Learning Disability
History of depressive and psychotic symptoms
History of behavioural challenges
Epilepsy (Tonic/clonic seizures)
David uses a wheelchair, although he can stand for brief periods
and is able to walk short distances with the assistance of a walking
frame.
He has had surgery re: contractures of both hands.

9. Research Issues/themes/headings


Recognition of mental health needs

David started to have epileptic seizures from the age of four years.
He has been seen by a number of neurologists who have evidently
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tried prescribing a combination of anti-convulsant drugs, without
achieving full control in regard to his seizures. Additionally, David has
a history of presenting behavioural challenges throughout his
childhood and adulthood, and it has been questioned whether such
behaviour was related to his epilepsy. During adulthood, he has been
referred to, and regularly reviewed by, a psychiatrist as he has been
reported to have exhibited depressive and psychotic symptoms.


Care/support provided when mental health needs had been
recognised

As a child, at the age of seven years, David was transferred from a
mainstream primary school to a boarding school for children with
special needs. He continued to be a pupil at similar educational
establishments until around the age of sixteen years. David was
subsequently admitted to a long stay hospital for around five years
before returning to live in the family home. While David lived with his
parents he attended various Day Services, which were provided by
the Social Services Department of the Local Authority. As a means of
providing a respite for his parents when he lived with them, David was
admitted, for short-term residential care, to a community home for
people with learning disabilities. During adulthood, David has been
referred to, and regularly reviewed by a psychiatrist in relation to the
mental health needs that he is reported to have shown. The
psychiatrist, who specializes in the Psychiatry of Learning Disabilities,
also regularly monitors the effectiveness of the regimen of anticonvulsant therapy that David is prescribed. Additionally, he is
registered with a local General Practitioner who provides treatment,
as necessary, in relation to his general health needs.


Personal thoughts/feelings concerning the experience of
mental health issues

David recalls some painful episodes from his early life, which
occurred during the time that he was separated from his family while
attending a boarding school for children with special needs. He
remembers being seen by various medical specialists in regard to his
epilepsy, and refers to “trying me hardest not to have any fits”.
Moreover, as he grew older, he can recall situations in which he was
made to feel that he was different from other people. He refers to his
personal distress following the deaths of his parents: “I …didn’t
know…who …to turn to….”. He is able to describe his feelings prior
to having a convulsion, and confirms that he takes medication on a
daily basis for his epilepsy.
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Level of care/support currently required to live in their
community

David lives in community residential accommodation which is staffed
on a 24 hour basis. His mobility is limited and he uses a wheelchair.
However, he is able to stand for brief periods and he can also walk
short distances with the assistance of a walking frame. David is able
to feed himself but he requires assistance with dressing himself. He
also requires assistance with other aspects of self-care, such as, for
example, getting in and out of the bath safely, and shaving himself.
He attends a Day Service five days a week, and transport for this is
provided by the Local Authority, which collects him from, and returns
him to, the community home. The control of his epilepsy by the
current combination of anti-convulsant medication, as well as his
general health and mental wellbeing, require monitoring by the care
staff who provide support on a daily basis.


Individual participation
management

in

decisions

re:

their

care

The overall care and services, which David requires to support him in
his current community living arrangements, are regularly reviewed
(usually, at least, once a year) within the framework of a ‘Life Plan’
approach. It is intended that these meetings are ‘person-centered’,
and David has the opportunity to express his viewpoint about any
aspect of the care and support he receives, to the professional
practitioners who are involved in providing them. David’s sister and
his key-worker at the community home also attend these meetings.
He evidently has a positive attitude towards these meetings,
particularly as they enable him to indicate any changes or
developments that he would like to occur in his life.

10. Interviewer/interviewee relationship
David expressed his willingness to be interviewed and to collaborate in
the generation of information for the project. During the course of
meetings and the two research interviews, a good rapport was
established between David and the interviewer. In fact, in the interval
between the two interviews, David had asked a senior support worker to
‘phone the interviewer at home, late one evening, in order to ensure that
the arrangements for the second interview would be taking place as
planned.
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11. Other comments/themes/summary
The research interviews were arranged for times which did not intrude on
David’s pattern of daily activities (for example, they were arranged, either
before or after his attendance at the Day Centre). At times, there was
some difficulty in fully understanding what David was actually saying, due
to his tendency to stammer.
Overall, David appears to have developed a high level of personal
‘resilience’ in terms of getting on with his everyday life, despite the
difficulties he faces as a consequence of his personal limitations and
social circumstances.
Nowadays, he has built up a network of
friendships and social contacts (e.g. at the Day Service, within his
community home and the local church, as well as his sister and her
husband) that greatly assist in making him feel valued as an individual.
(A particular issue to note is the sense of involvement in an individual’s
life as a result of their participation in the research interviews).
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