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Abstract 

Self-harm has long been associated with overwhelming emotions and distress. However, if a person 
with learning disabilities hurts themselves, it is more likely to be considered a way of communicating 
a need in relation to their immediate environment. Thus, the concept of self-harm as a response to 
overwhelming emotions or distress is often relegated for people with learning disabilities. The 
association between overwhelming emotion and distress has been established, in part, through 
research asking people who self-harm about their direct experiences. However, there is a dearth of 
research seeking the direct experiences of people with severe learning disabilities, particularly in 
relation to self-harm.  

An eight-month ethnographic project conducted 188 hours of participant observation with three 
young people with severe learning disabilities who sometimes self-injured. Drawing on 
psychodynamic theories, the research sought to understand the participants’ emotional experiences, 
with reference to presentations of self-injury.  

The three participants demonstrated that they had a wide array of rich, nuanced emotional 
experiences. The data presented a picture of the participants’ emotional lives as strongly influenced 
by their relationships (whether well-attuned or disconnected); current and past relationships, 
including experiences of separation, loss and bereavement, were significant to their emotional lives. 
In addition, the experiences of lost or compromised safety (relationally, psychologically or physically) 
provoked feelings of anxiety, stress, distress and anger; these emotions sometimes led to physical 
expressions of overwhelming emotion, including self-injury. Experiences of lost safety could be 
correlated to both experiences in the moment and associated stress or distress from past 
experiences.  

The research concludes with recommendations for policy, practice and research, stressing the 
importance of wedding trauma-informed approaches with the current dominant biobehavioural 
approaches. This allows for the consideration that previous adverse experiences and past 
relationships might also be factors in current presentations of distress, including self-injury.  
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Chapter One: Introduction to the Research Project 

1.1. Introduction 

‘Self-mutilation speaks of distress… [it] embodies – literally – an implicit connotation of something 

unbearable, unutterable’ (Babiker and Arnold, 1997: 1). 

Self-harm has long been associated with overwhelming emotions that are difficult to manage and express 

(Klonsky, 2009; Nock, 2009). However, this association is not assumed or established for people with learning 

disabilities; rather if a person with learning disabilities hurts themselves, it is more likely to be considered a 

way of communicating a need in relation to their immediate environment. Thus, the conception of self-harm 

as a response to overwhelming emotions or distress is often relegated for people with learning disabilities. 

With this context as a backdrop, this research sought to understand something of the emotional experiences 

of three young people with severe learning disabilities who self-injured.  

This chapter introduces the research, commencing with an autobiographical note, explaining my personal 

context for seeking to conduct this particular research project. Section 1.3. outlines the rationale for the 

research, including terms and definitions, and discusses the wider context of policy and practice. Section 1.4. 

presents the aims and objectives, and Section 1.5. provides a chapter overview for the thesis.  

 

1.2. Autobiographical note and reflexive statement 

For sixteen years prior to commencing this research, I worked alongside young people with severe learning 

disabilities. For much of this time, I ran a bungalow which was home to four or five young people between 

the ages of nine and eighteen, with severe or profound learning disabilities, sensory loss and often, many 

other challenges.  

In the early days of my career, I did not know about ‘self-injurious behaviour’, functional analysis and all the 

associated research; I expect this is still the case for most carers early on in their career. However, the team I 

later went on to lead worked with young people who presented with self-injury for – what seemed to us to 

be - a whole host of reasons.  

We supported a young man with multi-sensory impairment who, unable to easily even locate another 

person, let alone communicate easily with them, found that headbanging brought help quickly and 

efficiently.  
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We supported a young man with hydrocephalus who self-injured seemingly to distract from physical pain 

when his shunt, which drained the fluid off his brain, was blocked. He smacked the back of his head to 

overwhelm the feeling of pressure building in his skull, both deflecting the pain and attempting to 

communicate to us about it; it was an exaggerated version of an everyday coping mechanism, such as digging 

your nails into your palm during a tooth extraction, or slapping your foot when you have pins and needles. 

However, the same young man self-injured in exactly the same way a year later when his grandmother died – 

once again he used self-injury to deflect and communicate the pain, but this time it was the pain of loss, 

rather than a medical pain. 

We supported a young lady who appeared to simply have two much energetic weight for her height. She 

would rebound across her bedroom like a bullet, screaming, laughing and headbanging, a seemingly 

necessary explosion of energy that had to be released.  

We supported a young man who would smack and bang his head to a dangerous degree if his preferred staff 

member was not holding his hand. As time went on, his preferred staff members reduced in number to just 

three male staff, who became overwhelmed with his need for constant physical proximity and began to head 

towards stress-related absences. This young man’s anxious attachment became so excruciatingly physical 

that he felt the need to control everyone around him. His journey away from self-injury was one of the most 

distressing and confronting processes I have witnessed. 

We supported a young lady who rarely self-injured in front of anyone, but would sneak away and hide under 

her duvet and pinch herself all over. This was ascribed to a ‘sensory’ need, an explanation which seemed a 

little empty in the context. 

There are more stories like this.  

As the years went on, I took various professional qualifications in caring for children and young people, 

learning about theory and practice in relation to learning disabilities and ‘challenging behaviour’. I received 

training in sensory integration, behavioural management and functional analysis. I worked with teams of 

therapists, psychologists and psychiatrists. Our behaviour plans consequently became more informed and 

more bespoke and we saw some progress.  

However, I found myself often wondering with my team about the things that were outside of the immediate 

frame of the moment for the young people we supported, which our behavioural techniques and training 

were missing. What about previous trauma, memories, or loss? As time went on, we began to tend towards 
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the conclusion that we were unlikely to understand why a young person was self-injuring based solely on 

what happened before, during and after the event. Instead, we needed to understand the person holistically.  

I completed a MSc in Interprofessional Practice: child and adolescent mental health at London City University. 

This was taught by psychotherapists, which exposed me to the language and insights of psychotherapy. 

Within this discipline I began to find theoretical frameworks for the ways that I felt we had instinctively 

worked when at our best. It gave me an understanding for how it was that some of our best team members 

seemed to be able to ‘just know’ things about how the young people felt, or the things they were thinking.  

I went on to study for the Post Graduate Diploma in Infant Observation with Birmingham Psychoanalytic 

Psychotherapy Trust, which gave me a grounding in psychoanalytical theory and gave me two years of 

training in infant observation. This theory has increasingly been used, not just as a theoretical grounding for 

child psychotherapists, but also, as a research method in its own right (Urwin and Sternberg, 2012).  

So, I approach this research with the stories of many young people in my mind and heart. This has informed 

my perspective in particular ways. I came to understand over my years of practice that I had more in common 

with those that we supported than I had at variance with them. I came to understand that, just as my 

‘behaviour’ was usually influenced by a string of past relationships, experiences and attending emotion, so it 

seemed more reasonable to assume that the behaviour of those we supported might be as well. I have come 

to believe that those with severe learning disabilities, regardless of their presentation, are not other, but are 

whole human beings, just like you and me, with the full range of life in its fullness and life at its worst 

available to them. This is not just a politicised decision, a philosophical perspective or a social construction, it 

is deep in the fibre of my being - but it is a bias none the same, and forms part of the positioning for the 

research, alongside a political bias towards emancipatory research involving people with learning disabilities. 

My engagement with and analysis of the data is no doubt marked by the relationships with the young people 

I have had the privilege to serve and support. By keeping these stories in mind and recognising their valuable 

influence, I hope that this positioning enriches the research and keeps me accountable for ensuring its direct 

relevance for those with whom it is concerned.  

Having stated my position reflexively, the next section presents the rationale for the research, including a 

discussion of research, policy and practice in relation to self-injury. 
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1.3. Rationale  

This section presents the rationale for the study. Section 1.3.1. defines learning disabilities in relation to UK 

policy and practice. Section 1.3.2. and 1.3.3. present, respectively, the definitions, prevalence and 

background to self-injury in firstly the general population and secondly amongst those with learning 

disabilities. Section 1.3.4. presents the biobehavioural research context for people with learning disabilities 

who self-injure, which continues to dominate policy and practice. Finally, Section 1.3.5. rationalises the use of 

the term ‘self-injury’ in the rest of the thesis. 

 

1.3.1 Learning disabilities 

Learning disabilities ‘is the most widely used and accepted term in the UK’ (NICE, 2015:6) and, as this 

research is set within the context of UK policy, it is the term adopted. The definition of learning disability is 

based on three core criteria (NICE, 2022b):  

‘a significantly reduced ability to understand new or complex information, to learn new skills 

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

started before adulthood, with a lasting effect on development (Department of Health (DoH), 2001: 

14).  

There are sub-categories within the term learning disability, ranging from mild or moderate to severe. 

Historically, these sub-categories have been defined by Intelligence Quotient (IQ) ranges (an IQ of less than 

70 would be a mild learning disability; less than 50 would be moderate; less than 35 would be severe); whilst 

there is generally less reliance on IQ as markers now, references to IQ are not redundant in many modern 

definitions (Learning Disability Matters Network, 2022; NICE, 2022b).  In addition, there is the term profound 

and multiple learning disabilities (PMLD), which indicates that a person has severe learning disabilities 

alongside other disabilities that significantly affect their communicative and independence capacities (NHS, 

2018). Each of these sub-categories are based on adaptive and social functioning. Mencap (2020) neatly 

problematises this diagnostic tool by highlighting that ‘it is, by and large, guess work’, in that it is an 

amalgamation of observational data, not a clinical test. Therefore, it does not necessarily give an accurate 

impression of what the person ‘can and cannot do and how they will develop’ (Mencap, 2020: no page (np)). 

This research is embedded in social model conceptualisations of learning disabilities, which problematises the 

notion that a learning disability is diagnosable in a medico-biological sense (Swanson et al., 2013). The term 

‘diagnosis’ is inherently tied to ideas of impairment, and assigns that impairment as an objective fact into the 

body of the person (Goodley, 2001). The particular conceptualisation of learning disabilities that this research 
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adopts is one that posits that the concept of ‘learning disabilities’ is best understood as an embodied 

interaction with a person’s interpersonal, social and cultural relationships (Haegele and Hodge, 2016) – thus, 

it is not a biological fact found in the body of the person, but a culturally and socially embedded construct. In 

short, it does not ‘exist’ in the way that other medical diagnoses might; though this does not necessarily 

negate its cultural and social legitimacy. These ideas are explored more fully in Chapter Two.  

 

1.3.2. Self-harm in the general population: definitions, prevalence and background  

The National Institute for Health and Care Excellence (NICE)1 defines self-harm as ‘intentional self-poisoning 

or injury irrespective of the apparent purpose of the act’ (NICE, 2022a: 46). Self-harm represents a significant 

public health challenge in the UK (Evans et al., 2019; HM Government, 2019; Public Health England, 2017). In 

2014, 32% of female and 11% of male 15-year-olds reported that they had self-harmed (Public Health 

England, 2017).2 McManus et al. (2019) list the most common reason for self-harm as being ‘to relieve 

unpleasant feelings of anger, tension, anxiety, or depression’ (p.573); it is, 

‘strongly associated with emotional distress and mental health issues and…accompanied by a 

complex set of negative feelings such as self-loathing, disgust and shame’ (Public Health England, 

2017: 6).  

Emotional distress, particularly in relation to emotional dysregulation, is well established as an explanatory or 

causative factor for self-harm (Klonsky, 2009; Moseley et al., 2019). Research studies have often explored this 

directly with people who self-harm, asking them about the reasons or factors related to their self-harm 

(Stanicke et al., 2018). Direct research with people who self-harm has taken a number of directions, including 

examining the lived experiences of those who self-harm (Steggals et al., 2020; Tan et al., 2019); the role of 

specific emotional traits and emotional regulation (Bradley et al., 2019; Černis  et al., 2019; Lear et al., 2019) 

and the role of stressful or adverse life experiences or childhood experiences (Ewing et al., 2019; Forbes et 

al., 2019; Modrowski et al., 2019). The reasons for self-harm have been explored and established, in part, 

through self-report research conducted directly with participants who self-harm; strong advocation for this 

style of inclusive research in self-harm continues (Lewis and Hasking, 2019).  

 

 

1 The National Institute for Clinical Excellence provides evidence-based recommendations for UK health and social care. 

2 Whilst more recent data concurs that there is a steady rise in self-harm, these statistics are the most reliable. They are from the 
Adult Psychiatric Morbidity Survey for people aged 16+ in England, Scotland and Wales. This survey is conducted with the same 
population sample every seven years (2000, 2007, 2014); 2021 data is not published yet. 
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1.3.3. People with learning disabilities who self-injure: definitions, prevalence and background  

Policy, research and practice typically delineate self-injury presented by people with and without learning 

disabilities (Bradley, et al., 2018; NICE, 2022a; Richards and Symons, 2018). ‘Self-injurious behaviour’ (SIB)  - 

often shortened to ‘self-injury’ - is usually the term used for those with learning disabilities who self-harm 

(Heslop and Lovell, 2013; NICE, 2015). NICE (2015) differentiates between these two terms by stating that 

self-harm is, ‘when a person intentionally harms themselves, which can include cutting and self-poisoning’, 

whereas self-injury is ‘repeated, self-inflicted behaviour, such as people hitting their head or biting 

themselves’ (p.29). NICE (2015) state that self-injury is typically demonstrated by people with severe learning 

disability, and may indicate pain, distress or ‘another purpose’, such as communication (NICE, 2015:29). 

Rojahn, Schroeder and Hock (2008) define self-injurious behaviour as a pathological behaviour (i.e. clinically 

significant), with repeated and largely uniform patterns, which ‘cause or have the potential to cause direct or 

indirect (cumulative) physical damage to the person’s own body’ (p.2).  

Self-injurious behaviour (SIB) is inherently complex and persistent, having a significant impact on quality of 

life (Courtemanche et al., 2018; Taylor et al., 2011). A persistent presentation of self-injury can challenge 

family-led care, making it more likely that the person needs respite or residential care, and more likely that 

that care ends up being provided out of county (Minshawi et al., 2015), increasing the risk of isolation from 

family. As support needs increase, oftentimes so do the number of carers supporting an individual, which 

increases the risk of abuse, which is already much higher for those with severe learning disabilities (Keesler, 

2014; Marcal and Trifoso, 2017).  

‘According to different studies, SIB prevalence figures fluctuate in the range between 4% and 19%’ (Folch et 

al., 2018:2) in people with learning disabilities3, with some reports of up to 30% of children with autism 

presenting with self-injurious behaviour (Soke et al., 2016)4. The prevalence of self-injury typically increases 

with the severity of learning disability (Folch et al., 2018). A UK study of children with severe learning 

disabilities found 17% presented with self-injury; 4-5% presented at a clinically significant level (Oliver et al., 

2012). Prevalence estimates have largely remained the same over the last 20 years (Murphy, 1999; Oliver and 

Richards, 2015). 

 

 

3 Rates vary widely due to variability in sampling methods, data collection, methodologies and definitions of SIB (Folch et al., 2017). 

4 This was from a sample of 8065 children who met the definition for autistic spectrum disorder (ASD) in the US. 
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1.3.4. Self-injury and the Biobehavioural Research Context 

Research investigating the correlates and causes of presentations of self-injury by people with learning 

disabilities has been conducted separately from research inquiring about self-harm by people in the general 

population. This separation is rooted in the Western history of incarcerating, excluding and systematically 

othering people with learning disabilities; this history is, unfortunately, not so distant (Goodey, 2016).  

Less than 40 years ago, Murphy (1985) published a book of the research to date conducted into self-injurious 

behaviour, reprinting papers on the best practice treatments, all of which were based on Applied Behavioural 

Analysis. These included research investigating the efficacy of: restraints and protective clothing; 

pharmacological treatments; and ‘behavioural’ treatments (including a range of punishment techniques, such 

as electric shock and being squirted in the face with lemon juice).  

Twenty-seven years on, Schroeder, Oster-Granite, and Thompson (2002) published a book ‘Self-injurious 

behaviour: gene-brain-behaviour relationships’, distilling ‘40 years of research on self-injurious behaviour’ (p. 

xi) and gathering together the findings from Applied Behavioural Analysis and biological correlates. Hagopian 

(2018) neatly summarised the biobehavioural lens thus:  

‘Self‐injurious behaviour (SIB) is generally considered to be the product of interactions between 

dysfunction stemming from the primary developmental disability and experiences that occasion and 

reinforce SIB’ (p.444). 

Thus, for many years the prevailing research model for understanding self-injury by people with learning 

disabilities has largely been ‘phenotype x environment’ (Oliver and Richards, 2015), which means the 

person’s biological risk factors combined with reinforcements in the individual’s environment together 

account for presentations of self-injury. Where social reinforcements cannot be identified (apparent in up to 

25% of cases of self-injury (Hagopian, 2015)), the self-injury is deemed to be ‘automatically reinforced’ 

(Hagopian, 2015:523). This means that the self-injury has become self-reinforcing for the individual, due to 

the intrinsic benefits of self-injury from a sensory or endorphin-based perspective.  

Functional Behavioural Analysis (FBA) is the examination of proximal causes in relation to the behaviour of 

concern. It categorises proximal functions of behaviour into: seeking attention; avoidance/escape; access to 

tangibles; and, sensory stimulation. It has become the basis of most of the prevailing behavioural 

management strategies in practice (BILD, 2016; Positive Behaviour Support (PBS) Academy, 2015), and 

continues to inform policy. Thus, the NICE guidelines for people with learning disabilities and challenging 

behaviour (2015) note that challenging behaviour (including self-injury): 
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‘may serve a purpose for the person with a learning disability (for example, by producing sensory 

stimulation, attracting attention, avoiding demands and communicating with other people)’ (NICE, 

2015: 5).  

Whilst there is long-standing evidence for these factors, they exclude the considerations underpinning 

research with people in the general population who self-harm, namely, how self-injury might also be related 

to overwhelming emotion in response to adverse experiences. This sole focus on proximal factors persists. 

In 2022, 29 established (largely biobehavioural) researchers in the field of challenging behaviour and learning 

disabilities published a paper describing nine domains ‘which warrant assessment when intervening to 

decrease challenging behaviour and increase well-being in people with profound or severe intellectual 

disabilities5’ (including self-injury) (Oliver et al., 2022: 2). The domains were: ‘pain and discomfort, sensory 

sensitivity, anxiety and low mood, sleep, emotional dysregulation, cognitive difference, learned or functional 

behaviours and expressive communication’ (p. 2). The inclusion of factors such as anxiety and emotional 

dysregulation seemed to indicate an expanding frame of reference. However, the paper is very clear that it is 

only interested in identifying ‘proximal causes’ (p. 9), rooting their recommendations squarely within the 

biobehavioural framework, and broadly avoidant of the wider psychosocial concerns listed by people with 

learning disabilities about their own self-injury (Samways, Heslop and Dowling, 2022).  

The biobehavioural frame is an essential foundation for understanding self-injury, as there is established 

evidence that self-injury can be related to physical pain and ill health, reinforcing social or environmental 

factors, or broader diagnoses (Oliver and Richards, 2015; Richards and Symons, 2018). However, this research 

inquiry, rooted in a curiosity and concern with the experiences and views of people with learning disabilities 

themselves, must move beyond the biobehavioural frames, to also consider the reported lived experiences of 

those with learning disabilities in relation to self-injury (Griffith et al., 2013; Heslop and Macauley, 2009; 

Samways, Heslop and Dowling, 2022). The reasons for this are explored more fully in Chapter Three, which 

presents a systematic review into the self-reported reasons for self-injury.  

 

1.3.5. The nomenclature of self-harm  

The separation of terms for people with and without learning disabilities reflects the dominant view in the 

literature that if someone has a learning disability their reasons for hurting themselves differ fundamentally 

from the general population (Furniss and Biswas, 2012; Matson et al., 2012; Rees and Langdon, 2016). The 

terms have come to represent the separate schools of thought and imply separate aetiologies: as discussed 

 

5 The term ‘intellectual disabilities’ is equivalent to learning disabilities.  
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above, self-harm is largely understood as relating to social and emotional factors and self-injury as relating to 

biological and behavioural factors.  

This separation of terms has been increasingly problematised over the past 20 years (Ernst, Morton and 

Gusella, 2010; Halliday and Mackrell, 1998; Heslop and Macauley, 2009; Rees and Langdon, 2016; Shkedy et 

al., 2019) and referred to as ‘arbitrary and unhelpful’ (Heslop, 2011:6).  

‘The separate categorisation of self-harm from self-injury effectively confines people with learning 

disabilities as a discrete homogenous group subject to different criteria for analysis’ (Lovell, 

2008:111).  

This has led to ‘self-injury in people with and without learning disabilities [being]…attributed to different 

causes and managed in different ways’ (Heslop, 2011:6). 

The two schools of thought – psychosocial and biobehavioural - are not at odds with one another. Both sets 

of factors are recognised as present for people in the general population (Nock, 2013; Rees and Langdon, 

2016), and, at least by some, both are recognised as present for people with learning disabilities (Brown and 

Beail, 2009; Duperouzel and Fish, 2010; Goldschmidt, 2017; Heslop, 2011; Shkedy et al., 2019). 

Despite some discomfort at adopting different terms for people with and without learning disabilities, clarity 

is also crucial. This study adopts the term ‘self-injury’ to describe occurrences of self-inflicted harm by the 

participants and other people with learning disabilities. It adopts the term ‘self-harm’ to describe occurrences 

when people in the general population deliberately hurt themselves.  This follows the precedent of policy 

(NICE, 2015; 2022) and research (Coutemanche, 2018; Heslop and Macauley, 2009). Other terms adopted in 

research and practice, such as the term ‘self-injurious behaviour’, will be apostrophised if it is necessary to 

use them because of context.6 

 

1.4. Aims and objectives for my thesis 

1.4.1. Aims 

This research sought to explore the emotional experiences of young people7 with severe8 learning disabilities 

who self-injure. Overwhelming and dysregulated emotions are a primary factor in self-harm for people in the 

 

6 Other terms for self-harm and learning disabilities do appear in quotations throughout the thesis. 

7 ‘Young people’ denotes people aged 11-25. This is because potential participating organisations are those supporting 
children and young people in education up to the age of 25.  
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general population (Klonsky, 2009; Nock, 2009); this has been established, at least in part, by asking people 

directly about their emotional experiences (Lewis and Hasking, 2019). My research inquires as to whether 

similar experiences might be found for people with severe learning disabilities who self-injure, seeking their 

direct experiences of emotion. In doing so, it aims to challenge existing orthodoxies that self-injury is 

primarily or exclusively a learned behaviour or a biological imperative. It is hoped that the findings will be of 

relevance to those with severe learning disabilities who self-injure, to professionals and family members who 

support and care for them and the policies that inform practice. 

 

1.4.2. Objectives 

- To explore the emotional experiences of people with severe learning disabilities who self-injure. 

- To observe closely the experiences of young people with severe learning disabilities who self-injure in 

ordinary settings to bring insight to their emotional experiences in context. 

- To draw on psychodynamic theories to bring insight to the observational material (Freud, 1905; Klein, 

1952)9. 

 

1.5. Chapter Overview 

This chapter has introduced the topic, reflected on my personal context for conducting this research, 

explained the background and rationale for the study and presented the research aims and objectives.  

Chapter Two presents the theoretical frameworks that the research draws on. It addresses in turn: constructs 

of learning disability; theoretical approaches to understanding emotion individually and interrelatedly; the 

role of safety in emotional experiences (discussing attachment theory and trauma); and finally, theoretical 

frameworks for engaging with nonspeaking participants. Together, these theoretical scaffolds framed my 

research, helping me to be clear and intentional about my founding assumptions, developing a cohesive 

understanding of emotional experiences, ensuring that my interactions with participants were sensitive and 

attuned, and ensured I conducted a rigorous interpretation of the data.  

Chapter Three presents a systematic review conducted in 2020, which inquired into what was already known 

about the reasons people gave for their own self-injury. A part of this study was published in the 

 

8 The systematic review, presented in Chapter Three, identified that research seeking the views or experiences of people 
with severe and profound learning disabilities was most needed. In practice, all the participants recruited to the 
research project had a diagnosis of severe learning disabilities; so this has informed the focus of the research. 

9 Psychodynamic theories are outlined in Chapter Two.   
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International Journal of Developmental Disabilities in July 2022, and is included in the Appendix C. The three 

primary themes of the systematic review were that self-harm and self-injury were related to emotional 

dysregulation, adverse experiences and emotional inarticulation. These themes are discussed, drawing on 

extant research addressing these particular concerns. The chapter concludes by stating the position of the 

current research inquiry in relation to the research findings of the systematic review and related research.   

Chapter Four describes the research methodology in relation to the research question and the philosophical 

underpinnings of the research. It then introduces, rationalises and applies ethnography as the methodology. 

It outlines the research method in detail, paying particular attention to ethical processes, reflexivity and 

consent, due to the sensitive nature of the research. Lastly, it outlines the analytical process and writing up of 

the findings. 

The findings are presented over three chapters, as follows: Chapter Five introduces the participants and their 

setting; Chapters Six and Seven present two overarching themes: emotion and connection, and the search for 

safety.  

Chapter Five, is an introductory chapter, introducing the participants and their setting. After a rich 

description of the environment and culture of the residential special school where the three participants 

lived, a pen portrait of the three participants is offered. The chapter concludes with reflections on my 

overarching understanding of the emotional experiences of the participants.  

Chapter Six is entitled, ‘Connection and Emotion: the many ways in which relationships, or the loss of them, 

impacted on the participants’ emotional experiences’. It explores my observations about the connection 

between emotion and relationships. It commences with a presentation of the participants’ experiences of 

pleasure, joy, satisfaction or related emotions, noting that often enjoyment was facilitated or amplified when 

shared by someone with whom participants had a trusted relationship. In contrast, the times when 

participants appeared bored or disconnected seemed interrelated with an absence of connection with those 

around them. In addition, there were times when the participants sought a numb emotional state. Section 

6.4. focuses on the participants’ experiences of loss – the impact of lost or broken relationships, exploring in 

turn experiences of missing family, bereavement and a more opaque sense of ‘lostness’, which seemed 

related to separation. The chapter concludes with some explorations of the times when the participants 

appeared to have self-reflective moments; reflection was sometimes facilitated by the participant feeling 

connected with those around them.   

Chapter Seven explores the participants’ experience of safety and lost safety, and the related emotions of 

anxiety, stress, distress, fear and anger. It starts with an exploration of the times when these emotions were 
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contained or regulated. This is followed by an examination of the times when participants’ safety was 

compromised, under the subthemes: anxious interactions; anxiety during mealtimes; enactments; and 

physical expressions of stress and distress. This section includes an extended account of one participant’s 

self-injury and related distress, which was a significant part of my participant observation with him. This is 

followed by a vignette from an unusual day with another participant, who sought proximity with me as an 

attempt to re-establish safety. The chapter concludes with accounts of times when the participants each 

chose to express something about their emotional experiences nonverbally, and the sense of shared safety 

and connection which seemed to facilitate this, illustrating my understanding of the importance of 

interpersonal connection and reflection for establishing emotional safety. 

Chapter Eight discusses the findings from Chapters Six and Seven in relation to the theoretical concepts 

discussed in Chapter Two and the extant literature presented in Chapter Three. It offers a number of 

transferable concepts for policy and practice, which are bound together with the evidence-based 

assumptions that, despite the way that a person with severe learning disabilities might present, they are 

inherently wired for connection, relationship and meaningful exchange. The chapter concludes with a 

presentation of the strengths and weaknesses of the research and my personal reflections on conducting the 

research. 

Chapter Nine returns to the research question and responds to it in light of the findings and discussion, 

drawing the research project together and offering some final conclusions.  
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Chapter Two: Theoretical Frameworks 

 

2.1 Introduction 

This chapter embeds the research inquiry into germane theory. It addresses in turn: constructs of disability 

and learning disability; theoretical approaches to understanding emotion individually and interrelatedly; the 

role of safety in emotional experiences and finally, theoretical frameworks for engaging with nonspeaking 

participants.  

Section 2.2 presents the social model of disability and applies it to people with learning disabilities. Section 

2.2.2 presents the embodied model of disability, an extension of the social model, as the theoretical basis for 

framing severe learning disabilities in this study. 

Section 2.3. presents theoretical understandings of emotions from an individual perspective, examining the 

relationship between emotion and physiology. Building on this, the role of the interoceptive centre in the 

brain is explored, which facilitates individuals to recognise and regulate their own emotions.  

Section 2.4. explores theoretical understandings of emotion from an interrelated perspective. This draws on 

psychoanalytic theory, which provides a framework for understanding the way in which emotions are shared 

and transferred between people and groups.  

Section 2.5. presents attachment theory and current understanding of trauma. Attachment theory is broadly 

about the need for a safe, secure relationship from birth. Trauma is an event that results in an enduring sense 

of lost safety. Thus, both of these theories have the concept of safety at their core. Disrupted attachments 

and trauma are known to impact a person’s emotional experiences. 

Section 2.6 moves on to describe theoretical frames for interacting and communicating with people with 

severe learning disabilities who use non-spoken communication primarily or exclusively10. It briefly explores 

the centrality of non-spoken communication to all ethnographic work, then moves on to explore the theories 

of Reconciling Communication Repertoire, Dyadic Attuning and Intensive Interaction; these are each theories 

and tools that have been specifically developed for either explaining or facilitating communication and 

understanding with people with severe learning disabilities who use non-spoken communication.  

 

10 In line with the thinking of some advocacy communities, this thesis adopts the term ‘nonspeaking’ or ‘minimally 
speaking’ rather than nonverbal, as the term nonverbal can imply that an individual does not have receptive language 
(The Guild for Human Services, 2021).  
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Applied theory was crucial to the ethnographic data collection and analysis of this study. As Chapter Four will 

outline in full, three teenagers with severe learning disabilities and no spoken communication were recruited 

to the study as primary participants. In order to ensure that the emotional experiences of the participants 

were primarily captured from the non-speaking participants themselves, rather than through second parties, 

I needed to embed my data and interpretations into rigorous theoretical frameworks. Thus, this chapter 

outlines the theoretical frames that facilitated and explicated how the research was conducted, and includes 

reflections throughout as to the relevance and applicability of the theoretical frames. 

 

2.2. The social model of disability: introduction 

For much of history, disability has been viewed through a medical lens (Oliver, 1992), which locates disability 

as an individual limitation in the body of the person. This extends to invisible disabilities: learning disability, 

autism and dyslexia, are still routinely framed in terms of personal deficiency located in the body of the 

person (Goodey, 2016; Sinason, 1992). Mike Oliver pioneered the re-construction of disability as socially 

produced (Oliver, 1992; Oliver et al., 2012). The social model of disability, 

'does not deny the problem of disability but locates it squarely within society. It is not individual 

limitations, of whatever kind, which are the cause of the problem but society’s failure to provide 

appropriate services and adequately ensure the needs of disabled people are fully taken into account 

in its social organisation' (Oliver, 2009, p. 21).  

The social model differentiates between impairment and disability: impairment is perceived as a mental or 

physical restriction, whilst also being conceived as a form of diversity, offering a unique and valuable 

perspective (Roush & Sharby, 2011). Disability is distinct from impairment and ‘is considered the 

disadvantage or restriction of activity caused by social organisation that does not take into account people 

who have impairments and excludes them from community life' (Haegele and Hodge, 2016: 197). Thus, it is 

society that can disable by excluding those with impairments. 

 

2.2.1. Applying the social model to learning disabilities 

A diagnosis of learning disabilities is often presented as immutable medical or biological fact. 'Medicine and 

psychology are widely acknowledged as the root disciplines of the field of [learning disabilities]' (Reid and 

Valle, 2004: 468). The Department of Health in England defines learning disabilities as: 
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‘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)’ 

(Department of Health (DoH), 2001).  

This definition infers that learning disabilities is situated biologically inside the person. The Foundation for 

People with Learning Disabilities reiterates this:  ‘learning disabilities are caused by something affecting the 

development of the brain’ (2022:  np). Whilst the social model does not reject the notion of ‘impairment’, it 

also emphasises that learning disabilities is a social construct, rather than an absolute truth.  

'This scientific-medical-psychological framing of disability, concomitant testing, and the additional 

emphasis on mental processing has solidified the selection of the individual as the unit of analysis 

and made it seem natural and unproblematic' (Reid and Valle, 2004: 469). 

Conceptualising learning disabilities as an individual medical or biological deficiency is problematic, as it is 

based on entrenched cultural assumptions. Learning disabilities is inherently tied to the concept of 

‘intelligence’. As discussed in Chapter One, IQ tests were used for decades as the measurement for learning 

disabilities, with many modern definitions still referring to IQ (DoH, 2001). Goodey (2016), in his book tracing 

the history of learning disabilities, argues that ‘intelligence’ was a concept birthed in the age of the 

Enlightenment, with the rising philosophical primacy of reason and knowledge. The resulting inference - that 

intelligence is a fixed and measurable central tenet of what it means to be human - has become ‘universal 

and entrenched’ (Goodey, 2016: 40) in Western culture, backed up by tools that measure intelligence as if it 

were a fixed trait.  

Intelligence, however, is not a fixed ‘quotient’; rather it is intrinsically linked to varying states, including stress 

and trauma (Perry, 2009), as well as context, expectation and mindset (Dweck, 2006). In short, the concept 

that intelligence is a neutral, objective marker is inherently unintelligent (Goodey, 2016: 40).  

The social model argues that learning disabilities ‘are not objective fact; they are historically and culturally 

determined’ (Reid and Valle, 2004: 466). This challenges the notion inherent in the diagnosis of learning 

disabilities - that it is immutable - and reassigns it as a personal and social attribute.  

However, a diagnosis of severe learning disabilities typically indicates that a person needs routine support 

with daily living skills and will have little or no spoken communication (DoH, 2001): thus, it presents more like 

a fixed impairment. As Goodley (2001) notes, when someone's impairment affects their communication 

capacities, it feels like it is 'left in the realms of static, irreversible individualised biology' (p. 213). From a 

social model lens, it is imperative that people with a diagnosis of severe learning disabilities are interacted 



 

16 
 

UOB Open 

with from an assumption of varying capacity, not a fixed, irreversible biology. Their capacity to ‘understand 

new or complex information…learn new skills… and cope independently’ (DoH, 2001) will fluctuate with other 

variable states, including stress and the expectations of others around them, as well as their overall sense of 

physical, psychological and relational safety.  

 

2.2.2. Adopting an embodied theoretical perspective 

The social creationist view of disability emphasises the role of institutional discrimination, arguing that the 

ideologies around disability are not so much in the minds of able individuals, but entrenched at the level of 

'fact' into the structures of society (Haegele and Hodge, 2016). This concept is well-illustrated by a vignette 

from my previous professional practice: 

I had been supporting a young lady with learning disabilities and autism, (who I’ll call Eliana) to visit a 

café regularly. She found waiting anxiety-provoking and conversing with strangers profoundly 

difficult. After several visits and some preparation, Eliana was ready to order for herself. We arrived 

at the coffee bar and the barista looked at us both expectantly. Quivering with anticipation and 

anxiety, Eliana said very loudly and clearly: ‘hot chocolate’. The barista stared at her, moved her eyes 

over to me and said: ‘does she want a hot chocolate?’  

Eliana’s learning disabilities did not prevent her from placing an order at the café, but her words were heard 

through the distortion of her perceived disability, and not trusted as meaningful or intentional. However, it is 

likely that the barista was reflecting the societal assumption that a person who requires some personal 

assistance to order their own drink does not have the agency to make and express their own choice. Thus, 

the experiences of individuals with learning disabilities are better understood from an embodied perspective, 

considering the relationship between environment, body and psyche, with a focus on considering what it 

would be like to experience the world from the perspective of the mind and body of the individual 

(Fitzgerald, 2006; Marks, 1999). As the extract above illuminates, the disabling of societal constructs and 

cultures do not just present practical barriers, but create ‘inside’ oppression, resulting in people potentially 

internalising a sense that they are of less value and worth, creating an inherently ‘social relational’ exclusion 

(Thomas, 2004). 

This emphasis on embodied experience resonates well with the ethnographic methodology adopted (the 

rationale for which is discussed in Chapter Four), which considers the whole context and interpersonal 

experiences of participants. Thus, this research conceptualises the participants’ experience of severe learning 

disabilities as best understood as not residing exclusively in their own bodies nor in society, but rather in the 
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embodied interactions of the participants with their interpersonal, social and cultural relationships (Haegele 

and Hodge, 2016; Mark, 1999).  

Through this embodied lens, I adopted a lateral rather than hierarchical relationship with the participants, 

focusing, not on ‘what was wrong’, but considering their way of being in the world as part of the ‘variations 

that exist in human behaviour, appearance, functioning, sensory acuity and cognitive processing’ (Reid and 

Valle, 2004: 467). My working assumption was that the participants’ learning and communicative capacities 

were not dictated by their diagnosis, but fluctuated according to internal and external factors. Thus, it was 

important that I remained reflexive in my relationships with participants, so that I avoided inadvertently 

disabling them with assumptions based on their diagnosis or unconsciously imbued societal expectations, 

rather than the individual’s presentation at the time. Whilst the participants used non-spoken 

communication almost exclusively, they certainly had a voice – something to ‘say’ - and the distinction was 

critical (Coles, 2001). Thus, my starting assumption during data collection was that the participants had a 

voice that could be heard, and that they had something valuable to contribute in answering the research 

question (Griffiths and Smith, 2017). The supporting theories for how this occurred are discussed below in 

Section 2.6.  

The following two sections present theoretical understandings of emotion from individual and interrelational 

perspectives.  

 

2.3. Understanding emotions from an individual perspective 

Theoretical understandings of emotions variably emphasise the role of the body or the role of the mind 

(Craig, 2014). The cross over between our bodily and affective sensations is reflected in the English language 

use of the word ‘feelings’, as it is used for bodily feelings – ‘this feels soft’ or ‘I feel cold’ - and for affective 

feelings – ‘I feel angry’ (Craig, 2014). The dual usage of the term ‘feelings’ reflects the difficulty in locating 

where emotions originate. For instance, if a person experiences an injustice, their mind may fill with thoughts 

of how they have been wronged, and how they might protect themselves, whilst they may simultaneously 

feel tension in the jaw and shoulders, heat rising in the chest and up into the face, which indicate feelings of 

anger (Rothschild, 2000:57). However, where the emotion originated and whether thoughts activate 

sensation or vice versa is a subject of much discussion in research (Craig, 2014; Fox et al., 2018; Ingram, 

2015).  

Embodiment theories of emotion focus on bodily affect as the starting point for emotional feelings (Craig, 

2014). As the participants for this study used non-spoken communication, this theoretical lens is apt for 
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considering their emotional experiences, as ascertaining their thoughts in relation to emotion was 

problematic. This section will explore two aspects of embodied theories of emotion. Firstly, it explores 

Numenamaa et al.’s (2013) research which tracks the physiological experiences of emotions. Secondly, it 

explores the research into interoception, which is a growing area of research applied with people with autism 

and learning disabilities in relation to emotional regulation.  

 

2.3.1. Emotion and physiology 

There is commonality about how emotions are felt and experienced across history and culture, with common 

somatic expressions of emotions (Craig, 2014; Darwin, 1882). Emotions are physiological experiences which 

are felt in the body (Fox et al., 2018; Rothschild, 2000), with types of emotions having broadly specific 

physiological affects (Nummenmaa et al., 2013; Rothschild, 2000).  

Nummenmaa et al. (2013) asked 773 participants to map where on the body sensations became activated 

(stronger and faster) or deactivated (weaker and slower) for 14 separate emotions. They found that different 

emotional states were associated with discrete bodily sensations, and that there were broadly universal 

norms around the ways that emotions were physiologically experienced across individuals in the study. The 

results are displayed in Figure 1 (below). 

Vos et al. (2013) used physiological measures to validate behavioural observations of emotion in people with 

severe and profound learning disabilities. They found that measures of heartrate and respiration correlated 

with negative and positive emotional experiences for participants.  

Emotions are organised around the appetitive and defence physiological systems (Vos et al. 2013). Thus, the 

effects of pleasant stimuli – broadly, things which promote safety and wellbeing – will activate the ‘appetitive 

system’, which typically decelerates heartrate and respiration. In contrast, experiences that pose a threat to 

safety in any way will promote feelings of stress, fear or anger and activate the defence system, triggering the 

amygdala’s fight and flight mechanisms, including raised heartrate and respiration (Vos et al., 2013).  
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Figure 1: Reported physiological presentations of emotion 

 

Source: Nummennaa et al., 2013: 647.   

In Figure 1, the blue scale shows where participants indicated they felt bodily sensations 

becoming weaker or slower. The red to yellow scale shows were participants indicated 

they felt activity becoming stronger or faster. An instructive comparison is to contrast 

the reported bodily sensations of depression with the reported activity of anger; the 

former showing the body feeling dull and deactivated, the latter showing the body highly 

activated.  

Considerations of physiological presentations of emotion were an important aspect of participant 

observation. I paid close attention to whether the participants showed signs of weaker and slower activation 

of sensation, or physiological signs that the defence system was activated, including raised heartrate and 

breathing, sweating, raised temperature or excess energy. This provided some empirical evidence as to the 

broad emotional state of the participants.  
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2.3.2. Interoception. 

Interoception is the part of the brain that allows a person to sense internal bodily changes. The interoceptive 

sense registers aspects of physiology including sensations from the heart, stomach, lungs, bladder, muscles, 

joints, teeth and skin, as well as from the five senses (Craig, 2003; DuBois et al., 2016). In short, how a person 

‘feels’ is a profoundly visceral experience, and how a person makes sense of what they feel is the work of the 

interoceptive region of the brain. Craig’s (2014) seminal work on interoception includes the notion of 

common sensation – that it is an ordinary aspect of being a human to intuitively know ‘whether she or he 

feels warm or cool, hungry or thirsty, or how much something hurts, and whether the source is skin, muscle 

or joint tissue’ (Craig, 2014: 5).  

Garfinkel et al. (2013) separated the interoceptive model into three processes:  

• Interoceptive accuracy – objective and measurable processes, such as heart rate, the fullness of the 

stomach or bladder. 

• Interoceptive sensibility – an individual’s self-evaluated, subjective experience of these internal 

processes. 

• Interoceptive awareness – the extent to which an individual can perceive these processes, both 

noticing and interpreting them (DuBois et al., 2016). 

The third process, interoceptive awareness, varies considerably from one individual to another. For instance, 

Craig’s (2014) research evidences that individual awareness of heartbeat varies considerably, but also that 

‘better heartbeat perceivers are better at reading their own emotional feelings… [and] better at reading 

others’ emotional feelings’ (p.6). In short, interoceptive awareness – a person’s capacity to notice and 

interpret what is happening physiologically – greatly aids their own understanding of their emotional 

experiences, and emotional regulation (Craig, 2014: 7). Significantly, it can be improved through practice and 

training (Craig, 2014; Hample et al., 2020).  

Interoceptive differences have been found in individuals with autism, and differences have been found in the 

insula – the interoceptive centre of the brain (Hample et al., 2020). Trauma is also known to affect the insula 

and decrease interoceptive awareness (Van der Kolk, 2014). Difficulties identifying and differentiating 

between bodily sensations, and consequential struggles to label and communicate emotions is often referred 

to as ‘alexithymia’ (Davies et al., 2015). Difficulties attending to and interpreting emotions is associated with 

feelings of overwhelm, which increases the risk of expressing or expelling emotion through aggression or self-

injury (Davies et al., 2015; Iskric et al., 2020). Thus, finding ways to attend to, interpret and articulate 

emotions is a core tenet of emotional regulation.  
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Hample et al. (2020) identified some simple tools for helping individuals with learning disabilities and autism 

to develop their interoceptive awareness, starting with being curious about their physiological responses and 

inner experiences.11 These were helpful notions in my engagement with participants, as I often started with 

curiosity about physiological symptoms, and then began to suggest possible related emotions, waiting for 

their response.     

 

2.4. Understanding emotions from an interrelated perspective 

Section 2.3 explored emotions from the perspective of physiology. This section explores the interrelatedness 

of emotional experiences, drawing on some psychoanalytical theories and constructs.  

Psychoanalytic theories specifically illuminate the ‘inside’ world of the unconscious mind. Freud (1915) used 

an iceberg metaphor to describe the different parts of the mind. The conscious mind - our conscious 

memories, thoughts and emotions - is like the visible part of the iceberg; this develops during infancy with 

‘first memories’ typically occurring between three and four years old (Music, 2011). Below the surface there 

is a pre-conscious or subconscious - the memories and emotions to which a person has fluctuating access. 

Below that is the unconscious in which is found the more primal emotional drives: fears, desires and instincts. 

The least ‘visible’ parts of the mind have significant impact on our behaviour. Psychoanalysis presents a set of 

theoretical tools for helping to understand and work with the complicated internal world of our minds; in 

doing so they illuminate the experiences and emotions of an individual, as well as having application for 

group dynamics (Music, 2011; Obholzer and Roberts, 2019).  

Psychoanalytic theory provides some useful frameworks for the interrelatedness of emotions. It starts from 

the working assumptions that our emotions are not experienced in an isolated manner, but rather that 

emotions can be transmitted between people and groups, whether there is overt awareness of this or not. A 

commonly experienced example of shared emotion is that of walking into a shared space and feeling like ‘you 

could cut the atmosphere with a knife’, because someone else in the room is tense or anxious. The feeling is 

not ‘yours’, but the tension arrives in you as if it is your own. Some of the work of psychoanalysis is 

developing a valence to take in, contain and work with these projected emotions, and use them to further 

emotional understanding and regulation. As emotional projection and transference can occur nonverbally, 

these tools have been increasingly applied to work with people with learning disabilities who are 

nonspeaking, with pioneering work done by Frances Tustin (1981), Valerie Sinason (1992) and Anne Alvarez 

(1992). This section describes the concepts of splitting, projection, transference and containment, which are 
 

11 See Appendices, Section A 2.1 for Endow and Mahler’s (2022) ‘Five tips for nurturing interoception growth in non-
speaking clients’. 
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ways of thinking about the transmission of emotions; these provided a theoretical framework for how I 

worked with the interrelatedness of the participants’ emotions.  

 

2.4.1 Splitting and projection 

Splitting and projection are primal processes originating in babies, but utilised throughout a person’s life, by 

which the conflicting feelings of satisfaction and frustration are managed (Klein, 1936). For the infant, the 

breasts provide the gratification of being fed, alongside the frustration of not always being immediately 

available when needed. ‘The baby reacts to unpleasant stimuli, and to the frustration of his pleasure, with 

feelings of hatred and aggression’ (Klein, 1936: 290). In order to manage the anxiety that the breast is 

sometimes gratifying and sometimes denying, the ‘world’ is split into the ‘good (breast)’ and the ‘bad 

(breast)’; into the bad (breast) is thrust all the feelings of anger and hatred.  So, projection is when a part 

(often an intolerable part) of the self is split off and projected into an object (Klein, 1936). This allows the 

preservation of a ‘good object’ (an internalised sense of goodness, hope and trust).  

Splitting and projection were common defences utilised by the young people with severe learning disabilities 

in my previous work. For instance, it was common for some young people to divide the team into ‘favourite’ 

and ‘rejected’ staff as a way of coping with the conflicting feelings of both missing and feeling rejected by 

family members. These unconscious processes of splitting and projecting the ‘good’ and ‘bad’ feelings can 

manifest in individuals and organisations. Thus, there were times in my previous work when a young person 

would behave impeccably in the residential home and would be unrecognisably uncooperative whilst at 

school. This is a common experience in caring organisations: ‘the splitting and projection of these conflicting 

emotions into different members of the staff group is an inevitable part of institutional process’ (Halton, 

1994: 14). In my professional capacity, the team were trained to consider whether the strong feelings they 

experienced or sudden thoughts that occurred were their own or projections from the young person they 

were supporting. This helped the team empathise and identify with the experiences of the young people in 

their care, particularly nonspeaking young people, who often use these unconscious tools with much more 

frequency (Sinason, 1992; Tustin, 1981). Defence mechanisms such as these are heightened when the caring 

or educational work is particularly difficult (Obholzer, 2019), such as when caring for a young person who 

self-injures. 

The theories of projection and splitting helped me to make sense of my experiences as a participant 

researcher and identify times when these defence mechanisms were operating at the individual and 

organisational level. When I experienced a strong emotion, I internally considered the question: Whose 

emotion is this: is it mine, theirs or ours? There are explicit examples of this process in the Findings Chapters. 
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2.4.2. Transference  

Transference (Joseph, 1985; Klein, 1952a) represents the transferral of unconscious thoughts and feelings 

from one person to another; traditionally, the patient transfers the feelings they have towards a parental 

figure into the analyst. Klein (1952a) described these transferences as ‘facsimiles’ of impulses or phantasies 

(p.48).  Transference differs from projection: projection is a difficult or indigestible emotion that is thrust into 

another person, whereas transference is essentially a three-person interaction where a person transfers their 

unprocessed feelings towards a significant figure into a third person. ‘One’s past unresolved conflicts with 

others and within the self are projected onto the new meanings of new interactions’ (Britzman and Pitt, 

1996: 65).  Thus, transference is a repetition of the past and is identified because it is inappropriate to the 

present (Shim, 2015). 

I will illustrate with a case study which is an amalgamation of various previous cases from work. 

A colleague and I were taking it in turns to support a vulnerable teenage girl with mild learning 

disabilities whilst she was in hospital. She was finding the stay particularly difficult. My colleague and 

I both found supporting her very draining and were increasingly feeling guilty for ‘failing her’, with a 

growing sense of inadequacy, though objectively we had gone over and above. On one occasion, the 

girl rang her sister – who, she had been insisting loudly, was coming to visit soon. I realised from the 

phone call that her sister had no intention of visiting. The girl pleaded with her sister to visit to no 

avail, but did not get angry at her lack of availability or support. Once off the phone, she began to 

accuse me of ‘lying’ about the support I was offering and of letting her down, so much that I ‘might as 

well just go’.  

My colleague and I were able to reflect together that she was transferring her very painful feelings of 

abandonment and lack of support onto us, as it was too painful to work them through with her sister. 

Transferring these feelings onto us, also allowed her to continue to idealise her sister, which was a necessary 

defence during this painful period of time. 

Transference is often seen to interact with countertransference. Countertransference is the analyst’s past 

unresolved conflicts surfacing in response to the transference. This has strong parallels with the ‘bracketing’ 

concept from Interpretative Phenomenological Analysis (IPA): the necessary recognition that researchers see 

and interpret from their own particular lens, which is influenced by their experiences of the world (Smith, 

Flowers and Larkin, 2009). IPA advocates that researchers engage reflexively to help notice and identify their 
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own biases and ‘bracket’ them off; similarly, it was important for me to engage reflexively with my own 

responses during data collection, noticing when my emotions might be responses to personal experiences.  

Counter-transference was re-conceived by Winnicott (1956): ‘he describes a broader form of 

countertransference that is objective in the sense that it is an understandable and “normal” reaction to the 

patient’s actual personality and behaviour’ (Gabbard, 1994: 348). Thus, he led the way for 

countertransference to not only be conceived as feelings that must be identified as one’s own and resolved 

(or ‘bracketed’), but also as a natural and potentially useful response. For instance, in the case study above, 

the transference of feelings of abandonment and disappointment led to responsive feelings of guilt and 

failure in my colleague and me. It may be that our own experiences exacerbated those feelings. However, it 

was a useful experience and reflecting on this allowed us to provide more sympathetic support; additionally, 

there was probably some value in us ‘holding’ those feelings to facilitate the girl to maintain a temporary but 

instrumental self-defensive idealisation of her sister. Within the research context, transference and 

countertransference was useful in further understanding and interpretating what I was observing. 

 

2.4.3. Containment  

Containment (Bion, 1962) is based on the idea that there are some states of mind that are unbearable, and 

these can be projected into an object (the internalised sense of a person). The person receiving these 

projections, if they have the receptive capacity, may be able to ‘contain’ these feelings on behalf of the 

person. This leaves the person with ‘the possibility of a difficult, despairing, anxious part of himself being held 

by the worker’ (Salzberger-Wittenberg, 1970: 143). Moreover, sometimes the containing person is able to 

digest and modify these feelings into a more bearable form, so that they can be taken back in and dealt with 

more easily (introjected). Containment is an important element of caregiving in schools and organisations 

(Kahn, 1993; Lyth, 1998), both for the individual they support and for the staff teams. This concern was held 

in mind during my observations; containment is discussed in Chapter Seven of the findings.  

 

2.4.4. Application of psychoanalytic theory 

These psychoanalytic concepts can ‘contribute to the development of heightened ethnographic sensibilities, 

helping to bring into analysis aspects of human existence that are otherwise ignored, downplayed, and 

subdued’ (Gammeltoft and Segal, 2016:399). The concepts outlined were drawn upon during observations; 

they also influenced the fieldnotes and my interpretations of the emotional experiences of the participants.  
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2.5. Safety and emotions 

Having examined theoretical understandings of emotion, this section reviews two foundational theories that 

unpin the way in which emotions develop and can be disrupted. In Section 2.5.1, Attachment theory is 

described; this theory explicates the role of the primary care giver in establishing a ‘secure base’ for the 

infant, which allows them to grow and develop with confidence and form healthy future relationships 

(Bowlby, 1969). Disrupted attachments are strongly correlated to dysregulated emotions (Mikulincer and 

Shaver, 2016a; Oshri et al., 2015). Section 2.5.2. examines current understanding of trauma and how it resets 

the brain to respond as if under continual threat (Perry, 2009); this has implications for an individual’s 

emotional regulation.  

 

2.5.1. Attachment  

John Bowlby developed the theory of attachment based on observations of the response to children being 

separated from their mothers during hospital visits; attachment theory helped to identify different responses 

to separation and why some children appear to experience a ‘powerful sense of loss and anger’ (Bowlby, 

1969: xiii) during extended separations. Attachment is strongly aligned to the need for safety. When the 

attachment behavioural system is activated through a perceived loss of safety (for example, feeling hunger 

pains or falling over) the infant seeks to reestablish proximity with the primary care giver: a baby might cry 

and hold their arms out; an infant might run back to their primary care giver or call out for them. A secure 

attachment to the primary care giver is established over time through ‘warm intimate and continuous 

relationship’ (Bowlby, 1973:11), which leads to a sense of safety or a ‘secure base’. The secure base builds 

confidence for exploring at increasing physical and psychological distance from the primary care giver, as 

trust builds that they will continue to be available to them (Bowlby, 1973).  

From the age of one onwards, Bowlby posited that the child developed an unconscious ‘internal working 

model’ of their attachment figure, a set of assumptions based on how available their attachment figure is and 

how they can be expected to respond (Bowlby, 1969). Simultaneously, an internal working model of 

themselves develops, as broadly ‘valued, accepted and competent’ (Fletcher et al., 2016: 13); these values 

may be eroded with a less available, responsive or predictable attachment figure. As development continues, 

the actual relationship between child and attachment figure remains in negotiation with the internal working 

models, so that they remain flexible and responsive as the relationship matures with the child. It has been 

suggested that, for children with severe learning disabilities, attachment might be significantly slower to 

develop, sometimes resulting in a greater dependence on ‘physical proximity to feel safe and secure’ 

(Fletcher et al., 2016:14).  
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Mary Ainsworth and colleagues introduced a classification system to attachment theory (Ainsworth et al., 

1978). Broadly, this is as follows: 

- A secure attachment is indicated by a child appearing to expect their mother12 to be responsive and 

available. They have some confidence to explore away from physical proximity, get upset if 

separated, but respond to comfort on the mother’s return. 

- Anxious-avoidant insecure attachment is indicated by a child appearing to expect their mother not to 

be responsive and available. They appear to manage the expectation of rejection by minimising 

attachment behaviours (crying or seeking the caregiver); they are not distressed by separation and 

do not respond to reconciliation. 

- Anxious-resistant insecure attachment is indicated by a child who also does not expect their mother 

to be responsive or available. However, they manage this by maximising attachment behaviours. 

They are unlikely to have confidence to explore away from their mother, struggling significantly with 

separation, but not responding to comfort on the mother’s return. 

- Disorganised attachment is a response to a caregiver who the child has found unpredictably 

frightening. They may exhibit signs of the above attachment styles intermittently, whilst also showing 

signs of fear, freezing, confusion or disorientation. 

This final attachment style has been found to be ‘predictive of negative outcomes for the child regarding their 

experience of stress, emotional distress and behavioural disturbances including aggressive behaviours’ 

(Fletcher et al., 2016:14). 

For children with severe learning disabilities, there are ‘many reasons why they are at increased risk of having 

disrupted attachment relationships and emotional distress’ (Fletcher et al., 2016:27). This can start with 

parents’ response to receiving their child’s diagnosis, which can include feelings of grief and loss, which may 

disrupt the attachment with the child. However, a diagnosis of severe learning disabilities should not be 

taken as indicative of a disrupted attachment; a responsive, available primary care giver with persistence for 

a longer attachment process may establish a secure attachment. However, it is also important to hold in mind 

that ‘challenging behaviours’ with which people with severe learning disabilities might present - such as not 

appearing to react when close family members depart, or alternatively becoming overly distressed, fearful or 

disoriented by separation - may be indicative of a disrupted attachment.  

Attachment theory is about an early establishing of safety with a primary caregiver that provides a pattern 

for future relationships. I held in mind the possibility that the participants might have experienced a 

 

12 Ainsworth et al. (1978) wrote about the ‘mother’, but this can also be read as ‘primary care giver’. 
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disrupted attachment, and that this might be influencing their emotional experiences, interactions and 

relationships, particularly in relation to separation.  

 

2.5.2. Trauma 

Trauma is an overwhelming experience of fear in response to an event that involves actual or perceived 

threat to a person’s physical or mental wellbeing (Perry, 2009; Van Der Kolk, 2014); the individual’s 

experience of fear overwhelms the ordinary coping mechanisms so that they cannot regulate themselves in a 

typical way (Van Der Kolk, 2014). When fear occurs – even at a low level, such as stress or anxiety - the body’s 

normal equilibrium is affected as the body responds to a compromised sense of safety. This activates the 

defense system which is controlled by the amygdala, a small part of the brain in the brain stem (Van der Kolk, 

2014). The amygdala activates a total-body response, moving the person along an arousal continuum 

involving cognitive, emotional, behavioural and physical responses (Perry et al., 1995).  This drives up ‘blood 

pressure, heart rate, and oxygen intake – preparing the body for fight or flight [or freeze]’ (Van der Kolk, 

2014: 42). As the amygdala begins to dominate, other parts of the brain are subdued or blunted.  
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Figure 2: the brain on trauma  

 

(Source online: https://pin.it/4lnjUkv) 

Figure 2 illustrates the parts of the brain that are impacted by the activation of the amygdala. Firstly, the 

prefrontal cortex becomes underactive; this is the part of the brain that activates executive functioning, 

including problem-solving, flexible or nuanced thinking, and attuned communication (Van der Kolk, 2014). 

The brain’s capacity to self-regulate the body (and therefore the emotions) is also impacted, explaining why a 

person may feel extremes of hot or cold, may shiver or feel muscles tighten, may feel their mouth is dry or 

their movements are less controlled (Van der Kolk, 2014). The interoceptive centre (as discussed in Section 

2.3.2.) also becomes dysregulated, often meaning that sensory input feels overwhelming and difficult to 

interpret.  Lastly the hippocampus, which, among other things, is responsible for narrative memory, becomes 

underactive (Van der Kolk, 2014); thus, following a trauma, it can be difficult to hold in mind or recount the 

narrative of what occurred (Van der Kolk, 2014). Essentially, ‘traumatic events disrupt homeostasis in 

multiple areas of the brain that are recruited to respond to the threat’ (Perry and Pollard, 1998: 33).  

The amygdala is routinely aroused through ordinary experiences, as a person typically moves in and out of 

homeostasis – regulated state – throughout an ordinary day; any stressful event prompts activity in the 
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amygdala, but ordinarily the brain is able to regulate itself back to the baseline state again as safety is 

restored. However, a trauma triggers the amygdala to respond suddenly and intensely, and in a such a way 

that the person’s physiology does not return to homeostasis.  

'When a child (or an adult) is threatened and activates this stress response in an extremely prolonged 

or repetitive fashion, the neural networks involved in this adaptive response will undergo a "use-

dependent" alteration…the end effect is an alteration in the baseline activity and reactivity of the 

stress response systems in the traumatised individual. The brain will "reset" - acting as if the 

individual is under persistent threat’ (Perry, 2009: 244). 

Therefore, the functioning of the brain under trauma becomes a person’s default state. Fight, flight and 

freeze responses become typified; executive functioning and narrative capacity is impacted; and 

understanding and interpreting physiological responses is more difficult. Effectually, the person lives from a 

default state of fear, very rarely feeling the sense of safety that would be ordinary for others. Living with the 

high-arousal that an active amygdala provokes has a number of adaptive implications, including: having 

difficulty judging nonverbal or nuanced communication; having less capacity to think, learn, and problem-

solve; having faster and more extreme responses to stress; having low self-esteem or a sense of ineptitude 

(Perry, 2009). Table 1 summarises some of the indicators of trauma for people with learning disabilities.  

 

• Bad dreams or disturbed sleep / strange sleeping patterns 

• Extreme reactions to low-threat situations 

• Irritability 

• Panic 

• Desperately attempting to escape a situation even when safe 

• Hyperventilation / episodes of sweating / freezing 

• New disruptive behaviours, particularly aggressive or avoidant 

• Difficulty concentrating / lack of energy or enthusiasm for things previously enjoyed 

• A sudden reduction in daily living skills 

• Watchfulness / hyper-vigilance / over-alertness 

• Changes in eating patterns / erratic eating 

• Disengaging from support / approach-avoid / social withdrawal 

(Keesler, 2020; Rittmansberger et al., 2018;  Skelly, 2021;) 

Table 1: Indicators of trauma in people with learning disabilities (Skelly, 2021: 68-69). 
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For those with more severe learning disabilities, behavioural symptoms are more likely (Marcal and Trifoso, 

2017) and might include: 

- Trauma-specific enactments 

- Over-reacting to changes in their caregivers 

- Seeking to interact in an anxious manner 

- Asking for direction more than required 

- Becoming hostile in response to minor frustrations 

- Responding to new caregivers with unnecessary fear 

(Beail, 2021: 15 in: Beail, Frankish and Skelly, 2021). 

It is, however, essential that presenting indicators prompt careful thought and consideration. They are not 

diagnostics for trauma, and the indicators listed, particularly in isolation, may be prompted by a range of 

concerns, some of them relatively innocuous. However, a range of indicators in one individual, or a sudden 

occurrence of them, should prompt considerations of trauma. 

Perhaps one of the simplest prompts to consider whether trauma is a factor for a person with severe learning 

disabilities is that functional behaviour analysis fails to identify the proximal function of a behaviour (Beail, 

Frankish and Skelly, 2021; Marcal and Trifoso, 2017). Additionally, new disruptive behaviours, particularly 

aggressive or avoidant behaviours, can be a sign of trauma. This is the case even with no obvious prompting 

traumatic experience, as a previous trauma can lie dormant in a person and be triggered by a recent 

experience or event (Skelly, 2021: 69). There is some suggestion that challenging life events that might be 

typically recoverable, can be traumatising for people with learning disabilities. These can include: transitions 

from one service to another; the loss of a favourite support staff; illness; hospitalisations; bereavements; 

involvement in safeguarding incidents and any form of abuse (Beail et al., 2021).    

Reviewing the current understanding of how trauma affects an individual, and understanding how this might 

apply to people with severe learning disabilities was an important frame for interacting with the participants. 

People with severe learning disabilities are more likely to have had traumatic experiences and significantly 

less likely to have traumatic reactions identified (Borghus et al., 2020; Hulbert-Williams and Hastings, 2008; 

Miller and Brown, 2014); this is discussed further in Chapter Three.  

Having examined theories in relation to learning disabilities, how emotions can be understood and the 

application of attachment and trauma, the next section looks at the frameworks utilised for engaging with 

nonspeaking participants. 
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2.6. Nonspeaking communication: engagement and interpretation  

The three participants in this study were all nonspeaking. This section outlines some of the theories and 

frameworks which I utilised to engage with the participants and interpret their communication.  

 

2.6.1. Ethnographic interpretations of nonspeaking communication 

Attending to and interpreting nonspeaking communication is an ordinary part of the human experience of 

communication. It is also a core aspect of ethnography and of social research. Society has arguably placed a 

great deal of primacy on the written and spoken word, resulting in an ingrained notion that to be without 

spoken communication is to be innately disabled. However, communication is not exclusively or even 

primarily verbal (Merhabian and Ferris, 1967); communicating nonverbally is an ordinary and everyday aspect 

of what it means to be human.  

The assumption that meaning exists in the other person’s communications and behaviour is a basic principle 

for all communication (Griffiths and Smith, 2016). Interactions with the recruited participants were based on 

the ethnographic principle of language learning – that they had a first language and a preferred way of 

communicating, using a combination of nonspeaking expression and augmented communication. The onus 

was on me to ‘listen with all my senses’ (Caldwell, 2012) and learn the language. 

Gleason (1989) in his ethnographic study with people with severe learning disabilities quotes Diesing’s (1971) 

assertions about the importance of close observation in this context: 

‘The only instrument that is good enough for the study of human beings is man [sic] himself. Only the 

human observer is perceptive enough to recognise and appreciate the full range of human action, 

only the thinker is able to draw the proper implications from the complex data coming from human 

systems’ (Diesing, 1971: 247). 

Gleason contended that, if we are to begin to understand the lived experiences of those with severe learning 

disabilities, we must learn to ‘tolerate the ambiguity expressed’. He argued that ‘to understand demands 

comprehension of the whole of what they are doing in context, not just fragments of behaviours or aspects 

of individual actions’ (Gleason, 1994: 248). Thus, the starting point for attending to and interpreting 

nonspeaking communication is to consider it within the wider context; this, in fact, is how we effectively 

understand all communication (Caldwell, 2012; Stern, 1985).  
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Having established the ethnographic principles underpinning the importance of attending to nonverbal 

communication, three key theories are outlined to expound on the details of interacting with participants 

who are nonspeaking: Dyadic Attuning, Reconciling Communication Repertoires, and Intensive Interaction.  

 

2.6.2. Dyadic attuning 

Trevarthan (1979) who researched the interactions of primary care givers and infants, wrote extensively 

about the notion of ‘intersubjectivity’, which he thought about broadly as the sharing of minds by two people 

– when two people have a sense of thinking together or shared mental space (Forster and Iacono, 2014). 

Intersubjectivity assumes that, in order to connect relationally with another person, we will be impacted by 

them: that reciprocity is fundamental to relational connection (Jones, 2021). Crucially, Trevarthan’s research 

evidenced that intersubjectivity is innate – that infants are born with the capacity and desire to connect with 

those around them, to impact and be impacted by them and to form relationships (Trevarthan, 2001).  

Affect attunement, first written about extensively by Stern (1985), is an aspect of intersubjectivity, and 

involves the way in which an interacting dyad can share inner feelings through a mutual, bidirectional 

regulation of communication. It essentially seeks to describe the commonly observed interaction between a 

caregiver and infant when the caregiver talks to the infant, matching and adjusting tone, body language, 

facial expression and intensity to the infant, until there is a sense of shared understanding of the emotional-

behavioural state of the other (Forster and Iacono, 2014; Stern, 1985).  

Affect attunement has been found to be present in the moments of connection between support workers 

and people with profound and multiple learning disabilities, providing a potential basis for good-quality 

interaction (Forster and Iacono, 2014). Griffiths and Smith (2016) sought to develop ‘a theory that would 

explain the interactional process between people with severe and profound learning disabilities and others 

with whom they interact’ (p. 126). They describe the process of dyadic attuning, which constitutes ‘an implicit 

cognitive process that is not observable in itself’ (p. 130), but includes: eye contact or looking towards each 

other; movement towards the person; close physical and/or psychological contact, such as smile, posture, 

gaze and expression; physical manifestations of assent such as a smile; joint action; mutual attention; shared 

pleasure in something; and an action or stimulus from one party leading to a change in the other (Griffiths 

and Smith, 2016: 130). 

Attuning means that both parties are aware of what the other is doing and how they are feeling. There is a 

‘sense of harmony regarding the mutuality of their actions: in essence how people attune to one another is 
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manifested in the degree to which they empathise and cooperate with the other’ (Griffiths and Smith, 2016: 

131). 

Griffiths and Smith (2016) also identified that there were moments of ‘anti-attuning’, when there was 

cooperation between partners but without empathy or affective engagement, so that the cooperation had an 

automatic quality to it. They also saw evidence of ‘negative attuning’ – when empathetic attuning was 

present between the partners, but cooperation was not. Lastly, they identified ‘negative anti-attuning’, which 

was when there was a low or absent level of attuning with little or no cooperation.  

These descriptions of nonspeaking exchange offer some theoretical explanations as to how two people align 

emotionally and behaviourally. They illustrate that communication is not linear but is an interaction of 

‘reciprocal feedback loops that operate continually’ (Griffiths and Smith, 2016: 134). Attuned communication 

is bidirectional, with no enduring protagonist, offering a power balance to the interaction.  

For the first few months of observation, I rarely initiated interaction with the participants, but instead waited 

for indications that they were seeking this with me – whether through physical proximity, eye contact or 

vocalisations. During interactions, I applied the principles of dyadic attuning, adjusting and cooperating with 

the participant emotionally and physically to seek some mutuality in my actions and responses.  

Attuning is a core principle behind intensive interaction, which is explored below in Section 2.6.4. Prior to 

that, Martin et al.’s (2022) framework for communication with a person with severe learning disabilities is 

examined. 

 

2.6.3. Reconciling Communication Repertoires (Martin et al., 2022) 

Martin et al. (2022) developed the theory of Reconciling Communication Repertoires; this framework builds 

on the principle of dyadic attuning to develop a framework for how communication between a person with 

severe learning disabilities and another centres around a shared process of gradually settled agreement on 

the range of communication systems and styles. This involves five stages: firstly, motivation to interact is 

checked; secondly, connection is established and maintained; this is followed by reciprocal engagement, co-

navigated understanding and resolving confusions or misunderstandings (Martin et al., 2022). They also 

found that interaction is not always about building understanding, but sometimes about establishing a sense 

of belonging and acceptance.  

This theory explains how communication is usually a shared process of checking and establishing connection 

and intention; this theory captures the broad base of my interactions with the participants. I would wait for 
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an indication that there was some motivation to communicate with me, and then see if I could establish a 

sense of connection through eye contact or mutual interest. This was often followed by reciprocal 

engagement, sometimes with the use of intensive interaction. Lastly, I would often proceed in a way that 

sought to co-navigate or resolve any communicative ambiguity. Sometimes this was simply by checking in 

with what I felt they were communicating or feeling, and waiting for confirmation or not. I found that Martin 

et al.’s (2022) findings, that interaction can sometimes be more about establishing acceptance and belonging, 

rather than understanding, was pertinent to some of my connections with participants. Section 7.4. of the 

findings chapters examines specific examples when these ideas were implemented in practice with each 

participant.  

 

2.6.4. Intensive Interaction  

Intensive Interaction (Nind and Hewett, 1994) is a well-established intervention for forming mutual 

communication and interaction with people with severe learning disabilities; it is based on the empathy 

inherent in the caregiver-infant dyad (Griffiths and Smith, 2016; Winnicott, 1973).  

Caldwell (2012) relates the process of intensive interaction back to Stern’s (1985) theory of how an infant 

develops a sense of intersubjectivity – or ‘being a person in the world’. Stern (1985) described how the infant 

builds out from the core self to the core other. Caldwell (2012) describes the ‘negotiating arena’ between the 

core self and core other – the tentative space or borderland ‘which gathers enough confidence to risk 

tentative overtures to the world outside [ourselves]’ (Caldwell, 2012:11). This echoes the ‘secure base’ notion 

from attachment theory.  

Whilst these theories are based on infant relationships, they continue to resonate through our lives, as 

Caldwell explicates: when a person feels safe, they have the confidence to explore new relationships, take 

risks, try and fail. When that safety is compromised, a person typically erects barriers to relationship and 

connection, shutting down the ‘negotiating space’ and retreating to the core self (Caldwell, 2012).  

Caldwell also posits that, for infants with severe learning disabilities, this process of moving from the core self 

to the core other can appear to be arrested. Her theory of the development of stereotypy is worth quoting in 

full: 

‘By the time the child is ready to participate, maybe years later, the parent has tried and become 

discouraged as there has been no response. The child makes noises or movements but the only 

feedback is those same sounds or feelings. What should have become an open-ended learning 

process becomes a closed loop of auto-stimulation, which progressively excludes external stimuli as 
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the person focuses more deeply on their own signals. They become stereotypically bonded on 

themselves; their repetitive world becomes their reality’ (Caldwell, 2012: 13). 

Intensive interaction operates as a way of slowly and tentatively findings ways into that loop, and building 

confidence in the person that it is safe to enter the negotiating space and move towards a core other. 

Intensive interaction typically starts with the partner tentatively mirroring posture, movement or sound, in a 

tacit invitation to turn-taking and attunement. Similar to attuning, it seeks a state of ‘being with’ the other 

person (Firth et al., 2010:58), actively present to their state of mind and emotion, and seeking an equality of 

presence through symmetry.  

This was a simple and effective tool for engaging with participants, particularly during times when they 

showed signs of having entered ‘closed loops of auto-stimulation’ (Caldwell, 20120: 13), making connection 

more difficult. Intensive interaction is also very flexible and can be used with movement, sound, vocalisations 

or any micro-interaction; sometimes it simply makes a space for dyadic attuning, which is, just as Martins et 

al. (2022) recognised, not always about understanding, but sometimes about belonging and acceptance – or, 

to put it in experiential terms, being seen and heard.  

 

2.7. Conclusion 

This chapter has outlined the various theoretical frameworks that the research draws on. Firstly, it discussed 

the way in which ‘learning disabilities’ is considered as a social construct, rather than an inherent or 

immutable reality for the participants. This was an important assumption, as it framed my expectations and 

interactions with the participants. 

Sections 2.3 and 2.4 outlined how emotions were understood from an individual and interrelated 

perspective, the former considering physiology and interoceptive processes, the latter considering the role of 

emotional projection, transference and containment. In practice, these ideas were applied together in 

interpreting the emotional experiences of the participants. For instance, I would sometimes notice the 

physiological signs of anxiety of a participant as I simultaneously noticed a sudden rising anxiety ‘landing’ in 

my own body. Thus the individual and interrelated theoretical understandings of emotion were observed 

working concurrently in practice.  

Section 2.5. reviewed two theories which centre around the notion of safety. Attachment theory was 

reviewed, as a disrupted attachment impacts emotional regulation; there are more risk factors for a 

disrupted attachment for people with severe learning disabilities (Fletcher et al., 2016). Trauma was also 

examined, as people with learning disabilities are higher risk for adverse experiences than people in the 
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general population (Miller and Brown, 2014). It was important for me to hold in mind the potential role of 

disrupted attachment and trauma in the lives of the participants, and the ways that this might be impacting 

their emotional experiences.  

Finally, in Section 2.6., I reviewed the frameworks and tools that can be used for engaging and interacting 

with people with severe learning disabilities. Firstly, I discussed that considerations about non-spoken 

communication are a common aspect of ethnographic interpretation, as well as an ordinary aspect of being 

human. Secondly, I explored the theoretical frameworks of Dyadic Attuning and Reconciling Communication 

Repertoires, which together neatly explicate the process of developing trust and understanding when 

communicating with people with severe learning disabilities. Lastly, I described Intensive Interaction; this is a 

key tool for establishing dyadic attuning and safety with people with severe learning disabilities.  

Together, these theoretical scaffolds, constructs and tools have framed my research, helping me to build 

intentional assumptions about the work, develop a cohesive understanding of emotional experiences, 

interact carefully and sensitively with the participants, and interpret my data rigorously.  

Chapter Three follows, which presents a Systematic Review synthesising the current research on self-

reported reasons for self-injury. It reviews extant literature in relation to the primary themes from the 

systematic review - emotional dysregulation, adverse experiences and emotional inarticulation – in relation 

to people with severe learning disabilities. Chapter Three concludes by stating how this project is situated in 

relation to extant research. 
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Chapter Three: A Systematic Review of Self-reported Explanations for Self-harm 

 

3.1. Introduction to the chapter 

 

This chapter presents a systematic review conducted in 2020, which inquired into what was already known 

about the reasons people gave for their own self-injury. An article focusing on the findings pertaining to 

people with learning disabilities was published in the International Journal of Developmental Disabilities in 

July 2022, and is included in Appendix C. This chapter presents the findings from the whole review, 

summarising the methods in Section 3.3. and the results in 3.4. Section 3.5. offers an extended discussion of 

the three primary themes from the findings, drawing on extant literature. After drawing the conclusions of 

the systematic review together in Section 3.6., I discuss the implications for the positioning of this research in 

Section 3.7. 

 

3.2. Introduction to the Systematic Review  

The systematic review addressed the question: what reasons do people with and without learning disabilities 

give for their own self-injury?  

 

The rationale for the study arose out of a recognition that research and practice in self-injury by people with 

learning disabilities has primarily focused on biobehavioural factors (Hagopian et al., 2018) (as discussed 

more fully in Chapter One). Emotional distress in response to adverse experiences is a factor commonly 

considered in relation to people in the general population who self-harm (Nock, 2009), but has received less 

attention as an explanatory factor for those with learning disabilities (Lovell, 2008; Heslop and Macauley, 

2009). This systematic review examined self-reported explanations for self-injury, discussing how the findings 

from self-reported studies with people with learning disabilities contrasted with those from self-reported 

studies of people within the general population.  

 

3.3. Methods13:  

3.3.1 Search strategy 

Five databases (PsychINFO, IBSS, CINAHL, Web of Science and Medline) were systematically searched to find 

qualitative, peer-reviewed, empirical research since 2000 about self-reported reasons for self-injury/self-

 

13 Please see the published article in Appendix C for a fuller description of the method. 
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harm14. Each of the databases was searched using all combinations of the words ‘self-injury/self-harm’ and 

‘cause’. Search terms were developed through looking at relevant systematic review search terms (Griffith et 

al. 2013; Van den Bogaard et al. 2019), and utilising any suggested alternatives in the databases.  

 

3.3.2 Inclusion / Exclusion 

The inclusion / exclusion criteria15 were applied at the title and abstract review stage and again with the full 

text articles, utilising a second reviewer for the latter process.16 Half of the excluded articles were combined 

with half of the included articles. A second reviewer screened these articles against the exclusion and 

inclusion. There was agreement about which articles to include and exclude; discussions between the 

reviewers resulted in the strengthening of the wording of the exclusion and inclusion criteria. 

 

 3.3.3 Quality Assessment 

The Critical Appraisal Skills Programme (CASP) (2018) Qualitative Studies Checklist was used to assess the 

methodological rigour of the studies; the second reviewer assessed half the included findings and scored 

within 10% differentiation17.  

From the 44 studies conducted with people without learning disabilities, ten papers scored 10/10, showing 

rigour and thoroughness in all areas. Eleven papers scored nine, some having just one ‘can’t tell’ criteria, and 

others one ‘no’. Ten studies scored eight and six papers scored seven. These 34 papers in total are the papers 

that this systematic review draws from in the narrative synthesis. The remaining seven papers, four of which 

scored six, and three of which scored five, were not excluded but were not drawn on in terms of evidence or 

participant citations, although they were included when the synthesis discussed ‘all the studies’. Of the four 

studies asking people with learning disabilities about their self-harm, Didden et al. (2008) and Harker-Longton 

(2002) scored nine, Brown and Beail (2009) scored eight and Duperouzel and Fish (2010) seven. They were all 

drawn on in the synthesis and discussion of the literature. 

 

 

14 See Appendix D to see the search terms run in Medline as an example.  

15 See Appendix E for full inclusion / exclusion criteria. 

16 The list of excluded studies with the reasons for exclusions is presented in a table in the Appendix F. 

17 See Appendix G for an Example Quality Assessment Table. 
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3.3.4 Data extraction and synthesis 

All findings and themes that directly provided data on self-reported reasons for self-injury were extracted 

into a separate findings document for analysis and synthesis. An iterative approach was taken, in which the 

findings were read and re-read to identify themes inductively. The data set was coded systematically before 

collating the codes into potential themes.18 

 

Participant quotes were used to illustrate particular themes. Latent interpretation was applied at times—for 

instance, when the participant in Harker-Longton and Fish’s (2002) study was asked about her self-injury, she 

replied: ‘“it still hurts. Pain in there.” [Points to her heart]’ (p. 143). This was coded as ‘difficulty articulating 

emotions’. This form of interpretation reflects the review’s constructionist paradigm, reflecting the 

epistemology that meaning is socially produced. 

 

3.4. Findings:  

Electronic database searches produced 22,370 articles. Duplicates were removed (4,496) leaving 17,874 

articles. The primary researcher screened these by title and abstract against the inclusion/exclusion criteria, 

excluding 17,759 articles. This produced 115 articles which were acquired as full text articles; the reference 

lists of these full text articles were searched, and one article was identified and added. These were screened 

against the inclusion / exclusion criteria and 68 were excluded, producing a total of 48 articles representing 

48 separate studies included in the review19. 

Four of these studies conducted face-to-face, qualitative interviews with people with mild and moderate 

learning disabilities. Three were conducted in the UK and one in the Netherlands. The studies were 

conducted between 2002 and 2010; no studies were found that asked people with learning disabilities about 

their own self-injury between 2010 and 2020. No studies were found that met the inclusion criteria which 

sought the views of people with severe and profound learning disabilities about their own self-injury. The 

paucity of studies with people with learning disabilities was a significant finding of the review.  

Forty-four qualitative studies were found which conducted research with people in the general population. 

These studies all conducted face-to-face interviews except for five exceptions which utilised: telephone 

interviews (Adler and Adler, 2007); written correspondence (Harris, 2000; Rissanen et al., 2008); analysis of 

online narratives (Breen, Lewis & Sutherland, 2013); and email interviews (Horne and Csipke, 2009). Four 

 

18 See Appendix H for the full Data Extraction Table. 

19 See Appendix I for Prisma flow chart. 
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studies included some quantitative data (Abrams and Gordon, 2003; Harvey and Brown, 2012; Huband and 

Tantum, 2004; Wand et al., 2018), but it represented <50% of the data collected and did not dominate the 

findings. Four studies included additional qualitative methods, such as focus groups, case-study data, 

ethnographic observations or journals (Bheamadu et al., 2012; Csordas and Jenkins, 2018; Schoppman et al., 

2007; Stanicke et al., 2019).  

Twenty of these studies were from the UK, twelve from the USA and Canada, five from Europe, three from 

New Zealand and Australia, two from Asia and one from Africa. The global span of studies reflects that self-

harm transcends culture and geography (Favazza, 1996) and is a growing global concern. Eighteen studies 

were from the years 2000-2010 and 27 from years 2011-2020, reflecting the steady increase in research in 

self-harm in the general population over the last 20 years. This is in stark contrast with the trajectory of 

studies with people with learning disabilities. 

 

The findings from the four studies conducting research with people with learning disabilities are presented 

below. There were three primary themes: regulating overwhelming emotion; adverse experiences; and 

emotional inarticulation. In Section 3.4.1.4, secondary themes are briefly presented. The findings pertaining 

to people in the general population are presented following the same pattern in Section 3.4.2. 

 

3.4.1. Findings from the studies conducted with people with learning disabilities.  

3.4.1.1. Regulating overwhelming emotion  

Duperouzel and Fish (2010) described that self-harm brought ‘relief from extreme emotional states that they 

were unable to cope with’ (p.609). Self-harm as a means to regulate overwhelming emotion was a dominant 

theme across all four studies and most participants.  

The language that participants used to describe this process alluded to the sense of a build-up of 

overwhelming emotion: ‘I just got more and more upset and agitated and I put my head through a window’ 

(Brown and Beail, 2009:  508). The participant in Harker-Longton and Fish’s (2002) described a similar process 

of a build-up of emotions with a sense that self-injury enabled her to get some relief from these internal 

pressures. Didden et al. (2008) concluded that ‘most individuals in our study reported that an increased 

arousal level (e.g., nerves, being tense) often elicits skin picking’ (p.128). Brown and Beail (2009) reported 

that,  

‘self-harm was described as an intensely emotional experience and some described a relief of 

feelings…hopelessness, anger, frustration, guilt, regret and shame’ (p.510).  
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3.4.1.2. Adverse experiences 

The role that past experiences played in self-injury was a strong theme in Brown and Beail’s (2009) study: 

‘this study suggests that traumatic past experiences are alive in the present and hold meaning in relation to 

self-harm’ (Brown and Beail, 2009: 510). This theme occurred in Harker-Longton and Fish (2002) and Didden 

et al.’s (2008) studies, but not in Duperouzel and Fish’s (2010) study. Loss was also reported as a factor for 

some of the participants in some studies (Brown and Beail, 2009; Didden et al., 2008); the single participant 

in Harker-Longton and Fish’s (2002) study expressed a sense of loss and abandonment in connection to her 

own self-injury. Brown and Beail’s (2009) analysis of this factor was that:  

‘events in the past… seemed unresolved…Most striking within this were participants’ experiences of 

sexual, physical or emotional abuse and loss, which they closely identified with self-harm’ (p.506).  

 

3.4.1.3. Emotional Inarticulation 

Participants in the studies appeared to have some difficulty finding the language to articulate their emotions, 

instead relying on physical expressions:  

‘[Interviewer] What do you think when you injure yourself? [Catherine] “It still hurts. Pain in there.” 

[Points to her heart]’ (Harker-Longton and Fish, 2002:  143).  

Self-injury was perceived to operate as ‘a form of communicating…distress’ (Harker-Longton and Fish, 

2002:147) or ‘a form of expression of emotional distress’ (Duperouzel and Fish, 2010: 612). Sometimes, it 

seemed that self-injury spoke for them in a way that they were unable to do through words: ‘[Interviewer] 

What’s swallowing about?...[Catherine] “Makes a point that I’m unhappy”’ (Harker-Longton and Fish, 2002:  

143). 

‘Others were unable to verbalise or face up to these emotions, and could not see a future without 

injuring themselves’ (Duperouzel and Fish, 2010:  610).  

 

3.4.1.4. Secondary Themes 

3.4.1.4.1.  Specific overwhelming emotions 

Some participants in the studies were able to name shame, guilt, anger and self-punishment as some of the 

emotions that overwhelmed them. Shame and guilt following self-injury was reported by participants in three 
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out of four studies (Brown and Beail, 2009; Duperouzel and Fish, 2010; Harker-Longton and Fish, 2002): 

‘people described an overwhelming sense of regret and guilt following the act’ (Brown and Beail, 2009: 508). 

Anger was an emotion that some participants appeared to fear, which led to them turning it inwards on 

themselves, choosing to hurt themselves rather than another. Punishment was reported by participants in 

two studies (Brown and Beail, 2009; Harker and Longton and Fish, 2002). One participant reported that ‘I was 

dirty so I had to punish myself’ (Harker-Longton and Fish, 2002: 143). 

 

3.4.1.4.2. Endorphin release 

The sense of euphoria or endorphin release was reported in two studies: ‘I was getting what I realise now 

was a massive adrenalin rush, a massive amount of adrenalin’ (Duperouzel and Fish, 2010:  609). However, 

the participants appeared to become habituated to the self-injury, so that it needed to get ‘deeper. The 

deeper it is, the better it is’ (Harker-Longton and Fish, 2002: 143). ‘Your body gets addicted…when you get 

angry your body expects to be cut’ (Brown and Beail, 2009: 508). 

 

3.4.1.4.3.Suicide avoidance / make it stop 

The relationship between suicide and self-injury was ambiguous, with some being clear that cutting was not 

suicidal, although with an awareness of the risks (Brown and Beail, 2009). However, suicidal feelings were not 

always met with suicidal actions, instead self-injury seemed to deal with them: ‘nothing’s worth living for, 

what the *** hell should I do, balls to it, cut myself’ (Duperouzel and Fish, 2010:  610). In this instance, the 

participant dealt with the ‘it’s not worth living’ impulse with cutting.  

 

3.4.1.4.4.Control 

‘Control and power in relation to others in the environment were highlighted by some people’ (Brown and 

Beail, 2009: 506). Sometimes this was a perceived attempt ‘to exert some control over the people’ (Brown 

and Beail, 2009: 507), whilst for others it was the lack of autonomy and control that being in a secure unit 

represented (Duperouzel and Fish, 2010:  609). Harker-Longton and Fish (2002) similarly noted a need for 

Catherine to assert control and power through self-injury (p.147). 

 

3.4.1.4.5. Interpersonal triggers 

The role of current relationships and interactions was a factor for participants’ self-injury. This included a lack 

of interaction (Didden et al., 2008:  127), as well as unsettling or overwhelming interactions (Brown and Beail, 
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2009:  506), including being teased (Didden et al., 2008: 126) and punitive responses from staff such as anger 

or blame (Duperouzel and Fish, 2010). Interpersonal interactions were not considered to be a factor in the 

ontology of self-injury but it was clear that the interactions helped or hindered participants capacity to cope 

with the urge to self-injure (Duperouzel and Fish, 2010:  610).  

 

3.4.1.4.6. Medical or Physical Factors 

Participants in Didden et al.’s (2008) cited medical and physical reasons as a primary reason for skin-picking, 

usually due to eczema or itchiness. It was a major theme in this study, which only interviewed participants 

with Prader-Willi Syndrome: ‘it starts to itch and then I start to scratch and pick my skin’ (p. 126). This theme 

was not picked up in the other three studies.  

 

3.4.2. Findings from the studies conducted with people in the general population  

3.4.2.1. Affect regulation 

All 44 studies found that some of the participants reported that self-harm alleviated negative or 

overwhelming emotions. Participants reported that emotions built up over time to an ‘unpleasant and ill-

defined emotional state that intensified over time before it [became] intolerable’ (Huband and Tantum, 

2004: 419); self-harm was effective in providing ‘release or relief’ (e.g. Adamson and Braham, 2011; Brooke 

and Horn, 2010: 118). Often times, self-harm was felt by participants to make nebulous emotions visceral: 

taking ‘the emotional pain [and] turning it into physical pain’ (Curtis, 2018:  854). The after-effects of self-

harm were often described in profoundly positive language: ‘[it’s] relaxing and it calms me…comforting’ 

(Russell et al., 2010: 101). In short, ‘the goal or purpose… is to feel better and it usually fulfilled this goal in 

the short term’ (Curtis, 2016: 29).  

A secondary, less common aspect of affect regulation was managing numbness and dissociation: 'not feeling 

enough' - an inability to feel emotion or a sense of numbness (Horne and Csipke, 2009: 659). Both the act of 

self-harm and the scars over time served to ‘counteract the feeling that the self has disappeared’ (Breen et 

al., 2013: 60). Overall, for many participants, ‘effects and the aftermath…were overwhelmingly positive’, 

feeling ‘better, satisfied, settled, and more relaxed’ (Marzano, Ciclitira and Adler, 2016: 172). ‘Each cut that 

happened, was a relief from a problem’ (McAndrew and Warne, 2014: 573). 
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3.4.2.2. Adverse experiences 

A majority of studies reported that participants had experienced Adverse Childhood Experiences (ACE), 

trauma or abuse, and that these experiences prompted the emotions that led to self-harm (e.g. Adler and 

Adler, 2007; Williams et al., 2018).  

Childhood abuse was commonly reported in studies (e.g. Bennett and Moss, 2013; Inckle, 2014). Other 

experiences that impacted on participants’ self-harm included: parental or familial tension, such as arguing 

and divorce (e.g. Abrams and Gordon, 2003; Bhaumadu et al., 2012); being cared for by parents with mental 

health problems or drug-dependency (e.g. Abrams and Gordon, 2003; Jackman et al., 2018); and loss (e.g. 

Bennett and Moss, 2013; Lesniak, 2010). Bullying and/or peer isolation was a significant factor amongst 

adolescents (Alexander and Clare, 2004; Lesniak, 2010; Wadman et al., 2018a). The pressures of academic 

studies was a factor for some (e.g. Alexander and Clare, 2004; Williams et al., 2018), as well as the pressure 

to meet perceived social norms and live up to standards apparently communicated through social media 

(Hetrick et al., 2020: 5).  Whatever the interpersonal traumas were, the experience and emotions related 

were typically internalised (McAndrew and Warne, 2014: 573).  

 

3.4.2.3. Emotional Inarticulation 

Participants in most studies inferred that they had difficulty articulating or communicating their emotions, 

which led to self-harm (e.g. Hansson et al., 2020; Schoppman, et al., 2007). Wojciechowski (2017) reported 

that ‘all participants discussed an inability to express their feelings to other people’ (p.575). There was a deep 

struggle to articulate feelings of distress. This was reported repeatedly by participants: ‘I don’t know if I’m 

angry or if I’m sad or if I’m frustrated or stressed’ (Alexander and Clare, 2004: 76); ‘the dominant feature… is 

speechlessness’ (Schoppman, 2017: 592). 

Self-harm was an attempt to represent and share experiences that were not possible to communicate in 

another way (Stanicke et al., 2010; Williams et al., 2018). Sometimes this was connected to a sense of 

powerlessness stemming from a sense of not feeling ‘appreciated, loved or wanted’ (Morris et al., 2015:127), 

for others it was linked to shame (e.g. Curtis, 2016). Sometimes this was connected to the suppression of 

emotions (e.g. Bhaumadu, Fritz and Pillay, 2012; Wadman et al., 2018a). Jackman et al. (2018) note that it 

was not necessarily the experience per se, but the need to keep it inside that seemed to lead to cutting. Thus, 

self-harm was understood in a dual sense as a non-verbal cry for help as well as a tool for ordering, 

expressing and regulating unnameable emotions.  
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3.4.2.4. Nameable Emotions and Ruminating 

Many participants struggled to name the emotions which overwhelmed them, as described above. Those that 

were able to, typically spoke about a sense of anger that they turned in on themselves, shame and guilt, the 

need to punish themselves and/or self-hatred. These emotions were linked to rumination (e.g. Adamson and 

Braham, 2011; Chandler, 2012). Ruminating can be thought of as a mental chewing things over. This is often 

what participants described:  

‘I would kind of recycle that in my mind and then it would… escalate into this massive situation in my 

head’ (Brooke and Horn, 2010: 118). 

Participants described how self-harm would allow them to sort out the chaotic thoughts (Holm and 

Severinsson, 2010). Oftentimes, rumination was brought on by a combination of proximal factors 

(interpersonal difficulties which led to intrapersonal difficulties or conflict) which activated distal factors 

(feelings about what had happened previously) (Brooke and Horn, 2010: 118).  

 

3.4.2.5. Secondary Themes 

3.4.2.5.1.  Endorphin release 

Participants in many studies described how self-harm did not just make the overwhelming feelings stop, but 

also gave them a ‘high’ (e.g. Russell et al., 2010; Stanicke et al., 2019). The potential for a significant 

endorphin release from self-harm is well established in the literature:  

‘a release of endorphins after the physical damage that contributes to the feeling of relief supports 

an addictive maladaptive coping cycle of pain, relief, shame and self-hate’ (Hicks and Hinck, 2008: 

408). 

Thus, self-harm had the qualities of an addiction. It is this experience of addiction, habituation and escalation 

which leads on to the correlations between self-harm and suicide.  

 

3.4.2.5.2.  Suicide avoidance / make it stop 

Self-harm and suicide are correlated within the literature, with self-harm being a significant risk factor for 

suicide (HM Government, 2019). However, participants often perceived self-harm as an anti-suicide act or a 

way to avoid suicide: ‘sometimes cutting was a way of dealing with feeling suicidal, releasing the pain instead 

of making a suicidal act’ (Curtis, 2016: 26). The relationship between self-harm and suicide moved in both 

directions, so that self-harm can be seen to prevent suicide as well as be a risk factor for suicide.  
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3.4.2.5.3.  Control 

For participants who had life experiences which had rendered them feeling very out of control – whether 

experience of abuse, assault, incarceration or being in controlling relationships - finding a way to exert 

control was an important aspect of self-harm (e.g. Curtis, 2016; 2018; Wadman et al., 2018). For others, 

simply having a practical, physical way to bring under control overwhelming emotions was important (e.g. 

Adler and Adler, 2007; Hill and Dallos, 2012).  

 

3.4.2.5.4.  Interpersonal triggers 

Some studies found that participants reported that interpersonal or social experiences in the moment could 

provoke self-harm (Bhaumadu et al., 2012; Marzano et al., 2016). Difficult interpersonal experiences in the 

here and now often combined with prior trauma, triggering the rumination processes that would lead on to 

the unbearable feelings that engendered self-harm (Marzano et al., 2016). 

 

3.4.2.5.5.  Help-seeking 

Help-seeking, often described as ‘attention-seeking’ by professionals, is a motivation often emphasised by 

front-line professionals (Rayner et al., 2019; Saunders et al., 2019), but was described infrequently by 

participants across the studies, and almost always as a secondary function. However, the oftentimes 

secretive nature of self-harm, alongside the tendency for those who self-harm to communicate about their 

desire to sort themselves out without reference to anyone else, alongside the fact that we know that self-

harm is under-reported, makes this function of self-harm secondary at best, but perhaps more accurately 

thought of as an outlier.  

 

3.5. Discussion of the findings  

3.5.1. Key findings  

The findings indicated that there were similarities between self-reported reasons for self-harm/self-injury 

between participants with and without learning disabilities. The first three primary themes in people within 

the general population (affect regulation, (regulating both overwhelming emotions and numbness); adverse 

experiences; and emotional inarticulation) echo the primary themes found in the four studies asking people 

with learning disabilities about self-injury. 
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However, the number of published papers asking people with learning disabilities about their own self-injury 

were at a ratio of 1:11 in comparison to papers asking people in the general population about their own self-

harm. Additionally, there was no published research asking people with learning disabilities about their own 

self-injury between 2010 and 2020. This disparity in the time-frame and quantity of studies in the two groups 

was discussed in the published paper in relation to a number of concerns: inclusive research, ‘challenging 

behaviour’ and the biobehavioural model of self-injury (see Appendix C). 

In the next section, the three primary themes shared across both sets of studies – affect regulation, adverse 

experiences and emotional inarticulation - will be discussed in turn, drawing on wider literature and research 

in relation to people with learning disabilities.  

 

3.5.2. Regulating Overwhelming Emotions 

Across all 44 studies with participants from the general population, participants reported that self-harm 

functioned to enable them to regulate emotion. These papers spanned 20 years of research with participants 

from across the globe and from a wide range of demographic groups, and yet the language of ‘relief’ and 

‘release’ from a build-up of intolerable emotion was ubiquitous. Emotional regulation is well-established as 

an explanation for self-harm from self-report literature and across the spectrum of research (Kelada et al.,  

2018; Klonsky, 2009; Nock, 2007).  

The theme of emotional regulation similarly dominated the four studies with people with learning disabilities. 

Participants described the relief that self-injury brought them from internal pressures and overwhelming 

feelings. Participants across the two groups expressed that self-harm/self-injury was an effective resource, 

reliably and speedily bringing relief from overwhelming emotion.  

Despite the inequality of evidence between the two groups, the pervasiveness of this theme across the 48 

studies suggests that this well-established function for self-harm in the general population has some cross-

over for people with learning disabilities (Lovell, 2008; Shkedy et al., 2019; Wolkorte et al., 2018). Although, 

the role of emotional regulation is rarely discussed in biobehavioural research (Oliver and Richards, 2015; 

Rojahn et al., 2008), there is a body of research that discusses the aetiological function of emotional 

regulation or emotional management in relation to self-injury for people with learning disabilities, which will 

be examined. 

Halliday and Mackrell (1998) present an overview of psychological approaches to supporting people with 

learning disabilities who self-injure, followed by three case studies. The third case study applied a functional 

and psychodynamic approach, finding that the individual’s self-injury was ‘an expression of anger and 
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distress… and a defence against trauma’ (p.398). They conclude that self-injury is ‘functionally adaptive to the 

environment in behavioural terms and functionally defensive against difficult internal feelings in emotional 

terms… self-injury is the person’s best attempt to deal with distress’ (p. 400). Thus, this paper bridges the 

biobehavioural and psychosocial understandings of self-injury, incorporating both to help understand the 

multiple functions of self-injury. 

Murray’s (2003) paper focuses on discussing psychosocial perspectives of self-injury among adolescents with 

learning disabilities; he describes how self-injury, 

‘may also relieve and release certain emotions and feelings…stress, tension and anxiety… anger, 

frustration and loneliness… in addition, self-harm behaviour may also be physical pain as a substitute 

for psychological pain’ (p.39).  

Similarly, Lovell (2008), in his case study research with six people with learning disabilities, listed that self-

injury, 

‘could provide temporary respite or oblivion, reasonable means of coping with unpleasant 

circumstances, memories and feelings; a “primal” route to punishment, withdrawal, relief, control, 

confirmation of being alive’ (p.118).  

He concludes that we cannot preclude self-injury as a way for an individual with severe learning disabilities to 

disassociate from the body or manage emotional overload (p. 119).  

Likewise, in Heslop and Macauley’s (2009) study, asking 25 people with learning disabilities about their self-

injury, they reported that ‘intense feelings…were often an antecedent to self-injury’ (p.101). Emotions that 

could be described were anger, sadness or depression, self-hate and feeling suicidal. Participants described 

that self-injury made them feel both better and worse: ‘it made me feel more alive…it made me feel better 

basically…the relief of the pain inside’ (p. 52). However, it led to feeling ‘upset and ashamed with myself’ (p. 

53). This pattern of self-injury relieving overwhelming emotions but quickly followed by experiences of shame 

is an echo of the self-reported reasons for self-injuring amongst those in the general population (Lewis et al., 

2017; Stanicke et al., 2018). Unique to Heslop and Macauley’s (2003) research study was their inclusion of 

interview participants with non-speaking communication. They found that strong emotions that were difficult 

to articulate and understand were also a precursor to self-injury for these participants. 

The role of regulating strong emotions through self-injury is also reported in research exploring self-reported 

reasons for challenging behaviour. In an integrative review synthesising the findings of seventeen qualitative 
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studies examining the experiences of people with learning disabilities and challenging behaviour, Griffith, 

Hutchinson and Hastings (2013) describe how,  

‘self-harm was always reported as an intensely emotional experience, and the most common reason 

given for engaging in self-harm was as a form of relief from overwhelming mental distress. This 

distress was related to feelings of sadness, hopelessness and shame’ (p. 478).  

In Wolkorte et al.’s (2018) study asking individuals with learning disabilities about their own challenging 

behaviour, ‘the inability to properly cope with emotions was…frequently mentioned’ (p. 1425). Similarly, Van 

den Bogaard et al., (2019) in their recent systematic review of studies ascertaining self-reported reasons for 

challenging behaviour amongst people with learning disabilities, found that participants described self-harm 

as ‘a form of self-help’ (p. 140). Anger, sadness, feeling upset or out of control, feeling bored, feeling guilt and 

shame, nerves, self-punishment and worrying about getting better ‘were all mentioned as a reason for SIB 

according to clients with ID’ (p. 140). 

There have been some wider considerations as to whether self-harm amongst people with learning 

disabilities might be connected to emotional distress. Marston et al. (1997) investigated manifestations of 

depression in people with learning disabilities. They reported that, with increasing severity of learning 

disability, there was a move towards ‘behavioural depressive equivalents such as aggression, screaming and 

self-injurious behaviour’ (p. 476). Similarly, Hurley (2008) investigated depression amongst people with 

learning disabilities, recommending that ‘when there is a new onset or significant change in challenging 

behaviour, depression must be a consideration’ (p.914). Richards et al. (2012) examined correlates of self-

injury in individuals with ASD, Fragile X Syndrome and Down’s Syndrome finding that, ‘those who engage in 

self-injury have significantly lower mood and interest and pleasure scores than those who do not engage in 

self-injury’ (p.484), although the correlation did not indicate the direction of association. Hayes et al. (2011) 

investigated low mood and challenging behaviour (which included self-injury) amongst people with learning 

disabilities, finding that,  

‘people with severe and profound [learning disabilities] show clear and measurable signs of low 

mood, [which] was associated with challenging behaviour’ (p.182).  

Lastly, emotional development has been found to be  

‘the major factor predicting challenging behaviour…in particular overall challenging behaviour and… 

“aggression to self”’ (Sappok et al., 2014:795). 
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However, Hayes et al. (2011), despite finding that ‘self-injurious behaviour’ was associated with low mood, 

warn that,  

‘caution should be taken to not assume that all challenging behaviour is indicative of an underlying 

mental health difficulty – several decades of high quality research has informed us that challenging 

behaviour is multifaceted in its origin’ (p. 186).  

Similar caution is found amongst research proponents of the biobehavioural model (Oliver and Richards, 

2015), with the suggestion that the role of emotion should be considered ‘only after pain and discomfort and 

environmental explanations have been considered’ (Oliver and Richards, 2015: 1045).  

Despite the cautionary tone found in some studies, and the lack of self-report studies, 

‘there is now sufficient evidence to show that people with learning disabilities have emotional lives 

with emotional difficulties, [and] need help with these’ (Lovell, 2008: 29). 

 

3.5.3. Adverse Experiences  

The role of adverse experience was the second primary theme across the systematic review. Participants 

from the studies with people in the general population described a range of experiences that they felt 

contributed to or were the latent cause for their self-harm, including childhood abuse, parental or familial 

tensions, loss, bullying and the pressure of academic studies which led to feelings of failure.  

Similarly, participants from studies with people with learning disabilities described the impact of physical, 

emotional and sexual abuse, as well as loss and abandonment. The associations between adverse 

experiences and self-injury need to be contextualised within the heightened vulnerability to adverse 

experiences, including abuse and trauma, implicit for people with learning disabilities (Beail et al., 2021). 

These vulnerabilities will be described and discussed before applying to the findings. 

It is well established that people with learning disability are at higher risk of emotional, physical and sexual 

abuse (Beail et al., 2021; Marcal and Trifoso, 2017). The correlation between abuse and self-injury for people 

with learning disabilities can be seen in both directions. People with ‘behavioural disorders’, including self-

injury, are at increased risk of abuse (Miller and Brown, 2014), whilst the experience of abuse is also a 

precipitant to self-injury (Murray, 2003; Sequeira et al., 2003). Van den Bogaard et al. (2019) found in their 

systematic review of self-reported reasons for challenging behaviour that sexual, physical and emotional 

abuse, multiple traumas and unresolved past events were all related to self-injury.  
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Research has consistently reported over the decades that there is a connection between self-injury and 

sexual abuse for people with learning disabilities. Almost 30 years ago, Burke and Bedard (1995) in their 

study with 50 people with learning disabilities ranging from borderline to profound, reported that individuals 

in the study were up to three times more vulnerable to sexual victimisation: 54% had confirmed experiences 

of sexual abuse and 22% were suspected to have experienced it. Similarly, Sequeira et al., (2003)’s case 

controlled study with people with learning disabilities who had experienced sexual abuse found symptoms of 

increased mental illness, behavioural problems and post-traumatic stress. They reported that: 

‘self-injurious behaviours, however, were higher in the abused group, suggesting that these too may 

be associated with sexual abuse in individuals with learning disabilities’ (p.454).  

More recently, Heslop and Macauley (2009) reported that all but one of their 25 participant with learning 

disabilities who self-injured reported past traumas, mostly abuse and bereavement. They reported that 

‘there was a huge amount of past trauma in the lives of those we interviewed, although this was unknown 

when they were selected to take part in the research project’ (p. 43). Memories of adverse experiences 

reported as leading up to self-injury centred around abuse and bereavement (Heslop and Macauley, 2009). 

Thinking more generally about adverse experiences amongst people with learning disabilities, Borghus et al., 

(2020) investigated post-traumatic stress disorder (PTSD) in people with mild to severe learning disabilities, 

finding that, ‘individuals with [learning disabilities]… are more likely to experience traumatic events, 

especially sexual, physical, and emotional abuse’ (p.36). In their study, four out of nine participants met the 

criteria for PTSD, although PTSD had never been considered or discussed before for the participants. These 

findings echo Ryan’s (1994) much larger study from twenty-six years prior, finding significant levels of abuse 

or trauma amongst people with learning disabilities with 16.5% meeting the criteria for PTSD. Ryan stated 

that: 

‘in about half of the cases the traumatic event was known to someone working with the client. In no 

cases had the diagnosis of PTSD been considered’ (p. 47).  

Having a learning disability in itself has the potential to be traumatic (Sinason, 1992). Hollins and Sinason 

(2000), in their discussion of trauma and learning disability, commented that,  

‘where there is disruption to bonding as a result of the disability, the disability itself is experienced as 

a trauma, both at the time it is diagnosed for the parents and at the time the child becomes 

cognitively aware of it’ (p.33). 
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Hubert and Hollins (2006), in their ethnographic study with men with disabilities in an institution describe a 

powerful example of this:  

‘it was clear that he was well aware of his blindness, which had been caused by self-injury. He only 

had a few words, but at times he would say, “blind, blind, blind”, over and over again, become 

increasingly distressed… with tears running down his face’ (p. 72).  

In summary, people with learning disabilities are more likely to experience abuse and trauma and less likely 

to receive support for such experiences (Borghus et al., 2020; Hollins and Sinason, 2000). The need to 

acknowledge, identify and respond to the presence of trauma for many people with learning disabilities is 

growing, reflected by the recent seminal work: ‘Trauma and intellectual disability: acknowledgement, 

identification and intervention’ by the psychologists Nigel Beail, Pat Frankish and Allan Skelly (2021).  

In addition to traumatic experiences, loss, which was reported in both groups as an adverse experience 

precipitous of self-injury, is an experience easily neglected for people with learning disabilities (Clements, 

2009; Doody, 2014; Grey, 2010). Dowling et al. (2006) reported that bereavement experiences were often 

unrecognised, denied or ignored by other people, including family members and care staff.  

‘Carers usually perceived behavioural reactions to loss as features of an individual's [learning 

disability], although they did associate withdrawn behaviour with bereavement’ (p. 280).  

The experience of loss, particularly when it is unacknowledged or unrecognised for people with learning 

disabilities can be expressed atypically, including through self-injury (Clements, 2009; Summers and Witts, 

2003):  

‘these seemingly “senseless behaviors” might be disturbing to health care providers and may result in 

the provider's failing to identify pathological grief, leading to additional developmental and 

emotional disruption and derailment’ (Clements, 2009: 780).  

In short, there is,  

‘a significant association between familial bereavement and the onset of challenging behaviours and 

psychopathology in people with intellectual disabilities’ (Dodd et al., 2005: 415). 

There is ample evidence that people with learning disabilities are at much higher risk of adverse experiences 

(Dodd et al., 2005; Wigham and Emerson, 2015): ‘people with [learning disabilities] may experience a greater 

number of life events than their typically developing peers’ (Hulbert-Williams and Hastings, 2008: 884). 

Moreover,  
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‘people with [learning disabilities] have been described as one of the most stigmatised and excluded 

groups in society… awareness of stigma has been shown to be associated with low levels of self-

esteem and self-efficacy, feelings of inferiority and symptoms of anxiety and depression in people 

with [learning disabilities]’ (Marriott et al., 2019: 3).  

The connection between abuse or trauma with self-injury is not linear: not everyone who has experienced 

abuse or trauma self-injures, and not everyone who self-injures has experienced abuse or trauma (Curtis, 

2018; Sequeira, Howlin and Hollins, 2003). However, adverse experiences increase the risk that self-injury will 

be resorted to as a coping mechanism for the emotions engendered (McAndrew and Warne, 2005; Sinason, 

1992), which the studies in both groups reflect. People with learning disabilities are more likely to have 

experienced the sorts of adverse experiences, such as abuse and loss, that are correlated to self-injury (Burke 

and Bedard, 1995; Hulbert-Williams and Hastings, 2008; Miller and Brown, 2014). The possibility that an 

individual has experienced abuse or trauma should be deliberately kept in mind for a person with learning 

disability who self-injures, just as it is for people without learning disabilities who self-harm (NICE, 2015; 

2022). As the Learning Disability Professional Senate (2020) states: 

‘behaviours should be considered from a trauma perspective in understanding what they are 

experiencing’ (no page). 

The evidence of increased vulnerability to adverse experiences, and the documented role they play in self-

injury for some people with learning disabilities, infers that it is unacceptable to discount the role of adverse 

circumstances as a possible factor contributing to self-injury. To do so would be to risk compounding the 

suffering for the person (Borghus et al., 2020; Griffiths et al., 2013; Sinason, 1992). 

 

3.5.4.  Emotional inarticulation 

The third primary theme presented in the systematic review was emotional inarticulation. This is also known 

as alexithymia, which is a ‘personality factor defined as an impairment in identifying and describing emotion’ 

(Iskric et al., 2015: 1). It is reasonably well established as a risk factor for self-harm and suicide in the general 

population (Iskric et al., 2020; Norman and Borril, 2015).  

The systematic review found that participants with and without learning disabilities found it difficult to 

articulate what they were feeling. In the four papers exploring the experiences of people with learning 

disabilities, self-injury appeared to operate for some participants as a substitute for verbal expression, with 

the sense that emotions could not be ‘verbalised’ (Duperouzel and Fish, 2010; Harker-Longton and Fish, 

2002).  
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Difficulties with verbally communicating emotion are potentially compounded for someone with a learning 

disability, who may have some difficulty communicating complex ideas or who may use non-spoken 

communication, which can be less nuanced. However, for the participants with learning disabilities in the 

four papers, it did not appear to simply be a vocabulary problem, but something suggestive of alexithymia-

type difficulties. This idea is echoed in wider research. 

In Heslop and Macauley’s (2009) research with 25 participants with learning disabilities, they found that 

some participants struggled to name and differentiate emotions: ‘“I didn’t know whether I was angry, happy 

or sad”’ (p. 44). They found that participants were,  

‘able to recognise some emotions and link them with…self-injury, but that the emotions themselves 

were not always clearly defined…“I don’t know a lot of things that go on in my head sometimes”’ (p. 

45).  

They noted that participants would benefit from help with communicating emotions, including in their 

recommendations that emotional literacy could be taught:  

‘Learning to understand, clarify and manage one’s emotions can be complex and difficult at times, 

but role modelling, discussion, reflection and “trial and error” all have their place’ (Heslop and 

Macauley, 2009: 104). 

It is established that self-injury is associated with reduced language development amongst people with 

learning disabilities (Emberson and Walker, 1990; Saloviita, 2000) and that self-harm amongst the general 

population can be connected with alexithymia (Iskric et al., 2020; Norman and Borril, 2015). Thus, in very 

broad terms, self-injury might be considered an act undertaken in lieu of adequate verbal communication.  

The biobehavioural and psychosocial models when applied to people with learning disabilities who self-injure 

concur with this but diverge in terms of how they understand what a person might be struggling to 

communicate. The biobehavioural model asserts that self-injury is used to communicate proximal, functional 

needs (Carr and Durand, 1985; Oliver et al., 2020). The psychosocial model is also based on the same notion 

(self-injury communicates in lieu of verbal communication) though it is more likely to conclude that self-injury 

‘is often a means of communication and is the adolescent’s best attempt to cope with environments that may 

be traumatic, frightening, or meaningless’ (Murray, 2003: 44).  

Essentially, the psychosocial model does not assume that a learning disability is an emotional disability 

(Goode, 1994; Sinason, 1992). Instead, it assumes that ‘people with severe learning disabilities can have 

intense, emotional and elaborate relationships’ (Lovell, 2008: 119). In contrast, the behavioural model is 
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based on assessing the functions of self-injury, but it ‘assumes that behaviors are determined by the 

immediate antecedents and consequences…[and thus] cannot account for the full range of causal factors’ 

(Nock, 2009:79).  

 

3.5.5. Concluding comments on the discussion of wider literature related to the primary themes 

The findings of the systematic review, together with the wider literature, suggest that affect regulation and 

adverse experiences, together with the potential contribution of alexithymia-type difficulties to articulate 

emotions, are common potential contributing factors towards self-injury for people with and without 

learning disabilities. Accepting that a person with learning disabilities might be self-injuring to regulate their 

emotions and/or in response to adverse circumstances, compounded by alexithymia-type difficulties, does 

not replace or negate the well-established biobehavioural functions for self-injury. However, to not consider 

these wider contributing factors alongside traditional functional analysis seems increasingly unjustifiable. 

 

3.6. Conclusions from the Systematic Review 

The systematic review found that the reasons people gave for self-injuring – whatever their location, 

background, age, mental health or learning ability – bore notable similarities. Self-injury for people with 

learning disabilities has often been treated by research and practice as a separate concern from self-injury 

within the general population. However, the self-reported reasons for self-injury given by people with mild 

and moderate learning disabilities, together with extant literature, (albeit the evidence is sparce), do not 

appear to mirror this separation. This indicates that the well-established understanding about why people 

self-injure (Klonsky, 2009; Nock, 2014) should no longer be discounted for people with learning disabilities 

(Brown and Beail, 2009; Heslop and Macauley, 2009; Shkedy et al., 2019). 

For a person with learning disabilities who self-injures, the role of emotion, the higher risk that people with 

learning disabilities have to adverse experiences, any recent losses, and acknowledgement and 

communication of emotion should be considered. In other words, ‘address self-injury in people with learning 

disabilities as it is addressed in anyone else’ (Heslop and Macauley, 2009: 104).  

 

3.7. Implications for the research project  

The systematic review revealed that there is a good amount of established evidence around self-reported 

reasons for self-harm in the general population. There is a much smaller amount of evidence available in 

relation to self-reported reasons for self-injury from people with learning disabilities, and nearly all of this 
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evidence is from people with mild and moderate learning disabilities. The four studies together represented 

the views of only 29 individuals with mild and moderate learning disabilities; thus, there is a need for more 

research establishing the views of people with learning disabilities about their own experiences in relation to 

self-injury.  

Secondly, there is almost no research seeking the direct account of people with more severe learning 

disabilities who self-injure, with the exception of Heslop and Macauley’s (2009) study, which included three 

participants with more severe learning disabilities. Whilst the challenges of collecting data from people with 

minimal or no spoken communication are apparent (Klotz, 2004), the call for inclusive research with people 

with a range of learning disabilities is long-standing (Nind and Vinha, 2014). It is not acceptable to extrapolate 

from the findings of people with mild or moderate learning disabilities ‘conclusions about the nature of 

intellectual disability in general, while the experiences and life worlds of those whose impairments are 

severe, profound, and often multiple, are often ignored’ (Klotz, 2004: 93).  

Lastly, there was no research found between 2010-2020 asking people with learning disabilities about their 

own self-injury, perhaps because this research was incorporated into studies asking people with learning 

disabilities about their own challenging behaviour (Griffith et al., 2013; Van den Bogaard et al., 2019). 

However, challenging behaviour (which can include ‘agitation, disruptive or destructive acts, withdrawn 

behaviour, arson, and sexual misconduct’ (Van den Bogaard et al. 2019: 128)) is not synonymous with self-

injury. Moreover, research with participants from the general population enquiring as to the reasons for self-

harm is not situated within the wider discussion as to why someone might set fire to something or sexually 

assault someone. Self-reported explanations for self-injury from people with learning disabilities must be 

treated as a discrete concern.  

Thus, the extant literature highlights a gap in knowledge in understanding the experiences of people with 

severe learning disabilities, particularly in relation to self-injury. Conducting research which seeks the direct 

experiences of people with severe learning disabilities in relation to their own self-injury provides crucial 

evidence that is manifestly lacking in the current body of knowledge. In addition, it is: 

‘essential for understanding, accepting and respecting people with severe and profound intellectual 

disabilities, and recognising that such people are already living socially meaningfully lives as they are, 

despite not conforming to the dominant and socially prescribed norms and expectations of 

meaningful action and behaviour’ (Klotz, 2004:93). 

Thus, the research questions for the research are:  
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What are the emotional experiences of young people with severe learning disabilities who self-

injure?  

What factors influence the emotional experiences of young people with severe learning disabilities 

who self-injure? 

How are the emotions of people with severe learning disabilities who self-injure understood and 

responded to by those supporting the young person? 

This systematic review is followed by Chapter Four, which outlines the methodology of the research, 

explaining the philosophical underpinnings, before describing the full process of the recruitment, consent, 

ethics, data collection and analysis of the research.  
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Chapter Four: Research Design, Methodology and Method 

4.1 Introduction 

This chapter commences by re-presenting the research questions in Section 4.2 to set the context for the 

research design. Section 4.3 outlines the epistemological and ontological assumptions underpinning the 

research, and Section 4.4 then introduces, rationalises and applies ethnography as the methodology.  

Section 4.5 describes how the research was conducted, explaining the process for recruiting and gaining 

informed consent from the organisation, the participants, key professionals and other young people in the 

setting. Substantial detail is shared, due to the intricacies of ethically organising this sensitive research. 

Section 4.5.2. describes the way in which reflexivity was embedded into the research project, and how this 

enabled me to maintain an appropriate and ethical boundary as a researcher. Section 4.5.3. describes the 

data collection processes of participant observation, fieldnotes and interviews. Section 4.6. describes the 

data analysis process.  

 

4.2. Research questions 

The aim of the research was to explore the emotional experiences of young people with severe learning 

disabilities who self-injure. It was important that this was explored directly with the participants themselves, 

capturing their emotional experiences in their ordinary context. My final research questions were: 

What are the emotional experiences of young people with severe learning disabilities who self-

injure?  

What factors influence the emotional experiences of young people with severe learning disabilities 

who self-injure? 

How are the emotions of people with severe learning disabilities who self-injure understood and 

responded to by those supporting the young person? 

 

4.3. Epistemological and ontological position 

This study explores the emotional experiences of the participants. Emotions are something which are 

inherently subjective: they are embedded in social relationships, embodied experience and cultural context. 

Firstly, learning to recognise, identify and name emotional experiences starts from birth, as the primary care 
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giver so often intuitively recognises and sympathises with the baby’s emotions, naming them as the baby is 

comforted (Travarthen, 1979). Thus, emotions are learnt socially (Stern, 1985). Secondly, as explicated in 

Chapter Two, emotions are physiological changes that are interpreted through the interoceptive part of the 

brain and translated into a nameable emotion; thus, emotions are experienced and interpreted from an 

embodied perspective (Nummenmaa et al., 2014). Lastly, emotional experiences and expectations vary from 

one culture to another, as studies of cultural expressions of grief and loss often typify (e.g. Neimeye et al., 

2014). Thus, emotions are interpreted relationally, viscerally and culturally.   

Consequently, this study is epistemologically positioned on an understanding that knowledge is socially 

constructed, and that meaning is co-created and interpreted within a hermeneutic context (Silverman, 2006; 

Symon and Cassell, 1998). This reflects the highly interpretative nature of the inquiry, necessitating that, 

ontologically, there can be no objective or absolute reality to uncover. Rather the study actively seeks the 

subjective experiences of the participants, understanding that knowledge is co-constructed within the frame 

of society and relationship.  

My position as a researcher occupied an interconnected space, acknowledging that my presence as a 

researcher was influencing the data I was collecting, whilst simultaneously my observations of and 

interactions with the participants were influencing my interpretations. Alongside this, it was important that I 

retained an understanding that my interconnection coexisted alongside an ‘implicit assumption that we are 

investigating something “outside” ourselves’ (Davies, 2008:3). This required a commitment to reflexivity, 

which will be explored in Section 4.5.2.  

All of the theoretical concepts from Chapter Two, as well as the methodological frameworks described in this 

chapter, sit within a social constructivist frame. This is essential to the presentation and discussion of the 

data, in which the participants’ emotional experiences will be presented from the framework that ‘meaning is 

dynamic and co-constructed’ and interpreted through context and relationship (Grove et al., 1999: 193).  

 

4.4. Methodology: introduction, rationale and application 

Before I describe the research method used in Section 4.5., the methodology is introduced, explained and 

applied. 

4.4.1. Introduction to ethnography 

Ethnography is a methodology that embeds the researcher within the setting and culture of the participants 

in order to explore their experiences in relation to their specific cultural, community and social spheres (Flick, 
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2014; Malinowski  et al., 1979). It is essentially an anthropological exercise, seeking to capture a rich emic 

view: through the building of trust and rapport, the researcher seeks to understand over time some of the 

depth and complexity of the participants’ world (Davies, 2008). 

‘The central aim of ethnography is to provide rich, holistic insights into people’s views and actions, as 

well as the nature (that is, sights, sounds) of the location they inhabit’ (Reeves, Kuper and Hodges, 

2008: 1020). 

Whilst ethnography often includes a variety of data collection methods, including interviews and multi-media 

data capture, participant observation is its primary method of data collection. Participant observation 

reflexively positions the researcher within the setting of the participants, both involved and detached. Rather 

than trying to achieve objectivity, the researcher acknowledges that they are in the setting, involved and 

influencing it, whilst also seeking to step back and reflect upon the role adopted. This allows the researcher 

to: 

‘understand and present the data as far as possible from each individual’s own perspective, to 

understand the nature of their relationships, and the cultural context and ethos of the environment 

in which they live’ (Hubert and Hollins, 2006: 124).  

 

4.4.2. Rationale for choosing ethnography 

Ethnography has been used to provide insights into the experiences of adults and children with severe and 

profound learning disabilities (Davis, 2017; Hubert and Hollins, 2007). Goode (1994) and Gleason (1989), 

some of the first researchers to use ethnography extensively with people with severe and profound learning 

disabilities, used ‘naturalistic’ contextual data to ‘enter the everyday world of multiply impaired children’ 

(Klotz, 2004: 33). Similarly, Davis et al.’s (2008) study with children with learning disabilities found that these 

methods facilitated the construction of ‘a complex understanding of their lives and identities’ (p. 221). Klotz 

(2008) in her paper tracking the history of ethnographic studies with people with severe learning disabilities, 

argues that it is the primary method enabling ‘people with intellectual disabilities [to be] accepted and 

engaged with as inherently social and cultural beings’ (Klotz, 2008:101).  

The high premium placed on participant observation has particular utility for researching young people with 

minimal or no speaking communication. For many young people who are nonspeaking, communication is 

subtle and nuanced, using movements, gestures, sounds and facial expressions that can only be interpreted 

by those who have taken the time to learn the language (Caldwell, 2012). Methods such as intensive 

interaction, as described in Chapter Two, assume a level of close and careful observation.  
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Additionally, ethnography provides a method that seeks both the individual and the holistic perspective 

(Reeves et al., 2008). It lends itself to researching people with severe learning disabilities, as it allows the 

participants’ world to be considered from a wider lens rather than breaking it down into the many different 

disciplines or support networks (Hubert and Hollins, 2007).  

Finally, placing an imperative on seeking the direct accounts and explanations of participants themselves who 

self-injure builds on a body of work that has established that seeking people’s direct experiences in relation 

to self-injury brings illumination to policy and practice in a way that other inquiries cannot (Lewis and 

Hasking, 2019). This type of inquiry has not been extended effectively to people with severe and profound 

learning disabilities (Heslop and Macauley, 2009; Klotz, 2008). 

In summary, ethnography provides an appropriately embedded methodology for seeking the direct 

experiences of the participants; it also builds on a long, though rather sparce, history of ethnographic 

inquiries with people with severe learning disabilities (Klotz, 2008).  

 

4.4.3. Incorporating infant observation into the ethnographic method  

This study incorporated the principles of psychoanalytic infant observation into participant observation. The 

tools of psychoanalysis have long been applied to ethnography (Ewing, 1987; Good, 2012) and are even 

thought to have influenced the roots of anthropology (Gammeltoft and Segal, 2016). 

Psychoanalytic infant observation is used to explore the interrelatedness of an infant with their primary 

caregiver, and the pre-verbal development of an infant in the world. It consists of once-weekly visits to 

observe a caregiver and new-born baby in their naturalistic setting over many months. Notes are made after 

the observations, recording meticulously the vocalisations and facial expressions, as well as interactions and 

emotions. The observer deliberately positions themselves with an openness to the emotional currents, 

paying attention to projections and transferences (as discussed in Chapter Two) as essential elements for 

meaning-making and interpretation. The detailed observations ‘make[s] unconscious feelings and states of 

mind so powerfully evident' (Rustin, 2012: 14). This is based on the notion of embodied experience, involving 

correlations between neurology and the body, as well as the interrelatedness of emotions: ‘the mind…is not a 

disembodied, hidden unknowable entity, but indissolubly linked both to other minds and to bodily beings’ 

(Music, 2011:24).  

Infant observation has increasingly been recognised as having transferability as a research method outside of 

caregiver and baby interactions (Urwin and Sternberg, 2012). Its focus on nonverbal, embodied 

communication naturally lends itself to research with participants with minimal speaking communication. 



 

62 
 

UOB Open 

This transferability was conceived from the outset, as Bick (1964) noted that the method had the potential to 

‘increase the student’s understanding of the child’s nonverbal behaviour and his play, as well as the 

behaviour of the child who neither speaks nor plays’ (p.558). The principles of infant observation as a 

research method have more recently been applied further afield, to anthropological endeavours with adults 

(Shuttleworth, 2012; Urwin and Sternberg, 2012). Thus, it is worth explicating that the application of infant 

observation to this ethnographic methodology in no way infantilises the participants, but follows a growing 

tradition, widening the usage of the constructive observational tools it offers. Thus, the goal of my own 

participant observation was to observe the participants carefully and thoughtfully, whilst also noting and 

explicating my own reactions, using the principles of infant observation. 

 

4.5 Research method 

Having established the philosophical underpinnings of the research and the rationale and application for 

conducting ethnographic research in relation to the question, I will now explicate the research method. 

Section 4.5.1 outlines the process of recruitment and consent, including ethical considerations. Section 4.5.2. 

examines the importance of reflexivity and how this interacted with ethical considerations and helped me 

manage the research boundaries. Section 4.5.3. describes the mechanics of data collection. This section is 

followed by a description of the data analysis in Section 4.6. 

 

4.5.1 Recruitment, consent and ethical considerations  

This project recruited participants and gained informed consent with the following actors: the organisation, 

participants aged under 16, participants aged 16 and over, key professionals and other students. These are 

described in turn, including ethical considerations. 

 

4.5.1.1. Finding the right setting for data collection 

Prior to starting this research, I contacted a number of trusts, networks and organisations supporting or 

representing people with severe learning disabilities who self-injure to inform them of the proposed research 

project, and invite collaboration. The National Association of Independent Schools and Non-maintained 

special schools (NASS) https://www.nasschools.org.uk/ had expressed an interest in collaborating and aiding 

recruitment through their network of 300 special school members. Following the principles of purposive 

sampling, I approached the chief executive officer (CEO) of this network for help in recruiting an organisation. 

I explained the research project, and organisational inclusion/exclusion criteria (see Appendix E for 

inclusion/exclusion tables); I also expressed that, in view of the ongoing Covid-19 pandemic, and potential 

https://www.nasschools.org.uk/
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burden of having a researcher on site for up to nine months, the ideal participating organisation was one that 

had some experience of facilitating research, was secure enough to interact with the unpredictability of the 

research, and had weathered the pandemic with resilience. The CEO recommended eight organisations in 

England that she felt met the criteria. I researched the recommended organisations, reading through their 

websites, their admission criteria, their policies and their Ofsted reports. I returned to the CEO with the three 

schools whose admission criteria and reports made it highly likely that they were supporting young people 

who met the participant inclusion criteria. The CEO arranged an email introduction with the first on the list. 

The organisation responded quickly:  we had a video meeting on 13th May 2021 and the principal invited me 

to make a site visit. I forwarded her the research information sheet, consent form and confidentiality 

protocol. (See Appendices J-W for full range of information sheets, consent forms and protocols).  

My first visit to discuss recruitment took place on 26th May 2021. Through discussion, it became clear that 

the principal had a good grasp of the research requirements and had already discussed it with her senior 

leadership team; she signed the organisational consent form during our meeting. The organisation had 

identified three potential participating young people that met the inclusion criteria. The inclusion criteria for 

participants was: 

- A person with severe or profound learning disabilities; 

- A young person, defined as aged 11-25; 

- Presenting with on-going self-harm, defined as a recognised behaviour of concern that has been 

included in the care plan for >six months; 

- Remaining with the service for at >six months from the start of fieldwork, to ensure continuity. 

During a tour of the site I was able to briefly meet two of the potential participants. The principal and I 

discussed the logistics of collecting data and the potential needs of the participants, and agreed that I would 

collect data for two days a week, staying overnight locally, so that I could potentially do late finishes or early 

starts. This would give me a good window into the lives of the participating young people.  

 

4.5.1.2. Informed Consent: participants 

The organisation had identified three potential participants who met the inclusion criteria, one was under 16 

and two were over 16. These required separate informed consent procedures, which are described below. 
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4.5.1.2.1 Informed Consent, including process consent: participants aged under 16 

Cassie, was under the age of 16. An introductory letter and Participant Information Sheet (See Appendix M & 

S) was forwarded to the guardian via the organisation; the guardian granted consent.  

Advice was sought from the organisation about the best way to present information about the research to 

Cassie. Participant information was emailed over in an easy-read language document, which included some 

pictures and photos (see Appendix N & T). However, the organisation advocated that the best approach was 

for a familiar staff member to talk Cassie through the easy-read document, together with some augmented 

communication, as recommended by Goodwin et al. (2015). No clear decision was gained from Cassie 

through this process; the informed consent from the guardian was sufficient to proceed.  

 

4.5.1.2.1.1. Process consent 

‘Process consent’ was formally incorporated into fieldwork to ensure that the participants’ involvement was 

renegotiated at every stage, including the right to withdraw; this followed Dalton and McVilly’s (2004)  ‘Ethics 

guidelines for international, multicenter research involving people with intellectual disabilities’. Consent is an 

ongoing, reactive process, not an event; this is particularly pertinent when conducting research of this nature. 

Process consent means attending to the moment-by-moment process of research, ensuring that no 

observation or interaction takes place to which the participant ‘appears to object (whether by showing signs 

of resistance or otherwise)’ (Mental Capacity Act (MCA), 2005, 33:2).  

In practice it involved finding opportunities to regularly remind Cassie what my role was, as the following 

extract illustrates:  

‘One of [the staff asks]… “what are you actually doing?... What are you trying to find out?”... I turn to 

Cassie, so it’s clear I’m involving her in my conversation, gesturing my hand toward her: “it's based on 

the idea that Cassie is the expert on Cassie. So if I spend some time with Cassie and get to know her, 

and I see what she has to say, we may be able to understand a little bit of what's going on for Cassie”’ 

(07.07.21). 

Additionally, I was careful to ask permission before I sat with Cassie and to watch out for cues that she did 

not want me there, such as turning her back or refusing eye contact. Most of the time, she was keen to spend 

time with me and interact, so when she was not, it was clear that she was withdrawing consent to 

participate. The next extract is the one occasion when Cassie withdrew consent to participate. The staff told 

me she did not feel well:  



 

65 
 

UOB Open 

‘[Cassie is covering her face with her t-shirt] I get off my chair and crouch down about one metre from 

Cassie and say, “Cassie, it doesn't seem like a good day to visit”. As I say this, she pulls down her t-

shirt with one finger – just enough so I can see one eye, and then she pulls her eyelid down at the 

bottom so I can see just underneath her bottom eyelid. I wonder if she’s communicating, “I don't want 

you to look at me today”. I say, “I'll come and visit you when you're feeling better? Is that okay?” She 

puts her t-shirt back over her face and gives me a thumbs up’ (15.12.21).  

It was essential that any decision to refuse to participate or withdraw was respected and that Cassie 

remained an active agent with the right to express her views. The importance of considering power is 

explicated in Christensen’s (2004) ethnographic research with children, as well as the ethical guidelines of 

educational research by the British Educational Research Association (2019). During the data collection, I 

continued to feel confident that Cassie could communicate when she did not want to participate. Process 

consent was appropriate and effective with Cassie, as well as with Owen and Jacob, with whom it was also 

adopted.  

 

4.5.1.2.2 Informed Consent: participants 16+. 

Owen and Jacob were over the age of 16 and therefore assumed to be capable of providing informed 

consent, unless it was established otherwise (Dalton and McVilly, 2004; Mental Capacity Act, 2005). Informed 

consent requires a person to possess sufficient relevant information to weigh up the consequences and make 

the decision voluntarily without coercion (Dye et al., 2006). The process for gaining informed consent is 

explained for Jacob and Owen in turn. 

 

4.5.1.2.2.1. Informed Consent process with Jacob 

Mental Capacity Assessment 

 

Jacob was 18 at the time of the meeting. I was able to meet Jacob, chaperoned by the principal, in order to 

make a capacity assessment. This visit is described in Section 5.4.1. of Chapter Five. My assessment was that 

he had trouble focusing, and that he was supported to focus on the here and now. He had no speech, but 

could express himself, such as pointing at me as if to ask, ‘why is she here?’. I felt that the wider distal 

context of the research - that it was a 6-month project; that I would take notes that he would not see; and 

that I would share the findings - were not concepts that he would be able to understand or retain in an 

informed way. However, he was able to make it clear if he had questions about someone's presence, and 

indicate if he felt unsettled. This made process consent a workable way forward with Jacob. This assessment 
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was also informed by (but not dictated by) the full mental capacity assessment that had been made by the 

organisation in regard to transition decisions, in which he was felt not able to have capacity to make an 

informed decision as regards to future plans.  

 

Best Interests Decision 

A best interests meeting was held on 16.06.21 with the professionals that the principal had advised were best 

placed to consider what Jacob would want. Each participant confirmed that they had read the Best Interests 

Participant letter information sheet provided (see Appendix O), and understood what it would involve for 

Jacob. I explained that a capacity and ability assessment had ascertained that Jacob was not able to give 

informed consent. Therefore, it was my responsibility to ask those that knew Jacob best to advise me as to 

whether Jacob would want to take part in the research. I emphasised that Jacob's interests were more 

important than those of science and society. I explained that I would listen to and respect their views, as 

advocates for Jacob. Even if it was agreed that Jacob would like to take part in the research, his wishes and 

feelings would be considered throughout the project, and if he demonstrated he was not happy to 

participate, in line with the MCS Code of Practice (2007:211), he would be withdrawn from the study. I also 

clarified that it might not be possible to reach a definitive decision. However, if we were confident enough to 

move forward, I would proceed using process consent. 

I asked each advocate to address the question, 'would Jacob consent to participating in the research, if he 

could express it?' Each person attending the meeting gave their opinion in answer to the question, and I 

summarised the responses thus: 

‘I think what I'm hearing is that it is unlikely that Jacob would find participation upsetting, but if there 

were times he didn't want me around, he could clearly express it. There is a sense that he might well 

choose to participate, because he actively seeks help with his self-injury and is looking to be 

understood, and he might think that participating might help (which it may or may not). We cannot 

be confident that this would definitely be his view, but we can be confident enough to move forward 

with him participating, leaning heavily on process consent. 

In summary, my decision is to move forward with his participation, with a strong emphasis on process 

consent, so that I will leave the setting if he indicates for me to do so. If he indicates that he wants 

me to leave repeatedly over a few visits to the extent that no meaningful observation can take place, 

I will interpret that as a decision not to participate and withdraw him from the study.  Is everyone 

happy with that? 



 

67 
 

UOB Open 

(Affirmation from everyone).’  (Taken from the minutes of the meeting, 16.06.21).  

As data collection commenced with Jacob, I took regular opportunities to remind him about my role, and 

always asked before I sat with him or entered his space. Examples of this are included in the subsequent 

findings chapters.  

 

4.5.1.2.2.2. Informed Consent process with Owen 

Mental Capacity Assessment 

 

A capacity assessment for Owen was undertaken on 16.06.21, during my first meeting with him, which is 

described in Section 5.4.3. of Chapter Five.  My assessment was that Owen was struggling to understand all 

that I was saying, and was more interested in my body language. I did not feel he could engage with the idea 

that I 'would like to spend some time with him over the coming months'- mostly because he was not 

interested in 'the coming months', but in this moment in time.  

  

Further discussion with those that knew him well led to them confirming that it was very difficult to assess 

how much he was able to take in and what he understood, as well as what he was trying to communicate. 

This was both because his expressive communication was poor and also that he often did not seem to know 

in a definite way what he wanted from one moment to the next and reserved the right to change his mind in 

a moment and have it respected. The longitudinal aspect of this research - the concept of something that 

would stretch out into the future - was not a concept that I felt Owen could grasp, and one that neither 

parents nor familiar staff felt he could assess. Later on, I was able to meet and speak to parents. Their 

assessment was that they could not see that he would object to participating, but if there was a moment 

when he did not want me around, he was quite capable of letting me know.  

 

Best Interests Decision 

A best interests meeting was conducted on 16.06.21, which involved those who knew Owen best. The best 

interests meeting followed the same process as described in Section 4.5.1.2.2.1. with Jacob. Each person 

attending the meeting gave their opinion in answer to the question, and I summarised the responses thus: 

‘I think that overall you are not confident that you could say either way, because Owen's 

communication is both very difficult to understand about day-to-day things, and can also change very 

quickly. However, there is a sense that he wants to be understood and so, if he could give consent, he 

might want to take part in something that has the potential to increase understanding around self-
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injury. Therefore, there is enough confidence to proceed with his participation. However, his 

communication and views in practice is very much about the moment in time - so process consent 

will be crucial. If, over time, it is clear that he does not want me around conducting observations then 

I will withdraw him from the study. (Affirmation from everyone).’  (Taken from the minutes of the 

meeting, 16.06.21).  

Process consent, as described above, was an ongoing aspect of the research with Owen. Examples of this are 

included in the subsequent findings chapters.  

 

4.5.1.3 Informed consent: key professionals  

The participants had an allocated staff member with them for all of their waking hours. It was necessary to 

gain consent from supporting staff as I was interested in – and wrote about - the participants’ interactions 

and relationships. Key professionals were provided with an information sheet (see Appendix P & U). Staff 

members who did not consent did not prevent participant observation in the setting, but conversations or 

observations that included them were not used as data; in practice, no professionals refused to participate.  

 

4.5.1.4 Informed assent: other young people 

During observations, there were other students in the setting that were not part of the study. The 

organisation assisted me by sending information packs to the parents/guardians of the other students 

explaining the purpose and details of the study (see Appendix Q), with the opportunity to opt their child out 

of the study. No parents/guardians opted their child out of the study.  

 

4.5.1.5 Confidentiality  

Confidentiality – and the limits of it – were outlined at every level of recruitment and consent. 

Firstly, it was made clear that the name of the organisation, participants, informants or any other person 

involved in data collection would be anonymised. The city and region of the organisation would also not be 

reported. I also made it clear that I would not use potentially identifiable details of participants or the setting. 

Lastly, the raw dataset would not be shared with anyone.  

 

In practice, this meant deciding to omit personal information of the participants including hair colour and 

diagnosis. I anonymised the names of rooms, houses, and systems used by the organisation, and tried to 

communicate the feel of the setting, rather than focusing on physical details. I also ensured that I was not in 
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any photos, as it was common practice for photos to be taken throughout the day during activities; 

sometimes this meant asking for photos to be deleted or cropped, which they were happy to do.   

 

There was also one occasion in which I discovered that I was presenting at a conference at which two senior 

staff from the organisation were attending. I met with the attending staff before the conference and asked 

them not to mention my connection with them to anyone at the conference; we agreed we would largely 

keep our distance during the event.  

 

However, there were limits to the confidentiality, which were made clear. Firstly, current or previous staff, or 

family members, might be able to ascertain the identity of some participants from my future published 

articles. Secondly, if any participants disclosed information that suggested they were at risk, or if I observed 

practice that led me to question whether they might be harmed, I would disclose this information 

immediately to the Lead Safeguarding Officer; (see Appendix V for Confidentiality Protocol). Thus, the 

commitments and limits to anonymity and confidentiality were explicated to participants and efforts were 

made to uphold this in practice.  

 

4.5.1.6. Summary: Recruitment, consent and ethics 

Recruitment and consent was a measured process, starting with the organisation, then the primary 

participants and finally staff and other young people in the setting. It was important to take time to ensure 

that every stakeholder understood as much as possible about the process and was given the opportunity to 

consent or withdraw. At each level, the appropriate level of consent was received to enable the study to 

proceed; (consent forms are in Appendix R-U). 

 

4.5.2 The role and application of reflexivity  

Reflexivity is a core tenet of ethnographic research. It means broadly:  

‘a turning back on oneself, a process of self-reference…the way in which the products of research are 

affected by the personnel and process of doing research…in all phases’ (Davies, 2008:4).  

In this section, I outline the reflexive structures embedded into the project and then consider how they were 

utilised in relation to: conducting research during the Covid-19 pandemic; managing my relationship with the 

organisation; and managing boundaries.  
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4.5.2.1. Reflexive structures 

I adopted various structures to support reflexivity. My academic supervisors made themselves available so 

that I could ring them at the end of each day of data collection. Having someone to reflect with over the 

phone was invaluable in helping me to process the day and maintain appropriate boundaries.  

Clinical supervision was arranged with a child psychotherapist who had more than 10 years’ experience of 

working with people with severe learning disabilities in a residential school. This was difficult to source, and 

so it did not commence until the last few months of data collection, but continued until data analysis was 

completed. Clinical supervision allowed me to talk through some of the more powerful emotions that the 

research was evoking in me. In particular, it supported me to separate out the transference and counter-

transference, identifying the things I was bringing from previous experiences and assumptions, and be clearer 

in my interpretations of the data.  

Lastly, I kept a reflexive journal, recording my own experiences and feelings in relation to data collection. This 

is occasionally drawn on in the findings chapters.  

 

4.5.2.2. Research during Covid-19 

This research was conducted during the Covid-19 pandemic at a point when it was still relatively rare for face-

to-face social research to be granted ethical approval. Considerable collaboration with the Faculty Research 

Ethics Committee and risk mitigation led to approval being granted (reference number: 116530). The Data 

Protection Impact Assessment and the Ethical Approval letter are available in the Appendix Y & Z. It was 

important to maintain a reflexive approach to Covid-19, as the government guidance altered over the course 

of the research. I adopted the processes of the organisation, and tried to mirror the behavioural decisions of 

those I was working with.  

 

4.5.2.3. Managing the relationship with organisation 

The experiences of taking part in an ethnographic research project that includes long periods of participant 

observation is likely to be experienced very differently by the researcher, stakeholders or the participants 

themselves in ways that are difficult to ascertain or predict in advance (Atkinson, 2009). Ongoing monitoring, 

process consent and reflexivity were the primary mitigations for managing these risks. To monitor the 

relationship with the organisation, I arranged monthly meetings with the principal to ensure that the 

research was working well for the organisation; this also enabled us to plan ahead for a good ending to the 
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data collection. This allowed the organisational expectations of my research to be monitored and ensure that 

their consent was still meaningful. 

 

4.5.2.4. Managing boundaries 

The boundaries of my position as a researcher required ongoing reflexivity, alongside considerations about 

how best to respect the boundaries of the participants and the organisation. 

Participant observation required some ‘blending in’ to the environment. This made it easy for the 

organisation, key professionals or participants to alter their expectations and perceptions about my role and 

responsibilities over time. As the fieldwork went on, staff increasingly told me that I was ‘one of them now’, 

and it became hugely difficult not to be drawn in to supporting the participants as if I was a staff member. 

This extract provides an unusual example, when a staff member put considerable pressure on me to support 

Cassie as if I was a staff member: 

‘Esther puts Cassie’s dinner down on the table in front of me and says “cut it up”. I’m surprised at the 

directness – and at her tacit anger towards me…The staff member next to me passes me his used 

knife. I clean it as best I can and cut up Cassie’s food...Esther picks up her own dinner and goes and 

sits down at the window seat… [Cassie] starts eating okay, and then she starts to shove huge amounts 

of food into her mouth. No one is noticing. So I tell her to slow down because her mouth is so full it 

looks like she could easily choke’ (Participant observation with A, 22.09.21). 

Recording and transcribing my audio notes usually allowed me to identify the moments when the researcher 

boundary was being encroached (like the extract above), and reflect on this in supervision to ensure that I 

maintained a clear boundary in the following visit. I found the unambiguous phrase, ‘I am not a staff member’ 

helpful in reiterating what I was not there to do.  

There were also times when I found it difficult to maintain the boundary myself, and the staff helped me 

maintain it. On one occasion, the staffing in one participant’s unit was extremely low and the young people 

unlikely to be able to do much. I found myself suggesting we go into the grounds on a 2:2 ratio with another 

staff member, which would have implied I was counted in the numbers. The staff member questioned 

whether this would work within my remit as a researcher, for which I was grateful. The clarity of the 

participant information sheet was an asset in this situation. 

Additionally, I also needed to consider my boundaries with the participants.  
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One of the participants, Cassie, chose to share some things with me that she had not shared with anyone 

else, which led to some concerns about my departure when data collection finished. Following some 

discussion with my supervisors and the principal, I sought permission from Cassie to help her share some of 

the things she had told me with a trusted staff member: her advocate, Tracy. Cassie and I met with Tracy in 

January 2022, on my final day with Cassie, and she gave me permission to talk to Tracy about some of the 

things she had shared with me. The three of us identified ways in which Cassie might communicate with 

Tracy about these things in the future if she wanted to. This was an important mitigation for my departure 

from Cassie’s life. It also enabled me to find an important balance between respecting Cassie’s right to 

communicate with me confidentially, but not leaving her with unfinished conversations and no-one to 

communicate with once the research period with me finished. These compromises were the product of 

reflexive conversations.  

The fieldwork was emotionally taxing, as I became increasingly aware of the sometimes-distressing emotional 

experiences of the participants, whilst having very little agency to help the participants with their distress. 

This led to feelings of powerlessness and overwhelm, and a struggle with my need to ‘rescue’ them. The 

reflexive structures in place enabled me to do my best to retain the position as researcher, and process the 

internal conflict I experienced; they also enabled me to manage research conducted during the Covid-19 

pandemic, as well as manage my relationships and boundaries organisationally and interpersonally. This was 

an important foundation from which to collect the data, which is described next. 

 

4.5.3 Data collection 

Data collection started on 07.07.21 and finished on 10.02.22. Data collection involved various methods for 

methodological triangulation.  

 

4.5.3.1 Participant observation 

Participant observation is a crucial aspect of ethnographic data collection and was the primary data collection 

tool for this study. I initially adopted the position of observer, only sitting with the participants or interacting 

if I was invited to do so or the participants initiated it; this enabled trust and rapport to be built gradually. 

However, it was important that I did not remain in a distant observer stance, as ‘only intimate and persistent 

interactional contact’ (Goode, 1990: 187) allowed any likelihood of entering the participants’ worlds.  

I tried to establish with each participant the boundaries of my researcher role. This included the idea that I 

was not staff, which I demonstrated through continually reiterating that I would not support them with 
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personal care or life skills. Over time, I learnt that it was important to establish that I was not there for their 

peers – as I noticed that they often watched to see if I would interact with or help their peers. I also took 

opportunities to remind them that I was there to think with them about the things they felt and experienced. 

Towards the end of the research, I would ask if I could sit with them, and also if they ‘wanted to talk’; they 

were each able to use non-spoken communication to engage with these conversations, which helped me to 

feel confident that they had differentiated my role from those of staff, and wanted to engage in thinking 

together about their emotional experiences. Examples of this are discussed in the findings chapters.  Thus, 

participant observation was a very relational and responsive way of engaging the participants in the data 

collection process, as I learnt to listen to them, and they chose to engage with me.  

 

4.5.3.2 Fieldnotes 

My fieldnotes consisted of my recorded observations following participant observation. Notes were not 

written down during observation, as this might have made participants and key professionals feel 

uncomfortable, suspicious or judged. Instead, fieldnotes were audio-recorded once off the research site at 

the end of each day. I would start the audio recorder to record my reflections as soon as I left the premises; 

this enabled me to retain detailed information about the things I had observed, the narrative of the day, as 

well as my reflections on the experiences of the participants.  

 

4.5.3.3 Interviews  

Interviews were conducted casually and conversationally as part of the observation process, in line with 

Davies’ (2008) recommendations for reflexive ethnographic practice. These conversations would often start 

organically with staff during times when a participant was resting or having time by themselves.   

It was occasionally appropriate to invite key professionals to take part in a more deliberately arranged 

interview as the research developed. I chose to conduct these with seven staff who had the most history and 

experience with the participants, and usually with the goal of understanding their story and journey, as this 

was often very hard to gather through informal conversation. I also used these interviews to discuss initial 

ideas about the emotional lives of the participants with those who knew them best.  

Ethnographic interviewing, even when planned, still requires a collaborative and relational rather than 

interrogative approach, informed by interpretivism. Thus, I relied on open questions, often starting by asking 

them to tell me a little about the participant’s history and the process of them coming into the organisation: 

‘so you were here when Jacob moved in?’ (Interview with Martin). Towards the end of the interview, I would 
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often move on to more reflective questions: ‘And so… this might take a minute to think about - when you're 

supporting him, and he goes into crisis. What do you… what are the emotions that you're dealing with?’ 

(Interview with Tom). Reflective questions were offered with much less directedness, and I often slowed 

down the question, allowing uncertainty and correction into my question to set the tone for their response. 

This style of question models uncertainty and reflection even in the asking, allowing the respondent to feel 

their way into their reply. I also allowed the interviews to go in the direction that they took them, and this led 

to us discussing areas of the participant’s life that I would not have been aware of and would not have known 

to ask about. This extract from the interview with Tom is a good example: 

B: So let me just go back to the stories because that's a good point. So your suspicion is that new staff 

may be told the horror stories, even if they’re not necessarily… 

T:  relevant to now…  

B: Relevant to now. 

T: Yeah, yeah, yeah… 

Once again, my question is asked slowly, using pauses and uncertainty; on this occasion, this invited Tom to 

finish my sentence, which was useful.  

Interviews were, however, used sparingly, as they were not the primary data. There were also times when 

staff were very keen to chat to me whilst I was actively observing the participants. I tried to keep these 

conversations as brief as possible and keep my attention on the participant, emphasising that they were my 

primary participant.  

 

4.6 Analysis 

The process of analysing data from ethnography is ‘intrinsic to all stages’ (Davies, 2008: 231). It requires 

recursive analysis: a cyclical and interactive process in which analysis and interpretation occurs throughout 

data collection and beyond (LeCompte and Schensul, 2012), adopting an iterative-inductive approach. 

Reflexive Thematic Analysis (Braun and Clarke, 2022) was adopted as the analysis process. The broad steps 

taken are summarised below, before expounding on the detail of each step in the sections that follow. 

1. Reading and re-reading the data, to familiarise myself with it. This process was ongoing throughout 

the fieldwork process and into analysis. 

2. Initial coding of the dataset.  

3. Developing broad themes, interrelating patterns and interactions. 
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4. Returning again to the coded extracts and refining them to ensure they captured the essential 

qualities of the data. 

5. Refining, defining and naming the themes. This process was an iterative one which crossed over into 

writing up the findings.  

  

4.6.1. Phase one: familiarisation with the dataset (Braun and Clarke, 2022:35). 

During the eight months of data collection, I visited the site 41 times, spending 188 hours altogether with the 

participants. My dataset was made up of 48 transcripts of audio notes from these visits20. The audio notes 

were made immediately after the participant observation ended, and transcribed the same week. I would 

then read the transcription back at least once, sometimes noting patterns or correlations within the growing 

dataset. Often, towards the end of my audio notes, I would reflect back, considering the day in relation to 

previous interactions with the participant, noting similarities and differences. Therefore, the analytic process 

commenced during the data collection period. Once data collection had finished, I began to immerse myself 

in the data, reading through the full data set and making notes about the over-arching stories and 

experiences of the three participants. Due to the size of the dataset, familiarisation required several 

iterations.  

For the second complete read through, I placed the transcribed observational notes into one column, making 

reflective notes in an adjacent column. As my data included some reflexive comments, I delineated these, 

marking them as blue text. I added free comments and thoughts that critically engaged with the content, 

problematising and dialoguing with it. This allowed me to 'actively making sense [of the dataset], contesting 

and challenging, critiquing and imagining how things could be different' (Braun and Clarke, 2022:43). This 

rigorous familiarisation process was helpful for consolidating an overarching sense of the data, and beginning 

to consider the broad themes that might be developed. Table 2 below provides an example of a transcript 

with exploratory notes.  

  

 

20 I had 48 transcripts from 41 visits, as sometimes I would spend the morning with one participant and the evening with 
another.  
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Table 2: Example one of transcript and notes 

Transcript Exploratory Notes 

Two or three times while she's eating her dinner, she 

stretches her hand over the table to reach out to Daniel 

– she could get him if she wants to, but she does it and 

looks up at a staff member: it’s a threat to pull his hair 

again. Both times she's told no. On the third time, Jess, 

the teacher, says, ‘okay, she's gonna have to move 

because she's still going for him’. This is directed not at 

Cassie, but at the other staff. She pulls Cassie’s chair 

out, without either looking at Cassie or talking to her. 

Finally she says to Cassie, ‘come on, leave, go to your 

room’. Cassie screams and puts her wrist in her mouth 

and bites. She puts her forefinger up as if she is telling 

off someone else. This is her ‘no, don’t do that’ pose 

that I have seen her do to herself, sometimes quietly 

when no-one else is watching. Then she signs on her 

cheek ‘Good girl’. And Jess says, ‘okay, you need to be a 

good girl’. She pushes Cassie’s chair back into the table 

and Cassie continues eating. That is the end of it.   

I think Cassie is doing everything she 

can to get some human connection 

here. The threats to pull Daniel’s hair 

are a bid for connection – and they do 

not work, because the teacher 

continues to talk about her and not to 

her. The only interaction she can 

provoke is an instruction to go to her 

room. Why is connection so unbearable 

for the staff today? 

Cassie achieves what she has been 

seeking – a very basic connection, ‘okay 

you need to be a good girl’ – a nod 

towards interaction and connection. 

With this tiny morsel of connection, she 

settles and is content.  

 

As discussed in Section 4.3, my dataset also included moments of perceived projection or transference - my 

observations of my own experiences as possible clues as to how the participant was experiencing the world. 

These were also interrogated in the familiarisation process, as illustrated below: 
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Table 3: Example two of transcript and notes 

Transcript Exploratory Notes 

Cassie is sitting so quietly and thoughtfully, slowly cutting out, but 

she gets slower and more thoughtful until, with absolute stealth 

and total intention, she moves the hand that's holding the scissors 

– her left hand – up to her chin and slightly leans her chin onto the 

heel of her hand with the scissors pointing up towards her ear. It's 

a very natural movement, but I see that the scissors are open and 

they face towards her neck. Akinyi does not look up or notice. I 

feel fascinated, wondering what she will do next. Very carefully 

and quietly, and in a way that would only be noticeable if 

someone was definitely observing her, she snips off several locks 

of her own hair. It's completely deliberate, it’s completely quiet 

and it's like a secret, firstly for herself – it's a quiet way of bringing 

ownership over her own body. 

‘a quiet way of bringing 

ownership over her own 

body’. Cassie asserts power – 

not loudly, shouting about 

bodies around the room, 

asking about bowel-

movements across someone’s 

head, reaching out and 

physically grasping something 

– but quietly, stealthily, 

determinedly asserting 

ownership over her own 

body.  

This extract has a number of different layers of observational content. Firstly, it includes a detailed 

description of Cassie's actions, including some inherent interpretation of what I'm observing - e.g. that she is 

'thoughtful', which I interpret because of her pace, quietness and the sense that she is exploring a possibility. 

The notes also record how I felt whilst watching, (which I marked blue to denote reflexive text) - 'fascinated, 

wondering what she will do next'. These reflective comments made me wonder if Cassie had taken in my role 

as researcher and observer and was performing for me: she was giving me something to observe and making 

use of having me there as someone inherently interested in her world and lived experience.  

Secondly, the notes also include some early interpretation of what I was observing: that Cassie’s actions 

represented 'a quiet way of bringing ownership over her own body'. Prior to this incident, a staff had absent-

mindedly ruffled her hair as if she were an object and talked about her bodily functions across the room. 

Cassie’s actions here felt like a re-assertion of power over her body – a cutting off of the hair that had been 

unthinkingly ruffled, and done in secret so it would not be written down in her book. It seemed to me that 

she had quietly performed an act of sabotage against the acts of ownership that a staff member had 

previously enacted against her body.  

Thus, familiarisation included some reflexivity, considering and interpreting the data.  
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4.6.2. Initial coding 

After the familiarisation process, I uploaded the transcripts to Nvivo. This allowed me to work through the 

dataset again, systematically identifying segments of data and applying ‘pithy, analytically-meaningful 

descriptions’ (Braun and Clarke, 2022: 35). The aim was to capture specific, single meanings, taking the 

dataset as my starting point, whilst remaining aware that it was not possible to achieve a purely inductive 

approach, as I was inevitably approaching the data with prior theoretical assumptions; (see Appendix AA for 

examples of coded transcripts). 

The coding was typically more latent than semantic, due to the psychoanalytical lens of the observations. In 

addition, learning to listen to young people who were nonspeaking impressed on me the need to think 

latently; it also reminded me that all communication is simultaneously semantic and latent. There was some 

semantic coding of the language of staff and of the nonverbal language of the participants, and some 

semantic coding of observations that needed to be taken at face value.  Coding was applied to segments of 

data, or even just a word; different sections were sometimes multiply coded, including semantic as well as 

latent or interpretative codes. I tried to code in a consciously curious way, aware of my own outside-ness and 

inside-ness.   

Due to the size and complexity of the dataset, (observational notes were made of participants' activities, 

interactions, communications, responses, body language and posture and the related experiences of 

observing), coding the datasets produced a large quantity of codes: Owen's dataset had 297 codes; Jacob's 

dataset had 274; Cassie's dataset had 390 codes. The majority of the codes were about the participants' 

experiences, but there were also codes about the culture, power dynamics and the experience of observing, 

due to the psychodynamic theoretical stance adopted.  

 

4.6.3. Generating initial themes 

Whereas codes describe specific meanings, 'themes describe broader, shared meanings' (Braun and Clarke, 

2022: 35). Through the Nvivo download function, I was able to create codebooks of the codes for the three 

datasets. Working through these, I began to generate initial themes - or 'candidate themes' – from the codes. 

This was an iterative process, as I first went through the three codebooks separately, and then looked across 

the codebooks to find unifying themes between the datasets of the three participants. For instance, in 

Owen’s dataset, the codes: compromised safety, control, disorder, and lack of boundaries with non-care 

teams, were all themed together under the theme ‘lack of safety’. Similarly, there were codes from Cassie 

and Jacob’s datasets that were assigned to this theme. 
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4.6.4. Checking the themes against the dataset 

Having developed the themes, I returned to the coded extracts and checked that the themes developed 

accurately captured the extracts. I did this by adding descriptions to each code that captured the coded 

extracts assigned to it; this allowed me to check that I had assigned each code to an appropriate theme. For 

instance, the codes listed above as themed together under ‘lack of safety’, now had clear descriptors that 

enabled me to check that the theming was appropriate, as illustrated in Table 4 (below), which is taken from 

the codebook of Owen’s dataset. 

Table 4: Example of how codes and code descriptions informed the theming 

Code Description of extracts assigned to code Theme 

Compromised 

safety 

Short staffing, my own experience of lost safety with [student], 

the blurring of boundaries with other teams, such as 

maintenance doing work amongst the y/p. 

Lack of safety 

Control A latent reference to control that rises up in the environment.  Lack of safety 

Disorder Poor communication between staff leading to inconsistency; 

miscommunications; participant’s disarray; interrupted personal 

care; miscommunications between teams; chaotic behaviour 

from staff; disorganised systems; the sense of things happening 

randomly.  

Lack of safety 

Lack of 

boundaries with 

non-care teams 

Lack of safety – voyeurism, blurring of roles and teams. Lack of safety 

This led to some significant revisions. I wanted to ensure that each theme had a central organising concept, 

as well as different manifestations of the idea, as advised by Braun and Clarke (2022). This was the point that 

I checked that each theme had a clear boundary, that there was enough meaningful data to evidence the 

theme, as well as multiple articulations of the theme which were nuanced, complex and diverse (Braun and 

Clarke, 2022).  
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4.6.5. Refining, defining, naming the themes and writing up 

The refining, defining and naming of the themes was a process that was interrelated with the writing up 

process. Once I had clear themes in place, I felt that I was ready to start writing up each theme, with the 

understanding that the theme was likely to change and adapt as I wrote it up, as the boundaries were likely 

to become clearer, as well as crossovers with other themes becoming apparent.  

In fact, the writing up process led to considerable refining of the themes. This was as much about refining the 

names and organisation of themes, as it was the content. For instance, I began writing with the candidate 

theme: ‘the fear continuum’. This was described in my notes as:  

Different expressions of fear and an overwhelming struggle to find a sense of safety, both individually 

for staff, organisationally and the impact that this had on the participants. Signs of fear in the culture 

and system and how this had become unbearable. Needing to defend against it by switching off from 

it or wrestling control.  

Following discussion with my supervisor, and upon compiling the theme together, it became apparent that 

whilst this was a theme from the data, it was not relevant enough to the research question, which was 

focused on the experience of the participants, not the organisation. This theme was refocused on the 

experiences of the participants, and renamed ‘lost safety’, incorporating not just expressions of fear, but any 

experiences that could be thought of as manifestations of lost safety. It is presented in Section 7.3. of Chapter 

Seven.  

At the final stage, I incorporated the broad themes into three findings chapters: Chapter Five is an 

introductory chapter, introducing the setting and the participants; Chapter Six explores four themes under 

the overarching theme: Emotion and Connection; and Chapter Seven explores three themes under the 

overarching theme: The Search for Safety. The themes are presented with illustrative quotes from the 

transcripts in the Appendix BB. 

 

4.7 Conclusion 

This chapter has established the research methodology in relation to the research question and the 

philosophical underpinnings of the research. It also explained and applied the ethnographic methodology 

adopted. It has outlined the research method in detail, paying particular attention to ethical processes, 

reflexivity and consent, due to the sensitive nature of the research. Lastly, it outlined the analytical process 

and writing up of the findings, which are the focus of the next three chapters. Chapter Five introduces the 
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research setting and the participants; Chapter Six presents four themes under the title: Emotion and 

Connection; and Chapter Seven presents three themes under the title: The search for Safety.  

  



 

82 
 

UOB Open 

Chapter Five: Introducing the Findings 

5.1. Introduction to the findings chapters 

The findings are presented across three chapters: Chapter Five: introducing the setting and the participants; 

Chapter Six: emotion and connection; and Chapter Seven: the search for safety. Together, the findings 

chapters present the rich variations of Owen, Cassie and Jacob’s emotional experiences. They also highlight 

repeatedly that their emotional lives were not lived out in isolation, but were seemingly influenced and 

impacted by their environment, the culture, their relationships and their past experiences. The findings also 

highlight that the participants were able to express and reflect on their own emotional experiences, with the 

right attuned support. 

 

5.2. Introducing the setting and the participants  

Before exploring the main themes in Chapters Six and Seven, this chapter introduces the participants and 

their environment. I commence by introducing the participants’ setting: a residential special school where 

they had each lived for a number of years. A description of the environment sets the cultural, environmental 

and relational context for their lives, contextualising the experiences of the participants, which helps to 

cognize some of their interactions and emotional experiences. Section 5.4 introduces the three participants – 

Jacob, Cassie and Owen - providing a broad sense of their personalities, strengths and challenges. This 

introductory chapter provides a rich understanding of the lives and experiences of the participants in context, 

establishing a foundational overview from which to explore the themes in subsequent chapters.  

 

5.3. The participants’ setting 

5.3.1. Introduction 

‘Human behaviour cannot be researched in isolated gobbets. The strands of people’s lives are too 

closely interwoven, and form a fabric whose pattern is too complex to be understood by analysing its 

single threads’ (Hubert and Hollins, 2007:123). 

The three participants’ emotional experiences did not occur in a vacuum. So often, their emotions rose and 

fell with their interactions with peers, staff and the general atmosphere. Thus, the setting they resided in 

influenced their emotional experiences. The physical environment itself was significant, particularly in 

relation to how much privacy, space and freedom it offered the participants. In addition, organisations have 

cultures (Kahn, 1993), which can be conceptualised as a collective unconscious (Obholzer and Roberts, 1994), 
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quietly influencing the unspoken agreements that dictate how things are done, the roles that are expected 

from staff and students, and how an organisation responds to conflict and tension (Armstrong, 2005).   

The participants’ setting is described physically, environmentally and culturally to establish the context for 

the participants’ emotional experiences. The following sections describe: my first visit; the physical space; the 

staffing structures and systems; communication systems, both for the participants and organisationally; the 

participants’ daily routine; the sense of it being a home for the participants; and the role that each 

participants’ organisational reputation appeared to have on them.  

 

5.3.2. My first visit to the setting: 16.06.21  

Jacob, Owen and Cassie lived and learned in a residential special school (hence forth referred to as RSS), 

which was judged by Ofsted to provide outstanding education and care in 2018 and 2021 respectively21. The 

organisation’s admission criteria22 included that attending students had severe learning disabilities and 

behaviour that restricted their access to ordinary educational experiences. Students commonly had a range 

of additional needs, including diagnoses associated with autism or learning disabilities. Their admission 

criteria also stated that pupils may have experienced exclusion from other settings. I understood from my 

conversations with the principal that her expectation was that students had not found their local special 

educational needs school and care provision to appropriately meet their needs, and that they needed an 

extra-ordinary approach to living and learning. In short, they expected to only admit young people with 

multiple support needs, which included behavioural needs. 

I was invited to visit before the organisation agreed to participate in the study, and was greeted 

enthusiastically by the principal, who was keen about RSS participating in the research study. She told me 

that their approach to self-injury tended to focus on functional analysis and sensory needs, rather than 

emotional experiences; she expressed that she was curious about what I might find out in my research. I 

experienced the organisation as having a commitment to continued learning and openness to outside ideas 

and influence; for instance, during an informal conversation in the corridor with a member of senior 

management, she reflected on their practice musing, ‘we’re getting some things right, but we still have a lot 

to learn’. I found that this attitude, which was present in the senior management team, was a helpful context 

in which to conduct this exploratory study into the emotional experiences of some of their students.  

 

 

21 Residential special schools receive six-monthly unannounced Ofsted inspections for their care provision, and separate 
education inspections under the same system as other schools in the UK (DoE, 2015). 

22 Taken from the prospectus, statement of purpose and admission criteria from the organisational website. 
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5.3.3. The physical space 

The site sprawled out from the older, original building, with several acres of space including a large lawned 

open area. Towards the front of the site, new bungalows had been built. The principal showed me one of the 

bungalows; it was well-lit with large skylights in the shared spaces and two large outdoor areas visible 

through patio doors; each bedroom had its own ensuite bathroom and there was a lounge and a sensory 

room.  Jacob, one of the participants, lived in one of the new bungalows. His room had two large windows 

overlooking grassland, making the room feel bright. The other two walls had numerous smiling pictures of 

him with his family and his DVDs were stacked neatly along the windowsill. There was an unlocked chest of 

drawers, the TV was wall-mounted in a specialist cabinet, which required a ‘star’23 key for access; the 

wardrobe and bathroom cabinet similarly needed a star key for access.  

From my first observation onwards, I was issued with an identification badge, which I wore on a lanyard, 

alongside a fob and a star key so that I could easily get about the site. Every staff member, from domestic 

staff to management team, carried these three items. Being issued with these appeared to me to represent 

that I was considered ‘staff’ in some capacity, as visitors, including parents, were not issued with these access 

items. The fob granted access to buildings, units and rooms, whereas the star key opened cupboards and 

storage spaces. I was conscious that the allocation of these items effectively gave me access to Jacob’s – and 

every other student’s – personal affects, though it was only my second visit to the site, whilst the students 

did not have access without requesting it from a key holder. Whilst there was presumably a rationale for this 

related to safety and protection of property, it also had unavoidable overtones of power, as the students who 

lived there had less access to their own things and freedom of movement than those who worked there.  

The original building had a number of ‘units’ – separate sections of the house consisting of bedrooms, shared 

bathrooms, and a lounge-diner. This was where Owen and Cassie lived. It bore all the marks of a building 

soon to be relegated. During my first visit to Cassie’s unit, I noted:  

‘Everything is worn and tired. The gloss looks like it is several coats thick, and the walls are pock-

marked and stained. We walk in the door to four large laundry bags full of clothes on the floor and 

the smell of recent personal care. The small dining lounge has a pair of two-seater chairs, with the 

material on the arms pulled off - picked off, I guess - and two little solid wood dining tables with heavy 

dining chairs. It feels claustrophobic. The lunch arrives and is put on two bedside cabinets which are 

along the wall. They have glass fronts and inside them I can see a mishmash of paperwork, a fruit 

 

23 A key that is star shaped and is used by a simple twisting action. 
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bowl and various sauces. It feels random. The lunch tins are put on these cabinets because there’s 

simply nowhere else to put them’ (07.07.21). 

Both Cassie and Owen were prone to picking at or tearing things, which made it very difficult to make their 

rooms homely:  

 

‘[Cassie’s] room has been painted blue. It's got three photo boards, with photos stuck on sugar paper 

and secured behind Perspex – photos of her with her brother, mom and dad. Her bed is made up with 

matching blue, patterned duvet set and at the end of her bed is a TV in a lockable cabinet on the wall. 

Everything else is locked into fitted cupboards with a star key, which makes the room feel very bare. 

The mattress is plastic so when Cassie moves you can hear it squeaking’ (01.09.21). 

The shared spaces appeared relatively small for the four young people living there. Cassie’s lounge-diner had 

two two-seater sofas and two two-seater dining tables, with a TV in a specialist wall cabinet and a small 

trampette in the corner. There was no room for anything else but a couple of small cabinets for storage. The 

seating was enough to seat the four students who lived there, but as they all needed one-to-one support, 

there could sometimes be four staff and four students in this room. This left me sometimes wondering where 

to sit or stand, and feeling like it was almost impossible not to get in the way. If any of the students were 

vocalising loudly, whether from excitement or anxiety, the space would quickly feel overwhelming and 

claustrophobic to me. In Cassie’s lounge-diner, I had much more contact with the other three students who 

lived with her than I did with Jacob’s peers, as there was simply less space for us all.  

In contrast to the wide shared spaces connecting the rooms in Jacob’s bungalow, the corridors in Cassie and 

Owen’s units were narrow. The windows, which looked out over the lawn, were either completely or half-

covered with frosted Perspex, which made for gloomy lighting. There were no ensuite bathrooms: Owen had 

one shared bathroom between four; Cassie’s unit had two shared bathrooms and a toilet.  

Over time, I wondered if the newness of Jacob’s house had somehow impacted the culture of the team. The 

team was typically higher-energy, highly-motivated and more likely to be optimistic and positive about the 

organisation. Interestingly, new systems (e.g. new rotas, new recording systems) were introduced to the new 

builds first and then filtered down to the units in the original building, inadvertently reinforcing the idea that 

the newly-built units were the trail-blazers, whilst the original units were the laggards. This seemed to me to 

reinforce a culture of lack in the original units – the underlying sense that they rarely had enough resources, 

whether staff, money, space, time, equipment or expertise.  
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5.3.4. Staffing structures and systems 

RSS allocated at least one staff member to every student, a system known as ‘one-to-one’. This was 

organised through daily rotas that I was often shown by the teams, with staff members sometimes changing 

who they supported hourly through the shift. This was seemingly designed to help each student build 

relationships with the whole team, and to enable staff members to sustain working with the students with 

high support needs. Apparent concerns around consistency were mitigated by a culture of recording; I 

observed staff recording lots of detail about each student’s activities each hour, including, food consumed, 

personal care, learning, activities, behaviour, even mood in Cassie’s case. However, I also observed at times 

that consistent communication about smaller decisions was unlikely when a student was supported by 

between four and eight different staff over the course of a day. For instance, I noted in one observation: 

 

‘Joanie had told Owen just before she switched that he had five minutes left in the bath. But once 

Noah took over, he let him have a long bath and get out when he was ready’ (03.11.21). 

Whilst this incident on its own was innocuous, I became aware that many small inconsistencies over the 

course of the day might be experienced as significant for the participants.  

At the time of the research, there was a considerable recruitment and retention crisis in the care sector (Devi, 

et al., 2021). This was apparent at RSS, which had a high proportion of temporary staff recruited through 

agencies at times. It was explained to me that they managed this through developing long-term contracts 

with agency staff, to ensure that the students could establish relationships with temporary staff. However, 

when agency staff, who inevitably had less responsibility and authority, made up fifty percent or more of the 

team on duty, I sometimes observed permanent staff expressing their frustrations about the added weight of 

responsibility and leadership with which this left them.  

Each unit had a teacher and a teaching assistant allocated, who would work the school hours and oversee 

educational activities. Oftentimes, it was not apparent to me which were the educational staff, and which 

were the care staff, as they worked together. There was a marked exception in Cassie’s house, in which I 

occasionally witnessed teaching staff curtly directing care staff to do personal care, or pick up soiled items.   

There seemed to be a conscious effort to maintain a non-hierarchical culture, and promote a sense of ‘we’re 

all in this together’; for instance, administrative and managerial staff took it in turns to staff the tuck shop 

and serve the students during break, and managers would sometimes help collect or serve up lunches. Some 

of the team, particularly the longstanding staff and managers, occasionally talked to me about their 

experience during the Covid-19 pandemic, during which many staff had moved in and worked with few 
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breaks; I observed what seemed to be a camaraderie between the staff who shared this experience. 

However, over time, signs of exhaustion and burnout were also visible to me in these long-standing staff, 

such as cynicism, an occasional sense of low personal efficacy and detachment from the work; these are 

identified as signs of burn out by Tomaschewschi et al. (2013).   

My initial impression of a flattened hierarchical structure was problematised by the things I observed over 

the course of my data collection. That first subtle indicator of power differentiation – that I was given a key 

which gave me access to participants’ possessions, when they had none – was enacted in various different 

ways across the organisational structure and culture. I observed – and was involved in – interactions which 

revealed assumptions about the roles of female staff as oppose to male staff; I observed conversations and 

interactions which belied assumptions about who the young people were and were not, in ways that 

emphasised their ‘otherness’; and I listened to a number of explanations from staff as to how external 

agencies or stakeholders held power that they could not negotiate with, and how this rendered RSS 

powerless to bring about the change they wanted. Thus, there were often conscious and unconscious power 

struggles unfolding, some of which impacted the emotional experiences of the participants, which were only 

apparent as I settled in to close observation. 

 

5.3.5. Communication systems 

5.3.5.1 Communication by and with the participants 

Each participant had a communication folder, with between 20-50 PECS24 symbols or photos representing 

elements of daily routine – meals, toilet, medication, etc. – as well as lessons and activities. Cassie also had a 

number of photos of staff in her folder; her teacher explained to me that she was more motivated by the 

person than the activity, e.g. ‘you’re going to see the music therapist’. There was a Velcro strip on the front of 

the folder; this allowed staff to place several symbols on the front, to communicate what was now and next. 

It was explained to me that each student had the symbols they most needed or used in their personal folder. 

Jacob used his folder consistently, often choosing to carry or hold it. However, on several occasions I 

observed Cassie slowly working through her folder of PECS symbols, appearing not to be able to find what 

she wanted. I also observed times when she would pick up another student’s folder when no-one was looking 

or push her way into the cupboard when someone unlocked it to grab a large box of PECS symbols to work 

 

24 PECS stands for Picture Exchange Communication System. It is, as it sounds, a simple system of pictures which 
represent tangible items or activities. It is used in active communication and choice making by an individual (either by 
pointing to the picture or handing it to a staff member), and passively by staff to communicate a person’s daily routine 
or expected activities. See Appendix CC for examples.  
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through. This suggested that the PECS symbols were not always adequate for the things Cassie wanted to 

communicate.   

The participants used PECS to actively communicate, looking through their folder for a photo or symbol and 

putting it on the front of the folder to ask for something; I observed Jacob doing this several times during 

most observations, but Owen and Cassie less so. Each unit had a PECS board in most rooms, which had 12 

symbols in a grid (drink, snack, toilet, grounds, bed, tv, iPad, and so on). Owen used this most often, as he 

had one in his bedroom. It proved a fast way for him to communicate a need.  

All three participants understood Makaton25, and used it to varying degrees. It was not always consistently 

promoted by staff, and I observed occasions when participants signed for particular things, and it was not 

noticed by staff. For instance, I occasionally observed Owen signing ‘crisps’. This was often interpreted as a 

mannerism, but overtime I came to believe he was signing, as it often coincided with other attempts to 

communicate that he wanted crisps.  

From my very first observation, I knew my Makaton needed improvement, and spent some time with 

YouTube tutorials26 learning new words; Cassie also gave me some informal ‘lessons’, as she was quite 

proficient. This felt like very traditional anthropological ‘language learning’, and was crucial to later 

communications with all three participants. After the first few weeks of observations, I used a combination of 

speech and Makaton during any direct interactions with participants; this combination had a useful side 

effect for me, in that it typically slowed down my speech and made it more intentional. I often found that 

participants gave me their attention more quickly and for longer if I incorporated Makaton. 

The more subtle language learning that I engaged with was learning each participant’s more nuanced, non-

verbal communications: this was often a combination of vocalisations, gesture, facial expression, proximity 

and physical contact. This extract from my final visit with Owen has been annotated to demonstrate the 

various forms of communications he utilised:  

 

‘“Owen, can I come in and talk to you?” He glanced around at me [eye contact to acknowledge he 

has heard], “yi-yeah!” he said loudly and enthusiastically [words spoken with a particular pitch, 

volume and tone to communicate not just ‘yes’ but how he feels about me visiting him]… I said, 

 

25 Makaton is a communication system which uses signs, symbols and speech; it is commonly adopted in care and 
educational settings to support people with learning disabilities (The Makaton Charity, 2021). 

26 (100) Makaton - Emotions - YouTube  See Appendix DD for examples of emotion Makaton signs. 
 

https://www.youtube.com/watch?v=B9MsreQLM24
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“can I sit on your toy chest?” He tapped his chin [Owen’s sign for “yes”]. I waited till I had eye contact 

with him [something I learnt was important for Owen], then said, “this is Beverley’s last visit”27, and I 

signed finished… I reach for the card, but I see his eyes are fixed on the pillow [eye pointing] and he 

leans across me to get it [gesture]. I say, “oh, that's what you want. That's fine”... I pick up the bag 

and hold it out to him and he pulls hard to lift the pillow out of it... He smiles as soon as he feels it – a 

big, wide-mouthed, toothy grin [facial expression]. He brings it straight up to his face and gently feels 

it with his nose and mouth [his style of gesture demonstrating curiosity and interest]. Then he 

pushes it down on his lap and kneads his hands across it, lifting his head to grin broadly at me in 

appreciation [facial expression directed at me through eye contact]…. Then he takes my hand really 

gently and pushes it towards the door [physical contact and body language]’ (10.02.22). 

Owen communicated with me in this exchange, expressing not just what he wanted but how he felt about it. 

He did not just give me permission to come into his space with a sign or symbol, instead he made eye contact 

and spoke rather than signed his consent, using volume and tone to express his enthusiasm. I offered him a 

goodbye card, but he was distracted by the fluffy pillow in a gift bag behind me. He did not push me out the 

way to get it, but looked at it for a while distractedly until I noticed, then he leant over me carefully to see if 

he could reach it. He lifted his head, making eye contact and grinning broadly at me, which I took to indicate 

that he was letting me know that he was happy with me for bringing it. After a while, he wanted me to leave, 

but he was not annoyed with me, which he communicated with the gentleness of his physical contact. Thus, 

alongside the formalised communication systems that the participants had learnt, I found that 

communication with them could be subtle and nuanced when I learnt to read their whole-body 

communication. Over time, I came to think of this wide array of largely non-speaking communication as the 

participants’ ‘first language’. 

 

5.3.5.2. Organisational Communication 

RSS was a 24-hour, 365-day service; care staff typically worked shifts, taking staggered breaks, so that only 

one staff was off at a time. This resulted in team members never having a break together. Whilst educational 

or managerial staff were gathered together at least weekly towards the start or end of the day, gathering a 

care team together seemed to be problematic. Day-to-day communication from management to the whole 

 

27 In my previous work, I learnt that some people who use largely non-speaking communication can find pronouns 
confusing and mix them up. Consequently, it was my usual practice with the participants to communicate using my 
name rather than the first-person pronoun. 
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team happened via a printed daily bulletin, which was disseminated to all staff. Interdepartmental 

communication was conducted largely via email. In addition, the shifts were organised so that there was a 

cross-over period of several hours once a week with almost double staffing. This window was used for 

training and care team meetings, which occurred once a month per team.  

Over time, I began to feel that this monthly meeting did not appear to offer the care team the reflective 

space they needed to discuss the more problematic and pressing concerns about students. A number of staff 

mentioned in passing that the expected practice was that the students would not be discussed in their 

hearing. However, I observed staff routinely (during almost every observation) discussing personal issues and 

concerns about the students with each other during the course of the day, often over the heads of the 

students themselves. This was extremely uncomfortable for me. I came to understand that it was also 

uncomfortable for staff, but they were caught in an unresolvable tension – the knowledge that they should 

not be discussing the students in front of them, alongside a pressing need to reflect, discuss and agree 

practice with each other around particular concerns.  

To manage this tension, some staff appeared to operate a semi-conscious dual-language approach: when 

talking to each other, they spoke naturally and fluently, but when addressing the young people, they spoke 

more loudly and slowly, as someone might speak to a person who was presumed to have a basic grasp of 

English. It seemed that there was an unconscious sense that they were in a ‘bi-lingual’ culture – they could 

speak one language with each other, and a different language with the students. By implication, the staff 

seemed to act as if the students were not just non-speaking, but non-understanding, and could not follow or 

listen to staff’s conversations with each other. This had become an entrenched cultural assumption for some 

staff, with one house manager telling me confidently that the young people did not listen to what was said 

around them, only to what was said to them.   

 

5.3.6 The participants’ daily routine 

The school day ran from 10am to 1pm and 2pm to 4pm, Monday to Friday. One to two o’clock was free time, 

in which students could watch TV, use their phones or tablets or wind down any way they chose. Each 

participant’s learning timetable was bespoke to them. It usually involved tabletop28 or cooking activities in 

their units, as well as a wide variety of activities across the grounds, including lessons in their forest school 

area, art activities, music therapy, planned or free activities using the bouncy castle and swimming at the 

 

28 Learning was not predominantly conducted at desks or in a classroom environment. However, RSS used the term 
‘tabletop’ work for any work that a student did sitting at a table whether writing, numeracy activities or artwork, etc. 



 

91 
 

UOB Open 

hydro pool. Over the course of my data collection, as the restrictions associated with the Covid-19 pandemic 

loosened, there were also more activities out in the community.  

  

5.3.7 A sense of home 

For my three participants, RSS was their ‘home’. Jacob had fortnightly visits to his family home; Owen had 

weekly visits from parents; and Cassie rarely had family contact. Thus, as is sometimes the case, it was not 

just a ‘residential special school’, but effectively their home. Each of them had apparently left the family 

home for good, as staff members expressed to me in casual remarks and during interviews that they 

expected that each participant would move into permanent 52-week adult placements when they left RSS.  

The organisation seemed to have some ambivalence towards its own conceptualisation as a ‘home’. During 

conversations with managerial staff, it seemed to me that they viewed RSS as primarily an educational 

service, which allowed the ‘home’ part of it to sit in the service of ‘good education’. Whilst some staff were, 

at times, comfortable with talking about the service as a family or a home, there seemed to be some 

resistance to thinking about the family homes that the students had left to be here. There were indications 

that the participants – and other students – were sometimes homesick, which seemed to be something that 

the staff found difficult to contemplate; this is discussed further in Chapter Seven.  

 

5.3.8 Reputation 

The organisation was small enough so that each participant was known by almost every staff member. During 

informal conversations, some staff would sometimes ask me which students were included in my research, 

and then muse aloud as to whether their self-injury made them good candidates to be in the study. This 

made me aware of the reputations held by each participant. When asked who the participants were, if I said 

‘Cassie’, it was not uncommon for people to simply respond, ‘oh, I love Cassie’. Staff would smile, often 

saying that they wished they worked with her (or still worked with her) and sometimes doing an affectionate 

imitation of her ‘dah’, Cassie’s way of saying that she, or others, were ‘a star’.  

With Jacob and Owen, it was different. The worst stories of their aggression towards themselves and others 

appeared to be widely known. As I said that they were participating, staff were more likely to raise their 

eyebrows with concern, or nod in agreement, implying that they did indeed need to be included in the 

research project. One of the house managers reflected on the problem of ‘reputation’ in his interview: 
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‘Owen has sent many people to hospital…. there’s a degree of making sure when a new person comes 

in, they understand the situation they could be getting into – it is important. But there’s also a point 

where you don’t want to just scare them off... if someone explains to you Owen from two years 

ago…you’re explaining a completely different person, for me than he is now…. That’s what frustrates 

me’ (Interview with Tom, 06.10.21). 

The reputations of Owen and Jacob were that they were a potential risk to staff. On a number of occasions, I 

observed newer staff responding with significant levels of fear if left alone with Owen or Jacob; it appeared 

to me that this did not go unnoticed by Owen and Jacob, and provoked particular responses from them. This 

is examined more closely in Chapter Seven.  

 

5.3.9 Concluding observations about the setting 

This introduction and overview of the organisation’s physical environment, structures and systems and daily 

rhythms, together with some cultural observations sets the scene for understanding the emotional 

experiences of the three participants: Jacob, Cassie and Owen. The next section introduces each of them in 

turn.  

 

5.4. Introduction to the participants: Jacob, Cassie and Owen.  

This section presents a pen portrait of Jacob, Cassie and Owen, including my first impressions. 

 

5.4.1 Introducing Jacob: insecurity and control. 

During my first visit to RSS, the principal took me to Jacob’s house to meet him. We found Jacob, who was 18, 

sitting at a table opposite a teacher doing tabletop work. She was encouraging him to concentrate and focus, 

using the sign ‘looking’ and directing him to the activity on the table in front of him. Jacob repeatedly looked 

up at her, seeking eye contact with her, his eyebrows raised and his eyes wide, with an expression that 

seemed to be asking, ‘is this right?’ It looked to me like a continual seeking of assurance.  

Several weeks later, as I enter the residential unit for my first day of participant observation, Jacob was 

standing in the kitchen doorway with his hand on a staff member’s shoulder. At first glance, I thought he was 

a staff member. He seemed so big, towering over us all and fiercely present. I continued to have a sense of 

dissonance on and off throughout eight months of observations: times when I felt like I barely recognised 

Jacob. Indeed, it felt as if Jacob had child-like qualities at times, making those around him want to protect 
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him; other times he was like a peer to the staff, protective and funny; still other times he loomed over 

everyone, threatening to boil over with uncontrolled emotion.  

Jacob was around 5’11’’. He had a large face and large hands, with a wide-eyed look exacerbated by his 

tendency to keep his head down and look at a person by lifting his eyes, rather than his head. This made him 

appear nervous and insecure sometimes. He preferred to be on the move, often jigging on the balls of his 

feet or lifting his weight slightly from one foot to the other. He had a faint vocalisation which rarely let up – 

an ‘er-er-er-er’ of changing intonations that could not be heard without being in close proximity to him. This 

vocalisation rose steadily to a roar when he became upset – a sound that dominated and overwhelmed the 

space.  

Jacob coupled a physical confidence – a tendency to stride out walking faster than anyone could keep up with 

and a love of swinging so high that the swing juddered and creaked – with a fastidiousness around the home 

that, over time, I came to understand as the signs of anxiety about his environment (explored further in 

Chapter Seven).  

 

‘When Jacob first sits down at the table, he pulls his chair in and Diego says, “yes, you can eat” but he 

doesn't do that. He lines up his plate; he lines up his chair; he's all the time looking at Diego for the 

“Yes”. His face asks “Is this right? Is this right?” And then he lines up his drink, moving his drink a 

fraction of a centimetre, seemingly to get it into position’ (14.09.21). 

There was barely an observation when a staff member did not tell me intently about one of Jacob’s moments 

when he lost control, although it was three months of visits before I witnessed one. It felt as if the threat of 

Jacob’s loss of control, characterised by attacks on himself and others, hung over the staff like a cloud. The 

impression I got from the staff was that he represented an imminent, though completely unpredictable, 

threat to himself and others.  

Jacob appeared to need to control his environment in ways that feel both oppressive and arbitrary. The most 

consistent enactment of this was his bedtime routine, which ended with his ‘checks’ to ensure that the unit 

was exactly as it should be – the blinds correctly positioned, the lights off, the windows closed, everything 

put away, and so on. However, it also extended, in Jacob’s very anxious moments or days, to mealtimes, his 

bathroom routine and the way he and others entered and exited the house.  

Jacob communicated most consistently through his PECS folder, looking for the symbol he had in mind and 

placing it on the front of his folder, showing a staff member with his eyebrows raised and a quizzical look. 

Staff also communicated with Jacob, placing three PECS symbols on the front to communicate the present 
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and forthcoming activities. Jacob occasionally signed, but they were fast and easy to miss. He also 

communicated with body language, facial expression, vocalisations, and gesture. He used this for more 

nuanced or complex communication, and also more personable communication. I found that he responded 

to intensive interaction in a very particular way, seeming to find some capacity for spoken words when I 

joined him in his vocalisations, something I explore at the end of Chapter Seven.  

Jacob’s teacher told me – and would often show me – that Jacob knew his numbers, could do some adding 

up, could write his name and could follow dotted letters with his pen to write other words. I noticed that 

Jacob’s capacity for these things altered considerably, seeming to vary according to his relationship with 

whom was supporting him and his mood. I also noticed that sometimes Jacob was compliant but largely 

disengaged, and other times he was actively interested and focused.  

Swimming and going on the swing were activities Jacob seemed to really enjoy. He would often get ready 

excitedly, standing by the door with his bag ready, hopping from one foot to another. He also seemed to 

enjoy walks out in the countryside, as he was generally enthusiastic about going out, but he also strode out 

with a level of purpose and intention which still suggested that it was a task to be done, rather than an 

activity to be enjoyed. Some days, Jacob seemed to rush through activities, and I wondered if this was to get 

to free time quickly. He spent most of his free time either watching the TV in his room or the lounge, or 

having ‘private time29’ on his bed, which included long periods of sleeping.  

Four months into my observations, Jacob went into hospital to have a tooth extraction under general 

anaesthetic. I spent the evening with him the day before, and he confirmed he was in pain, tapping his cheek 

over his teeth when I asked him about it. He had multiple episodes of self-injury that evening. I found out at 

my next observation that he had had five teeth extracted. This became a major life event for Jacob, 

influencing a great deal of his responses during subsequent observations. What started out as a difficult, but 

concrete life event, soon seemed to get caught up in a complex array of systemic and interpersonal 

responses, influencing Jacob’s emotional and relational experiences for the duration of the rest of my time 

with him. Jacob’s time spent sleeping increased significantly during my eight months of observations, 

something which only made sense to me in my final observation, when a house manager from another unit 

mentioned Jacob’s increased sleeping during the day in relation to his apparent increase in anti-depression 

medication.  

 

29 Private time is a common term used in care settings to denote time when a person might want to touch their body in 
a way that requires privacy. 
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Lastly, my reflections about observing Jacob were dominated by a very strange sense of ‘not knowing’. I 

discussed this experience in clinical supervision, aware that there were not ‘logical’ reasons for experiencing 

this: I was in a setting that was professionally familiar to me, with familiar practices and systems; also, this 

sense of mental vacancy was not happening routinely during observations with the other two participants. 

Over my time with Jacob, I became increasingly convinced that this was a transference of Jacob’s experience: 

that he sometimes inhabited a liminal space in which there was an ongoing struggle to make sense of his day, 

which sometimes gave in to a blankness, a nothingness. It was by no means continuous, and there were 

moments of meaning and connection, but when a ‘nothingness’ was present, it was quite overwhelming.  

This disquieting experience of ‘not knowing’ began to become the foil against which I have come to 

understand his apparent need to control his environment.  

Jacob was an ever-changing figure – which left me wondering to what extent his internal world was also full 

of dissonance and conflict. Power and control were significant factors in his interpersonal relationships, with 

regular times when Jacob’s compulsive need for reassurance led to controlling interactions from staff; 

alongside this, staff sometimes expressed that they felt that Jacob wielded control over his environment. In 

short, control seemed to be a large part of Jacob’s experiences – both experiencing and exerting it. 

Underneath the control, I wondered if there was an unspoken, lost something, which I explore in Chapter Six.  

 

5.4.2. Introducing Cassie: ‘grief in the shadows’ (Clement et al., 2004:799).  

During my first visit to RSS, the principal and I visited Cassie, finding her sitting at a dining table in her 

residential unit opposite a teacher. They were doing tabletop work. As the principal introduced who I was, 

Cassie turned around and looked at me closely for several seconds. I felt that she was taking me in, assessing 

who I was with interest. Finally, she smiled at me, and I smiled back. She gave the smallest of waves. I felt 

oddly ‘seen’ by her and felt as if I had a glimpse of her internal capacity to take in and consider those around 

her.  

Cassie was 14 and midway through puberty. She was about 5’ 2’’ with shoulder-length hair that fell around 

her face. She often had a piece of hair in her mouth, and if not, she was usually stealthily looking for 

something else to put in her mouth and chew quietly, such as a piece of paper or packaging. She walked with 

verve, tummy pushed out in front of her, with her feet pointing at ten-to-two, head ducked slightly, as if she 

was permanently barging through unseen barriers. Though I very rarely saw her self-injure in my eight 

months, I often came in to find she had scratch marks on her face, or small welts on her arm.  
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Whilst Owen and Jacob needed quite a bit of encouragement to engage in some activities, Cassie would often 

engage more willingly in a wide range of activities during her learning hours. Staff often commented to me 

about this, implying to me that she was easier to work with, due to her willingness to participate. On one 

occasion, when Cassie was using the white board to communicate with me, a staff member looked over from 

his attempts to engage another student and said drily, ‘at least she wants to learn’ (01.09.21).  

Sometimes Cassie took part with great enthusiasm in activities. On arrival at the forest school one morning, 

she let go of her supporter’s arm and raced into the greenhouse to find the watering can, running over to the 

tap to fill it up and then heaving it to the flower bed to pour out again (04.08.21). Other times, she adopted a 

bored compliance, completing tasks by rote and without any apparent pleasure. Cassie also demonstrated a 

capacity for shared interest and joint attention – the experience of doing something with someone, knowing 

that someone was experiencing something simultaneously; this appeared to be a source of joy and 

satisfaction for her. This is explored further in Chapter Six. 

Cassie tended to spend her spare time watching the TV or with her tablet and navigated her way around 

YouTube proficiently. During my first observation, I watched her type into the search bar: ‘Scooby Doo’; ‘Rio 

2’ and ‘Friends’, watching the clips that came up before moving on. As I got to know her, I sometimes noticed 

a correlation between the YouTube clips she watched and events that had happened recently.  For instance, 

after a visit with her brother, during which time he showed her how to care for a Baby Born® doll (a lifelike 

doll with simulated bodily functions), she spent her free time searching for and watching YouTube videos of 

families caring for Baby Born® dolls together. The specificity of this choice was illuminating to me, and 

suggested Cassie had a capacity to reflect on her emotional experiences.  

Cassie communicated through gesture, sign, PECs, facial expression, and body language. When conversation 

turned to more concrete events, she demonstrated some ability to join in and contribute with confidence:  

 

‘Eduard [a manager]…begins to talk through the animals and to sign them. He turns to Leo, who is 

standing nearby and says, ‘What's horse?’ Leo doesn’t know… Cassie grabs a pen, and carefully writes 

‘horse’ on the paper’ (01.09.21). 

 

As my observations routinised, she began to intentionally find opportunities to communicate about the 

things that were on her mind, as in this example:  

 

‘Cassie…watches them go (two less-familiar staff).... As soon as they’ve disappeared into the corridor, 

she turns back eagerly to the white board, rubs off all the writing… and then she writes in big letters:  
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MISS 

MUM 

DAD 

    ’ (05.10.21). 

 

Cassie waited for privacy, watching carefully to ensure the other two staff had left the room. This suggested 

to me that she was not just feeling the loss of her parents – she was careful and protective with whom she 

shared these feelings. This was the first of several conversations that she initiated with me about this topic.  

 

The principal talked to me before my observations began about Cassie’s recent bereavement: six months 

before I met Cassie, her father died of an illness, which was shortly preceded by Cassie visiting him in 

hospital; her father had a significant facial injury during the visit, including a large hole in his cheek. The 

principal and the team seem unsure whether to broach the topic with Cassie, whilst expressing concern that 

she was grieving. Five months into my data collection, Cassie’s social worker arranged for her to meet her 

mother and brother in a contact centre. It was nine months since she had last seen her mother and a couple 

of years since she had seen her brother. The morning of the visit, her mother cancelled due to health 

concerns. This represented a significant life event for Cassie, one that she later sought a conversation with 

me about.  

In Chapter Six, I examine further the way in which Cassie processed and expressed her emotions in 

connection to her family, and the importance to Cassie of connection and relationship in terms of 

understanding and expressing her emotional experiences.  

 

5.4.3. Introducing Owen: aloofness and connection 

 

This opening extract is from my reflective journal following my first visit to meet Owen with the principal:  

 

‘We climbed the narrow, winding staircase to his unit, and, as I arrived at the top, a tall, wiry young 

man flicked his head suddenly around as if slightly startled to see me. “This is Owen”, the principal 

said from behind me. “Just stay back a moment”. I waited at the top of the staircase as Owen stared 

at me suspiciously. It felt as if everyone had frozen… Owen stepped suddenly forward, grabbing my 

forearm and pulling me assertively towards him. I relaxed my arm, returned his gaze and moved in 

front of him. He kept his hand on my arm. I said quietly and slowly, “hello Owen. I’m Beverley. I would 
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like to spend some time with you and get to know you”. He seemed to listen carefully, as the principal 

behind me began to climb the remaining stairs to the top. He pushed his free hand out towards her, 

waving her away. “Ooop”, she’s said to herself, and stopped. “He doesn’t want me”’(16.06.21). 

 

This seemed to me to be an unusually concentrated interaction: Owen held eye contact with me for longer 

than would ordinarily occur with a stranger; he reached out quite suddenly and took my arm and moved me 

decisively into the position he wanted me in; once positioned, he did not let go of my arm and did not want 

any interruption – even the movement of the principal. I deliberately relaxed my arm, resisting the instinct to 

tense it when Owen seized it suddenly; I had a sense that my response to him was very important. It seemed 

to take all his focus to listen to my greeting and think about my presence there.  

 

As I got to know Owen, I understood that this broadly epitomised Owen’s way of being in the world. Person-

to-person interactions seemed to be concentrated for Owen, requiring all his energy and focus. He spent 

most of his day outside and, once in the grounds where there was more space, staff typically kept about ten-

twenty feet away; if they got closer, he would move away. Thus, he seemed to live with a combination of 

what looked like aloofness – a preference for distance from everybody, an avoidance of eye contact, physical 

contact or interactions – alongside brief, focused interactions. Some of these were interactions he had little 

choice about: he needed some practical and physical support with personal care and meals, which required 

proximity with staff.  

 

Owen appeared highly sensitised to touch. For instance, Noah explained to me that Owen liked to have his t-

shirt on backwards, seeming to prefer the straighter side of the neck up against his Adam’s apple. He 

suggested that I watch him put his t-shirt on, and it was clear that Owen adjusted his t-shirt deliberately so it 

was ‘back-to-front’. He liked to swing his head back and forth forcefully. This seemed to serve a number of 

possible functions: blocking out thought; producing internal sensory stimulation; vigilance; and engagement 

with others without the intensity of eye-contact. There was evidence that Owen found the processing of all 

of his senses difficult – traits indicative of a low interoceptive awareness, as discussed in Chapter Two. Thus, 

for someone who finds sensory information potentially overwhelming, person-to-person interaction can 

exacerbate this: proximity with a person inevitably introduces language to be processed, facial expressions to 

be understood, new smells and sometimes physical contact. Owen’s distance from people was very 

reasonable if this was his context. However, I learnt over time that, despite his need for distance from 

people, he also sought proximity and connection, as explored further in Chapter Seven.  
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My first observation helped me understand the space he expected from those around him. This developed 

into an understanding of the importance to Owen of his visceral experiences of the world: his body was one 

of his primary mechanisms for engaging and understanding the world and those around him, which I explore 

further in Chapter Six.  

 

Owen was 17 and towards the end of puberty. He was about 5’ 10’’ and extremely thin, his ribs visible, his 

limbs angular; his slightness was easily understood after a day watching his erratic eating habits, his tendency 

to give up on meals quickly and walk away, alongside his need to keep moving all the time, whether rocking 

or swinging his head or body, or his preference for running over walking. His svelte frame gave him a 

graceful, fragile gait, at odds with his sometimes-intimidating manner.  

 

Owen did not engage in much traditional learning. If it was dry, he spent most of his day in the grounds, 

vocalising, playing with the grass or his stuffed teddies, and galloping around in the wide-open space. If it was 

wet, he spent much of his day in his bedroom with his teddies and music. The educational philosophy of RSS, 

as explained to me by the principal, was to watch and wait for optimum moments for engaging students in 

learning opportunities. For Owen, who seemed resistant to engaging in tasks and interacting with others 

most of the time, staff explained to me that a couple of minutes engaged in the planned activity was the 

objective. However, there were a few activities, such as swimming and trampolining, that Owen seemed to 

really love, and would eagerly participate in.  

 

I learnt that Owen was viewed by most staff as highly unpredictable. His sudden movements, which I 

experienced on our first meeting, made it sometimes look and feel as if his occasional attacks on staff sprung 

out of nowhere, although over time, my observation was that they were never random. There was also a 

strong conviction expressed to me by several team members that he targeted women over men; this was not 

my experience.  

Around three months into my observations with Owen, I was observing during an incident that distressed 

Owen; I reported the incident the following day, which was dealt with through the appropriate procedures by 

the organisation. On reflection, it seemed that this was a significant event for Owen, and I explore his 

apparent search for safety over the course of the day in Chapter Seven.  

Although he was presented to me as a young man with no spoken communication, I began to understand 

that some of his vocalisations were speech, and that he was able and willing to use speech with me if I spoke 

to him with expectation, as in the following examples: 

 



 

100 
 

UOB Open 

‘I approach Owen until I am three-four meters away, and say, “Owen, it's Beverley. I'm here till two 

o'clock - so until just after lunch”. He glances at me as I speak and says, “Hi”.’ (10.11.21). 

 

‘I ask him, “can I sit on your toy chest?” He says, “yaaah”’ (23.11.21). 

For some staff, Owen’s apparent unpredictability and intensity became a barrier to connection: he was hard 

to predict, often intimidated those around him (including me), and occasionally hurt himself and others. 

However, the more time I spent with Owen, the more I became attuned to his need for connection and 

relationship with those around him. There were other staff who related to him in this way, and Owen allied 

himself closely with these staff, seeking their company.  

 

5.5. The participants’ emotional depth, nuance and overlap 

As part of my data analysis, I curated day-in-the-life narratives for each participant, using a combination of 

extracts and analytic commentary. These narratives illustrated how Jacob, Cassie and Owen’s emotions 

varied considerably, even just through the course of one day’s participant observation (typically between 

four and five hours); their emotional experiences were changeable, nuanced and sometimes overlapping, in 

response to internal, external, and relational events. For the sake of brevity, these narratives are not included 

in the findings, but are available in Appendix EE.  

The overarching finding from these narratives was that they evidenced a wide array of emotional 

experiences. All three of them experienced anxiety during the day: for Owen and Jacob this was connected to 

mealtimes; for Cassie this was connected to relationships. They also experienced moments of pleasure that 

were often correlated with their relational interactions: Owen was fleetingly amused by an interaction with a 

staff member as she tried and failed to open his crisps; Jacob, after a difficult mealtime, cheered up 

considerably during a walk outside, finally grabbing the hand of a favourite staff, pulling her across the 

grounds in a run towards the swing; Cassie, despite her sullen mood, softened to accept maternal affection 

from a staff member. Pleasure was also experienced in response to taking back some agency: Owen secretly 

hid a packet of crisps and triumphantly recovered them later in the day; Cassie took great joy in sneakily 

cheating during a lesson and not being caught; Jacob, after a very distressing initial attempt at eating his 

lunch, realised that two lunches were available to him and decided to ask for the second one as well. Cassie’s 

underlying sadness became apparent during a lesson; this was a major theme in her emotional experiences. 

Sadness was also part of Jacob and Owen’s emotional experiences, though less dominant.  Thus, in one day of 

participant observation, I saw Cassie, Jacob and Owen experiencing interwoven and intersecting emotions, 
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which rose and fell. Their emotional experiences were rich and multifaceted, and significantly associated with 

their relationships with those around them.  

 

5.6. Conclusion to introductory findings chapter  

This chapter introduced the setting and the participants.   

Section 5.3 offered a ‘thick descriptions’ (Geertz, 1975b) of the physical space, systems and structures, 

culture, and how the participants were viewed by the teams. This has been presented in acknowledgement 

that the participants did not experience their worlds in isolation, but in particular and specific relational and 

organisational contexts.  

Section 5.4 offered an introduction to each of the participants, describing first impressions, and some 

physical descriptions, alongside providing an overview of their lifestyles and activities at RSS, and a little of 

what it was like to be with them during participant observations. I also introduced three significant life events 

which occurred during my data collection period: Jacob having five teeth removed under general anaesthetic; 

Cassie having a visit with her brother, which her mother was unable to make; and witnessing an incident 

which was upsetting for Owen. These life events impacted the participants’ emotional states and experiences 

significantly.  

Section 5.5 offered a brief overview of the day-in-the-life narratives, which evidenced the variations and 

richness in the participants emotional lives. The two subsequent findings chapters will unpack this richness 

further. Chapter Six: Emotion and Connection explores how enjoyment and boredom were related to 

interpersonal connection and reflection. Chapter Seven: The search for safety explores how the participants 

looked for interpersonal safety and responded when it was lost. Figure 3. (below) illustrates the overall 

structure of the main findings chapters. 
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Figure 3. Summary of Themes over Chapters Six and Seven 
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Chapter Six. Emotion and Connection: the many ways in which relationships, or the loss of them, 

impacted on the participants’ emotional experiences. 

 

6.1 Introduction to the chapter  

This chapter explores the relationship between emotion and connection. Figure 4. (below) illustrates the 

themes of this chapter.  

Section 6.2. examines the relationship between pleasure and connection: enjoyment was often facilitated or 

amplified when supported or shared by someone who had an established and trusted relationship with the 

participant.  

Conversely, Section 6.3. explores the times when the participants appeared to experience boredom and 

numbing. These observations reiterated the sense that there was a relationship between engaged connection 

and pleasure, which is drawn out in Section 6.3.1. Relatedly, each of the participants appeared to have 

established ways to shut themselves down or achieve a numb emotional state. This was different from 

boredom – it was the absence of emotion – and examples of this are presented in Section 6.3.2. 

Section 6.4 explores the participants’ experiences of separation from key relationships. Both Owen and 

Cassie had times when they experienced sadness and loss in relation to family. However, Jacob appeared to 

experience a more opaque experience of ‘lostness’ in response to multiple separations.  

Finally, Section 6.5. explores the theme of reflective spaces - times when participants seemed more present 

and attuned to themselves and those around them. Relational connection between two people is contingent 

on both having a sense that they are a separate self (Stern, 1985). In Section 6.5.1, I highlight the moments 

when self-awareness was facilitated by participants being able to look at themselves in mirrors or photos; in 

Section 6.5.2., I explore how reflection was sometimes facilitated by the presence of two attuned adults. 

These reflective spaces seemed to enable times when the participants could concentrate, feel included, and 

find relief from overwhelming emotions.  
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Figure 4. Summary of Themes over Chapter Six  

 

 

6.2. Enjoyment and relationship 

The participants experienced lots of different situations which were pleasurable for them, and some of which 

led to joy.  Pleasure can be thought of as a happy satisfaction or enjoyment at something, whereas joy is 

typically ‘sudden, unexpected, short-lasting and high-intensity. It’s characterised by a connection with 

others… Joy…fills us with a sense of freedom and abandon’ (Brown, 2021: 204). I also observed occasions 

when the participants experienced satisfaction at achieving or accomplishing things.  

Pleasurable experiences were frequently experienced with staff, peers or me. Over time, I became aware of 

the connection between pleasure and shared experiences for the participants. It seemed that relationship 

and connection more frequently precipitated pleasure and joy. I also noticed that it was easier to form a 

connection with the participants when they were enjoying something: they seemed more likely to feel 

comfortable with physical proximity or seek it. It also seemed that they were more likely to be able to listen 

and respond to ordinary verbal communication without the back-up of augmented communicational tools. 

Thus, the relationship between connection with others and pleasure seemed cyclical and self-perpetuating. 
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This was more than the presence of another – something which most of them had for all of their waking 

hours in the form of their designated one-to-one supporter – it was the connection with another that set a 

context in which pleasure and joy could be readily experienced. The next five subsections present examples 

of pleasure that all involved connection and relationship. Figure 5. illustrates this Section’s subthemes. 

Figure 5. Enjoyment and Relationship Subthemes  

 

 

 

6.2.1.Sharing enjoyable experiences 

This section presents examples when Jacob, Owen and Cassie appeared to increase their enjoyment of an 

activity when they shared it, or participated with someone.  

Jacob attended a concert in the library with a band that was visiting. He initially sat on the chair, bobbing 

slightly, but not looking particularly engaged. His enjoyment and engagement with the music increased 

significantly as one of the care staff, Elena, encouraged him to stand up and dance with her:  

 

‘Elena gets him up and takes him to the back of the hall. Once he's on his feet, he's able to begin to 

sway, moving from one foot to another. She holds both his hands, rocking back and forward and 

dancing with him… A big smile arrives on his face. At the end of the song, he puts his hands out in 

front of him parallel to each other, and looks at Elena for confirmation: she sees that he is suggesting 

that they clap and she begins to clap; she nods and he claps as well’ (29.10.21). 
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Jacob enjoyed dancing with Elena. He wanted to clap the performance at the end, but, as usual, waited for 

permission from Elena first;  I wondered whether he also waited for Elena to join in with him in clapping. The 

music was enjoyable together with Elena in a way it had not been on his own.  

For a young man apparently caught up in his own experiences, I noticed on a few occasions how Owen would 

often seek to share his pleasure; this was epitomised in the interaction described in Section 5.3.5.1., in which 

Owen was so pleased with the cushion I gave him. Similarly, in the next extract, as Owen chooses sweets at 

the tuck shop, he took a moment to share his pleasure with me: 

 

‘the staff member says to him, “choose”. Owen reaches out and taps a box of sweets. She puts some 

of them into the paper bag. I'm standing right next to him, also leaning on the counter. He's being 

quite vocal, but I can feel the happiness coming off him in waves… In between the choices, he turns his 

face towards mine, putting it right up to mine so he's about an inch from my nose. He exhales into my 

face, shaking his head slightly from side to side with a little chuckle and it makes a sudden loud noise. 

He’s really excitable – and this feels like a quite intense but essentially fun way of interacting. I do it 

back’ (23.11.21). 

Often these engagements felt intense, and even potentially intimidating, as they were loud and in close 

proximity. However, I came to learn that when Owen enjoyed something, he wanted to share the enjoyment 

if someone would let him. 

For Cassie, I noticed that moments of significant connection and shared experience were important to the 

staff who regularly supported her; it re-connected them with the purpose and significance of their work, and 

gave them pleasure. In the next extract, after a lesson and a massage in which Cassie was a little grumpy, 

Emma the teacher offered to plait Cassie’s hair. Both of them relaxed significantly, and it felt like a significant 

moment of connection for them both:  

 

‘[Emma] pulls up a dining chair and says to Cassie: “come and sit on the chair, and I’ll do your hair”. 

Cassie readily sits on the dining chair with her back to Emma, and Emma begins to French plait her 

hair… Both Cassie and Emma are silent and still, as, with gentle, calm movements, Emma takes 

strands of hair from one side of the head and the other and plaits them together. Cassie leans back 

into the slow rhythm of the plaiting and calm fills the room. I sense a glowing sense of satisfaction 

rising in me… As she finishes, Cassie runs the flat of her palm down the back of her head, feeling the 

order and pattern of the plait – the evidence of the shared moment. Emma turns to me with her eyes 

alight and says, “I just love her. She’s so amazing”’ (11.08.21). 
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Emma’s comment to me was unusual, but felt completely spontaneous and genuine, seeming to flow out of 

the shared moment with Cassie, and reminding me of the importance of shared pleasurable experiences. The 

intensity of the connection between Emma and Cassie was palpable, with an experience of warm satisfaction 

transferring to me as I observed.  

Pleasure and enjoyment were not isolated experiences; they were, more often than not, shared. Sharing a 

pleasurable experience seemed very important for the participants, and I wondered whether it amplified the 

pleasure when they could share in it. These shared moments also amplified connection and meaning for 

those with whom they shared them.  

 

6.2.2. Anticipation 

Each of the participants had activities that they consistently enjoyed; sometimes there was the evidence of 

clear anticipation of these favourite activities. Owen and Jacob both expressed anticipation at activities that 

were particularly enjoyable for them, such as swimming and trampolining. Cassie was more likely to express 

anticipation about having quality time with people she valued. Anticipation requires a person to understand 

that something is going to happen, but is not happening yet. It utilises social imagination, as it is essentially 

the imagining of a not-yet event; this is something which people with autism can find more difficult (Keifer et 

al., 2021). The staff often helped the participants to anticipate events, by timing their conversations about it 

carefully, so that the lead up was exciting rather than frustrating. 

I observed Owen on his second trip to the trampoline park; he appeared to recognise where we were as soon 

as we drove into the carpark, and his mood changed from calm to excitement: 

 

‘As soon as we drive into the trampoline park [Owen] becomes really excited: with eyes wide, he 

begins to laugh, flicking his hands in front of his face and vocalising. He looks at Milan with a smile 

and back to the front doors again… He hops out [the car] quickly and runs to the front doors… his eyes 

are fixed on the inside of the building. Milan and Tom catch up with him and open the door for him. 

He runs in and up to the reception desk; he places both hands flat on the desk to push himself up, 

jumping into the air, high and straight’ (03.11.21). 

Owen communicated his excitement at arriving at the trampoline park with smiles and vocalisations and 

physical energy. Having recognised the building, he turned several times to smile at Milan as if to share his 

pleasure and recognition of what was coming next with him. Once in the building, his enthusiastic jumping in 
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the reception area communicated his anticipation of the activity, but he also waited for Milan and Tom, 

rather than racing to the trampolines - apparently aware that they would do this activity together.  

Jacob often appeared to look forward to free time, which he generally spent watching his TV, sleeping or 

having private time. Similarly to Owen, he often communicated his anticipation through hopping, jumping 

and smiling.  

 

‘[Jacob is] hopping gently from one foot to the other. [Diego and I] smooth out the duvet together. I 

turn to see Jacob jumping up and down excited, laughing and rocking… He shakes his head 

enthusiastically and smiles’ (14.07.21). 

Similarly, Jacob displayed excitement when his one-to-one began to get his swimming kit together and on 

arrival at the pool, illustrated below:  

 

‘with only a little prompting from Simon, [Jacob] goes and gets his shoes on independently, puts his 

coat on, puts his bag on and then emerges from the cloakroom and jumps and skips with high leaps to 

his room where Simon is putting his swimming bag together’ (19.11.21). 

 

‘When [Jacob] gets to the top of the [pool] steps, he stops and waits. His face broadens into a grin and 

he begins rocking from one foot to another… His fingers are splayed and his hands out in front of him, 

he rocks his hands back and forth in opposite directions to his legs; it’s a big movement… He wears a 

big smile on his face with his eyes all creased up. It's a real dance of excitement’ (15.12.21). 

Jacob’s anticipation and excitement at imminent events were less shared than Owen’s. His anticipation was 

something that he expressed physically to no-one in particular, rather expending the feelings of excitement 

through large, rhythmic movements. This seemed different from Owen’s anticipation, which often included 

lots of eye contact and deliberate interrelatedness with his support staff. 

Each of the participants had times when they anticipated things they were looking forward to. For Owen and 

Jacob, this was evidenced by fast, excitable movements like bouncing and running. Cassie anticipated certain 

activities, getting ready more quickly and walking enthusiastically towards the activities she most enjoyed. 

She also anticipated time with staff with whom she had a strong relationship, often running to take their arm 

or sit with them if they were going to support her.  
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6.2.3. Pleasure from physical activities facilitated by safe, sensitive care 

Physical pleasure was very important to each of the participants. This took a range of sometimes surprising 

forms.  

Trampolining is an activity that can be partially controlled by the way a person interacts with it, but still with 

surprising and unpredictable elements in the way that the bounces land. This unpredictable and physical 

experience appeared to bring joy to both Owen and Cassie:  

 

‘Cassie is already on the first trampoline, and she's jumping up and down. She's got a smile on her 

face… she gains confidence over the time, beginning to jump higher, bouncing down on her bottom 

and doing some forward rolls’ (15.09.21). 

 

‘Owen bounced tentatively on the first trampoline, before running across the trampolines to a huge, 

long trampoline…. He threw himself down on his belly and bounced up and down on his tummy, flat 

on his face. He bounced 1-2-3 times on his face and then flipped round onto his back, looking up at 

the ceiling with a grin. He got up onto his knees, bouncing wildly, arms whirling with each upward 

bounce like windmills in an effort to get up to a great height, a huge smile on his face, eyes wide with 

delight’ (03.11.21).  

This activity created the setting in which the participants experienced joy. This was particularly noticeable for 

Owen, who seemed to experience a high-intensity pleasure, which dissipated into a general contentment 

after the twenty-minute trampoline session.  

Swimming was an activity that all the participants seemed to enjoy, providing them an opportunity for a 

different sort of physical freedom and different ways of interacting with those around them. For Jacob, the 

swing was a source of great pleasure; his movements felt wildly happy – joyful - similarly to Owen on the 

trampoline: 

 

‘He swings so high. When he's at the top of the swing, he pushes his tummy out, so he's completely 

flat… At the top he forgets to hold on to the chain quite often; instead, he lets go and pushes his 

whole body out straight in flight. It’s difficult to work out how he’s staying on the swing. He’s laughing 

loudly’ (02.12.21). 

Owen seemed to find bodily sensations significant; it seemed to me that his body was sometimes the source 

of great joy (as well as frustration and distress):  
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‘Owen had hiccups. He was finding the hiccups really funny: he’d hiccup and then giggle. The whole 

time I was there he was giggling and laughing’ (05.01.22). 

Owen seemed to thoroughly enjoy the hiccups he could not control – the surprise of each one, the feeling in 

his tummy and chest. However, I wondered whether the space Owen had found to enjoy them was facilitated 

by the calm environment, which was notable. The extract above continues: 

 

‘After about 20 minutes of sitting there, Rico says to the boys, “hey, shall we go upstairs and get you 

changed?” He heads upstairs and Owen and Jon fall into step behind him, responding quickly to Rico’s 

relaxed invitation’ (05.01.22). 

Rico exuded a sense of competence and containment during this observation. I was aware of the sense of 

safety in the room, and the connection he had with Owen, so much so that he was completely confident that 

Owen would respond to a casual suggestion, rather than using a process of signs, PECS symbols and eye 

contact, as most of the staff did. Thus, Owen’s apparent lone physical enjoyment of the hiccups seemed to be 

facilitated by Rico’s capacity to maintain a calm, contained environment.  

I noted over time that participants’ enjoyment of an activity was usually quietly facilitated by safe and 

contained atmospheres. Each of the examples above were preceded by staff members facilitating both a 

sense of safety and calm.  

In contrast, there were occasions when I observed them accessing the same activities but with less 

confidence in their supporter, and there was not the same freedom or abandon to the activity, nor the same 

pleasure or joy. For instance, I observed Jacob be persuaded to go out on the swing, instead of the TV that he 

had just chosen. He swung very uncertainly on the swing, asked repeatedly to be pushed and then got off 

after a few minutes and begun to cry. Similarly, I observed Cassie swimming with tentativeness, and refusing 

to let go of the float she had grabbed when her entry into the pool had been unsettled; this was in contrast 

to a previous session in which she climbed repeatedly out the side of the pool to jump back in again.  

Pleasure and joy were often experienced from physical activities, but appeared to also require careful, 

thoughtful and relationally-sensitive support from staff.  
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6.2.4. Achievement and satisfaction   

Each of the participants engaged in schoolwork during the day; they also had the opportunity to take part in 

simple chores around the house. These activities were sometimes the source of satisfaction – the pleasure of 

making a valuable contribution or achievement. Satisfaction or achievement seemed more likely to occur 

when they were supported by a staff member who worked hard at making a connection with them.  

I occasionally observed one of the teachers, Emma, engaging Cassie in some tabletop work. Emma worked 

hard to give Cassie her present, undivided attention, and it sometimes felt as if the two of them were 

unaware of anything except for each other.  

 

‘She finishes the work by saying (and signing), “Cassie, I'm very happy. I'm very proud of you because 

you did good looking, and good listening, and good thinking”. Cassie’s eyes are on her intently as she 

says this: locked in. As Emma signs these different things, she signs them with her’ (11.08.21) 

Cassie appeared to be able to concentrate intently on her work and experienced a sense of accomplishment 

and satisfaction when it was facilitated by deliberate connection with Emma.  

In the next extract, I stayed in the shared space whilst Alfa supported Jacob with his evening routine. There 

was a lot of vocalising and giggling from Jacob, and lots of responsive chatter and laughing from Alfa. 

Following his shower routine, Jacob was unusually independent in the laundry room - taking all the items out 

of the dryer, loading the washing machine, getting the powder and softener out of the cupboard and adding 

them to the right compartments. He only made brief glances to Alfa to check that he was getting it right. I 

noted:  

His movements are sprightly and confident. His interactions with Alfa are quick and affirming. He 

comes out of the laundry room looking satisfied and sits down on the sofa…  Alfa says to me “when he 

is happy and relaxed like this he can do so much”’ (09.11.21). 

Jacob’s self-assured actions were in contrast to his more typical tentative and uncertain interactions with his 

environment. It seemed to me that the rapport in the bathroom built confidence for Jacob to enjoy taking 

part in the laundry, leading to a sense of satisfaction for Jacob, which had been in part facilitated by the 

positive connection with Alfa.  

Owen found tabletop activities very challenging, and I only saw him engaging briefly on three or four 

occasions. This extract was with Patricia, a teaching assistant Owen knew well and had a very good rapport 

with:  
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[Patricia places card and a glue stick on the table in front of Owen]. ‘He immediately sweeps his hand 

to knock the card off the table, and then picks up the glue stick and throws it across the room… 

Patricia picks up the card, another glue stick from the box and a pair of scissors … and says “let's just 

try - just do a little bit of sticking for me”. Using a hand-on-hand technique… he cuts out some of the 

shapes. Hand-on-hand he puts the glue stick on the card.. She uses the sign “look”… He looks… down 

at what he's doing for no more than a second each time… Most of the time, he looks up: he looks up 

at the ceiling, he looks up at the corners of the room and he looks around the room; he keeps his head 

moving a reasonable amount of the time’ (20.07.21). 

Owen’s continual head movements and struggle to look indicated that the activity was challenging for him, 

but he achieved it with the gentle support of Patricia, who he appeared to trust. Owen also took quick 

glances at Patricia throughout this activity, which indicated to me that he enjoyed the proximity and joint-

working. After this was finished, they sat on the sofa together and she massaged his feet; there was a sense 

of shared accomplishment between them.  

When Cassie, Jacob and Owen participated in activities or potentially satisfying tasks, if they were offered 

support through the prism of relationship and connection, they often experienced achievement or 

satisfaction.  

 

6.2.5. Finding pleasure in pushing relational boundaries 

I observed examples of the participants expressing what seemed to me to be developmentally typical acts of 

resistance to authority figures, in which they asserted themselves, challenged power-relations and 

experimented with boundaries. In the day-in-a-life narratives in Appendix EE, I recount two examples of this 

sort of resistance: 1) Cassie being told to pick up just one strip of bandage for the art project, but picking up 

two when the staff member turned away; 2) Owen retrieving a packet of crisps that he had apparently 

hidden in the corner of a room earlier that day. On both occasions, Cassie and Owen appeared to experience 

pleasure at these acts of agency – Cassie laughing wildly and Owen adopting a triumphant posture on the 

sofa and eating his crisps with great relish. This section presents other examples of the participants asserting 

themselves in sometimes quiet and sometimes overt ways, and the apparent pleasure it produced. 

Before the next extract with Owen, his one-to-one support had asked if I wanted to come into the bathroom 

with her and Owen; I explained – in Owen’s hearing – that I would not be supporting him in the bathroom or 

seeing him without clothes on. Around half an hour after this conversation, the following unfolded:  
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‘I'm around the corner so that I can't see through his bedroom door, which is ajar – [suddenly Owen] 

comes out of his room very purposefully. He's naked. He comes straight up to me, walking directly to 

me until we are face to face and says “hiya”… He returns to his room and [dresses]’ (31.08.21). 

Owen was in a very good mood on his return to his room; it seemed to me that this was a deliberate undoing 

of the boundary I had mentioned, and that he found this enjoyable. This was also the first time that Owen 

had verbally greeted me30, and it seemed quite deliberate that he had chosen this particular circumstance in 

which to do so.  

During one of my last observations, Cassie had become upset as we sat together on the minibus, wanting to 

communicate about her family with me. Conscious of the end of my research being imminent, I asked if there 

was another staff member that we could share some of the things she had told me, so she had someone to 

communicate with when my visits finished. It was our first significant conversation about my research 

finishing. We sat quietly together as the minibus arrived back at RSS:  

 

‘When it was her turn to get off the bus, I got off in front of her… I suddenly felt her two arms around 

my shoulders and she threw herself off the bus and onto my back. I felt the full weight of her leaning 

on my back as if she was trying to get a piggy back. She was giggling as she did it, her face planted 

into the side of my neck’ (18.11.21).  

I wondered if, in response to my attempt at gently introducing and planning for an ending, Cassie pushed 

back with a very physical assertion of connection. It was playful, but also seemed a way for her to assert that 

she was not going to ‘let go of me’ easily.  

Lastly, this extract from Jacob’s dataset is from a mealtime. Mealtimes, often difficult times for Jacob, were 

amplified in intensity with Diego, due to his emphatic style. However, as Diego leaves the room to get Jacob 

some more noodles, Jacob asserts a very different side of himself:  

 

‘Diego leaves the room to go into the kitchen. Once he’s well out of sight, Jacob jumps up off the 

chair, rocking from one foot to the other in big movements and swinging one arm around. He gets 

both hands, palm open and towards his tummy and he makes fast circular movements in front of his 

tummy; his fingers are wiggling around over his tummy, as he swooshes his hands around. It looks 

just like he's saying, “I’ve got noodles in my tummy and they feel wiggly”. He has a grin on his face, 

 

30 Owen was understood by the team to be ‘nonverbal’, but spoke to me on a number of occasions during my research, 
this being the first time.  
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and he looks at me briefly and then closes his eyes with his eyebrows raised, with a wistful, 

thoughtful, internalised expression… He stops and sits back down so that when Diego comes back in 

again, he's sitting down properly, and there is no indication to Diego that he left his chair’ (14.09.21). 

Jacob’s communication with me about this was sneaky – waiting for Diego to leave and then making sure he 

was sitting back down as if nothing had happened by the time Diego returned. This seemed to me to be a 

quiet rebellion against the strictness of his mealtimes with Diego, and something he took great pleasure in.  

Owen, Cassie and Jacob all had occasions when they demonstrated a very ordinary, teenage resistance to 

boundaries or authority figures, which brought them pleasure, and even joy – the joy of asserting themselves 

as individuals who would not always conform or comply. This seemed to me to be very typical to their 

developmental stage (Erikson, 1980). It was also a relational pleasure – the enjoyment that can be gained 

from pushing the boundaries of a relationship. 

 

6.3. Boredom and disconnection  

Boredom or feeling numb seemed to correlate to loss of connection with others.  

 

‘Boredom is the result of predictable circumstances that are very hard to escape…time seems to slow, 

to the point that you feel as though you stand outside of these experiences’ (Toohey, 2011: 4).  

Toohey (2011) explains that boredom worsens when a situation appears to lack value or purpose. Prolonged 

boredom can become intolerable and even lead to feelings of depression and anger (Toohey, 2011). As 

participants became distracted or uninterested in an activity, it was noticeable that they sometimes 

appeared to ‘stand outside of their experience’, looking into the middle distance or staring instead of looking. 

This could be thought about as being ‘absent’ as opposed to being ‘present’ – present being when someone 

is focused, engaged and concentrating on present events and people. This was most evident when the 

activity did not have a clear purpose or meaning and led to the participants typically disconnecting with those 

around them.  

Figure 6. Boredom and Disconnection Subthemes  
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6.3.1. Boredom 

Relationship and connection seemed important to Jacob in terms of whether he could engage with an 

activity. Veronica, a new teaching assistant, supported Jacob in the extract below. She had watched Julie, a 

teacher, doing a tabletop activity with Jacob and mimicked her actions:  

 

‘Veronica’s verbal communication is rapid, varied and continual; her face remains stern and she 

makes little eye contact with Jacob… She holds a plastic seven and a five up in front of Jacob, saying: 

“choose which one’s seven”. He looks at her with a blank expression. She says louder, “which one of 

these is seven?”, moving her face closer to his. He looks away. “Looking, looking”, she signs. “Jacob 

listen, listen and look - choose seven. Which one is seven? This one's five. This one's seven. Which one 

is seven?” Her voice is loud and a little demanding. Jacob looks a little zoned out, looking away 

distractedly and not responding. She continues to repeat the question, varying the form of the 

question, moving her face very close to his face, trying to get him to make eye contact… “Jacob, tell 

me which one is seven?” I hear a slight crack of frustration in her voice: “This one is seven [pointing] - 

which one is seven?”’ (19.11.21). 

Previously, Jacob had done the same activity with Julie, with whom he had a reasonable rapport; he had been 

tired but able to engage. When supported by Veronica, he became unalert and inattentive. This felt less like 

boredom and more like a disconnection from Veronica’s attempts to get him to perform the task. As I 

observed, I felt overwhelmed with the meaningless of the exchange – (‘this one is seven; which one is 

seven?’) - I found the exchange tiring and frustrating, and wanted to look away, finding it uncomfortable to 

keep observing. I wondered if this was a projection of Jacob’s emotions, who also kept looking away and 

appeared to disconnect himself emotionally and absent himself from the activity.  

Boredom and disconnection were observed quite frequently with Jacob. These often seemed related to 

activities for which he did not seem to be able to perceive a clear meaning. During numeracy activities, if 

Jacob was not engaging, I observed that staff would take his hand and hold the correct fingers up. Jacob 

appeared to disconnect further at these points:  

 

‘She counts out the numbers of vehicles each time - she counts out “four” and then “two” and she 

holds his finger and counts out loud until he gets to six. In no sense is he doing this – she is doing it 

whilst holding his finger… He’s completely blanked out at this point: he's not engaged, he's not 

concentrating, he's not interested’ (02.12.21). 
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In these examples, it is difficult to differentiate whether Jacob is simply bored, or whether his boredom is 

leading to ‘standing outside the experience’ (Toohey, 2011:4). Either way, I often experienced an increasing 

sense of emotional numbness during these observations. Through clinical supervision, I was able to explore 

the possibility that this might have been an overriding experience for Jacob, and that feeling nothing, or 

feeling emotionally numb might have been quite a significant part of his emotional experience.  

Horne and Csipke (2009) identified two forms of numbness in relation to self-injury: physical numbness was 

when a part of the body lost sensation; emotional numbness was an ‘absence of scope for affective variation 

and responsiveness’ (p. 659), or a loss of affect. My own transference experiences were sometimes akin to a 

‘loss of affect’ with Jacob. I experienced an overwhelming sense of ‘nothingness’, of blankness and absence in 

my mind that I was not used to.  

I also observed Cassie experiencing what appeared to be initially boredom and disengagement, which also 

sometimes resulted in an ‘loss of affect’. On one occasion I found her working through a series of numeracy 

activities in the large hall; as time went on, she appeared to move through boredom and into disconnection: 

 

‘[Upon arriving] Cassie barely acknowledged me… Each time Hallie spoke to her, she [Hallie] was 

moving her head around to try to get eye contact with Cassie… [but] Cassie wouldn't make any eye 

contact. She was doing the activities in a sort of automatic or automated way -  ticking the boxes and 

getting them right, but not being at all present. There was a deep sense of dissatisfaction about it all 

– and the staff gave the impression that they couldn’t wait for it to be over, trying to keep Cassie 

moving and not letting her sink into the sense of nothingness that she was emitting’ (24.11.21). 

Cassie stared into the middle distance or through the activities she was doing. She would not make eye 

contact and she seemed to become more distant from Hallie as time went on. She continued to do all the 

activities, but with no liveliness or engagement.  

There appeared to me to be a bi-directional relationship between disconnection and boredom, with the 

participants getting bored when staff did not engage them in the activity, and staff finding it very difficult to 

make a connection with the participants if they became bored or emotionally absent. 

I did not observe Owen getting bored: if an activity became even vaguely unpleasant or boring for him, he 

would either push it away or walk away. His ‘intolerance’ effectively protected him from the boredom and 

subsequent absence that Cassie and Jacob experienced. However, he did use a form of numbing or absence 

as a tool, as did Cassie and Jacob, as described in the next section.  
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6.3.2. Using Numbing as a Tool for Regulation 

Each of the participants had occasions when they sought out or created scenarios in which they disconnected 

from their environment. Often these moments felt innocuous – a brief reprieve from the environment. Other 

times, and particularly with Jacob and Cassie, it felt much more akin to the numbing of overwhelming 

emotions that could not be processed.  

I observed Cassie disconnecting from her environment emotionally and relationally through the use of sound 

and posture: 

 

‘She has the iPad speaker pressed up next to her ear. She's rocking pretty ferociously to the 

music…She lets the music fill her head, with her eyes slightly closed… And every now and then she 

folds herself forward, bending at the waist 180 degrees, her legs shoulder-width apart. She forms an 

inverted v, her head upside down, her hair swooshing on the floor, whilst her legs are still completely 

straight. Maybe five times in 20 minutes, she folds forward in this way and sways her head back and 

forth’ (11.08.21). 

Cassie folded in half like this on many different occasions during my observations. Reflecting on this in 

supervision and experimenting with it myself, I felt it was a way for Cassie to block out her environment: the 

physical experience of being upside down is quite intense, and focuses the mind on the body’s physicality, 

potentially blocking out thought, reflection or emotions. It was as if she was completely unreachable in these 

moments; the staff also responding as if it was not happening and never commenting on it to me or her.  

Several hours after the next extract, Cassie was able to express her feelings of loss and grief in connection 

with her family. In the lead up to this, she used multiple techniques to disconnect from her environment, 

including spending large amounts of time upside down and some self-injury, (this is described more fully in 

Section 6.4.3). When I first arrived, I did not know about her visit with her brother nor how much it had upset 

her. I commented on the photos on her wall, and she responded quickly:  

 

‘I look at the pictures on her wall and I say, “I think that this is your brother, and your mom and dad 

with a picture with Cassie. I talked to Freya earlier this week, and she told me a little bit about your 

family”. She leans forward and puts the top of her head on to the duvet. She thrusts her bottom into 

the air, resting on one knee and her forearms, with the other leg stretched out behind her’ (02.11.21). 

Cassie physically blocked out my comments about family, which were probably quite painful for her following 

her recent disappointment with her mother not making a planned visit. She pushed her head into the bed, as 
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if to physically defend herself against thinking about these things. The team on duty were extremely 

concerned about Cassie’s state of mind, as her erratic actions were unusual. Here is an observational extract, 

followed by a reflection from my journal: 

 

‘She peers at her reflection then throws herself upside down repeatedly for maybe 20 minutes, maybe 

longer. She doesn't cry, but I’m aware she’s distressed. But she has cut me out, somehow, and I am 

left in a baffled state, finding it difficult to be present, difficult to remain engaged and alert with her…’ 

(02.11.21) 

 

‘It felt like the repetitive movements somehow dulled out clear thought, numbed the thinking brain, 

closed off analysis or critical thinking. Just like other rhythmic actions numb us out, so this insistence 

on self-objectification – treating her body like a collection of parts that did not connect to each other 

and could be entangled and jolted together any old how – somehow numbed out thought and 

connection’ (02.11.21). 

Cassie’s regular upside-down poses seemed to be about achieving some disconnection with her environment. 

When she used them briefly, they seemed to be an attempt to self-regulate, giving herself a break from the 

interrelatedness of her environment. However, her repeated use of it during the observation above, coupled 

with some self-injury, felt much more akin to an attempt to numb overwhelming emotions that could not be 

processed.  

Owen used disconnection or a type of numbness to different effect. Owen’s house manager told me that 

Owen would not engage with any support for sensory integration work; instead, he would spend up to four 

hours a day in the summer, more in the winter, ‘self-regulating’, as described here:   

 

‘He lies on his bed on his back with his knees in a bridge, his feet flat on the bed, and with his arms 

raised in the air; he waves his hands from side to side as if they're blowing in the breeze. He does this 

for maybe 20 minutes. He moves his head from side to side very forcefully - so he's resting one eye on 

the bed, and then the other’ (20.07.21). 

I tried Owen’s rocking technique myself. It had a very strong vestibular affect: I experienced a tingling feeling 

up the back of my head and a soft, numbing feeling in my head, as if everything had gone slightly blurry and 

tingly; it was an intense physical feeling. Whilst the impact may not have been exactly the same for Owen, it 

helped me reflect on the strong physicality of the movement. I found that such intense rocking significantly 

reduced my capacity to think or engage with anything other than the physical sensations of the movement. 
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The manager told me that when Owen experienced ‘sensory overwhelm’ he needed to return to his room 

and calm himself in this manner. My observation was that this was also needed after Owen had become 

agitated or distressed, and seemed to similarly be his way of managing emotionally overwhelming 

experiences.  

Owen often coupled sound with movement, as Cassie did in the observation above dated 11.08.21: 

 

‘Owen lies on his back on the sofa and rocks back and forth, just as I described before. He insists on 

this occasion that [a particular] theme tune is played on loop for an hour’ (28.07.21). 

After I had listened to this with Owen for an hour, I noticed that the song continued to ring in my head for the 

hour after I had finished observing. It felt as if it had become an ingrained aural memory, and the sound of 

the song on loop made thought or reflection or emotional awareness quite difficult.  

I wondered if managing soundscapes was important for both Jacob and Owen. Both of them generally made 

low-resonance sounds for the vast majority of their day. For Owen this was a deep, quiet ‘your you’re your’ 

sound, and for Jacob it was an even deeper and quieter ‘er-er-er’ sound. Sometimes, these sounds were only 

audible if I was close to them, but I became increasingly aware that for both of them, it created a consistent 

and controllable soundscape that played in the background to their day. For both of them, these sounds 

increased in volume when they were agitated, anxious or upset; for both of them, these sounds stopped 

completely when they were most relaxed.  

All three participants appeared to have times when they disconnected relationally – and, I felt, emotionally – 

from the world around them, and used this sometimes to regulate themselves, but other times as a way of 

numbing out their emotions.  

 

6.4 Loss and feeling lost: what happens when connections are lost 

Sadness and loss were parts of the participants’ emotional experiences; sometimes it seemed to be a passing 

emotion in response to something, other times, it appeared to be a more enduring, underlying emotion, as is 

often associated with a grieving period.  

Section 6.4.1. explores Owen’s experiences of looking for and missing family. Section 6.4.2 explores Jacob’s 

expressions of sadness and loss; these did not seem connected to a clear narrative, and sometimes seemed 

without explanation – both for him and for the team. This manifested in quite opaque experiences of what I 

have come to think of as ‘lostness’, in which he seemed to experience something akin to loss and sadness, in 
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connection to even short-lived absences from his one-to-one support worker. I have decided to include 

Jacob’s experiences of ‘lostness’ in this chapter about loss, because it resonates with Bowlby’s (1973) 

descriptions of separation and loss in his writings on attachment. Cassie was grieving the recent death of her 

father and the subsequent absence of her mother during the period of my data collection; her loss and grief 

are explored in Section 6.4.3.  

 

Figure 7. Loss and Feeling Lost - three vignettes  

 

 

 

6.4.1 Owen: Looking for family 

Prior to the next extract, I was standing outside Owen’s bedroom whilst Owen was lying on his bed rocking 

and humming quietly. Tom, one of the team, who was talking to me about Owen’s parents, moved further 

down the corridor to support another student, raising his voice louder to ensure I could still hear. As this 

exchange continued: 

 

‘Owen begins to shout and to vocalise …He jumps up and points at the pictures of his family which are 

on the wall, and Tom says, “Yeah, that's Mommy, that's Daddy and that’s Owen.” Then he does it 

again and Tom responds the same. Owen gets more and more agitated’ (20.07.21).  

Owen jumped off the bed and pointed to the photos of his family, seemingly in response to our conversation. 

Owen’s agitation increased rapidly following this. He asked to go out to the grounds, but rather than going 

straight outside, he wound his way through the middle of the house, up narrow corridors in a seemingly 

erratic rampage through the house, in and out of different rooms, banging on the doors that were locked.  
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‘Owen is shouting – he grabs Tom’s top and bites his own hand. It feels frightening and loud and 

intense and everywhere feels too small for us… Owen bangs on the art room door, and then goes to 

the door that leads outside… Owen is jumping up and down and throwing his teddy, agitatedly. He 

heads around the side of the house and Tom says “I know exactly what he wants”…. As Tom heads to 

the gate, Owen tries to outrun him. Tom manages to bolt the gate; Owen grabs Tom’s t-shirt and 

bites his own hands. Tom gets away and, standing at a distance, says, “No, not today. Not today. 

Owen, we're not going there today”. Owen bites his thumb knuckle and vocalises angrily, stamping up 

and down. He shakes the gate really hard to see if he can get it open’ (20.07.21). 

Tom was reluctant to let Owen outside, explaining later that he felt sure that he would try to head to the 

main gate to leave the site. Owen’s frantic run through the house, and into as many rooms as he could 

access, felt like a search; on reflection I wondered whether it was a search for his parents, of whom we had 

been talking. He then headed for the carpark, maybe in the hope that his parents might be arriving, as they 

did each week. Likewise, Tom’s concern that he would try to leave the site seemed indicative of a search for 

his parents. Owen had been living at RSS for several years, and his parents visited weekly. However, it felt 

significant that Owen might still try to look for them in such an agitated sense, and even consider leaving the 

site to find them. This, alongside our shared thinking about family as later described in Section 7.4.1., 

suggested to me that Owen had unresolved feelings about where his parents were and whether and when he 

might see them.  

 

6.4.2 Jacob: separation 

Jacob seemed to struggle considerably when his one-to-one support left him, even briefly, whilst waiting for 

meals or activities. Over time, I began to identify this as an experience of ‘lostness’ associated with possible 

feelings of abandonment.  

In the next extract, Jacob was doing tabletop work with the teacher, Julie; after the initially focused work, she 

left the table without explanation.  

 

‘Jacob looks really lost. He looks at me and his face is forlorn. He looks at me, looks at the table, looks 

at me, looks at the numbers… I say, “do you want me to come and help?”... He looks at me blankly… 

his mouth slightly open, and then looks away in the direction that Julie has gone. He takes the flat 

palms of his hands and slides them hard from the top of his face to the bottom, breathing out as his 

palms pass his lips, so that his lips flap and his vocalisation, “Errrrr” wobbles. It’s an unhappy sound, 

and he repeats the action 4-5 times, rhythmically. I say, “Oh, you’re feeling upset… and maybe you're 
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wondering where Julie has gone?” He stops and looks at me, lifting his eyes… Tomasz (a manager) 

calls over, “he does this when he’s sad”; he does the Makaton for “sad”… “we just acknowledge it and 

say it’s ok to feel sad”. Jacob …slides his hands over his face again as before, pressing his face hard 

with his palm as he drags it down his face. I respond with the sign, saying “Jacob’s feeling sad”. Julie 

comes back… he's really pleased to see her and he smiles’ (06.07.21). 

This was the conventional response which I observed: acknowledging Jacob’s sad feelings, whilst not thinking 

about the possible cause. 

Jacob was often encouraged to sit at the dining table before the food was ready, where he was left waiting 

for his support worker to bring his meal through; this happened again if Jacob wanted a second portion of 

food, as in the next extract:  

 

‘Alex goes out to get some more. Jacob looks at me with his big wide eyes, his facial expression 

asking, “what's going on?” I say and sign. “Alex, will be back with more dinner in a minute”. And he 

keeps his eyes partly on the kitchen and partly on me’ (04.08.21). 

Jacob waited for his supporter, sometimes for five-ten minutes, during every mealtime. I often felt my own 

anxiety rise with Jacob’s, as his movements became more agitated. I sometimes began to feel lost or 

abandoned myself, wondering if they would ever return, which, through supervision, I identified as a possible 

transference of Jacob’s emotions. I began to identify these moments as experiences of lostness, which moved 

from wondering what was happening into a state of almost ubiquitous not-knowing. This often arrived with a 

sense of lost purpose and meaning, and felt visceral and overwhelming, as I would feel my mind emptying 

out into a sort of abeyant waiting, as my reflective journal captured:  

 

‘I have an overwhelming sense of being in abeyance, of not knowing what's happening, or what I'm 

doing or what I'm supposed to be doing. Am I in the right place? What's happening today? I feel an 

ongoing sense of “I don't know what's happening”… I feel like my thinking is replaced with a very 

empty space – a vacant space where there are no plans and where I can’t make sense of anything’ 

(14.07.21) 

These moments felt profoundly confusing. I became increasingly aware of Jacob’s sense of not knowing what 

was happening, usually connected to a sense of abandonment when someone left without explanation or any 

indication of when they would return. Unlike Cassie or Owen’s feelings of sadness, for which there was a 

clear narrative – an explanation centred around their experiences with family – there was no narrative 
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around Jacob’s sense of lostness, it had no apparent explanation or story. Instead, I experienced repeated 

transferences of his feelings of overwhelming lostness.   

 

6.4.3. Cassie’s experiences of loss and grief 

At recruitment stage, I had been informed that Cassie’s father had died within the previous year. Two months 

into my observations, I had a useful interview with Freya, a teacher, who told me that when Cassie had made 

her final visit to see her father in hospital he had a large hole in his face from an operation. Cassie slowly 

unravelled her feelings about this with me as we built trust and attunement. I will present these in a linear 

fashion, as they were significant parts of the story of Cassie’s emotional experiences.  

My conversations with Cassie started with drawing and writing on a small whiteboard together; she wrote 

the name of a peer who had recently moved to another unit, ‘Jon’, and then ‘Maisie’, who had moved into 

Jon’s old bedroom, replacing him. I helped her write a letter to Jon and she showed me that she wanted to 

draw a sad-faced Cassie to later deliver to Jon. In retrospect, it felt to me that Cassie somehow tested me to 

see how I would respond. She watched me intensely when we were talking. If I misunderstood or 

misinterpreted something she would either ignore me or scribble out what was on the board. If I got it right, 

she was quick with a thumbs up. It felt that she was very much ‘in charge’ of the conversation and was 

invested in finding ways to communicate with me about the things she was feeling.  

It was a month later that Cassie and I had an opportunity to communicate with the white board again. Cassie 

seemed ready to communicate as soon as I sat down, writing once again about Jon and Maisie. I was more 

ready with reflective language and questions to clarify, which she eagerly engaged with. She continued to 

write the names of the young people she was currently living with, and had previously lived with: 

 

‘But then she goes back to Jon with her forefinger… and she taps beside his name, and looks up at me.  

I say “you're still thinking about Jon and I think you missed Jon”. She puts her thumb up. Then she 

writes on the board  - but it's hard to read “S-a-“  and what looks like a sun: it's a round circle with 

some lines coming out of it… I realise that she is writing “sad”. “Sad”, I say to her, “you’re feeling sad 

about Jon?”; I sign sad. She signs sad back at me. Then she writes “sad” again, but this time she puts 

the letter “u”, so it says, “u sad”… She points to herself. I realise that she's saying “you sad”31…I say, 

 

31 Sometimes people with autism and less spoken communication can reverse pronouns. E.g. when asked ‘are you sad?’ 
they might reply, ‘you sad’, which means ‘I am sad’. I felt this was what Cassie was communicating here, particularly as 
she pointed to herself.  
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“it feels sad when we can't see our friends anymore”… We sit in the stillness together… and I feel the 

sadness’ (05.10.21). 

As we sat quietly, I became very aware of the projections of sadness that I was experiencing with her. Our 

interaction was interrupted by other activity in the room for twenty minutes or so, though Cassie continued 

to write on the board. I left the room briefly to get something; when I returned, there were two staff in the 

room who both walked into the corridor together once I was settled. Cassie waited patiently for them to 

leave:  

 

‘As soon as they’ve disappeared into the corridor, and she is confident that they’ve left the room, she 

turns back eagerly to the white board, rubs off all the writing that is on the board and then she writes 

on the board in big letters: 

 

MISS 

MUM 

DAD 

     

 

I say, “you miss Mum and Dad, Cassie. And you feel sad”. We sit with this for a little while... and I 

don't say very much at all’ (05.10.21). 

After a long pause, I talked to Cassie about the feeling of sadness – about the feeling of a heaviness in the 

chest and tummy32, and I reminded her the signs for ‘Mum’ and ‘Dad’ so she could more easily communicate 

about them when she needed to.  

 

‘She taps her forefinger next to “dad”. Then she takes her pen, and with very, very hard letters, she 

writes over his name again, “dad”. I say and sign, “Cassie's thinking about dad”. I continue after a 

pause, “Beverley knows a little bit about dad, because Freya’s told me the story”…  I stay quiet for 

some time... She writes “Freya” on the other side of the board. I say, “Freya’s your special friend, 

because she went to see dad with you. And she saw the things that Cassie saw”. She signs friend’ 

(05.10.21). 

 

32 Heaviness in the chest and tummy is reported as a common physical manifestation of sadness by Nummenmaa et al. 
(2014) in their study exploring where emotions are felt around the body. 
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After some time, I decided to name the loss that Cassie was talking to me about and see how she responded, 

so I simply said “when Cassie saw dad, he was very sick. And now he's died”. Cassie sat very still and seemed 

thoughtful. Seeing as we had come into this conversation through her initial expression that she missed Jon, I 

thought it might be useful to differentiate between the two losses. This seemed to open up a different sort of 

conversation for Cassie:  

 

‘After a pause, I try: “Jon has moved to [B-unit], so you don’t see him so often, but you do see him 

around. But, Cassie doesn’t get to see dad anymore”. Cassie shouts out, “dad, bad, dad bad”… She 

points at Dad on the board again and then she points at her mouth. I said to her, “you're thinking 

about dad's mouth”. She gave me thumbs up. I said, “Dad was very sick when you saw him.”… She 

puts her hand up on her jaw – pushing her fingers into her jaw line where her neck meets her jaw 

bone. She pushes her fingers into the flesh very hard and she shouts out “Ahhh”’ (05.10.21).  

As Cassie expressed this, my mind returned to my interview with Freya, and her comments about Cassie’s 

visit to see her father:  

 

‘The thing is, Cassie was on his side where she could see his hole… so when he moved and I saw that 

hole, and I got petrified, because it was really scary and really.. impressive like to see? Like, oh… like 

“oh my god”. So I cannot imagine how that was [for Cassie] all the time sitting on that side.. 

constantly seeing that’ (Interview with Freya).  

Remembering this, I said quietly in response: ‘when Cassie saw dad in hospital with Freya, he had a very 

poorly mouth’. Cassie was very distressed at this point. She was not crying or vocalising, but I felt the 

projections of her sadness and also of her fear. I sat with her loss and distress, acknowledging occasionally, 

‘these are very big emotions. These are very big feelings.’ However, knowing that this was the first time Cassie 

had talked to anyone about her distress about her father’s mouth, and feeling that it was unlikely she could 

pick this conversation up easily with a staff member, I made the decision to try to alleviate what I felt was her 

biggest concern – her fears about what she had seen: 

 

‘I sign for her to look at me so she can watch me. She looks at me. I take the palms of my hands, and 

begin to slowly stroke from the back of my own cheeks to the front of my cheeks towards my mouth. I 

don’t speak. She watches me briefly, then mirrors my actions: lifting her own hands, she starts to 

stroke her fingers and the tops of her palms along her cheeks. We do this together, looking at each 

other and I say, “it's okay, Cassie, it's okay. Your mouth is fine”… she spends some time continuing to 

rub her own cheeks… Then she presses in her cheeks with her fingers, and does circular motions, 
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feeling her gum line, her teeth, the inner workings of her mouth… She begins to gather up saliva in her 

mouth and hold it. She opens her mouth and some of the saliva falls out of her mouth in a big dollop 

and down her chin. I pass her some blue roll and she pushes it back up into her mouth’ (05.10.21).  

It was almost a year since Cassie’s visit to her father, and I knew that this was probably her first experience of 

being able to express her fears about this, with a simple but powerful, ‘Dad, bad, dad, bad’, and then pointing 

to her mouth. She quickly took up the silent invitation to mirror me, feeling her cheeks and jaw - the outside 

of her mouth - feeling that it was all intact. She moved on from this, pressing in gently to feel the inner 

workings of her mouth and then filling her mouth with saliva.  

This exchange helped me understand that Cassie’s loss at her father’s death was mingled with distress and 

fear that her own mouth might end up like her father’s. Many times, I observed her finding something to put 

in her mouth - a piece of fluff, a hair, a bit of food, a bit of paper – and chew it or store it in her cheek. With 

little opportunity to communicate about her feelings about her father, I wondered if Cassie’s habit of keeping 

her mouth full was an unconscious coping mechanism - a way of ensuring the ongoing physical integrity of 

her cheeks. I also wondered if she was displacing her emotions onto situations more easily talked about – 

such as missing Jon - expressing a level of distress and loss that may have been amplified by her intermingling 

feelings about her father.  

We were not able to finish the conversation as well as I would have liked, but Cassie finished it, with her 

usual pragmatic assertiveness, by plonking the board on the cabinet and promptly doing a headstand on the 

sofa, which seemed to be her visceral coping strategy for dealing with overwhelming feelings, as discussed in 

Section 6.4.  

A month later, Cassie seemed to be very distressed for an extended time in her bedroom; it was several days 

after Cassie had had a visit arranged with her brother and mother, but only her brother had attended. 

Cassie’s loss and disappointment was palpable and the team were well aware of it; Leo described how:  

 

‘It's one of those things that's difficult to describe as it’s more of a feeling than a behaviour. But the 

feeling is that something's wrong. And that she's upset’ (conversation with Leo, 02.11.21). 

However, Leo was very worried about how they might broach the conversation with her:  

 

‘something's not right with her. But how do we ever address this? Because how do we bring it up 

without upsetting her? How do we talk about it, without confronting her with it? And won't that just 
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make it worse? Maybe she wants to talk about it, and maybe she doesn't. Maybe by talking about it, 

we upset her more’ (conversation with Leo, 02.11.21). 

For two hours, Cassie coupled her expressions of distress with attempts to block out thinking, through upside 

down and contorted postures. As the other young people went out on a trip, Cassie initiated the conversation 

that Leo had felt so torn about, determinedly communicating the reasons for her distress:  

 

‘Cassie turns to the side of her chair so that she is hanging on to the back of the dining chair; she leans 

her chin on her hands and lets the tears fall down her cheeks. I crouch down next to her and say, 

“Cassie, you’re feeling very sad”, and she signs “sad; sad”, back to me… I said, “Do you want to do 

some writing and drawing on the whiteboard?” She gives me a thumbs up... I go over to the tall 

cupboard where the pens are locked away. As I open it up, she leaps up and runs over, pushing herself 

into the gap between me and the open cupboard door, deliberately positioning herself so that I 

cannot close the cupboard. She begins to scan the contents of the cupboard… [making] distressed 

noises. Her hands flutter in front of her, and move towards the contents of the cupboard and back 

again, as if she is conflicted, fighting herself as to whether to reach in or not…as if she is thinking “am 

I going to do this...or not?”…  

 

She makes a sudden move, grabbing up a much fatter communication book [than her own]… she… 

begins to scan through it, page by page, examining each PECs card… She’s really agitated... she pulls 

out a PECs picture with a photo. Underneath it says “life story”. I feel a stab in my chest and I say, 

“Okay, you're thinking about your life story, the story of your life”. She doesn’t acknowledge me, 

instead, she keeps scanning carefully through the pictures, searching and searching… until she finds a 

picture of the family room, which underneath is written “family room”. It is the only card that has the 

word family on it of any sort’ (02.11.21). 

Cassie searches for the PEC’s cards ‘life story’ and ‘family room’ (where she last met with her mother) to 

communicate that she is thinking about her family. I was relieved that she had found a way to communicate 

so deliberately, pushing for the conversation she needed.  

 

‘She jabs her forefinger on the family room card, one, two, three jabs, and does another wail. I say, 

“okay Cassie, well done. That's really good communication. You're thinking about family”. She starts 

to cry – big tears coursing down her cheeks with sobs and wails. Asher (a staff member) comes closer, 

deeply concerned… I say, “… Do you want to talk about dad, or mum or Gareth (brother)?” [signing]. 

Without missing a beat, she quickly signs back G and Mum back…  
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Cassie signs ‘Mum’ again.  I say, “Beverley knows that Mum wasn't able to make it - so you weren't 

able to see Mum”. At that point Cassie cries and cries and cries, and she signs sad – her sign is slow 

and big, and she does it two, maybe three times… Her crumpled face is fixed on mine, her eyes 

intensely looking at mine; as she signs big “sads”, the tears pour down her cheeks and her mouth 

emits wails and sobs… I say, “Cassie didn't get to see Mum. And that's very sad”… Cassie is crying so 

hard and the sadness is overwhelming. After a minute or so of eye contact, I say, “when Cassie feels 

this sad, Beverley feels very sad as well”. As I say this, she fixes her eyes on me intently and looks 

really deep into my eyes – her head juts forward, her face is fixed on me… she lets out this huge, big 

yell of sadness’ (02.11.21).  

The intensity of Cassie’s outburst and expression of sadness in this exchange put into context the length and 

depth of her distress, as well as her attempts to block out these feelings, in the hours prior to this moment. 

However, it also seemed very important that Cassie had found a way to release and express her very deep 

and overwhelming loss at the absence of her mother, and to have those feelings heard and validated and 

shared. Her intense eye contact with me seemed to reflect that she had a place to deposit some of this 

sadness in me, and this was bringing her some relief. I found Cassie’s willingness and creativity in finding 

ways to communicate with me about the feelings of loss and fear that she felt in response to her father’s 

death and mother’s absence very moving and indicative of her resilience and determination to process her 

emotions through relationship and connection. 

Upon reflection, it was clear to me that some of Cassie’s ‘behaviour’- her tendency to hold or hide things in 

her mouth; her periods spent in physically contorted positions or upside down; her anger at Maisie who she 

saw as replacing her beloved Jon; and some of the times she hurt herself – were expressions of different 

aspects of her feelings of loss around her father’s death, her distress at his sickness and subsequent fears 

about her own mouth, and her feelings of deep distress about the absence of her mother. This last extract, in 

which her grief pours out in recognisable forms was the exception: these emotions were present and real, 

sometimes latent, sometimes overt, in many different parts of her day. 

 

6.5. Reflective spaces 

Each of the sections in this chapter have explored the connection between emotion and relationships. 

Relational connection requires both parties to have a sense of being a person in their own right (Stern, 1985). 

Without self-awareness and a sense of being a separate other, with different experiences and emotions, 

there is no real basis for interrelationship. This notion felt like it was sometimes forgotten or undermined, 
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with staff sometimes responding as if the participants were not capable of being emotionally or relationally 

present, and not people in their own right with separate experiences and emotions. Thus, these final sections 

highlight the times when the inverse was true: when either the participants seemed to be able to see 

themselves as people with experiences and emotions, or when this was facilitated by others.  

 

6.5.1. Reflective images and self-awareness 

The participants demonstrated some interest in either their own reflection or photos or pictures of 

themselves, concentrating carefully on their own image. These seemed to be moments of self-awareness, in 

which they felt very present - when they, whether conscious or unconsciously, appeared to connect with the 

idea that they were a separate individual who existed in time and space. These moments also seemed to 

facilitate or be facilitated by relational connection with the person they were with, and a growing emotional 

awareness.  

In this observation, Patricia, Owen’s supporter, showed Owen some photos of himself:  

 

‘he takes these photos off her and he points to a picture of himself. He looks and looks and looks - like 

I haven't seen him look at anything else. With total focus and concentration, he looks carefully at the 

picture of himself for several minutes …his eyes are trained on each photo of himself for maybe 30-40 

seconds at a time, before he moves to look at the next photo, always focusing on himself when there 

are others in the photo… Patricia says, “who's that?” and he taps the photo, then taps himself’ 

(20.07.21). 

 

Owen considered his past self in the photos with his present self in the here and now – linking the two 

together as he tapped the photo and tapped himself. This demonstrated Owen’s capacity to consider himself 

as a person in time and space, though he was sometimes interacted with as if this was not the case - as if he 

was at the mercy of his instincts and incapable of reflection. There was also a tenderness apparent in the 

interaction between Patricia and Owen during this moment, and it was followed by an unusually connected 

moment in which Patricia massaged Owen’s feet. Owen, so often preoccupied with processing the world 

around him, seemed to find a place of rest in this moment of self-awareness and reflection, and this 

facilitated calm, which in turn allowed for deepening connection with Patricia. 

Cassie often looked at her reflection. She had a mirror she could use for this, but would sometimes use the 

reflective side of a CD or another reflective surface:  
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‘All the way round [the nature trail] whilst we're walking, she's looking at the CD - looking at her 

reflection in the back of the CD. She's really giggling and laughing’ (03.12.21). 

Cassie was very glad to go out on a walk with me on this particular day. She used the mirror to watch herself 

having a good time, and I wondered whether this amplified the enjoyment for her. I observed her using a 

mirror on a number of occasions:  

 

‘As she eats her orange, she looks in the mirror a fair bit. As she looks, she opens her mouth as if she's 

going to the dentist, and looks around at the inside her mouth… She pulls some different faces in the 

mirror and then picks up the balloon and begins to blow… She blows it up slowly. She feels it at 

different sizes. She bangs it against herself… She blows it up to sort of the size of her breast and then 

she reaches inside her t-shirt and squeezes her own breast. The whole time she’s with the balloon, 

she’s looking in the mirror – so she can see her face in the mirror with the balloon’ (11.08.21). 

Cassie looked inside her own mouth and then watched herself interact with the balloon, as if watching 

herself on a screen. This almost created a dyad with herself – allowing her to perform and watch it back. This 

represented a very concrete form of reflection – literally watching her reflection back as a way of considering 

herself. I did not know at the time the significance of her wanting to look inside her own mouth (in terms of 

the relationship with seeing her father with a hole in his mouth). In retrospect, I wondered whether Cassie 

was (whether consciously or unconsciously) working through some difficult feelings about the integrity of 

things: did her mouth have any holes in it, could it hold things inside it safely? This was followed by playing 

with the balloon’s capacity to hold her breath: how big or small could she make the balloon? What did these 

sizes and shapes mean in relation to her developing body? In this moment of self-awareness and self-

reflection, it seemed to me that Cassie was, whether consciously or unconsciously, considering her body, 

what it could hold and what it could not, in relation to a number of different experiences.  

Cassie’s interest in her reflection appeared to help her to process emotions, as illustrated in the next extract 

at the start of a conversation on the bus: 

 

‘I say, “oh, Cassie – you’re really having a good cry. Are you feeling sad?” She signs sad really quickly 

to me. And then she really begins to wail. She moves her head towards mine – and I realise that she 

can now see her reflection in the Perspex screen behind the driver. I say “that's it - have a look at 

yourself as you're crying. You can see how sad your face is. You can see the tears going down your 

cheeks…”. She looks again. I say to her quietly and slowly, “I wonder what you're thinking about, 

Cassie? Are you thinking about something?” She gives me thumbs up’ (18.11.21). 
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This was not the first time I had seen Cassie look at herself when she was sad – I had also seen her do it 

during her long period of distress in her bedroom, when she would look at herself in the reflection in the TV 

cabinet before throwing herself upside down (discussed in Section 6.4.3). As we looked together at her 

reflection, and I named what she was doing, I wondered if this helped her find some articulation for her 

feelings. She was able to rapidly move on to talking about the ’why’ - talking to me about her family using 

signs. I wondered if naming the ‘what’ together – partially facilitated by her looking at her own reflection and 

seeing the sadness on her face - had allowed for this transition.  

Similarly, Jacob also used his reflection, looking at himself in reflective surfaces. During the next extract, 

Jacob was struggling to choose a DVD and, rather than stay and support him, as many of his supporters did, 

Simon leaves him to it:  

 

‘[Jacob] comes and stands by the sofa, hovering… not sure what to do. He looks at Simon but Simon 

isn't moving to help him… Jacob stands and looks at him. Then he looks at me and he looks bereft… 

Finally, Jacob goes into [his bedroom] and stands in front of the TV. Simon goes in… “Which one do 

you want choose?” Simon asks. Jacob looks at the DVDs. Simon waits for a couple of minutes and then 

comes out, leaving Jacob standing looking at his DVDs… Because it’s dark outside, Jacob can see his 

own reflection in the window looking back at him and he can also see his reflection to his right hand 

side in the TV cabinet. He looks from the DVDs and up to his own reflection in the window, and then 

looks over at his reflection in the TV’ (14.09.21). 

Jacob considered his own reflection in the window in front of him and the TV cabinet beside him for some 

time. Being left on his own when he was feeling unable to make a decision typically led to distress for Jacob. 

His facial expression communicated that he felt ‘lost’ in this moment, not knowing either what he wanted nor 

how to make the decision. I wondered if being able to see himself and look at his own reflection allowed him 

to stay present in the moment and better tolerate the feelings of lostness with which Jacob seemed to so 

often struggle.  

As my observations went on, I found myself reflecting that there is a difference between being at the mercy 

of emotions – becoming engulfed in them in a nameless or incomprehensible way – and being able to feel 

emotions reflectively and thoughtfully. I felt I observed the participants experiencing both of these things. 

However, feeling a difficult emotion thoughtfully and reflectively required self-awareness and presence in the 

moment – it had to start with a sense of being a person in time and space. All three of them appeared to find 

their reflection or photos of themselves helpful in facilitating self-awareness. This made some potential space 
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for a different sort of processing and managing of strong emotions, as well as potentially better 

interconnection with others.   

 

6.5.2. Reflective triads 

During my observations, I became aware of the significance of three-person interactions: when two staff, or 

myself and a staff member, thought together with a participant, it seemed to facilitate greater moments of 

emotional expression and relief, as well as a renewed capacity to concentrate. I present examples when the 

shared reflective attention of two adults appeared to facilitate concentration, communication and emotional 

space for Owen, Jacob and Cassie. 

In the next extract, one of the carers, Alfie, seemed to become curious about my role as an observer, and 

briefly adopted an observer role with me: 

 

‘Owen comes to sit on a chair outside his room. I am sitting next to him and Alfie comes and sits the 

other side of him. Alfie is watching and listening with me for a few minutes…Owen is vocal and he is 

moving his jaw with large deliberate movements. I can see the muscles in his jaw working overtime: 

clapping his teeth together, moving his tongue and his mouth around. Alfie looks at me and smiles. 

“He's trying to talk” he says’ (15.10.21). 

I wondered whether being flanked by two observers, gave Owen the sense that we were listening and 

interested in what he might say. Speech requires an attentive listener if it is to become effective 

communication; I wondered if having both Alfie and I present as attentive and attuned listeners, helped 

Owen feel that speech was worth the effort in this moment. It was an unusual attempt at speech for him.   

I also noticed that the presence of two adults helped the participants to focus and concentrate for longer. 

Owen very rarely took part in tabletop activities, finding them immensely difficult to focus on. However, in 

this observation, he found some capacity to take part, seeking very deliberate help to do so: 

‘As we get to his table, he lets go of my hand – pushing it in the direction of the other chair opposite 

his. I sit opposite him, and the teacher puts in front of him a glass screen which is back lit with LED 

lights inside, with luminous pens to write on it… Owen is quite interested. I put my hand out with the 

pen and he puts his hand over the top…and initially we do some shapes and some dots. I say to him, 

“looking Owen” and sign looking. He looks a little at the board and a bit at me. He puts his right hand 

fingers in the ink and licks them’. 
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Owen was concentrating much better than usual, but was still getting distracted; then he reached out for 

more support in order to continue:  

 

‘[Owen] takes Alfie’s hand with his right hand and holds it really firmly. With the left hand, he reaches 

out and takes my hand again, and then is able to do quite a few seconds of focused work. He is also 

able to make eye contact with me and look at the screen much more consistently’.  

Owen’s capacity to focus and look at his work seemed to improve with the triadic connection. It reminded me 

of a child in between two parents, holding their hands and feeling safe enough to try something new. It 

seemed that the very physical sensation of holding the hands of two supporters and having two minds 

thinking about him, facilitated a safe connection for Owen to be able to do some focused work and try 

something new. 

I noticed a similar pleasure that Jacob took in being with two staff who were thinking or talking about him. In 

the appendix EE, I recount how, as Elena and I talked about Jacob with affection and insight and he listened, 

that he seemed to enjoy it. I had commented to him at the time: ‘you know what? I think you enjoy that Elena 

and I are talking about you and you can hear it’. He giggled in response.  

In this next observation, Jacob was in the kitchen eating lunch. Simon, his supporter, asked me what I thought 

I had found so far in the research, a question I generally skirted around with the team. However, because the 

research was drawing to a close, I thought it might be an opportunity to talk about the research in a way that 

included Jacob.  

 

‘I say, “Jacob, I'm bringing you into the conversation, because it’s about you. You can listen if you 

want to, but you don't have to”. I watch Jacob biting into a piece of pizza and using his front teeth to 

chew it, so his mouth has to make huge movements to chew it up. I say to Simon, “Oh, Jacob is still 

eating with the front of his teeth and chewing with the front of his teeth”. Simon says, “yep… he's still 

struggling”… I turn to Jacob, “Jacob, I expect that your mouth feels very different”.  

 

Simon asks, “how do you think he's been in the time that you've been here?” …Intentionally 

addressing Jacob, I say, “Jacob, I think that the operation on your teeth was painful for you, and I 

wonder if it was a bit of a shock”’ (19.11.21). 

As Simon and I continued to talk about the impact of the operation, Jacob began to make eye contact with 

me, and I felt that he was engaging in our conversation. The conversation continued: 
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‘He's looking me in the eye. The point when I name the operation as being a potentially traumatic 

moment for him, is the point that he begins to engage in the conversation. He's listening to what I'm 

saying. I ask Jacob, “do you remember why it is that Beverley’s here?”. He sits back in his chair and 

drinks his drink. “Beverley is not a staff member - …I'm here to think about …what does it feel like to 

be Jacob? …whether you're having a really good moment, or a really difficult moment, I'm here to 

think about those things with you”… He starts really smiling, and waving his head a little bit and 

slightly flapping his hands’ (19.11.21). 

Having the conversation with Simon in a way that invited Jacob in seemed to bring some safety to Jacob, as 

he could chose to engage or not. I also found it notable that talking about the operation as potentially 

distressing really drew Jacob’s attention and lifted his mood. I wondered if he had found this validating, 

which might have provoked feelings of relief. Whether the details of Jacob’s response are accurate, I found 

that inviting Jacob to listen – or not – and including him, helped him feel thought about and considered, 

which gave him some pleasure and relief.  

Similarly, though Cassie and I had several significant one-to-one conversations, the most intense outburst of 

emotion from Cassie (described in Section 6.4.3) was with a second staff member and me providing her with 

complete focus and attention; in fact, it was not until this was available to her that she pushed hard to find a 

way to relay what she was feeling. I have reflected that I do not think I could have contained Cassie’s very 

powerful feelings of loss on my own; it seemed that some very strong projections of emotion were better 

contained and processed by two thinking minds, two engaged adults. 

Each of the participants showed evidence of experiencing very intense overwhelming emotions which could 

lead to displays of distress. An ordinary response might be to ask, ‘why are you upset?’ However, without the 

verbal communication to respond, these questions simply were not asked, and it seemed that the teams had 

fallen into an assumption that they could not be answered. However, in the examples shared, the reflective 

triads allowed Owen some confidence to try new things; they allowed Jacob to enjoy feeling seen and 

validated; and they allowed Cassie to feel safe-enough to let out the emotions that had been oppressing her 

in the hours prior. However, this needed to start from an assumption that Jacob, Owen and Cassie had a 

reflective capacity as separate thinking people. Despite reflection often being conceived of as a lingual 

exercise, it is something that starts internally, an introspection that starts with being present to ourselves, 

allowing us to consider our experiences and emotions and the links between them. My experience was that 

they each demonstrated this capacity and were ready for the spaces that we found and made together.  
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6.6. Conclusion 

This chapter has explored the relationship between emotion and connection.  

Section 6.2. explored occasions when the participants experienced pleasure or joy, and how relational 

engagement enabled or facilitated this. In contrast, Section 6.3. highlighted how boredom appeared to be 

related to disconnection. The initial experience of boredom sometimes led through into numbness, 

particularly for experiences that seemed to lack meaning or purpose. The participants also used 

disconnection and numbing as a self-regulation tool, as highlighted in Section 6.3.2. 

Section 6.4. explored the emotional impact of lost relationships, exploring how Owen and Cassie experienced 

and expressed their feelings about their families – something which, for Owen was an experience of missing 

them, but for Cassie was a much more complicated loss. Jacob seemed to experience a more opaque sense of 

sadness and loss that was less easy to ascribe to an experience, but seemed to be connected to anxiety about 

separation.  

Lastly, I presented times when I observed lone reflection, often aided by photos of the participants or their 

own reflection in a mirror. I also observed times when the presence of two people thinking about and 

focused on the experience of the participant, often brought feelings of relief, greater focus, enjoyment and 

interpersonal capacity.  

The next chapter explores the theme of safety in relation to the participants’ emotional experiences. 
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Chapter Seven: The Search for Safety.  

7.1 Introduction to the chapter 

Safety or ‘feeling safe’ is something of a neutral emotion: it is not necessarily an active feeling of safety or 

comfort, but more the general sense that ‘everything is fine’. To feel safe is to be in a well-regulated state of 

mind: it means the emotions and the body are in an ordinary state and the person feels broadly that life and 

their present circumstances are manageable. Feeling safe is a prerequisite for a lot of other helpful emotions, 

such as being able to focus and enjoy something, feeling happy or being able to be playful and have fun. 

Attachment theory tells us that safety is established primarily through secure relationships (Bowlby, 1969).  

Safety is essentially what a person feels when nothing provokes the part of the brain - the amygdala - that 

triggers anxiety, fear or insecurity. The amygdala is activated by any threat to a person’s psychological, 

interpersonal or physical safety (Perry, 2009). In very broad terms, ‘negative’ emotions – anxiety, stress, 

distress, fear, anger – are all responses to a loss of safety. This chapter brings together these emotional 

responses.  

This chapter commences with an exploration of times when the participants’ overwhelming feelings of 

anxiety, fear, distress or agitation were effectively contained33, so that the participant could regulate 

themselves again and be restored to a sense of safety. These happened through effective relational 

containment from staff members, and during times when participants had times alone and the freedom to 

make their own choices.  

Section 7.3 explores participants’ experiences of anxiety, distress and anger – times when safety was clearly 

compromised. Section 7.3.1., entitled ‘anxious interactions’, explores times when participants were impacted 

by staff or peers’ emotions. Section 7.3.2. explores the participants’ experiences of mealtimes, which seemed 

to be times when anxiety was often heightened. Section 7.3.3. explores times when the participants 

appeared to act out difficult experiences – namely, separation and humiliation - as a way of processing 

emotions. Section 7.3.4 presents the participants’ physical expressions of stress and distress, including self-

injury. This chapter finishes with extracts from an unusual day with Owen, in which he appeared to have a 

profound sense of lost safety, and sought proximity with me as an attempt to re-establish it.  

I conclude this chapter by sharing some significant observational moments with Owen, Cassie and Jacob. I 

present times with each of them when I felt that I was able to understand or share some of their particular 

 

33 Containment was discussed in Chapter Two; it is the notion that an overwhelmingly difficult emotion can be digested 
or processed by another person and transferred back to the individual in a more manageable form. 
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emotional expressions outside the parameters of verbal language. Each of these interactions occurred once 

we had begun to build some mutual trust and understanding, and required me to attend to an array of 

different forms of communication. They are presented at the end of this chapter as examples of the way in 

which attuned relationship within the context of interpersonal safety enabled emotional expression.  

Figure 8. Summary of Themes over Chapter Seven  

 

7.2. Finding safety 

7.2.1. Containment 

In this section, I explore times when the participants’ overwhelming feelings of anxiety, fear, distress or 

agitation were effectively contained, so that the participant could regulate themselves again. It presents 

different ways in which staff contained the participants’ anxieties, distress or agitation, enabling them to 

return to a regulated emotional state.  

In the next extract, a staff member new to Owen (Tande) was due to take over as Owen’s one-to-one support 

and was very nervous, in a way that seemed to be having a palpable impact on the environment (later 

described in Section 7.3.1.1). Owen was wandering around the corridor and beginning to look agitated.  

 

‘[Owen] puts one foot up on the chair and looks around. The corridor is very busy. Tande looks at him, 

from across the corridor; she looks tense and worried. Milan (a familiar carer) moves over to Owen, 
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standing next to him, and subtly lowers his hand towards him. Owen takes hold of Milan’s forefinger, 

wrapping his fist around it. This looks like something they have done before. Milan is completely 

relaxed, watching the other young people get ready to go out and chatting to the staff. A couple of 

times someone asks him to do something and he says, “I can’t. Owen has my finger”’ (14.12.21). 

Milan responded to the tension around Owen by offering him a calm, relaxed presence. He offered Owen his 

finger as if it was a physical anchor for him. Owen took it, as if this was a familiar agreement between them, 

and it seemed to settle him in amongst the busyness. It was almost a physical reminder that Milan was 

thinking about Owen, ‘holding’ him in this busy space; and Owen responded with stillness and calm. This 

seemed to me to be a beautiful illustration of containment – an open offer from Milan to Owen of a small 

part of himself; in this way, he offered a calm mind and body for Owen to hold on to, as well as gently 

undoing the sense in the atmosphere that Owen posed an unpredictable risk to others.  

Reuben, one of Owen’s ‘preferred staff’34, seemed to have a good understanding of the importance of the 

emotional state of those around Owen. I asked Reuben what emotions he thought Owen experienced during 

behavioural incidents when he sometimes hurt himself or others. Reuben replied, ‘I think it’s anxiety. 

Because if you can be calm yourself then he will calm down too’ (10.08.21). Reuben tacitly recognised that 

Owen’s distress provoked distress and anxiety in him, which he needed to first regulate, so that Owen could 

regulate himself. This seemed to me to be an excellent description of containment: that if the staff member 

could identify Owen’s overwhelming emotion and process it themselves, Owen could receive a more 

processed, calmer emotional state from the staff member (Bion, 1962). Reuben demonstrated this on 

another occasion through unusual levels of self-control and calm: Reuben was sitting on a chair in the 

corridor and Owen, who was agitated, bent down and head-butted Reuben several times. Reuben spoke 

slowly and calmly to Owen, saying: ‘it hurts Reuben when you do that, there's no need for you to do that… You 

can talk to me; you can tell me what you want’ (18.08.21). Owen stopped, calmed, and communicated with 

Reuben.  

Relationships were so important for Cassie, and it was often simply the demonstration that a person had her 

in mind that would contain her upset or distress. In the next extract, Eduard, a staff member, is sitting with 

Daniel (a young person Cassie lives with) and Cassie at the dining table. He inadvertently ignores Cassie and 

she finds it extremely upsetting: 

 

 

34 This was the term the team used to denote staff that Owen seemed to be more confident and comfortable with – 
those he had the best relationship with. 
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‘On the other side of Eduard is Daniel. Eduard looks at his plate and sees that he’s eaten all the potato 

wedges and he says to him, “do you want some more?” I see Cassie put her thumb up and say yes. 

Eduard says to Daniel, “Would you like some more potatoes?” And Cassie again signs “Yes”. He 

doesn't see that she is responding to his questions to Daniel, and he reaches over and piles more 

wedges on Daniel’s plate, without turning to Cassie at all. She continues to eat for about 20-30 more 

seconds and then she cries, wrinkling up her mouth in distress’ (15.09.21). 

Eduard did not ever work out what had upset Cassie, but he turned his attention to her and asked with 

surprise and concern, ‘what’s wrong?’ Simply the return of his attention and concern seemed to settle her 

feelings of rejection and being ignored and put her back together again and she stopped crying almost 

immediately and returned to eating her dinner. 

In contrast, some of the team had become aware that when Jacob was become emotionally dysregulated, he 

responded best to firm structure and definite decisions. In the next extract, Jacob had had a reasonably 

positive lunchtime, had washed up his plate and cutlery and returned to his dining chair to wipe the table. 

The staff member supporting him did not realise that Jacob wanted to wipe the table, and did not try to work 

out what the problem was; this left Jacob escalating into anxiety. 

 

‘Carlos tells him it's time to go to the toilet and Jacob stands there; he does not move, and Carlos does 

not respond. Then Jacob begins to shake and shiver his hands and make noises that sound distressed. 

He pulls the palms of both hands down his face several times. Carlos settles down on the arm of the 

chair and waits. Jacob gets more distressed. He wipes his hands down his face and then he puts his 

middle finger up to the bridge of his nose, and makes an “urrrrr” screeching noise through gritted 

teeth.  Carlos says to me, “When he does that he's pissed off”.  

Ian comes in. It's time for Carlos's break. Carlos disappears and Ian says to me, “did he wipe the 

table?” And I say, “he wasn't given a cloth”. So Ian comes back in and wipes the table clean. Jacob 

leaves the room straight away, and goes to the toilet. 

Afterwards, Alfa and Ian both come back into the little lounge with Jacob. Alfa shows Jacob the PECs 

card for TV and says, “sit down”, indicating to his usual chair. He doesn't give him the usual choice, 

[instead] he… finds [Jacob’s favourite film] and puts it on from the beginning’ (27.07.21). 

Aware of the tension in Jacob, Alfa and Ian worked together with Jacob until he was calm and relaxed. I saw 

this on a few occasions – two staff would essentially flank Jacob, working together and offering out two calm, 

confident minds to Jacob to bring him back into a place of security. They would often remove choice on these 

occasions, making easy choices on Jacob’s behalf to bring him into situations that they knew were most 
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restful for him. For Jacob, it seemed to be the combination of calm, regulated staff together with structured 

and predictable activities that had the potential to contain his easily-overflowing anxiety and arrest his 

escalating distress.  

The examples above demonstrate how staff were able to recognise that ‘something was wrong’ or that 

something had unsettled Owen, Cassie or Jacob and adjust their plans or behaviour to contain the emerging 

anxieties. These may have been intuitive responses, but these moments of interrelatedness were significant 

in restoring safety.  

Some of the staff seemed to be able to stay in thoughtful, collaborative frames of mind that were highly 

containing and connecting for the participants. In addition to these examples, many of the extracts from 

Chapter Six around shared pleasure and shared activities, as well as the discussion of ‘reflective triads’ in 

Section 6.2.2. demonstrate containing relationships that helped the participants to remain feeling safe-

enough.  

 

7.2.2. Choice, freedom and the outdoors 

Each of the participants were given time by themselves and found satisfaction in activities that they did 

alone. Often these activities promoted a sense of choice, agency and freedom. If the participant was already 

calm, these activities were very enjoyable for them. If the participant was upset or agitated, these activities 

would help them to regulate and slowly find safety again.  

Owen spent long periods of time ‘on his own’ out in the grounds usually about 10-20 metres from his one-to-

one support. His favourite space was a corner that I found had a faint echo, which may well have echoed his 

vocalisations back to him in a way he enjoyed. He spent much of this time playing with his teddy or the grass:  

 

‘He pulls up the grass quite fiercely and then he usually throws it… After each throw - always with his 

left hand - he twists his palm towards his face and he pulls his fingers in, together - pinches the fingers 

and thumb together - and then splays his hand out again. He watches his hand intently. Pick the 

grass, throw the grass, splay the hand - over and over and over - sometimes for several hours’ 

(10.08.21). 

Staff would often facilitate time for Owen outside if they felt he was agitated or upset. He would slowly 

regulate back to a calm state: his vocalisations would become quieter and have a softer tone; his hand and 

arm movements transitioned away from an agitated staccato back into gentler, calmer movements; and he 

would appear less vigilant, swinging his head around less and less. If he was given time outside when he was 
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already quite calm, he was more likely to start smiling and laughing, with happy-sounding vocalisations, and 

dancing-like movements. This activity both regulated him when he was agitated or anxious and brought him 

pleasure when he was calm. However, sometimes it took several hours for him to regulate, with interruptions 

disrupting the process for him. 

Jacob loved to watch a movie during his free time, sometimes running into his bedroom at the first 

opportunity and choosing a DVD to put on. Similarly to Owen’s relationship with the garden, this appeared to 

help Jacob to regulate and calm when he was upset, or was a source of real pleasure after a happier day.  

Cassie loved to have her iPad and have control over what to watch on it.  

 

‘she's choosing different YouTube videos, [typing into the search bar and clicking the one she wants to 

watch]… as she does so she laughs... I watch her face for a while: she's wrapped in it…taking great 

delight in each choice and video’ (13.07.21). 

  

Cassie’s ability to type into the search bar and choose a wide variety of shows gave her considerable agency. 

Cassie often swapped from one video to another rapidly, searching for one video after another through the 

search bar; Jacob also went through periods when he would swap from one film to another, although he 

needed help each time, as his TV was locked in a cabinet. Owen also had a large space to enjoy, where he 

could choose freely where to go and what to do. In short, the freedom and space these activities provided 

appeared to contribute to their regulatory quality.  

Jacob, Cassie and Owen all appeared to find some relief and pleasure in heading outside into the open 

grounds. A good example of this was presented at the end of the day-in-a-life chapter in Appendix EE:1., 

when Jacob’s mood shifts as he heads outside with Elena and then finally breaks into a joyous run with her 

across the open space to the swings. Similarly, Owen often appeared to burst out of the door into the 

grounds, leaping with relief and release and sometimes running as far as he could across the lawn before 

finding a place to settle and relax:  

 

‘he goes leaping outside - really skipping and galloping’ (10.08.21). 

Freedom – whether the freedom of physical space or the freedom of choice - and agency seemed to bring a 

sense of relief for all three participants, which helped them to regulate back to feeling safe and calm. This 

was in contrast with the need for safe, containing relationships, but felt reflective of a pattern quite typical 

for teenagers - the need for undisturbed time alone and safe-enough relational connection for the 

establishing of safety. 
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7.3. Lost safety 

The next five sections examine times when it appeared that the participants’ amygdalae had been activated; 

according to Perry (2009), this may happen due to a broad sense of lost psychological, interpersonal or 

physical safety. Section 7.3.1., entitled ‘anxious interactions’, explores times when participants were 

impacted by staff or peers’ emotions. Section 7.3.2. explores the participants’ experience of mealtimes, 

which seemed to be times when anxiety was often heightened. Section 7.3.3. explores times when the 

participants appeared to act out difficult experiences as a way of processing emotions; the examples 

provided are associated with experiences of separation and loss for Cassie and Jacob, and associated with 

humiliation in Owen’s case. In Section 7.3.4. I present the participants’ physical expressions of stress and 

distress, including self-injury. This includes an extended account of Jacob’s episodes of self-injury and related 

distress in section 7.3.4.3. Each section is divided into a subsection for each participant, and concluding 

comments. Finally, I present observations from a day in which Owen appeared to feel unsafe and unsettled 

and the ways in which he sought to re-establish safety through proximity. 

Figure 9. Lost Safety Subthemes  

 

 

7.3.1 Anxious interactions  

 

‘All the children here know when a staff member is tense or scared’ (Interview with a house manager). 

I noticed that all three participants appeared to be influenced by the emotional state of those around them, 

similarly to Trevarthan’s (2001; 2011) descriptions in his work examining intersubjectivity (as discussed in 

Chapter Two). This could lead to anxious interactions in which a staff or peer’s emotional response impacted 

a participant or vice versa. I present occasions when Owen, Jacob and Cassie’s distress seemed to be 

exacerbated (or at least not lessened) by staff’s struggle to regulate their own stress responses.  
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7.3.1.1. Owen: co-dysregulation 

Some staff seemed to experience heightened anxiety when in close proximity to Owen, which seemed to 

exacerbate Owen’s own anxiety. Tande, an experienced teaching assistant who had recently moved from 

another house, exemplified these anxious interactions when she was scheduled to be Owen’s 1:1. 

‘She (Tande) is quite agitated in her movements as she gets his red communication folder ready… 

flicking through the pictures… [She] goes in to Owen’s bedroom, showing him the [hall] picture… 

“Would you please go to the [hall] now”. She is several metres away from Owen; her head is slightly 

bowed, one knee ever so slightly bent and tucked behind her: she asks as if she is a subject requesting 

something of a king. He jumps up growling and immediately grabs her clothes around the neckline 

with two hands. He lets go with one hand and grabs his own t shirt, puts his teddy in his mouth and 

bites. It’s such a springy attack. He doesn't seem to hurt himself or her, but it's intimidating... She's 

visibly scared. Tande says, her voice trembling, “Oh, you don't have to go. It's fine. You can stay here”’ 

(23.11.21). 

Tande presented as anxious: her voice trembled, her movements were agitated, she avoided eye contact and 

physical contact. These fear responses effectively reduced relational connection with Owen; this is in line 

with research into the effects of the amygdala activating, which indicates that fear responses significantly 

curtail relational and communicational potential (Perry, 2009; Van der Kolk, 2014)). Owen might have 

communicated ‘no’ quite easily through his signs or PECs board, but instead moved to physical aggression. I 

wondered if Owen had reacted to a sense of compromised safety in this interaction, as the invitation 

amounted to an offer to go somewhere with a person who was already very frightened. The relational loss of 

safety potentially triggered Owen’s ‘fight’ instinct (‘flight’ was not possible as Tande was blocking his 

bedroom doorway), and he responded defensively. Thus, we see in this extract how Tande’s anxiety at being 

with Owen became an interactional anxiety between the two of them. 

 

7.3.1.2. Jacob: entangled anxieties 

Jacob’s presentations of anxiety were differently expressed. However, over time, I began to wonder if, 

similarly to Owen, Jacob’s anxiety was sometimes interactionally rooted, rather than being something he 

experienced independently.  

Jacob appeared to experience some anxiety about things being in the ‘correct’ place:  
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‘Jacob has his knife and fork and cup from the kitchen and he places it on the table and makes sure 

it’s in the correct position: fork on the left, knife on the right, cup by the knife. He re-touches their 

position, moving them a fraction of a centimetre as if to find the exact position’ (27.07.21). 

Jacob appeared to me to be operating from an assumption that there was a right or an exact way to do 

things. This was quickly distressing for Jacob, as finding the ‘right’ way to do everything was rarely achievable. 

This seemed to seep into some anxious interactions with staff, as repeatedly he tried to find the ‘right’ way to 

do something, and have staff affirm this. When they were unable to do so, his distress sometimes increased. 

This made choice exceedingly anxiety-provoking for him: 

 

‘They open up the TV cabinet and Diego (a relatively new carer) is not sure what to do, but he brings 

up the Disney channel and Jacob steps up to the screen, which is a touch screen. Jacob slides his finger 

back and forth across the selection of Disney movies. There’s a whole array of Disney movies. Jacob 

points to one of the films; Diego says “yeah, that one”. But rather than picking it, Jacob slides his 

finger across to another film, holding his finger over another film and looking at Diego for approval. 

Again, he says, “Yeah, choose that one”. But once again, Jacob slides across to more films’ (06.07.21). 

It became clear to me that Jacob was not going to be able to choose, as he appeared to have become caught 

in the idea that there was a ‘right’ film, and anxious to find it. Diego’s affirmation that each film was ‘right’ 

added to Jacob’s confusion. The tension in the room built, and Jacob began to demonstrate signs of upset 

and distress. This situation was resolved by another staff member stepping in and putting a film on, taking 

the choice away from Jacob and telling him to sit down and relax. Jacob appeared relieved that the choice 

had been made for him, his jittery movements relaxing as he focused on the film chosen for him.  

Jacob’s occasional anxiety to find the ‘right’ way to do some things appeared to be exacerbated by the 

moments in which staff inadvertently affirmed this idea. For instance, I often saw Jacob told off for eating 

with his fingers. I found myself reflecting on the complexity of social expectations: the appropriateness of 

eating with your fingers is influenced by so many factors, such as, cultural background, type of food, location, 

company, level of formality, and so on. How was Jacob to ever learn the rules?  

There was also the occasional moment in which rules were applied arbitrarily and unkindly. The next 

observation is a rare and rather extreme example of this, but it exemplifies how Jacob was caught into 

occasional moments when there was a ‘right’ and ‘wrong’ way to do something, with punitive consequences 

for getting it wrong.  
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‘When [Jacob] finishes his plums, I say “have you finished or do you want some more?” And he makes 

a large, enthusiastic “more” sign …and he picks a plum… Carlos walks in and I tell him that he’s 

chosen another plum. Carlos says, “no he doesn’t. He’s having you on”. I look over and I can’t see the 

plum – Jacob is holding it under the table. He looks at me with eyes wide. I reach over, put my hand 

under the table and take the plum out of his hand gently… Carlos says, “he’s just trying you on 

because you’re new and you’re a girl”. Milan walks in and Carlos say to him, “he's just trying it on 

with her because she's new, and she's a girl and he thinks he can get away with it. He never has three 

plums. He only ever has two plums”… [Carlos] takes the plum off me and cuts it into quarters and puts 

it in Jacob’s bowl’ (15.10.21). 

In this extract, the ‘wrongness’ of Jacob’s request for a plum was condemned. It was very costly to Jacob to 

get this wrong, and we are both humiliated for transgressing the rules. It seemed to me that it would only 

take a small number of experiences like this to motivate a person to want to never make a ‘mistake’ like this 

again. Jacob’s hiding of the plum and his wide-eyed, fixed gaze on me as Carlos returned to the kitchen 

suggested to me that he was already worried about how this was going to play out.  

Jacob’s anxiety varied during the course of my observations, but essentially circled around two concerns: 

1. An exaggerated and largely unachievable sense that there was a ‘right’ way to do things (e.g. a right 

place for the knife and fork on the table; a right film to watch; a right place for everyone to be once it 

was time to go to sleep).  

2. A seeking of affirmation from his 1:1 that he was getting it ‘right’ when he could no longer manage 

this himself (e.g. a right pace to eat; a right order to take his coat and bag off; a right time and 

manner in which to go to the toilet).  

The fact that this ‘rightness’ was essentially unachievable because it did not exist was not confronted by the 

team. Instead, the staff team had fallen into a pattern in which they affirmed Jacob’s decisions, giving him 

permission for each mouthful of food and each sequence in which he went to the toilet. Jacob and the team 

had fallen into an anxious interaction from which there did not seem to be any relief and it was hugely costly 

for all of them. However, there was the beginnings of some curiosity about this towards the end of my 

observations: 

 

‘Asher tells me, “the other day, I was helping him [Jacob] with his bathroom routine and I decided I 

would just stay outside the door. So I sat outside the door, and didn't say anything. And he got himself 

completely ready. He did his whole bathroom routine - start to finish - without any help from me, and 

without any need for me to vocalise to him”. He continued, “when I saw him do that, I wondered 
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whether we're the problem. Is it us?  Maybe we’re the problem?” I replied, “that's interesting, isn't 

it?” And he said, “Maybe we just do far too much for him. Maybe we just got into this habit where we 

do everything for him, but he can do it himself”’ (05.01.22). 

It was hard for the team to reach this reflexive position; the anxious interactions appeared to have got caught 

and entangled between Jacob and the team in a way which was difficult for any of them (including me) to 

unravel. 

 

7.3.1.3. Cassie: responding to peer distress 

Cassie did not seem to provoke anxiety in the staff to the same degree that Jacob and Owen did. However, I 

often observed her being impacted by the emotions of her peers, and this was something that the team 

found difficult to interact with. 

 

‘Maisie [Cassie’s peer that she lives with] is asked to come and do some work. She …starts to cry, and 

shout and bite her hands and get distressed... As Maisie gets upset, Cassie gets upset. She begins to 

make crying noises and lower her mouth into a frown. Her expressions sort of mimic Maisie’s, but 

she’s also very concerned with Maisie, watching her as she moves around the room and looking 

worried. She begins to cry. Esther says, “No, you're not sad, you're happy, you're fine. Come on, 

where's that smile?” She tries to jolly her out of it. Esther turns to me, and she says, “When others get 

sad, Cassie gets sad as well. But it's not real sadness. It's somebody else's emotion. Sometimes she 

even cries real tears!”’ (11.08.21). 

Cassie did not mimic or copy her peers at any other time than when they were very distressed; this indicated 

to me that she was likely to be able to feel their emotion with them: her peers’ moments of dysregulation 

affected her own sense of emotional regulation. Esther’s interpretation – that it was not ‘real sadness’ – 

seemed to miss the possibility that emotion are often a shared experience. I found that if I talked to Cassie 

about her peers’ emotions in these moments, explaining why they were upset and what was being done to 

support them, she was able to listen and regulate herself. Cassie’s valence for feeling other people’s 

emotions often led to anxious interactions across the staff and young people, as she tried to express and 

manage the interrelatedness of the emotions of others.  
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7.3.1.4. Anxious interactions: concluding comments 

The interacting of anxiety between staff and the participants seemed to sometimes amplify the anxious 

feelings and made it easy for staff to feel entangled with the anxiety of the student they were supporting. 

This idea of the intersubjectivity, or shared impact of emotion was acknowledged and managed by some of 

the staff team, as in this interview with Hannah about Jacob: 

 

‘there'll be certain staff members that he will just automatically get anxious with. But obviously, the 

behaviour of the staff in the sense of - they are a little bit stressed, or they're a little bit low - and he 

knows’ (Interview with Hannah).  

 

7.3.2 Anxiety during mealtimes  

Owen, Jacob and Cassie all appeared to be more likely to experience anxiety, stress or distress during 

mealtimes. Sometimes this led to their eating patterns being inconsistent, e.g. demonstrating signs of hunger 

but then not eating the meal presented to them; signs of over-eating; or attempting to source food between 

mealtimes. Mealtimes were also times when ‘anxious interactions’, as discussed in the previous section, were 

prevalent: in which both the staff and the participants expressed strong emotions, including anxiety and 

distress. Both staff and participants sometimes appeared to try to exert some control during mealtimes, 

possibly to attempt to manage the difficulty of the interactions and emotions. Owen, Cassie and Jacob’s 

difficulties in relation to meals are described in turn.  

 

7.3.2.1. Owen’s erratic mealtimes 

Owen’s eating was erratic during the eight months I was with him. He seemed to find it very difficult to sit 

down long enough to eat a proper meal, and I wondered whether his hypervigilance interfered with this.35 

Though Owen often seemed hungry (evidenced by him often asking for snacks shortly before the meal 

arrived), he would sometimes only eat a few mouthfuls very quickly when the meal arrived, before getting up 

and pacing the room, or putting the rest of his food in the bin. His dinner table was positioned so that the 

meals were dished up behind him and it was possible for others to walk behind him as he ate. I noticed that 

 

35 I used the term hypervigilance frequently in my observations with Owen. He seemed to need to maintain a watch on 

his environment: 
‘Sometimes he looks over at me and makes eye contact. And sometimes he …turns his neck very deliberately, very far 

round: his head swizzles round as far as it can go. He doesn't look - he doesn't focus on anything, but he often does it in 

the direction of the person that's supporting him or observing him. So he takes them in with the sweep of his head, but 

without fixing his eyes on them’ (15.10.21) 
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he preferred to sit at the end of the room on the sofa with his back to the wall and his knee up on the seat; 

he often ate his snack there, and sometimes, when allowed, he would take his dinner plate to the sofa and 

eat from there. He could see the whole room easily from the sofa, and he seemed calmer when eating from 

there. In contrast, he tended to be louder, more on the move, more agitated and less likely to stay seated 

when sitting at his table; these seemed to be signs of stress. The meals I saw him manage the best tended to 

be those in which he was on his own with his one-to-one sitting next to him and supporting him actively. I 

wondered if the experience of sharing the dining room with (often) noisy peers, plus sitting where others 

could move behind him, was too stressful for Owen to focus and eat consistently.  

Owen’s difficulty with feeling settled enough to stay at the table appeared to sometimes leave him hungry 

between meals, which could lead to agitation or distress, and occasionally resulted in him searching for food. 

The team were reportedly trying to regulate his mealtimes and did not want to continually concede to his 

requests for snack food; however, this tension led to moments when Owen essentially ended up taking 

matters into his own hand, as illustrated in the following extracts.  

‘[Owen] pushes his way into the main kitchen (not a place the students typically went)... He goes to 

the fridge and gets out a bottle of HP sauce (the only thing in there). He takes the lid off and begins to 

lick the HP sauce out of the bottle. The staff member watches him, looking a little lost… He goes back 

out to the foyer with the bottle. Sitting on the sofa, he tips it right back and tries to drink it. 

Eventually, after some effort, because the sauce is at the bottom, he manages to get a big glug of it’ 

(23.11.21). 

‘Owen looks at a dinner plate which has some crumbs on it. He wipes his fingers over the plate and 

licks them. He heads over to the bin and looks inside. He reaches his hand into the bottom of the bin 

and feels around. He retrieves a hamburger in a bun which is one third eaten…He takes a bite and 

looks at the burger again. He heads over to his table, sits himself down, puts a foot up on his chair 

and leans back against the wall. He finishes off the whole burger’ (14.12.21). 

These moments made me wonder if Owen sometimes felt a loss of confidence that his hunger could be met 

by those around him. This puts the incident described in the day-in-the-life chapter in the appendices, in 

which Owen hides crisps for later in the day, in a different light: he may have felt the need to put away food 

in case his moments of hunger were not responded to.  

Owen was more than adequately provided for in terms of regular, healthy meals, but Owen’s apparent 

difficulty with sitting at his designated table, where he possibly did not feel safe enough to sit and eat, made 

it difficult for him to make use of this provision. His apparent need to keep the room in his sights – to keep 
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everyone in view – are suggestive of a wider insecurity and wariness. This sometimes appeared to create 

circumstances in which Owen spiralled into distress – as hunger appeared to reduce his window of 

tolerance36, and his own attempts to alleviate his hunger were sometimes resisted by staff, creating a sense 

of lost power which were both frustrating and distressing for Owen.  

 

7.3.2.2. Cassie’s apparent food insecurity 

In contrast, Cassie very often ate her meals with great speed. This observation was typically: 

 

‘Cassie sat down for lunch. She ate quickly and intensely, picking up her plate towards the end of the 

meal and pushing forkfuls of rice and sauce into her mouth like she was shushing it into the bin’ 

(02.11.21). 

Cassie often shovelled so much food into her mouth that she could barely chew. She also had a habit of 

putting her mouth down to the level of the plate and using her fork or fingers to sweep the last of the food 

into her mouth, as if she was emptying it into herself. It felt a little panicked to me, and at times it was not 

particularly safe.  

 

‘She returns and sits down for lunch. She doesn't really want her dinner today, which is unusual… She 

takes some time to look around her, and after some time, she shoves loads of food into her mouth: 

her mouth is absolutely full. Eduard, who's sitting with her, looks over and says, “oh, Cassie, what are 

you doing?” Her mouth is rammed. As he looks at her, she opens her mouth, and an enormous ball of 

food comes out – almost the size of a tennis ball’ (15.09.21). 

On this occasion, Cassie does not seem to be particularly hungry, but she rams her mouth full anyway. This 

could be a way for her to meet a sensory need: there is an established relationship between sensory 

processing difficulties and eating behaviours (Nimbley et al., 2022). However, I wondered whether Cassie’s 

eating style was also linked to some anxieties, particularly with her past experiences of neglect, in which she 

may have experienced some food insecurities or erratic mealtimes.  

These considerations were strengthened during an observation following the visit she had made to see her 

brother, in which he had shown her how to care for the doll she had picked up there. The next extract is 

shortly after the visit:  
 

36 The ‘window of tolerance’ metaphor was introduce by Daniel Siegel (1999) to explain that each person has a range of 
emotional experiences that they can comfortably process and manage, with different people having wider or narrower 
capacities for stimulation before they will experience overwhelm. 
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‘While she's playing the BabyBorn® videos, she has peas in the corner of her mouth… and a chip in her 

hand… I say to her, “I think you've got peas in your mouth”… she opens her mouth so wide that I can 

see… She smiles at me and then she pokes her finger into the corner of her mouth where the peas are 

and pushes them with a finger. One of the peas falls out her mouth. The pea is completely intact - it's 

not squished at all. It's not like she's chewing - she's storing whole lumps of food that are not breaking 

down in the sides of her mouth. Storing them like a hamster would - without any attempt at digesting 

them, just so that she can have, I guess, a mouthful of food later’ (03.12.21). 

From a previous observation, I knew that Cassie continued to associate BabyBorn® with the recent time spent 

with her brother. I also knew from staff interviews that her brother had provided some practical care for her 

during a time prior to living at RSS when her needs were sometimes neglected. As she watched these 

BabyBorn® videos, there may well have been some reflection, consciously or unconsciously, on her 

relationship with her brother and that period of neglect they had experienced. Her usual food-insecurity 

seemed exaggerated, and she clasped a chip in one hand and held peas in the corner of her mouth, which I 

felt reflected her internal lack of confidence that there would be enough food for her. There was always food 

for her at RSS, which prompted me to consider her past experiences of neglect and how these experiences 

continued to influence her responses to food. This seemed to me to be indicative of some underlying 

distress.  

 

7.3.2.3. Jacob’s anxiety during mealtimes 

Jacob’s relationship with food was sometimes fraught. Jacob ate with his one-to-one support in the small 

lounge at a two-person table, away from his peers in the kitchen. The students eating separately had 

apparently started as a way to minimise contact during the Covid-19 restrictions; however, there were no 

plans for Jacob to re-join his peers, due to his tendency towards heightened anxiety during mealtimes. 

Towards the end of my observations, one of the staff told me that he had experienced two choking episodes, 

both of which had resulted in trips to the hospital to remove something stuck. They had put these episodes 

down to him rushing his food; this had resulted in staff sitting with him and ensuring that he did not eat too 

fast. These incidents appeared to have contributed to what was now the established norm:  

 

‘Jacob picks up his fork and shovels two or three small mouthfuls of noodles into his mouth, gulping 

them down. “No don't do that. You must chew your food”, Diego says, sounding exasperated. “Don’t 

eat so fast”. Jacob uses the finger of his other hand to push the noodles onto his fork… “no, stop it. 

Pick up your knife”, says Diego. Jacob looks at him without raising his head, instead raising his eyes up 
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to look at him from below his eyebrows, in a puppy-dog, slightly told off way… He picks up the fork 

and raises his eyes to Diego’s face with a “yes?” permission-seeking expression. Then he loads the fork 

and holds it in front of his mouth again, “yes?”, his face asks; “yes, eat”, Diego responds’ (14.09.21). 

Jacob’s mealtimes were typically punctuated by his one-to-one supporter directing him; it was sometimes 

difficult to work out how this started – did it start with Jacob’s request for ‘permission’ to pick up his fork or 

take a mouthful of food, or did it start with a correction or direction from the staff member? Either way, it 

was interactional and seemed, from my perspective, to inadvertently erode Jacob’s judgement as to what it 

meant to eat ‘correctly’. Mealtimes had a confusing, problem-solving quality to them with Jacob: he was 

given unpredictable messages about ‘eating with his knife and fork’, when the food in front of him was very 

difficult to do this with; during other meals, I saw staff actively encourage him to pick up food with his 

fingers, even unlikely foods, like a pie crust. I never observed him cutting food up himself, although it was 

often implied to him that he should. I became increasingly aware of the stress associated with mealtimes for 

Jacob, in that he was often having to problem-solve how to eat something, negotiating the new expectations 

of whoever was supporting him.  

In addition, the established norm of continually directing Jacob during meals was apparently burdensome to 

some staff; during the observation above, Diego turned to me and said: 

 

‘“I'm still not used to telling him what to do. I'm still not used to all this. Yes, yes, yes – you should eat, 

yes, you should scoop… we already have to tell him to do so many things. I really don't like that we 

have to tell him: Yes. Pick up your fork. Yes. Take your plate… like, I just hate it”’ (14.09.21).  

It was deeply uncomfortable for me to watch, and, Diego helped me understand, just as uncomfortable to 

implement – but it was what the staff had come to understand as the right way to support Jacob, as 

somehow preventing a worse distress, possibly involving aggression towards himself or a hospital trip. 

However, it led to mealtimes that tended towards anxiety for both staff and Jacob. 

Jacob indicated tooth pain in October and was taken to the hospital for a tooth extraction; he had five teeth 

removed under general anaesthetic, presumably waking up in pain and with his mouth feeling very different. 

The history of anxious interactions between Jacob and his one-to-one support during mealtimes appeared to 

influence the team’s understanding of this experience. They were told that recovery would be three weeks 

for Jacob, and consequently distress associated with meals after the three weeks was ascribed to ‘behaviour’. 

This led to some distressing mealtimes for both Jacob and his support staff:  
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‘Jacob looks at [his jacket potato] and back at Alfa. “Yes eat” says Alfa nodding at the potato “pick up 

your fork”. Jacob reaches for the fork and the knife and pulls his hands back as if they are hot. “Pick 

up your fork” says Alfa again. He reaches again for the fork and pulls back as if it has burnt him; he 

looks back at Alfa. “Pick up your fork and eat” says Alfa. Jacob looks at the half jacket potato in front 

of him. His eyes are wide as if he is searching for something that he has missed. He looks back at Alfa. 

“Eat the food” says Alfa signing “eat” quickly. Jacob looks at the potato and at the fork and back at 

Alfa. “It is already cut up – you can eat it” says Alfa. Jacob looks down at the half potato in front of 

him; it is not cut up at all… Jacob picks up the fork and the knife switches them around so he has the 

fork in his left hand and pokes the inside of the potato with the fork tentatively then puts it down, 

touches his finger in the sauce and licks it. Alfa reaches over and takes the knife and fork and cuts the 

potato roughly into six pieces’ (09.11.21). 

Jacob touched the knife and fork as if they were hot enough to burn him, maybe in anticipation of the likely 

tooth pain and later indigestion he would experience during or after the meal. I could not account for Alfa’s 

assertion that the food was cut up when it was not; he was usually a kind, empathetic staff member. 

However, I wondered if Alfa somehow felt that he was having to swallow something indigestible: the agreed 

narrative that Jacob’s teeth were now fine and that his resistance or distress due to meals was habit-formed. 

The observation continued: 

 

‘Jacob looks at the pieces with an uncertain look on his face. He stabs one of the pieces with his fork; 

it's probably the size of a large cherry tomato. He puts it in his mouth and squashes the piece between 

his tongue and the roof of his mouth – pulling his cheeks in to stop it going into the sides of his mouth. 

He takes a deep breath and tucks his chin in and then pushes his jaw forward as he swallows the piece 

whole. His eyes widen with the effort. It looks painful… Alfa watches him and points to the plate of 

food “yes eat” he says.  Alfa turns back to me and says “scary”. I nod…’ (09.11.21). 

It was very obvious to me that Jacob did not feel he could use his teeth to chew. His choice instead to 

swallow the large piece of potato whole looked painful. Alfa’s response - “scary” – suggested that he felt he 

did not have any means of helping him, and I could not work out why cutting or mashing the food was not 

considered. Somehow, the narrative that Jacob’s teeth were now fine was powerful enough to override what 

Alfa could clearly observe in front of him, and left him feeling compelled to simply insist that Jacob eat. The 

mealtime continued: 

 

‘Jacob picks up the next piece, stretches his mouth wide and puts it in. It is difficult for him to close his 

mouth over the piece of potato and he puts his finger up to his lips to push in a protruding piece of 



 

153 
 

UOB Open 

potato. With great effort he gulps it down again. He continues in this vein. With the fourth piece of 

potato, as he swallows it he shakes his face so that his whole face shivers with the effort of the 

swallow…He begins to rock in his chair. Slamming his back against the chair behind him, he vocalises 

and his face cracks wide into a gash-like smile, his eyes narrow with his raised cheeks’ (09.11.21). 

Jacob’s physical rocking, vocalisations, and grimacing smile indicated both physical pain and an attempt to 

resist his own rising distress. I felt frozen in the observation, unable to work out whether to say anything or 

what to say. This was often the case when incongruous decisions were taken by staff with apparent 

confidence. It left me reflecting on how Jacob might also experience a sense that this must be ‘right’, and 

therefore not resistible. In effect, we were all irresistibly caught up into this unusually unkind and distressing 

mealtime. 

Secondly, Jacob found the regular absences of his one-to-one support unsettling. Over time, I concluded that 

Jacob had consistently had his sense of security compromised during mealtimes. This was the result of the 

myriad different messages about how he should eat, and the unpredictable absences of his support staff. 

Mealtimes felt precarious and difficult. Overall, it felt as if Jacob sometimes started a mealtime with a lack of 

safety, which manifested as a greater vigilance, with high levels of checking behaviour to see if he could 

establish the expected parameters for the meal.  

Mealtimes were typically Jacob’s most difficult times of day. Observational moments such as this one shed 

light on to why Jacob might have felt stressed during mealtimes, and why his eating could be erratic. 

Sometimes it seemed that he would postpone a mealtime, running back to his room for private time, only to 

emerge later on when the pressure of ‘mealtime’ was over, at which point he was often supported by a 

different staff member in the kitchen, with lower pressure and expectation. I also felt that the staff were 

caught in anxious interactions with Jacob. His distress, self-injury and seemingly unpredictable outbursts 

significantly increased after his tooth operation to a level that seemed to be overwhelming the resources of 

the team during a time when they were also preparing for him to transition to a new service.  

 

7.3.2.4. Anxiety during mealtimes: concluding comments  

Mealtimes often seemed emotionally-charged both for Cassie, Jacob and Owen, and sometimes for the staff 

who supported them. Mealtimes were also times when ‘anxious interactions’, as described in section 7.3.1., 

occurred between the participants and staff. I often found myself reflecting on the possibility of wider 

distresses that they might have experienced that were impacting their relationships with food and 

mealtimes. 
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7.3.3. Enactments 

Enactment is the performance or acting out of an event. It is a term used in psychoanalysis, within which 

context it means the expression of underlying emotions or impulses. It has long been recognised as a way of 

understanding behaviour that, at first glance, might seem to be lacking immediate function or appear 

meaningless (Alvarez, 1992; Sinason, 1992). Niedecken (2003) was an early protagonist of the use of 

psychoanalysis with people with learning disabilities. He describes how, with a client with learning 

disabilities,  

 

‘As she could not express symbolically in any other way what she needed, she was condemned to 

enact her needs and deprivation over and over again with any number of people’ (Niedecken, 2003: 

53). 

I observed a number of incidents in which participants appeared to respond to or communicate about 

distressing situations by enacting them; pertinent incidents with Cassie, Jacob and Owen are examined in 

turn.  

 

7.3.3.1. Cassie: enacting separation and loss 

As outlined in Section 5.4.2., about four months into my data collection with Cassie, a trip to a family centre 

was arranged for her to see her mother and brother; at the last minute, her mother was unable to attend. In 

subsequent days, alongside Cassie’s distress already discussed, I observed Cassie appearing to enact her 

experiences. During the observation from which the next extract is taken, she spent several hours carefully 

tearing things; I wondered whether this was an attempt to express some of what she was feeling: 

 

‘She turns back to the sticker page and begins to peel back the stickers. The first one tears. Rather 

than stopping, she pulls it right back so that she tears the sticker in half. She looks at the torn sticker 

and then sticks it back with the half on the page...she makes little whimpering noises as she tears the 

sticker. I watch her pull back a couple more stickers, pulling them so that they each tear down the 

middle again, before replacing the torn half back down with the first half. She remains unsettled 

throughout’ (02.11.21). 

As she continued to tear one sticker after another, I began to feel ‘out of my depth’, overwhelmed with a 

sense of something I could not articulate. I noticed that as my capacity to contain what I was observing 

depleted, Cassie’s anxiety escalated, possibly mirroring the anxious interactions discussed above. She was 
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told to go to her room by a staff member, who recognised she was becoming more emotionally dysregulated, 

where these enactments continued.  

 

‘Cassie reaches for a twisted hair band on her wrist. She pulls at the threads with her nails until 

eventually two little threads unravel and stick out in big loops. She determinedly picks at it, looking 

intently, and it seems that it’s brokenness distresses her somehow... She says with some intensity to 

herself, “Don't break it”’ (02.11.21).  

Without the stickers to tear in two, Cassie began to try to unpick the hairband; she also ripped some books in 

two. It seemed important to her that things were pulled apart or ripped in two - not something I saw her do 

repeatedly like this during any other observation. Cassie saying ‘don’t break it’ seemed to amplify her sense 

that the tearing in two was harmful and should be prevented, though she seemed unable to stop. The 

unusualness of Cassie’s use of speech (it was the only phrase I heard her say in my eight months with her) 

seemed to suggest to me the imperative she felt to communicate what she was feeling.  

Leo, a familiar staff member, joined me in observing for a while. We noticed the new blue-tacked photos on 

Cassie’s bedroom wall of her recent visit with brother. Leo became concerned about them, commenting: 

‘Maybe it just brings it all back up’. I tried to show Cassie that she could take them off the wall if she wanted. 

She did not engage with me, instead: 

 

‘She reaches down into the toy box, from which she’s been taking the books; she picks up a blue heart 

made of crafting foam. Holding it with two hands, she slowly and intentionally rips it in half, pulling 

hard on the two pieces, and watching it tear. Then she rips another piece off so it is in three pieces’ 

(02.11.21). 

As Cassie ripped a heart into three pieces, it reminded me of the group of three: Cassie, mother and brother 

– the three that were supposed to meet but did not. It also reminded me of the triad of Cassie, her mother 

and father, that she was also grieving, since the death of her father. Her mother had visited to tell Cassie 

about the death of her father ten months ago and had not visited since. It seemed to me that Cassie did need 

to communicate about her experiences from earlier in the week, something she found a way to do later that 

day, and which was discussed in Section 6.4.3. However, whilst she was not able to find a space to 

communicate, she appeared to used enactments to express her feeling of being pulled apart from her family. 

Cassie used enactments on several other occasions to express emotional experiences she could not 

communicate easily.  

 



 

156 
 

UOB Open 

7.3.3.2. Jacob: defending against loss  

In quite a different way, Jacob seemed to use a form of enactment to express his own anxiety and distress 

about separation. I was told repeatedly about Jacob’s compulsive need to lock the house down before he 

went to bed, and I observed this on several evenings:   

 

‘Jacob goes to the front door and checks the blinds are down, then he goes into the little lounge area, 

which has the lights off, and checks the blinds. He …makes Alex push all the blinds down until they’re 

lined up. Then Alex opens the laundry room and he goes to the back and puts all the blinds down 

himself. Alex takes him to his bedroom, but he runs out, jogging and bouncing and heads towards the 

little trampoline in the corner. “Oh, you want to put this away, too?”, Alex says. Alex and Jacob pick 

the trampoline up and carefully move it over towards the wall; Jacob places it down with great care, 

ensuring that its square and then he goes back into his room. As soon as he's back in his room, he’s 

out again. He goes round and checks all these things again. Alex encourages him to come back to his 

room. He does go back in briefly, but he's still not satisfied, so he goes back and checks them all again’ 

(04.08.21).  

The team told me that this habit had begun alongside Jacob’s escalating anxiety in February 2020. One of the 

staff told me about a peer (Sally), who Jacob lived with, that left during the same period:  

 

‘“one day Jacob watched Sally walk out the door and never come back again. Since then he’s been 

really anxious about anyone coming and going from the house. He always has to make sure that the 

others are out before him. And at the end of the evening he has to close all the windows and doors, 

close the blinds and lock down the house. This started when Sally left”’ (Conversation with Alex). 

There was not agreement about this explanation from the rest of the team. However, Sally’s departure also 

coincided with the impacts of Covid-19, including visits home stopping and higher levels of staff sickness. 

Staff told me that when Jacob first starting ‘shutting the house down’ at night, he would also go into the 

other young people’s rooms and check they were in bed. This was now managed by the staff team ensuring 

that his peers went to bed before Jacob started his ‘checks’. It seemed likely to me that Jacob’s need to have 

everyone in their room and the house shut down was a defence against future unexpected losses, particularly 

in relation to his peers. I also wondered whether he had made the connection that he might one day leave, 

just as Sally had. Either way, I felt that, at least in part, Jacob’s need to ‘check’ that everyone was safely in 

their bed and the house secure, was a way of Jacob psychologically safeguarding himself against anxiety 



 

157 
 

UOB Open 

about future unexpected departures. Jacob essentially appeared to be performing a defence against 

separation each night.  

 

7.3.3.3. Owen: enacting humiliation 

During my observation on 15.11.21, Owen was taken for a bath by Emma, a familiar carer, after getting very 

muddy outside in the grounds.  

‘There are three cleaners cleaning [Owen’s] room... [Owen] arrives in the corridor, naked and holding 

his towel out in front of him. The cleaners pack up their things and get out of his way, but remain in 

the corridor. Owen walks up and down the corridor between the bathroom and the bedroom.... He 

disappears into his room for a bit. A staff member walks over and leans on the door frame of Owen’s 

bedroom and watches him for twenty seconds or so, then walks away again. Owen goes back and 

forth naked along the corridor several times. Not only do I see him - though I try not to - but so do the 

other staff, the other young people and the cleaning team… Emma comes out and says, “I'm so sorry, 

Owen, you don’t have any clothes out”’ (15.11.21).  

Owen tried to source some help to get dressed, but was unable to do so. In the meantime, another staff 

member leaned on the doorframe and watched him, alongside the cleaning team watching on. There was no 

sign of distress at the time from Owen, but about twenty minutes later he went outside with a familiar carer, 

Milan:  

‘Suddenly, [Owen’s] tone changes from ordinary vocalisations to a more angry sound.. Owen is 

kneeling on the … gravelly mud… and he’s passed urine and is sitting in the puddle. He's patting the 

little puddle of urine with the flat of his hands. Milan says, “Come on, let’s get you changed”…  Owen 

looks angry and agitated. He’s shouting and patting the puddle. He looks over and then takes the 

teddy he has with him and wipes the teddy in the muddy urine puddle, dragging his face and torso 

carefully through the puddle so it soaks up the liquid. He stands up, holding the teddy by one leg. It is 

slightly dripping and looks bedraggled, muddy and irretrievably ruined. He walks back towards the 

house calmly but as he approaches the house he hurls the teddy into the back of a shrub…and it lands 

right at the back of a deep flower bed – difficult to retrieve... We leave teddy, who has borne the 

brunt of this humiliation, and head inside. He goes back upstairs and gets in the bath again’ 

(15.10.21). 

It felt to me that Owen had split off his distress about the previous humiliation of being exposed and briefly 

abandoned and enacted it against the teddy: this time, Milan and I had to watch teddy being publicly 
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humiliated, which Owen did with great anger. However, as he stood up and decidedly expelled the split-off 

humiliated and disempowered part of himself irretrievably into the back of the hedge, his anger seemed to 

dissipate. Owen was able to calmly return to the unit, the site of his previous loss of dignity. Splitting off 

unbearable emotions or parts of the self is a defence mechanism which allows a person to tolerate difficult 

experiences and situations – the ‘bad’ part is projected into something or someone, split off and expelled 

(Klein, 1952b). This resonates with Owen’s enactment of the humiliation of the teddy in this observation.  

 

7.3.3.4. Enactments: concluding comments  

Enactments of events are a way to non-verbally discharge distressing emotions, they are also a recognised 

indicator of distress in people with learning disabilities (Beail et al., 2021). Enactments can allow the person 

to be the protagonist instead of the victim - to enact the hurt they experienced onto an object or person and 

watch it vicariously. Owen’s humiliation of his teddy, with Milan and me as passive observers, illustrates this 

protagonist position exquisitely. This allows a sense of control, as well as a way to potentially expel the pain 

of the experience. Cassie’s processing of separation from her family was a similar enactment that invited me 

to observe this and think about it with her. Jacob’s locking down of the house was more of an anxious 

defence against the fear of people leaving, but still represented the acting out of unprocessed emotion. 

 

7.3.4. Physical expressions of stress and distress, including self-injury 

This section presents an example of Owen displaying physical signs of stress during a trip to the medical room 

for his regular medication, followed by some extracts in which Cassie performs violence against herself during 

what seemed to be very introspective moments. Lastly, I present some extended extracts of Jacob’s self-

injuring episodes, which appeared to be both expressions of distress, as well as causing Jacob further distress 

through the hurt he caused himself. 

 

7.3.4.1 Owen: medication trips  

Owen had medication three times a day, and had to go to the medical room to have this. He often showed 

signs of stress during these trips, with the volume of his vocalisations increasing, seeking further proximity 

from others and being more likely to run back to his bedroom once it was over. The team advised me to keep 

my distance from Owen during these trips to the medical room, as he was more likely to grab, hit or bite 

others. This observation of a visit to the medication room was typical: 
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‘Reuben says, “okay, Owen time to go for meds”…Owen goes down the corridor, Reuben stays a few 

metres away from him. Owen disappears into the doorway, where the hatch is down, and his 

medication is placed for him to pick it up from… He appears suddenly, looking angry and tense, his 

eyes wide. He throws his teddy on the floor, tears off his t-shirt and flings it on the floor, then 

disappears again into the doorway. He suddenly appears from the doorway, comes tearing up the 

corridor…shouting and hurtling through the landing’ (18.08.21).  

It seemed likely that Owen was experiencing a number of physiological factors which are often related to 

stress - muscle tension, hyper vigilance and heightened senses, as well as possibly a raised body temperature, 

leading him to tear off his t-shirt in an attempt to cool down. His shouts and screams also indicated distress. I 

experienced a very strong projection of fear, with my blood pressure, heart rate and body temperature rising 

in response. Owen ran back to his room, suggesting a need to return to a safe, familiar space.  

In a much later interview, one of the managers talked me through Owen’s long history of ‘endless medication 

changes’.  When Owen first moved to RSS, the medication changes continued and ‘every time that happened, 

he reacted differently and then the staff would have to manage and support him differently….very 

challenging’ (Interview with Tom).  

Upon reflection, I wondered about the impact on Owen of the side effects from multiple medication changes 

over the years, the unpleasantness of swallowing liquid medication, the feeling that his regular medications 

may have had on his seemingly highly-sensitised senses, as well as the need to travel back and forth to the 

medical room. Common side effects to the medications Owen was taking included: agitation, poor balance or 

coordination, anxiety, constipation, nausea, dry mouth, headaches and drowsiness. These are easily 

overlooked as symptoms in someone who cannot report a change. It seemed to me that his occasional self-

injury and aggression during medication visits was indicative of associated stress or distress. 

 

 7.3.4.2. Cassie: introspective self-injury 

Cassie’s self-injury was not frequent during my observations, although I often saw indications of possible self-

injury on her skin. Very occasionally, I saw Cassie hit her head after being asked to do something she did not 

want to do, but more frequently, I saw it during moments in which Cassie appeared to be introspective or 

pensive, such as in this observation.  

‘Spotting the mirror… she jumps up and gets it. Sitting down, she looks at herself in the mirror and 

begins to brush her hair... She tilts her head to one side and she brushes and sweeps her hair across to 

one side so that it's all swept over... looking in the mirror… she starts putting the brush to the back of 



 

160 
 

UOB Open 

her hair and digging it into her scalp, then pulling all of her hair with it. As she does it she shouts… 

She's clearly hurting herself with the brush’ (04.08.21). 

Following this, Cassie finished doing her hair by putting it up in a very high top-knot and went to the table for 

lunch. There was no apparent ‘antecedent’ to the self-injury towards her own head, and no particular 

consequence either. It was self-injury that appeared to stem from something more introspective, highlighted 

by her watching herself in the mirror.  

Sections 6.4.3 and Section 7.3.3.1 have already drawn on the notable observation with Cassie, which was a 

few days after she had seen her brother, though her mother had not been able to make the visit. This section 

returns to it again. Cassie spent about ninety minutes in her room, during which time, I observed her 

adopting physically contorted postures. She repeatedly threw herself upside down in the gap between the 

end of the bed and the wall. Above the bed she had a TV in a cabinet that enabled her to see her own 

reflection:  

‘She righted herself again, first looking at her reflection in the TV for a time and then latterly 

beginning to move her mouth slightly, watching her mouth as she pulled it around in odd contortions, 

and looking briefly inside her mouth; then she violently threw herself upside down, landing in the gap 

between the end of the bed and the wall. She stuck one leg straight up and taut in the air, leaning her 

foot on the Perspex-covered window. She began to kick the window with her left foot with some 

force… and scrape her foot hard down the window so the edge of her socked foot banged against the 

wooden frame; it looked painful’ (02.11.21). 

Cassie appeared to be in a very introspective frame of mind: I occasionally tried to speak to her, as did other 

staff, and she acted as if we were not there. She tipped herself upside down over and over, forcing her 

shoulders between the gap between the end of her bed and the wall. This appeared to achieve some sort of 

shutting down of her thinking mind. This was coupled with some scraping and kicking of her foot. These felt 

like very physical expressions of possibly overwhelming feelings of disappointment, loss and associated 

distress.  

 

7.3.4.3. Jacob: self-injury and distress 

Jacob’s episodes of self-injury appeared to arise out of increasing levels of stress and distress that would 

become unmanageable for Jacob and uncontainable for the staff. This led to an explosion of physical 

aggression against himself, which also felt that it was attended by outbreaks of anger, sadness and anxiety. 
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They were highly emotive episodes to observe, and they were physical demonstrations of high-intensity 

emotion for Jacob.  

I was told a great deal by the staff about Jacob’s self-injury episodes, though I did not observe any until 

almost four months into my observations with him. The extract below is from the first time I observed Jacob 

hurting himself. I had been informed on arrival that Jacob was booked in for a general anaesthetic the next 

morning to have some teeth extractions. He was tense for the five hours I spent with him, but it was during 

dinner time that I observed an extended episode of self-injury. Whilst his self-injury was related to his tooth 

pain, there seemed to me to be a great deal of associated strong emotion that was difficult to clearly identify 

or distinguish – but maybe a mix of anxiety, fear and anger - that interplayed with the physical pain. Physical 

pain is known to reduce a person’s window of tolerance, so Jacob was likely to be more sensitive to 

frustrating or difficult experiences, and this played out during a (so often difficult) mealtime.  

 

‘Simon shows Jacob, “pick up the burger like this”. Jacob looks back at him unconvinced. Simon says, 

“I'll cut it in half then you can pick up the burger and eat it with your hands”. He reaches over and cuts 

the burger and bun in half. Jacob’s face crumples up and he vocalises unhappily, like the start of a 

wail. He looks at it a few times and looks away. Continuing to look at the burger, he pushes back his 

chair and stands up. With another glance down at the plate, he leaves the room, heads to the sofa in 

the shared space and sits down’ (21.10.21). 

Jacob seemed at a loss to know what to do with the burger, probably related to his tooth pain and not 

wanting to bite into a large burger and bun. I had also previously observed Jacob repeatedly struggle to know 

what to do with food that could not easily be eaten with a knife and fork, as it was difficult for him to work 

out the ‘rules’, as discussed in Section 7.3.2.3.  

The staff discussed whether he was upset or not hungry; tooth pain was not mentioned. Alfa (a familiar carer) 

arrived and joined in, encouraging him to return to his dining table; seeing that Jacob had been given two 

cups of drink, he told me this was the cause of Jacob’s distress, removed one drink, cut up the burger a little 

more and told Jacob to eat. My notes continue: 

 

‘After the first mouthful, Jacob begins to cry out and shake his head; he stands up. His fingers are 

wiggling on both hands and he rocks from one foot to the other. There is a sense of confusion in the 

room, but I also become aware of Jacob’s anger, and he suddenly seems very big, as his movements 

get bigger and his volume increases… his rocking and swaying get faster and fiercer, and the volume 

of his wails begin to fill the space… Alfa says, “okay, back to your room”. He runs back as far as the 
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sofa and then begins to shout and rock, putting his face in his hands and pressing his middle finger on 

the space between his eyebrows...’ (21.10.21). 

Jacob’s agitation and distress was escalating. He shook his head, as if to shake out a thought or physical 

discomfort; his fingers began to wiggle and his rocking increased – all signs that the amygdala was active, 

with adrenaline rushing into the system and excess energy associated with tension and anxiety. The volume 

of his vocalisations increased, indicating an increase of emotion that was hard for him to contain. He then 

began to squeeze his face, particularly around his eyes, as if he felt that pressure was building up in his head, 

which can be experienced in relation to anger and fear (Nummenmaa et al., 2013). My observational notes 

continue: 

 

‘Simon comes out of the office, “no Jacob. Straight back to your room, please”, he says 

authoritatively. Jacob half runs, half gallops the short space into his room and begins to holler, he 

rocks fiercely from one foot to the other, first side to side and then with one foot in front of the other, 

like a horse’s gallop, but on the spot… [a] deep roar pours out of him and fills up my ears… Jacob rocks 

back and forth with big movements, leaping forward onto his front foot and then leaning back hard 

on his back foot, his body moving in huge movements, forward and back as he pushes his fingertips 

into the frame of his face. His wails alternate with his roars. Alfa hastily pulls the door to, leaving it 

ajar no more than an inch. We cannot see him anymore, only hear him’ (21.10.21). 

Jacob’s movements got bigger and began to feel dangerous to others; the volume of his cries and wails also 

increased exponentially, communicating his great distress. I found myself reflecting that the door between us 

and Jacob also seemed to operate as an unconscious attempt to provide some emotional containment. As 

Jacob’s distress continued to escalate, and his self-injury begun, it felt emotionally unbearable to watch, as if 

there was a collective looking away. My account of this incident lost much of the narrative flow, as Jacob’s 

responses felt like they happened at once, or at least in no particular order:   

 

‘He screams. It’s a high-pitched wail, but he is big guy, with big, deep lungs, and so it still sounds 

throaty. He screams like he's in pain. 

He shouts and it comes out like a roar – a huge noise, low and fierce. 

I hear a deep thudding noise, like something large thudding against the floor and I guess that this is 

him stamping and stamping and stamping his feet. It’s heavy and surprisingly loud. 

He rocks back and forth, either side to side or forward to back and the movements are big. I know this 

because sometimes I see his shadow moving and sometimes I see that he is right behind the door and 

I see his t-shirt and face flashing past the crack in the door. This helps me learn that his hands are up 
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around his face, sometimes pressing on the frame of his face, sometimes rubbing and hitting the sides 

of his head in the hairline with the heels of his hands. Everything is rhythmic, everything is loud, and 

the noise is horrible’ (21.10.21).  

Jacob’s shouts, screams, wails, alongside his foot stamping and head hitting are all signs of overwhelming 

distress. Tooth pain might have caused Jacob to refuse food, maybe even get upset, but the shouting, 

screaming and battering of his head and feet felt like overwhelming emotion, rather than a response to 

physical pain. It felt like an explosion: as if very strong, overwhelming feelings were bursting out of him. It 

was difficult to identify or distinguish particular emotions, but my observational notes included a sense that 

there were moments of anger and rage, as well as an overwhelming sense of distress.  

The episode above continued for twenty minutes. Once calm, he did return and ate his dinner somehow. His 

agitation returned during supper as he began to eat again, and his supporter ended up feeding him with a 

spoon, which was far from typical. This quickly led into a second episode of self-injury and screaming in his 

room which resolved after five minutes. He completed his nightly ‘checks’ with his one-to-one supporter. 

However, he still seemed unsettled and was reluctant to finish his night time routine by closing the door to 

his ensuite or putting his communication book outside his bedroom. The observation continued: 

 

‘As Joe, the night staff, talks to him, encouraging him to finish his routine so he can go to bed – his 

rocking increases, he starts to squeal then to roar; his hands go up to the sides of his head and he 

begins to hit himself over and over. Joe pulls the door closed.  

 

…[after about twenty minutes of Jacob squealing and self-injuring] through the gap in the doorway, I 

can just see Jacob’s shadow - swaying back and forward like a pendulum, briefly in time with the 

ticking of the second hand of the clock. I can hear his wails getting quieter, and there is no longer the 

sound of his feet stamping the floor with a thud, nor the sounds of the heels of his hands against his 

temples… The second staff member says, “he’s crying”. We listen to the big sobs catching in his throat 

from the other side of the door… He opens the door wide and Jacob is there, red faced, his head 

downcast, his body with a deflated look. I notice that his feet are bright, bright red on the top and 

there are red welts and blotches on the sides of his feet… He has worn away the skin on the two sides 

of his temples and there are two red circles under his hairline. He looks at us from under his eyelids, 

rocking very slightly from side to side. He looks defeated’ (21.10.21). 

Whilst physical pain undoubtedly played a part in these episodes, there seemed to me to be a whole host of 

other attending emotional concerns that made this situation very stressful and distressing for Jacob. Jacob’s 
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episodes of self-injury were preceded by considerable agitation and anxiety, and appeared to be attended by 

overwhelming and intense feelings, including anger, fear and distress. During these moments, Jacob’s 

emotion was ‘uncontainable’, it felt too big to be held. Whilst the decision to confine Jacob to his bedroom 

might have been practically justifiable - there had been a number of occasions when he had hurt staff when 

he was this upset – it also felt emotionally necessary: a way to physically contain him in a space when he 

could no longer be emotionally contained. The door was closed on him to keep him physically confined, but I 

also had a sense that it would have been somehow emotionally unbearable to have the door open. I wrote 

later in my reflective journal: ‘we looked away with the aid of the door’. For a young man who was always in 

view of someone, even if he was asleep, this felt significant. To say that these moments were emotionally 

‘unsafe’ for Jacob would be to understate the matter. A young man who did not like to be left at the table for 

a few minutes whilst his support staff went to get a second portion, was left alone to deal with his fiercest 

and most explosive emotions. I am not positing an alternative – the situation was extremely unsafe for 

everyone – I am simply noticing the level of uncontained emotion and lost safety that Jacob experienced in 

these moments.  

 

7.3.4.4. Physical expressions of distress: concluding comments 

Cassie, Jacob and Owen all had times when they physically expressed what appeared to be stress, distress or 

other overwhelming emotions such as anger. For the second half of my data collection, observations with 

Jacob were dominated with recurrent episodes of self-injury, in which he would become profoundly 

distressed and during which time it felt that he was expressing and expelling overwhelming emotions that 

were too big or difficult to contain.   

 

7.3.5. Owen’s search for safety 

I finish this section on lost safety with extracts from a particular day, in which Owen sought out unusual levels 

of proximity with me. In the middle of the day, there was a situation that represented a loss of safety for 

Owen. That incident is not reviewed here, but his behaviour before and afterwards indicated that he needed 

to find a way to establish safety through proximity with me in a way that was not typical for him, as the 

following extracts demonstrate: 

 

‘[Owen walks] back and forth a bit, then comes up to me and takes my hand... He holds it quite tightly 

and starts to lead me towards the staircase… Owen doesn’t let go of my hand. He takes me to his little 

table and indicates for me to sit down in the chair opposite his. He sits opposite me and continues to 

hold my hand over the table… He looks right at me on a few occasions; I don't say anything, or try and 
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talk to him, but he just keeps a hold of my hand, the other side of the table… I felt a sense of 

connection - a sense of him wanting me to be there, a sense of him having been quite intentional’ 

(21.09.21). 

Owen sometimes took people by the hand or wrist to lead them to something so that he could communicate, 

but it was not typical for him to seek proximity or physical contact without an obvious communicative goal. I 

had a sense that he wanted proximity with me for the sake of closeness and connection. Shortly after this, 

Owen was taken for his medication and then asked to go outside:  

 

‘As we go through the outer door which leads into the grounds, Owen takes hold of my hand. He 

walks holding my hand all the way round to the bench and then gestures for me to sit down next to 

him. He sits next to me, not touching, but close. He keeps a hold of my hand, so that the back of my 

hand is resting on my leg and he has his hand on top of mine. I don't do anything or say anything but I 

turn so that I can see him. And at one point I put my other hand on top of his hand, so his hand is 

between both of mine… He looks at me quite a lot - makes quite a lot of eye contact. He makes some 

noises [and after a few minutes] I start to make quieter noises which imitate his at a lower volume’ 

(21.09.21).  

We sat for about 15 minutes. I asked one of the managers about this situation later during an interview. He 

replied that it was: ‘a very positive, unusual situation…[it demonstrates] a sign of his comfort around you and 

confidence with you’ (Interview with Tom). Tom’s notion of comfort and confidence resonated with my sense 

of what was happening in this unusual interaction. Owen seeking this out in an amplified way on this 

particular day suggested to me that he was deliberately seeking comfort for something and needing to feel a 

sense of ‘confidence’ in someone – he was seeking a tangible and relational safety.  This need to be either 

physically or psychologically near to me continued throughout the observation. During lunchtime, I sat on the 

sofa whilst he sat at his table with his supporter: 

 

‘Owen looks over at me [as I eat lunch]… His level of eye contact is markedly different today. …he 

looks over at me and makes eye contact periodically. He's very conscious that I'm there and maybe 

he’s clear that I’m there for him’ (21.09.21). 

The day was very unusual, and I do not know everything that happened for Owen. However, Owen appeared 

to be seeking safety through proximity throughout the day.  
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7.4. Safe spaces for sharing emotional experiences 

Unlike the staff who had a responsibility to continually plan, organise and provide practical care, I had the 

unusual opportunity of observing closely and interpreting the communications of the participants. With each 

participant, it felt as if there were moments when they chose to connect with me and communicate about 

their emotions using non-speaking or pre-verbal expressions. This was aided by the space that the long 

observations afforded me, and the interpersonal safety this enabled me to build over time.  

This section presents observational moments with each participant when we found a way to communicate – 

or think together – about something that was emotionally significant for them. In each instance, there was a 

strong emotion that was expressed through the largely non-speaking connection that we made in the 

moment. In section 7.4.1, I present a day in which Owen and I thought about his family together; Section 

7.4.2. presents a drum therapy session with Cassie when she expressed some intense emotions; and lastly, 

7.4.3. explores my experiences of using intensive interaction with Jacob. The findings finish with these three 

vignettes, as these accounts further draw out the relationship between interpersonal connection and the 

capacity for the participants to express and share emotional experiences, together with the need for 

interpersonal safety in order to make space for these connected communications. 

Figure 10. Safe spaces for communicating emotions – three vignettes  

 

 

7.4.1. Thinking with Owen about family 

In the following observation with Owen, a staff member had just announced to the team that she was 

pregnant and much of the day was spent with happy background chatter between the staff of babies, 

children and parenting. This conversation bubbling around in the atmosphere did not escape the students, 
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and one of them began to ask repeatedly, ‘when will I see Mummy?’ It seemed that thoughts of family were 

also on Owen’s mind: 

 

‘As [the staff] continue to interact with each other, [Owen] goes up to the board in his room… with his 

fore finger and middle finger in a V, he points to a photo of him with his Mum and Dad from when he 

is maybe 10 – a much younger, smaller Owen, with wide eyes that look a little scared and lost. He 

places each finger right over the picture of mum and dad: one on mum and one on dad. He looks at 

me. I say, “you're thinking about mum and dad”. He looks at me hard and then turns to Milan, a care 

staff member, and Freya, the teacher, and firmly places his two fingers again over the pictures. Freya, 

says in a sing-song voice into the room, as if she has said this line a hundred times, “Mummy and 

Daddy love Owen very much and they’ll come and see him soon”. She ends this sentence on a 

downward note that communicates, “and this conversation is over”… He puts his hand down and 

looks across the room, then he turns back and does it again. The atmosphere begins to shift, and I feel 

the nervousness of all three of us rising. Milan says quietly and a lot more directly to Owen, “they're 

not coming today, mate”’ (15.10.21). 

The team had established a ‘scripted’ response to Owen’s questions about parents, which the teacher 

rehearsed with him. This had been put in place because Owen had a history of becoming distressed in 

response to this conversation: Milan showed me the scratch marks on his hand from the last time Owen had 

asked about his parents. It was felt that a predictable, repeated response would reduce confusion for Owen, 

but I wondered whether confusion was not the primary issue. The staff drifted away down the corridor, 

leaving me with Owen:  

  

‘Owen is pacing the room and looking out of the window, I listen to his vocalisations and I can make 

out the sound, “Dadde Daddy”. It sounds like he is talking underwater. Owen appears at the doorway 

again, his fingers go back up to the picture and he plants them on the pictures of Mum and Dad. He 

bends one leg, resting his weight on the other, puts his head slightly on one side and stares at me very 

intensely. I go towards him, I feel a little intimidated. I meet his intense eye contact – his eyebrows are 

raised as if to say, “what are you going to do about this?” I say with slow deliberateness… “Owen is 

thinking about Mum and Dad. I can hear you saying Daddy. Because you are thinking about Mum and 

Dad, Beverley is also thinking about Mum and Dad. We are both thinking about them now.” He 

pauses and turns away slightly’ (15.10.21).  
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This is the last time he asks about parents during the observation, though apparently not the end of him 

thinking about them. I wondered, from his response, if my decision to validate and occupy this space with 

him – to share in thinking about his mother and father with him – allowed him a place for safe reflection.  

 

‘He spends much of the next half hour looking out of the window, which is where he would normally 

be able to see mom and dad as they arrive for a visit. And in amongst his usual vocalisations, I hear 

him say, with his deep booming voice, ‘Dad-de, Dad-de, Daddy’. And I also feel that I can clearly make 

out him saying, ‘Um-eee’ [which sounds close to ‘Mummy’]. In between that, he is saying, ‘ow-ee, ow-

ee37’. For at least half an hour, he mostly looks out of the window and talks – and the three words 

that are clear, as much from the sense of transference as the voice itself, are, ‘Daddy, Mummy and 

Owen’.  

Owen’s verbalisation of ‘Daddy, Mummy and Owen’ were like pre-verbal speech, with the rough shape and 

intonation to know, with close listening, that these were the words he was aiming at, but not so formed or 

intentional as to be sure. I noted that, having acknowledged that he was saying these words, his confidence 

in using them grew, and he used them repeatedly. After 30 minutes of this, I took the opportunity to reflect 

with him on his afternoon:  

 

‘I went into his room and asked if I could sit with him. He signed “yes” on his chin… I sat and looked at 

him. And he looked back intermittently, sometimes making that sort of intense eye contact for a few 

seconds at a time, and then looking around the room... After a while I said quietly, pitching my 

volume to make it clear that I was keeping my voice within this shared space… “I've heard you say the 

words, ‘Mummy’, ‘Daddy’, and ‘Owen’. So I think you've continued to think about them this 

afternoon, and it's been nice to hear you talking about them”. He takes me in with a sweep of his 

head. He has a small smile on his face’ (15.10.21).  

I wondered if there was some relief that his out-loud musings about ‘Mummy’, ‘Daddy’ and himself had been 

heard38, and also that my decision to openly occupy this thinking space with him allowed him the opportunity 

to reflect on his family without the usual accompanying overwhelm. Thus, I felt that he was able to journey 

from his typical experience of anxiety and maybe anger about the absence of his parents, into a more 

reflective and contained thinking about them, that allowed him to safely miss them. Owen’s emotional 

resilience was apparently helped by being able to share his feelings with someone.  

 

 
37 As this is a pseudonym, I have tried to find an equivalent version of how Owen said his name.  
38 Owen’s use of these words did not appear to be have been recognised as verbal communication by the team.  



 

169 
 

UOB Open 

7.4.2. Rhythmic expression of emotion with Cassie 

Over the course of my observations with Cassie, she drew on a range of non-speaking communication styles 

to communicate with me about her emotions. However, it was a music therapy session that first helped me 

understand that there were strong emotions in Cassie that she could share with me. I drew on the principles 

of intensive interaction during this session.  

As we entered the music room, the music therapist started to drum on the drum kit, there was a bongo drum 

between Cassie and me, and we both began to tap it.  

 

‘she begins to lift her arm higher over her head before bringing her hand down on the drum skin. I 

copy her and copy the force and the level of her drumming…she gets my eye contact and keeps it for 

quite long periods of time. I become aware of a growing sense of connection between the two of us… 

she hits the drum, then I hit the drum; she begins to smack her hand down on the skin, so that the side 

of her hand, her little finger, and her ring finger overlaps with my little finger and ring finger. She's 

partly slapping the drum and partly slapping my hand. It's very deliberate and controlled so that she 

makes contact with my hand, but not hard, controlling the force of her hand so that most of it hits the 

drumskin, whilst making contact with my hand. I begin to do the same’ (04.08.21). 

As the beats filled the room, it became a very intense physical experience: from the tips of my fingers, all the 

way up to my shoulders, my skin was tingling, the hairs on my arms and neck standing up on end. I began to 

have a slightly floating feeling. After a while, Cassie paused in her drumming, apparently to regulate the 

sensations in her own arms and skin. This made me wonder whether the intensity of my sensory experience 

was a transference of Cassie’s experience:  

 

‘She is swinging back on her chair with her arm raised way up over her head, and then she swings in 

towards the drum and brings her hand crashing down on the beat... she stops drumming, and leans 

back on her chair, wrapping her hands over her shoulders. Cassie hugs her shoulders in with her hands 

and then slowly slides her hands up and down her shoulders and upper arms, lightly and softly… She 

self regulates very carefully, as the music therapist continues to drum, soothing her arms and 

grounding herself again. I follow her lead, leaning back and letting my senses regulate as well’ 

(04.08.21). 

Cassie began to drum again, and, sensing her need to communicate something different, I sat back and 

observed: 
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‘She drums with great force, bringing her hand down much harder than previously, with force and 

rhythm and intention. It feels strong and violent, but not aggressive – instead it feels like a glimpse of 

the power of the internal space she has inside her. Her eyes are squeezed closed. Her face scrunched 

up in concentration and intensity, and her whole body rocks back and forth, back and forth…with each 

forward sway, she smacks her hand down hard on the drum in front of her, so that the drumskin 

vibrates and shakes, and the drum reels. There is no restraint, no caution – just a deep, visceral 

expulsion of so much unsaid’ (04.08.21). 

There was an intensity of emotion in Cassie as she drummed alone. It seemed to me that she was releasing 

some un-nameable feelings that were pent up inside her. I reflected on the common experience during 

adolescence to feel that emotions suddenly become much more overwhelming and unruly, and the struggle 

to find expression for them (Siegal, 2014). I wrote in my reflective journal in response to this observation:  

 

‘I find myself reflecting that there is no Makaton for adolescent rage; no Makaton for the excruciating 

ambivalence of wanting to be independent, to become a person in your own right, whilst feeling the 

gnawing need for family and tribe; no Makaton for accommodating the changes to the female frame 

that force a girl into womanhood whether she is ready or not; no Makaton for grief or confusion, 

jealousy or possession, belonging or rejection. But here is a drum and a girl with a vast, complex 

internal world that she can rain down upon it with intermingling fury and joy…  Her internal world so 

rarely finds a voice, and yet here it has an opportunity to bellow and roar’ (Reflections from 04.08.21). 

This was my fourth observation with Cassie; I was still in the early stages of learning about her. I was drawing 

on my interpretation of the moment, including the projections and transferences that I experienced. 

However, as time went on, Cassie chose to intentionally communicate with me about her emotional 

experiences, particularly the loss that she was processing. I wondered whether this early non-speaking 

exchange, that felt loaded with emotion, had created a safety between us for Cassie to later build on.  

 

7.4.3. Finding verbal communication with Jacob 

I found it quite difficult to make a connection with Jacob. However, there were times when Jacob would sit 

on the sofa, very quietly making his ‘er-er-er’ vocalisations. On a number of occasions, I sat next to him on 

the sofa, without eye-contact (which he seemed to find uncomfortable unless it was fleeting) and tried some 

intensive interaction with him.  
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‘I try to imitate his humming tone… repeating it with him, but much quieter …just loud enough for 

Jacob to hear… He makes a vocalization and I follow it with him. I hit the same tone, and the same 

note, though quieter... he begins to try out different words…he does an ‘oy-oy-oy’ noise, I haven’t 

heard before, then returns to the humming. He tries out different sounds and then he… raises his 

eyebrows and closes his eyes, with his eyelids stretched to the maximum: it's not a restful expression, 

it's more like thinking. He makes a series of vocalizations: ‘per ker a der der’ – a series of recognisable 

syllables emerge, though in no order that I recognise’ (14.09.21). 

Jacob’s vocalisations were typically low-volume when he was calm and relaxed like this – only audible if you 

were near him; I tried to keep my echo lower still, in an attempt to communicate that this was a conversation 

between Jacob and me only, even though we were in a shared and open space. As we continued with 

intensive interaction, Jacob continued to try out different vocalisation, until the start of a phrase popped out 

of his mouth: ‘I don't want to…[indistinguishable]’ (14.09.21).  

We did not get any further with this exchange, as Jacob was encouraged to go and watch a film in his room. 

The interaction felt difficult to quantify or fathom. However, it was a sudden surfacing of pre-verbal 

communication, which helped me to know that there were things that Jacob could begin to express when a 

space was created. Jacob, who so often felt to me to be in a state of confusion and ‘not-knowing’, very gently 

began to express syllables and words when he was listened to deeply; he had something to say.  

 

The moments of connection I experienced with Owen, Cassie and Jacob were all very different. However, for 

each of them, it felt that they had something significant to express: it seemed as if Owen was able to share 

some of his feelings around missing family; Cassie seemed to be expressing some very strong unidentified 

emotions during the drumming, which she was later able to articulate, in part, as grief; the shared stillness 

and listening between Jacob and I, seemed to make some space for him to try out some verbal 

communication. The one phrase he found to say, ‘I don’t want to’, suggested to me something about his 

ongoing sense of frustration.  

 

7.5. Conclusion 

Safety can be thought about as an emotion that provides the building block for other healthy and positive 

emotions, such as pleasure, joy, achievement and excitement. It is rarely noticed when it is present, and 

instead is apparent once it is compromised. For the participants, feeling safe was often a shared endeavour, 

and something that could be quietly facilitated by the staff around them, or inadvertently thwarted. This 
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pattern of needing safe relationships and time alone is a common way of achieving a sense of feeling safe 

enough.  

Section 7.2 and 7.3 examined ways in which the participants sought safety through containing relationships 

and lone spaces. Section 7.4 discussed various indicators of anxiety, stress, distress or anger that were 

displayed by the three participants, specifically: anxious interactions; anxiety during mealtimes; enactments; 

and physical expressions of stress or distress including self-injury and aggression.  This section finished with 

an unusual episode of a very deliberate search for safety from Owen during a difficult day. Lastly, I explored 

three occasions when the participants and I thought or communicated together about their emotional 

experiences; this highlighted to me the importance of safe, engaged relationship for the participants to be 

able to express their emotional experiences.  
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Chapter Eight: Discussion 

8.1 Introduction 

The findings were presented over three chapters: Chapter Five introduced the participants within the context 

of their setting as three young people with key unique personalities, strengths and challenges, and with a 

wide array of rich emotional experiences.  

Chapter Six discussed the interplay between the participants’ relationships and enjoyment, achievement, 

pleasure and anticipation; as well as the converse relationship between disconnected relationships and 

boredom. This led on to discussing the ways the participants intentionally used numbing or blocking out 

techniques to withdraw relationally from those around them. It also examined each participant’s emotional 

experiences in relation to lost relationships and separation. Chapter Six finished by highlighting the moments 

that facilitated reflection. 

Chapter Seven discussed the participants’ experiences of lost safety, starting with a presentation of the times 

safety was restored through containing relationship or free choice. This was followed by a discussion of the 

times when the participants experienced a loss of safety, under the subthemes: anxious interactions, anxiety 

during mealtimes, enactments and physical expressions of stress and distress. This section finished with 

extracts from a day in which Owen sought to re-establish safety through close proximity with me. This 

chapter concludes with a presentation of three vignettes of occasions when I found a safe-enough space and 

connection with the participants for them to share their emotional experiences with me.  

This discussion chapter mirrors the above layout, discussing the findings from Chapter Six in Section 8.2. and 

the findings from Chapter Seven in Section 8.3. The data presented a picture of the participants’ emotional 

lives as intrinsically connected with relationships (whether well-attuned or disconnected), whether their 

immediate relationships, past relationships, or relationships with family or friends not present. Similarly, the 

participants’ experiences of lost safety had connections to present events and associated stress and distress 

from previous adverse experiences. More intense emotional expressions could be seen as interacting both 

with current events and past experiences; this made them difficult for the participants to express and 

manage. 

Section 8.4. translates the discussion of the findings into transferable concepts for policy and practice. 

Section 8.5. presents the strengths and weaknesses of the research and the final section offers some 

personal reflections on conducting the research.  
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8.2. Discussion of the Themes in Chapter Six: Emotion and Connection  

This section discusses the findings of Chapter Six: Emotion and Connection.  

Section 8.2.1. discusses how the participants’ experiences of enjoyment, achievement and pleasure 

correlated with times when they were supported by attuned, empathetic relationships with staff. This section 

draws on Griffiths and Smith’s (2016) framework of attuning, discussing the centrality of relationships with 

staff for the participants’ experiences of pleasure, enjoyment and achievement, and the reinforcing effects of 

attuned and anti-attuned interactions. Section 8.2.2. relates Caldwell’s (2012) theory of auto-attachment in 

relation to the moments when the participants appeared to use emotional and physical numbing; this helps 

to explain why versions of intensive interaction appeared to be useful with the participants. Section 8.2.3. 

discusses the participants experiences of loss in relation to Doody’s (2014) notion of disenfranchised grief, 

and the application of assessment tools and training which might increase staff knowledge and confidence to 

offer informal support for grieving processes. This is followed by Section 8.2.4, which considers why mirrors, 

photos and triadic interactions appeared to facilitate reflection for the participants; this is discussed in 

relation to the notion of triangular thinking spaces and how triads can bridge a safe attachment. These 

reflective moments offer a reply to the questions raised by the section on loss, as these triadic interactions 

did appear to offer a safe-enough way for the participants to communicate and think about difficult 

experiences. This section is followed by a discussion of the findings in Chapter Seven.  

 

8.2.1. The importance of attunement for enjoyment and achievement 

Section 6.2. of the findings discussed how relationships were pertinent to the participants’ emotional 

experiences, and that good connections correlated with positive emotional experiences. Conversely, when 

participants disconnected from staff (or vice versa), they simultaneously disengaged from activities. The 

findings indicated that the relationship between connection and pleasure seemed cyclical and self-

perpetuating – that the participants were more likely to enjoy and achieve when they were well attuned with 

their support worker, and that the attunement was enhanced further by enjoyment and achievement. This 

suggests that attuned relationships were critical for the participants’ experiences of enjoyment and 

achievement.  

This section returns to Griffiths and Smith’s (2016) framework for attuning, first presented in Chapter Two; 

this framework helps to elucidate these moments of engagement and disengagement between staff (or me) 

and participants. Table 5. (below) outlines the framework. 
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Table 5: The structure of attuning. (Source: Griffiths and Smith, 2016: 131). 

 Positive attuning Negative attuning 

Pro-attuning 

Both partners are highly 

attuned to each other and what 

they do and how they feel. 

There is a sense of harmony 

regarding the mutuality of their 

actions. 

Both partners are 

empathetically attuned to each 

other, they understand what 

the other wishes, however, one 

or both does not accede to the 

other’s wishes. Good mutual 

understanding is demonstrated 

but cooperation is absent. 

Anti-attuning 

A low level of empathy is 

combined with a high degree of 

cooperation between the 

partners. Partners may 

cooperate but in an automatic 

manner that does not indicate 

affective engagement. 

A low or absent level of 

attuning is combined with little 

or no cooperation between the 

partners. Strong 

disengagement characterises 

the concept such as where one 

partner is distressed and the 

other does not connect to that. 

 

8.2.1.1. Positive pro-attuning 

The findings in Section 6.2. present multiple accounts of what amounts to positive pro-attuning (see Table 5). 

Where pro-attuning occurred, positive engagement with tasks was facilitated; this cooperation helped to 

create a sense of shared meaning which was mutually beneficial and reinforcing. Thus, connection facilitated 

enjoyment and achievement, which facilitated closer connection, and so on, in a gentle spiraling upwards of 

connection and pleasure. The example of Emma plaiting Cassie’s hair (Section 6.2.1.) was a clear illustration 

of this, as the pro-attunement between them during this simple activity enhanced the trust between them, 

regulated Cassie and provoked feelings of great affection in Emma. She articulated these feelings in Cassie’s 

hearing, reinforcing Cassie’s sense of the value of their relationship. Similarly, Section 6.2.4. describes Alfa 

and Jacob doing the laundry with palpable harmony and mutuality of action and affect; this positive pro-

attuning appeared to impact Jacob’s capacity to feel confident and experience achievement. Positively pro-

attuned moments appeared to increase the enjoyment of both partners, as well as enhancing a sense of 

achievement when engaged with learning or life-skill tasks.  
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8.2.1.2. Negative pro-attuning 

Section 6.2.5. describes a number of occasions when the participants appeared to be well-attuned to their 

supporter, but chose not to cooperate (negative pro-attuning). For instance: Cassie taking more strips of 

bandage than she had been told to; Jacob appearing to joke secretly about eating noodles; and Owen 

resisting my stated boundaries. Interestingly, this also typically brought pleasure to the participants, as it was 

still based on mutuality of understanding. Pushing a boundary requires a boundary to be present, which itself 

requires a certain level of attuned understanding and established relational mutuality. Thus, the absence of 

cooperation did not so much threaten the attunement, but was further evidence of it. This suggests that, for 

the participants, the pushing of boundaries and active decisions not to cooperate could strengthen the 

enjoyment of a relationship, particularly if in relation to relatively innocuous concerns. This potentially infers 

that when low-level boundary pushing was responded to punitively – for instance, as described in Section 

7.3.1.2 when Jacob chooses a third plum for supper – it had the potential to undermine much-needed 

relational connection. In short, imposed compliance had the potential to undermine attunement (Sandoval-

Norton et al., 2019), whilst an amicable response to boundary pushing appeared to further establish 

connection and trust, which promoted positive emotional experiences for the participants.  

8.2.1.3. Positive and negative anti-attuning 

Section 6.3.1 describes occasions when I observed Jacob and Cassie take part in tabletop activities with ‘an 

automatic manner’, synonymous with the descriptions of anti-attunement. In the interaction between 

Veronica and Jacob, Jacob initially cooperated, but without much affective engagement. Veronica focused on 

‘getting the task done’, rather than engaging or relating to Jacob; this spiralled their interaction downwards, 

as Jacob’s disengagement furthered Veronica’s frustration, which in turn compromised any remnant of 

relational attunement. Before long, she was holding shapes in his face and saying relatively meaningless 

phrases with great irritation (‘this one is seven; which one is seven?’), eventually leading them both into 

negative anti-attuning, in which distress was creeping into the exchange and empathy was largely absent 

(Griffiths and Smith, 2016). These occasions left a residue of futility in the air, as the participants cooperated 

as if they had internally distanced themselves from their actions, with no liveliness or presence.  They were 

discomforting moments for me to observe.  

8.2.1.4. The reinforcing effects of attuning and anti-attuning 

Positively attuned relationships and connections with staff made a noticeable difference to the emotional 

experiences of the participants, including their capacity to enjoy favourite activities, and feeling safe enough 

to really throw themselves into physical activities they looked forward to. Attunement established enough 

safety to tolerate anticipation, and feel confident enough to push against the boundaries of the relationships 



 

177 
 

UOB Open 

playfully; it also enhanced learning capacity and related achievement. The relationship between connection 

and enjoyment and the converse relationship between disconnection and boredom / disengagement, could 

be understood as cyclical and reinforcing: attuned relationships promoted engagement and enjoyment in 

both parties, which enhanced the sense of harmony and mutuality further; on the other hand, anti-

attunement was more likely to lead into a downward spiral of depleted empathy, which led to a sense of 

further distance and futility.  

There is a growing amount of research emphasising the significance of staff relationships and connections 

with people with learning disabilities (Hermsen et al., 2014; Simons et al., 2020; Tournier et al., 2022), with 

which these findings concur. Similarly to these findings, attuned relationships are conceived as having the 

potential to build safety, contentment and mitigate incidents prompted by distress or overwhelming 

emotions:  

‘Positive relationships…can mitigate against challenging behaviour, insofar as these relationships 

induce a feeling of safety, belonging and being liked, which, in turn, can generate a sense of 

contentment, calmness and security’ (Tournier et al., 2022: 2). 

All the staff interviewed talked warmly and with conviction about the value of relationships. However, there 

were moments, particularly with new staff, when they were asked to support a young person in a way that 

negated the need for relationship. This was exemplified with Veronica, who was told what to do with Jacob in 

terms of the activity, but not encouraged to relate to him nor given any understanding about who Jacob was 

or how she might engage him. The pressure to induct and train up new staff quickly, a side effect of the 

current struggles with staff recruitment and retention in the care sector (McKensie et al., 2021), made it 

harder for staff to have the time and space to build attuned relationships, and made it more likely that they 

were simply taught ‘what’ to do, rather than how to make a connection.  

Relationships were absolutely crucial to the participants, and appeared to have a direct impact on positive 

emotional experiences, such as enjoyment, pleasure, anticipation, achievement and satisfaction. The next 

section discusses the different quality of ‘numbing’ that the participants sought out.  

 

8.2.2. Emotional numbing  

Section 6.3.2 explored the times when participants sought moments of deliberate disconnection which 

combined physical numbing of sensations in the body, and emotional numbness, which reduced affect. For 

instance, Cassie would throw herself upside down in ways that appeared to effectively communicate to those 

around her that she was temporarily unreachable. Similarly, Owen spent many hours on his back, rocking his 
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arms and head back and forth in ways that seemed likely to create a blurring and tingling physical and 

emotional numbness. Jacob and Owen also created their own soundscapes, generally immersing themselves 

in a largely unrelenting ‘um’ or ‘er’ of sound.  

Caldwell (2012) describes these ‘stereotypic’ behaviours in terms of the core self locking in on itself – or auto 

attaching. In lieu of the development of a good-enough attachment to a primary care giver, she posits that 

some people with severe and profound learning disabilities, may develop an attachment to the core self. This 

‘excludes contact with the outside world’ (Caldwell, 2012: 14). She describes this from the perspective of the 

person using auto-stimulating activity: 

- it provides a conversation with myself [which] confirms me…it lets me know I am here; 

- it provides a fixed point, a beacon, in a confusing and jumbled world of sensory disinformation;  

- it excludes signals that are unfamiliar and therefore potentially threatening (Caldwell, 2012: 15).  

These descriptors resonate with the observations of the participants’ numbing and disconnecting moments. 

These activities did provide temporary regulatory relief for the participants. However, it is useful to couch 

them in terms of defensive activity – as Caldwell (2012) does – which frames them as necessarily protective, 

but hardly aspirational, as they exclude connection, and merely mitigate overwhelm, rather than promote 

wellbeing. This was apparent, because if participants were interrupted from their numbing activities, they 

could become suddenly very upset or angry, suggesting that the activity was not calming or soothing them, 

but protecting and defending them temporarily. When participants cut themselves off relationally, they were 

left with little option but to shut themselves down emotionally, which is not the same as emotional 

regulation, which requires some sense of enduring relational attachment. 

Caldwell (2012) presents intensive interaction as a gentle way to seek permission from the individual to join 

their auto-stimulation loop, which moves into inviting the person into the negotiating area outside of the 

core self, and into a non-hierarchical and affirming connection with another. This is discussed further in 

Section 8.4.2. towards the end of this Chapter. Essentially, Caldwell’s (2012) notion of auto-stimulating 

activity suggests that, whilst the participants’ use of numbing or auto-stimulating activity was relatively 

innocuous for short periods of time, it was not building the protective or resilience factors that good 

relational attunement and connection might offer them for their emotional health.  

 

8.2.3. Loss and feeling lost 

The role of separation and grief seemed present in a number of different presentations, most notably, 

Jacob’s separation anxiety and Owen’s sudden distress in relation to conversations about family. For Cassie, I 
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felt that much of her ‘behaviour’ – her fears about her mouth, her physical contortions, her feelings about 

her peers, and her self-injury – were, at least in part, expressions of grief. Potentially for all three 

participants, much of their day-to-day behaviour made more sense through the lens of their wider 

experiences of loss and separation.  

The participants’ experiences of loss and feeling lost, presented in Section 6.4. are discussed in relation to the 

notion of disenfranchised grief, and research examining how people with learning disabilities can be 

supported with bereavements and loss.  

 

8.2.3.1. Disenfranchised grief 

The participants’ experiences of loss were varied, but each of their experiences, in different ways, bore the 

overtones of ‘disenfranchised grief’.  

‘Disenfranchised grief occurs when an individual experiences a loss but that loss is not openly 

acknowledged, socially supported, or openly mourned. Thereby the person experiences a loss, but 

has no socially sanctioned right to grieve’ (Doody, 2014:2).  

There was little engagement with Jacob’s separation anxiety, which appeared to morph into an 

overwhelming sense of simply feeling lost with consequent compromised safety39. Whilst his expression of 

sadness was sometimes validated, in that it was named, there was no attempt to interpret ‘why’. Jacob’s 

emotions were interpreted as having an arbitrary quality, largely void of interpersonal meaning.  

With Cassie, it was noticeable that there was capacity in the staff to talk (albeit briefly) with Cassie about 

Jon’s departure but less so about her family losses – thus, she could be ‘legitimately’ sad about Jon and have 

it acknowledged. In contrast, her more complicated grief feelings about family were typically not engaged 

with. This was not because the staff were callous or insensitive, but appeared to stem from anxiety about 

how to support Cassie with these feelings; such anxiety in staff is highlighted as a common phenomenon by 

Grey (2010) in his work on bereavement and learning disabilities. 

For Owen, who searched the house in a highly agitated state, following a conversation outside his room 

about his parents, his behaviour was interpreted by the team as a response to the vocalisations of a peer. My 
 

39 Jacob’s ongoing concern with the departure of staff members from view, left me wondering about Jacob’s 
development of object permanence (Piaget, 1954) – the notion that people and objects continue to exist even when 
they cannot be seen – which can develop at a slower rate for those with severe learning disabilities than those in the 
general population (Bruce and Muhammad, 2009); this can be learnt through direct instruction if it does not organically 
develop (Bruce and Muhammad, 2009).  
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suggestion that it might have been in response to the conversation about his parents was largely dismissed, 

broadly based on the staff’s belief that Owen did not understand or pay attention to the conversations that 

occurred between them. Owen’s behavioural manifestations were ultimately ascribed to his learning 

disabilities.  

Griffith and Smith (2016) point out that the interpretation of communication is built on two assumptions – 

firstly that ‘meaning exists in the other person’s behaviour’ (p. 126), secondly, that the interpretation of 

meaning is fluid and dynamic. However, the participants’ ‘behaviour’ was broadly interpreted through fixed 

assumptions, underpinned by the principles of functional behaviour analysis - that challenging behaviour has 

proximal triggers (NICE, 2015; Oliver et al., 2022). This meant that more dynamic and distal interpretations – 

that Jacob, Cassie and Owen’s emotions might be connected to the loss of friends or family – were simply not 

available to staff.  Thus, there was an avoidance (or a blinkeredness) of Cassie’s grief, of Owen missing his 

parents and Jacob’s sense of lostness. This is not to say that, in Owen’s case, for instance, the loss-based 

interpretation was ‘right’, and the peer-provoked interpretation was ‘wrong’; rather, it is a reminder that 

‘interpretations exist along a continuum’ (Griffiths and Smith, 2016:126). However, for each of the 

participants, the possibilities for the continuum of interpretation, were broadly limited to proximal factors.  A 

deliberate widening of the continuum of possible interpretation to include past experiences and relationships 

would have potentially avoided the inadvertent disenfranchisement of the participants’ expressions of 

separation and loss.  

 

8.2.3.2. Potential support for bereavement 

Much has been written about the struggle that support staff have around whether, and how, to 

communicate with people with learning disabilities about grief (Blackman, 2016; Didden and Mivessen, 2021; 

Doody, 2014):  

‘people can make huge efforts to protect the person with learning disabilities from loss in the 

misplaced belief that they will not be able to hold its emotional reality’ (Grey, 2010: 34). 

For Owen, a recognition that he might be missing his family was replaced by a fear of him bringing it up. For 

Jacob, there was some recognition that he might be struggling with the loss of a peer, but the team did not 

have agreement about this explanation, nor a sense of how they might respond. With Cassie it was different 

– most staff recognised that she had experienced a string of adverse experiences and loss. However, even 

when Cassie was doing everything she could to communicate that she needed to ‘talk’, the staff typically felt 

ill-equipped and unauthorised to broach this with her, and erred towards wanting to protect her by avoiding 

these subjects. This highlighted the need for the staff to be equipped to understand how to support grieving 
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young people they cared for, as well as given permission to broach these areas responsively. Research has 

been highlighting the same for many years (Bonell-Pascual et al., 1999; Dowling et al, 2006; Blackman, 2016), 

most particularly as not attending to the experiences of loss and separation will likely increase the risk of 

complicated grief (Blackman, 2008; O’Riodan et al., 2022). Complicated grief is much more common for 

bereavement experiences in people with learning disabilities because bereavements are likely to land on a 

string of historical disappointments and losses (Grey, 2010); symptoms include disbelief or bitterness over 

the loss; separation distress; yearning or preoccupation with the person lost; and distrust of others (O’Riodon 

et al., 2022). 

The Bereavement Needs Assessment Tool (Blackman, 2008) has been developed to help professionals 

identify the specific bereavement needs of an individual with learning disabilities and enable them to be met 

(Blackman, 2008). Whilst this might prompt the need for formal support, such as relational psychotherapy 

(Blackman, 2016), it can also be used to increase the skills, confidence and knowledge of the supporting staff 

around death and bereavement, as it helps them reflect on the experiences of the individual and think about 

the sorts of support they might need (Blackman, 2008). This can help to elucidate where changes in 

behaviour might be influenced by loss or grief. Notably, anger or lashing out at others, as well as withdrawn 

behaviours have been noted as a response to grief; it has also been noted that individuals might become rigid 

in trying to maintain stability (Doody, 2014).  

Mason-Angelow’s (2019) concludes her research into the bereavement experiences by recommending that 

‘conversations about death’ ( p. 223) and how to manage grief and bereavement should become part of a 

person’s support plan. She also found that there was little evidence that generic training on bereavement 

was beneficial; instead, training should be context-specific and provided in-situ, with the person in mind. This 

was the approach most likely to improve the confidence of the staff and bring about cultural change which 

allowed staff to engage in emotional support work.  

 

8.2.4. The value of reflective spaces for emotional regulation 

This discussion of the findings in Chapter Six closes with discussing the participants’ moments of reflection, 

firstly through participants’ use of mirrors and photos, and secondly facilitated by triadic interactions. Self-

reflection is a valuable tool for wellbeing and emotional regulation, as it creates the potential for a person to 

self-distance and consider how they are feeling, which creates space for the regulation of affective emotion 

(White, Cross and Duckworth, 2015); it has been identified as a protective factor for life challenges, and 
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specifically for self-injury (Ridley, 2015).  Self-reflection ‘promotes health, provides valuable insights, and is 

instrumental in precipitating a new perspective’ (Thorpe and Barsky, 2001: 766).  

Reflection allows a person to have a sense that they are a person who is thinking – it is a noticing of the 

relationship between the person and their thoughts (Flaskos, 2012); in this sense it is a dyadic relationship 

with oneself. Significantly, because it is first and foremost an internal process, ‘the spoken word is not a pre-

condition for thought and reflection’ (Lovell, 2008: 118).  

The discussions on loss highlight the real difficulties for staff in finding ways into emotionally-loaded 

conversations. During my observations, the participants each had a significant life event which emotionally 

impacted them. The staff were aware of these incidents, but were reluctant to broach these topics, maybe 

from a sense of feeling ill-equipped. This section offers a discussion of the moments when facilitated 

reflection seemed very possible – and helpful - for the participants.  

 

8.2.4.1. Mirrors and selfies 

Mirrors have the potential to facilitate reflection, as they can connect a person to their inner thoughts and 

sense of identity (Ridley, 2015). Similarly, pictures of oneself are recognised as operating in similar ways to 

mirrors, in that they are ‘an essential component of our conscious and unconscious knowledge’ of who we 

are (Fausing, 2015:1). Perhaps the physical evidence of a dyad – the inhabited physical body interacting with 

the reflected or photographic image - better enables a person to relate to themselves as a thinking person.  

For the participants, mirrors and photos of themselves provided moments of self-reflection that appeared to 

have some potential for offering better emotional regulation and interrelated connection. Section 6.5.1. 

recounts examples of this: as Owen looked at photos of himself, he was able to engage in an unusually 

focused way with Patricia, answering her questions about what he was seeing; as Jacob looked at his 

reflection, he seemed able to better regulate his frustration at not being able to effectively choice-make; as 

Cassie looked at herself crying, she was able to quickly engage with the more difficult question as to why she 

was feeling sad. Interestingly, these moments of self-reflection – identifying their own image, and appearing 

to have a self-dyadic reflective moment of being a person who is thinking – appeared to open up a 

connection with the person they were with. There is a small amount of research exploring the use of mirrors 

and images as aids for self-reflection and building self-awareness (e.g. Bernátová and Světlák, 2017; Fausing, 

2015; Ridley, 2015); the experiences of the participants suggest that it might be worth exploring whether 

there is transferability for individuals with severe learning disabilities who struggle to manage overwhelming 

affective emotion, which can lead to self-injury (Heslop and Macauley, 2009; Oliver et al., 2022). 
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8.2.4.2. Reflective triads 

Triads are recognised as offering a different quality of reflective space, something Britton (2004) referred to 

as ‘the triangular space of thinking’ (p.47).  Triads offer the opportunity of ‘being a participant in a 

relationship and observed by a third person as well as being an observer of a relationship between two 

people’ (Britton, 2004: 47). In this way, they offer a safe, bridged connection with others from which to 

process and regulate difficult emotional experiences.  

Section 6.5.2. of the findings described a conversation between Simon and I into which we invited Jacob. 

Between the three of us, there were three dyads at play: Jacob and Simon; Jacob and me; and Simon and me. 

This afforded Jacob the opportunity to be the observer of Simon and I as we talked, providing him distance – 

whilst also being conscious that we were both talking about our respective relationships with him and 

observations about him – giving him a sense of simultaneous intimacy and separateness with both of us.  

In a triad, there is much more clarity of the fluidity of differentiation and connection, as each person can 

alternatively be the observing third (differentiated as separate), alongside times of being in a connected dyad 

(Flaskas, 2012). This is an important process, as attaching to another requires a sense of separate self (Stern, 

1985), as discussed in Chapter Two. 

This sense of the dyads interacting interchangeably within a triad was played out with clarity during the walk 

with Elena, Jacob and I (Section 6.5.2). Elena and I talked warmly together about Jacob as he walked in front, 

listening and looking back to smile at us. During this time, Jacob was the distanced and observing third for 

Elena and my dyadic conversation. After some time, Jacob - who had become increasingly engaged in and 

happy about our conversation - turned and took Elena’s hand and pulled her across the lawn in a run towards 

the swings; I switched position to the distanced and observing third in this moment, enjoying seeing the two 

of them connect in a shared experience, at the behest of Jacob (an unusual initiation for him). When I caught 

them up, I commented: ‘I think you like us talking about you, Jacob’, at which he looked at me and giggled – 

in this moment, Jacob and I form a dyad of agreement, with Elena observing. Thus, the switching dyads 

allowed each of us the opportunity to connect with one other, as well as the opportunity to be the distanced 

third, noticing and validating the connections forming in the other two. The three dyads alternated in a way 

that invited each of us interchangeably into the third-observer role, and then back into a dyadic interaction.  

‘Triadic relationships create the conditions in which the “I” who is thinking and the thoughts that I am 

thinking allow for a form of intersubjective relating that potentially meets separateness and 

difference in the recognition of the other’ (Flaskas, 2012: 150). 



 

184 
 

UOB Open 

Furthermore, these conversational moments – as Elena and I, or Simon and I talked about Jacob and he 

listened - reminded me of the ‘reflecting team’ sometimes used in therapy. Particularly in family therapy, 

there will sometimes be two therapists listening in on the family’s conversation with each other and the 

therapist (Friedman, 1995). Towards the end of the session, the family listen as the two therapists reflect 

together about the things they have heard and the dynamics of the family. This invites the family into ‘new 

stories of hope, resilience, and strength’ (Friedman, 1995:3). These conversations, which Jacob engaged with, 

appeared to help him feel contained in a different way than could be done by one person. It also offered him 

a narrative to help him make sense of his emotional experiences.   

Triadic relationships have also been recognised as a useful bridge to current attachment theory – as a third 

person can act as a bridge to serve the attachment between two people (Dallos and Vetere, 2012). In Section 

6.5.2., Owen worked with me across the table, and then, struggling to focus, reached out his hand and 

grabbed Alfie’s hand: Alfie briefly operated as a third point in the triangle in the service of Owen and my 

dyadic work. Similarly, as Cassie battled to communicate and connect with me about her grief (Section 6.4.3), 

Asher stayed close, listening, concerned, attuned, but still as a distanced observer – once again, the third 

point in the triangle - which helped Cassie and I form a safe-enough connection for her to express her grief. 

Each of these moments represented emotionally and interpersonally risky endeavours – as attempting to 

make a connection or communicate something, knowing that it might not be received or understood, 

represents interpersonal risk (Perry, 2006). However, the interacting triad, with the third person helping the 

dyad to form a safe-enough attachment, perhaps helped the participants to take the risk. 

Returning to the previous section’s discussion of the dyadic reflection of the participants with their own 

images, and the way in which this sometimes facilitated a good connection with a staff member, I have 

wondered whether this is because of the implied triad in these moments: the participant, the image of the 

participant and the staff member.  

Thus, in various ways, the role of triadic connection appeared to facilitate self-reflection, serve attachments 

and provide safe-enough spaces for communicating in ‘risky’ ways; the triad appeared to offer an opportunity 

for emotional regulation and safe connections for the participants. It would be worth exploring whether the 

intentional adoption of triadic conversations for reflection, debriefs and emotional support is a transferable 

practice for other people with learning disabilities, particularly those who use nonspeaking communication.   
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8.3. Discussion of the Themes in Chapter Seven: The Search for Safety 

This section discusses Chapter Seven’s presentation of the participants’ emotional experiences in relation to 

safety. It commences with an exploration of the role of ‘holding’ and containment for the participant’s sense 

of emotional safety, and the importance of embedding containment into the organisation, as well as 

facilitating staff to build containing relationships with those they care for. Section 8.3.2. discusses the value 

of free time and choice, which appeared to encourage the participants to emotionally self-regulate.  

Section 8.3.3. discusses the participants’ moments of emotional lost safety, in relation to the growing body of 

research discussing the role of trauma for people with learning disabilities and the promotion of trauma-

informed care in services supporting those with learning disabilities. Section 8.3.3.5. explores Owen’s 

decision to repeatedly seek proximity with me in relation to attachment theory.  

Chapter Seven of the findings closed with a presentation of three vignettes under the title ‘safe spaces for 

sharing emotional experiences’; reflections on these encounters is presented at the end of Section 8.5., 

within the context of transferable concepts for policy and practice.  

 

8.3.1. Holding and Containment  

Section 7.2.1. of the findings explored different examples of emotional containment. This section presents 

the connected concept of ‘holding’ (Winnicott, 1945), then discusses the importance of containment (Bion, 

1962) organisationally and relationally for promoting emotional health. 

Winnicott (1945) equated ‘holding’ with the intrapsychic-interpersonal provision that the primary caregiver 

provides to a newborn in which they allows the baby to ‘go on being’, without a sense of separateness 

(Ogden, 2004) – a physical and psychological ‘holding’ of a person just as they are, without requiring from 

them either a separateness, or an engagement, in time and space. As an illustration, the psychotherapist, 

Ogden (2004) describes a patient who was startled by every question he asked or noise he made, and with 

whom he learnt to simply sit very still, like a mother with a newborn: 

‘it was necessary for me to remain as still and quiet as possible if Ms R was to be able to tolerate 

being with me’ (Ogden, 2004: 1351).  

This is resonant of my times with Owen, in which I felt the need to physically and psychologically bring myself 

to a state of complete stillness, if he was to remain with me. Ogden (2004) stated that this offering of oneself 

allows the other to ‘gather himself’ (p. 1351), or as Winnicott (1945) articulated it: ‘to be known means to 

feel integrated’ (p.150). 
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This concept of simply being with a person as a means of allowing them slowly to gather themselves together 

and feel seen and known, resonates with the findings of Martin et al.’s (2022) theory of Reconciling 

Communication Repertoires, in which they noted that dyadic attuning is sometimes not about building 

understanding, but establishing a sense of belonging and acceptance. For Owen, there were times when 

being psychologically ‘held’ was what he seemed to need; thus, when Milan offers his finger to Owen in 

Section 7.2.1. and stays with him still and quiet, he seems to offer a ‘holding’ and a ‘being-with’ that settles 

Owen back into an emotionally regulated state.  

For Jacob and Cassie, Bion’s (1962) concept of ‘containment’ seemed pertinent. In the examples presented in 

the findings, Jacob’s quickly unravelling anxiety and Cassie’s distress at being ignored are contained by the 

staff supporting them, allowing the anxious or despairing parts of the participants to be held by the staff. This 

allowed a modification of the participants’ experiences, as they emotionally regulated themselves with the 

help of the supporting staff.  

However, containment (and the related concept of holding) does not just work at the interpersonal level, but 

also at the organisational level (Lyth, 1998; Armstrong and French, 2005) – and is an important element of 

organisational life, particularly in services supporting people with learning disabilities (Waggett, 2012), who 

are more likely to have unprocessed adverse experiences and attending emotional anxiety (Beail et al., 2021; 

Brown and Beail, 2009). Ruch (2007) argues that containing institutions are built through recognition that 

reflective practice is required at practitioner, team and organisational level.  

The containing capacity of the team around Jacob seemed under strain. Most of the care team supporting 

Jacob recounted to me serious incidents of self-injury and aggression involving Jacob, even if they had not 

been present for them, and even if they were historic. The sense of immanent threat from Jacob was very 

apparent, as if these incidents were alive and on loop in the collective consciousness of the team, rather than 

processed and digested. This was suggestive of an organisational struggle to contain the understandably 

considerable collective anxieties of the staff team, which was in line with Armstrong and French’s (2005) 

work discussing collective anxiety and the need for organisational containment.  

 

8.3.2. Free time, Choice and Self-regulation 

Section 7.2.2. discussed the ways in which the participants were provided with space and freedom – whether 

the freedom of physical space or the freedom of choice – which appeared to facilitate their self-regulation, 

restoring a sense of safety. This felt developmentally appropriate – typical of an adolescent need to find 

undisturbed time alone (Erikson, 1980).  
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Choice allows a person to advocate for their own preferences (Keesler, 2014), and is one of the five tenets of 

trauma-informed care. ‘Freedom and choice’ is advocated as a requirement for good care for children living 

in children’s home (DoE, 2015: 13) and in the NICE guidance (2015) for working with people with learning 

disabilities and behaviour that challenges.  

The promotion of choice was something the staff facilitated really well for the participants. Staff were keen to 

identify the preferences and strengths of participants; they wanted to know what made them feel happy and 

free and ensured their timetables maximised opportunities for these activities. For Owen, this was really 

pronounced. He was most happy when he was outside in the grounds, and was facilitated to do this for huge 

swathes of the day if the weather permitted it. During interviews, it was common for staff to ascribe progress 

participants had made during their time at RSS40 in part to the high value that they placed on choice and 

empowerment, which was seen to have made a significant difference in the quality of life, relational 

capability and emotional-regulation capacity for all three participants.  

 

8.3.3. Lost Safety 

Section 7.3. of the findings presented examples when the participants appeared to be experiencing a loss of 

psychological, interpersonal or physical safety. These are discussed in relation to the principles of trauma-

informed care.  The themes in Section 7.3 resonate with Beail’s (2021) behaviour symptoms of trauma for 

people with severe learning disabilities. These include: 

- seeking to interact in an anxious manner 

- asking for direction more than required 

- trauma-specific re-enactments 

- becoming hostile to minor frustrations (p.15). 

These equate to the four themes: anxious interactions; anxiety during mealtimes (which for Jacob, included 

repeatedly asking for direction); enactments; and physical expressions of distress. Post-traumatic stress 

disorder is a clinical diagnosis, and so to state that any of the participants were ‘traumatised’ is neither 

appropriate nor helpful. However, due to the parallels between the findings and Beail’s (2021) indications of 

trauma, it would be remiss not to discuss the findings in relation to this.  

 

 

40 As a reminder, this is an abbreviation for Residential Special School, and the abbreviated term for referring 
anonymously to the organisation in which I conducted the research. 
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8.3.3.1 Anxious interactions  

Section 7.3. of the findings presented times when the participants’ anxiety provoked anxiety in their 

supporter (or vice versa), so that they became caught in a cycle of entangled anxiety. Managing the 

participants’ overflowing anxiety could be extremely difficult, and seemed to be an entangling experience, 

particularly when strong projections of anxiety arrived, (as they so often did in me as I observed), alongside 

the very real and present threat that they might hurt themselves or others as their anxiety escalated. 

However, if staff were not able to regulate the projections of anxiety, relational connection and 

communication – so crucial for co-regulation – dissipated. This was a symptom of dysregulation, as fear 

responses significantly curtail relational and communicational potential (Perry, 2009). Thus, anxiety became 

interactional and self-perpetuating in the dyad. 

Sometimes staff appeared to resist the entangling nature of the participants’ anxiety by emotionally and 

relationally distancing themselves. For instance, in Section 7.2.1, Carlos coolly described Jacob’s screeching 

distress as ‘pissed off’; he says this to me as part of a concerted effort to ignore Jacob, talking about him as if 

Jacob cannot hear.  Occasionally, I also observed staff adopting overly-cheery personas during Jacob’s self-

injuring episodes; this felt like a way to resist or interrupt the projections of Jacob’s distress. Other times, 

staff provided very concrete explanations, such as ascribing participants’ behaviour to their diagnosis or a 

medication change. The staff’s approach aligns with functional behaviour analysis principles of not 

‘reinforcing’ behaviour which seeks attention (Hagopian, 2018; Oliver and Richards, 2015). However, it 

seemed to also act in the service of helping staff resist the projections of anxiety. In the observations 

mentioned above, and others, it resulted in the participant escalating further into their own anxiety, possibly 

because it left them inter-relationally alone with their overwhelming emotions. 

Doodeman et al.’s (2021) study examined expressions of stress in people with severe learning disabilities. 

They found that self-injury and behaviour that might be perceived as ‘attention-seeking’ were sometimes 

stress-related and attachment-activated behaviours, seeking proximity and reassurance in an attempt to 

regulate a loss of safety. However, ‘if signals of distress are missed or ignored, arousal may escalate and 

engender problem behaviour’ (Doodeman et al., 2021: 1). In times when staff appeared to either become 

overly entangled in participants’ anxiety, or completely distanced themselves from it, the participants’ 

arousal escalated. This seemed connected to staff avoiding or being unaware that the participant might be 

sending signals of distress, for which they might need proximity or reassurance.  

In contrast to the accounts of containing interactions, in which staff were sometimes able to notice that a 

participant was anxious and help them regulate it, the anxious interactions arguably stemmed from a failure 

to connect with the participants as nuanced emotional individuals. In the accounts presented in 7.3.1., Tande 
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approaches Owen as if he is an unpredictable monster, ready to spring an attack (and he obliges); Jacob’s 

rigidity and attempt to find the ‘right’ way for every moment is responded to as an inevitable part of his 

autism; and Cassie’s empathy with her peer is described as ‘not real sadness’. Underlying these staff 

responses seemed to be a sense of ‘otherness’ - the unconscious assumption that the participant was 

inherently ‘different’ – particularly emotionally - because of their diagnosis. This has links with the concept of 

diagnostic overshadow (Mevissen and de Jongh, 2010), where behavioural manifestations are ascribed to 

diagnosis or medication, rather than expressions of emotional or mental health difficulties.  

Arguably, these responses were also inadvertently affirmed or encouraged by the organisational focus on 

proximal concerns, as advocated by functional behavioural assessments. This was particularly clear when 

observing scripted or behaviour-plan-led responses to participants’ anxious behaviour. For instance, the team 

had adopted a scripted response to Owen pointing to photos of his parents, and for Jacob looking for 

reassurance during meals. Whilst consistency is important, it felt as if the scripts gave the staff permission to 

disengage relationally, which sometimes left participants seeming to be without the emotionally-engaged 

relational support which might have helped them regulate their anxiety. 

These responses – both unregulated anxiety in staff, and emotional and relational distancing – may well have 

been exacerbated by staff’s feelings of overwhelm. Staff are unlikely to co-regulate the stress-responses of 

those they are caring for, if they have unresolved trauma in their own lives (Rich et al., 2021), or they are at 

risk of stress and burnout (Marcal and Trifsos, 2017). Current research concerning the promotion of trauma-

informed environments for people with learning disabilities, emphasises the importance of wellness and 

resilience for supporting staff (Keesler, 2014; Marcal and Trifoso, 2017; Rich et al., 2021). This is embedded 

into the principles of organisational safety and collaboration (Keesler, 2014). Trauma-informed environments 

address trauma at every level, often offering an array of stress management tools, mindfulness and problem-

focused coping strategies aimed at staff, so that they are better positioned to think about the experiences of 

those they support (Marcal and Trifoso, 2017). They also promote collaborative relationships, so that 

individuals are encouraged to ‘perceive individuals as similar to themselves’ (Keesler, 2014: 38), rather than 

adopting othering explanations which assign behavioural manifestations to diagnosis or medication.  

Establishing safe, trustworthy, choice-promoting, collaborative and empowering environments starts with a 

‘guiding philosophy’ (Marcal and Trifoso, 2017), which incorporates understanding of trauma into the whole 

culture; it also builds safe-enough, supportive environments for staff, so that they can remain well regulated, 

with the capacity to remain empathetic, compassionate and curious in their responses. Trauma-informed 

principles are designed to enhance staff’s capacity to co-regulate escalating anxiety in those they support 

(Keesler, 2014).  
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8.3.3.2. Anxiety during meals 

Each of the participants appeared to experience anxiety in relation to mealtimes, with some erratic eating 

patterns, which were explored in Section 7.3.2. of the findings. Erratic eating has been recognised as a 

potential indicator of distress for people with learning disabilities (Beail et al., 2021), and it is not uncommon 

for erratic eating to be linked to a person’s emotional state (Azzi et al., 2021).  It is well established that 

mealtimes are emotionally loaded social events, inherently tied to attachment relationships (Waddell, 2002) 

and early familial emotional experiences (Klein, 1936). Thus, mealtimes were not likely to be socially or 

emotionally neutral for participants or staff.  

The support each participant received came through the lens of each staff member’s expectations and 

interacted with associated stress in the participant. Mealtimes were often fraught with unpredictability, 

inconsistencies and misunderstandings. I wondered if this inadvertent unpredictability had eroded trust that 

mealtimes would be consistent and reliable.  

In addition, participants each seemed to have some associated stress in relation to mealtimes and food; for 

Jacob and Cassie, this seemed to be, in part, a transference from previous experiences. Cassie demonstrated 

food insecurity, ramming her mouth in a panicked way, sometimes storing food for long periods of time in 

her mouth, and grabbing any food or drink left lying around (Section 7.3.2.2). This habit seemed to be a 

transfer of anxiety from previous experiences of food insecurity, no longer reflective of her current 

circumstances, but nonetheless internally unresolved and so continuing to play out in the present. Jacob’s 

anxiety around meals (and staff’s associated anxiety) may have been exacerbated by his two historic episodes 

of choking (Section 7.3.2.3). His anxiety had led to the team deciding he should eat away from his peers; one 

unintended side effect of this was the variable and unpredictable presence of his supporter, triggering his 

apparent separation anxiety and increasing Jacob’s associated stress. Jacob’s anxiety during mealtimes was 

ascribed to his autism, which discouraged any wider curiosity about his behaviour, even when the possibility 

of it being pain-related after his teeth extractions was evidential. However, it seemed more likely that his 

mealtime anxiety was an interaction between past trauma and current insecurity. Lastly, Owen usually chose 

not to occupy shared spaces with his peers, finding their noises and interactions typically overwhelming; 

however, he was sometimes expected to tolerate them during mealtimes. His short-lived mealtimes were 

generally ascribed to pickiness about food related to sensory needs, but there were times when he would 

return to the bin or other people’s plates to eat quietly what he had previously rejected when in a shared 

space (Section 7.3.2.1). This suggested his mealtime anxiety was, at least in part, linked to associated stress.  
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For each of the participants, there was a sense that they had perhaps come to mistrust the experience of 

mealtimes. Trust is a core tenet of trauma-informed care, and the importance of it was generally well 

understood by staff, as one of the teachers explained in her interview with me:  

‘they need to trust you…and that means that when you say something, it happens…[then] they know 

that with you – they are safe’ (Interview with teacher, 31.08.21). 

However, mealtimes were emotionally-laden events, where the inadvertent variabilities of mealtimes 

seemed to collide with the transferred or associated stress from past experiences. The organisational 

emphasis on identifying proximal functions of behaviour appeared to inadvertently obscure more nuanced or 

historic influences, leading to repeated mealtime anxiety and stress for participants (and, relatedly, for staff).  

 

8.3.3.3. Enactments 

Enactments are a recognised symptom of trauma for people with learning disabilities (Beail et al., 2021; 

Kildahl et al., 2020). Each participant showed signs of acting out difficult past experiences, although they 

were quite different in quality (Section 7.3.3). Owen appeared to act out a very recent humiliating 

experience; he also arguably showed or acted out his search for his parents, in lieu of not being able to ask 

where they were. Jacob appeared to perform daily defenses against people leaving and not coming back, 

which seemed indicative of a broad separation anxiety. I interpreted some of Cassie’s behaviour as 

enactments of experiences that seemed to be disturbing her: her food insecurity seemed indicative of her 

past experiences of neglect, and she ripped a series of personal items into two or three pieces after the 

absence of her mother from a family visit.  

These moments were not generally recognised as enactments by staff, as the possibility that behaviour might 

be linked to prior experiences was not often available. However, sometimes staff made these links 

themselves. Jacob’s shutting down of the house at night was interpreted as a response to a friend leaving by 

a minority of staff; this was largely dismissed by senior staff in favour of the interpretation that it was in 

response to medication changes and ritualised behaviour linked to autism. Similarly, some of Cassie’s team 

talked to me about their concerns about her grief and her response after her mother was not able to attend 

the planned visit with Cassie and her brother. However, in both cases, even if there was recognition that the 

behaviour was connected with past experiences, there seemed to be very little idea how to support them. I 

felt that this led to confusion and a sense of helplessness: if it was possible to identify that a behaviour might 

be a response to adverse experience or trauma, but no tools to respond appropriately, it seemed reasonable 

to revert to functional behaviour analysis, which at least provided concrete responses that could be written 

into care plans and implemented.  
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8.3.3.4. Physical expressions of distress and safety 

Sudden, unexpected episodes of aggression or self-injury are recognised as potential behavioural symptoms 

of trauma (Kidahl et al., 2020), particularly when functional behavioural analysis fails to attribute the 

behaviour proximally (Beail et al., 2021). The findings present physical expressions of distress in relation to 

Owen’s medication trips, Cassie’s introspective self-injury and Jacob’s episodes of prolonged self-injury 

(Section 7.3.4). Each of the examples, can be seen in a different light when considered in relation to the 

participants’ wider experiences. Owen’s medication trips appeared to have strong associations with stress 

and disorientation, maybe indicative of multiple medication changes over the years. For Jacob, multiple 

factors – separation anxiety, prior traumatic experiences, tooth pain, anxious interactions, and invalidation of 

his pain and stress – seemed to combine together in him resulting in exploding emotions that were too ‘big’ 

to contain. Cassie’s self-injury, devoid of any apparent environmental or social reinforcement, made more 

sense to me as her attempt to expel her feelings of distress and grief.  

These episodes were addressed and interpreted through the tools of functional behaviour analysis, as 

trauma-informed explanations were not embedded within the organisational culture or collective psyche. To 

take Jacob as an example, staff had grown accustomed to his episodes of self-injury, which they told me had 

commenced in 2020 and occurred intermittently since then. They had some partially-agreed narratives 

around their occurrence: firstly, that the episodes had started in response to a prescribed anti-anxiety 

medication being reduced by the Child and Adolescent Mental Health Services (CAMHS)41; secondly, that the 

episodes continued due to Jacob’s autism-related ritualised behaviour and frustration if he could not have his 

own way. These narratives, whilst maybe contributing factors, seemed to lead to minimised observational 

curiosity about what was happening in the moment for Jacob.  

For Jacob, it is notable that Beail’s (2021) indicators of trauma for people with severe learning disabilities - 

‘asking for direction more than required’ and ‘seeking to interact in an anxious manner’ - evoke so many of 

Jacob’s mealtimes observed, in which he continually and compulsively asked for direction, and interacted 

from a place of deep anxiety. In addition, Perry (2006) describes that adults who are traumatised ‘have 

difficulty in risk taking…have difficulty maintaining self-esteem, and if they feel overwhelmed or inept they 

may become angry or feel helpless’ (p. 25). Rather than being a ritualised behaviour stemming from his 

autism, through a trauma-informed lens, it seems more likely to me that Jacob’s anxious responses, so often 

leading to self-injury, were coming from a deep erosion of his own sense of competence, judgement and a 

 

41 CAMHS is the NHS-provided Child and Adolescent Mental Health Services. 
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deep-set fear of ‘getting it wrong’. Jacob appeared lost in a quagmire of distress, entangled and enmeshed in 

his past and present relationships and experiences.  

Additionally, Cassie’s introspective self-injury had no apparent reinforcer. She performed it quietly with no 

reference to anyone else, and it achieved no external result. Marcel and Trifoso (2017) state that behaviour 

influenced by trauma may well serve no ‘function’ for the person, but rather be ‘a visceral reaction based on 

an altered stress-response system’ (p. 31). This description resonates both with Cassie’s self-injury as well as 

the fierceness of Jacob’s self-injury.  

The analysis of the participants’ experiences concur with the call for trauma-informed approaches to be 

embedded into behavioural psychology informed plans (Keesler, 2014); these approaches potentially offer an 

equipping for teams to consider physical expressions of distress and lost safety from an array of angles, 

including the possibility that multiple explanations sometimes coexist. Marcel and Trifoso (2017) argue that: 

‘trauma histories may require going beyond traditional functional behavioural assessment (FBA) and 

towards a more “reasoned analysis” that subsumes and… extends beyond FBA’ (p. 30).  

 

8.3.3.5 Proximity as a way of establishing safety 

Section 7.3. finished with extracts from a day in which Owen sought unusual levels of proximity with me, 

seemingly in response to an incident that had upset him. Owen’s seeking physical proximity, including 

extended periods of time holding my hand, were very unusual. His behaviour resonated with Doodeman et 

al.’s (2021) findings that people with severe learning disabilities can present with attachment-activated 

behaviours, seeking proximity and reassurance in an attempt to regulate a loss of safety.  

As discussed in Chapter Two, attachment is strongly aligned with the need for safety. When safety is 

compromised, the attachment behavioural system is activated and the individual seeks to re-establish 

proximity with a ‘secure base’, someone with whom they have established an attachment. It was very 

surprising to me that, on this particular day, Owen decided that I represented someone in whom he had 

confidence to be available to him. The ‘availability’ that he needed was of a ‘holding’-type response, as 

discussed in Section 8.3.1. – an available, predictable, but largely still and undemanding responsive figure. 

This was suggestive of a slower and slightly arrested attachment development in Owen – but none the less, 

indicated to me a clear capacity to form a meaningful attachment, despite his presentations of aloofness and 

distance. Fletcher et al. (2016) hypothesise that individuals with learning disabilities might remain more 



 

194 
 

UOB Open 

dependent on ‘physical proximity to feel safe and secure’ (p. 14); this seems an apt description for Owen that 

day.  

Owen’s presentations of aloofness, his preference for distance and his sometimes seemingly ambivalent 

responses to family and staff he knew well encouraged a presumption that he had not made any meaningful 

attachments; he was also sometimes responded to as if this was the case. My experience with Owen, 

together with the other moments of connection, helped reframe my initial understanding of his attachment 

behaviour as reflective of a slower, slightly arrested development, but one that still afforded him the 

potential to make meaningful attachments. This experience highlighted the importance in understanding the 

varying presentations of attachment for those with severe learning disabilities (Fletcher et al., 2016), and the 

importance of this for promoting emotional safety.  

 

8.4. Transferable concepts for policy and practice 

Sections 8.2. and 8.3 discussed the findings and presented some concepts that were potentially transferable 

to policy and practice. These are returned to briefly in turn, before discussing trauma-informed care in more 

depth in Section 8.4.1 and reflecting on how safe spaces could be established in practice in Section 8.4.2. 

This chapter commenced with discussing the reinforcing relationship of attunement and anti-attunement; 

the findings concur with other research suggesting that attuned relationships can contribute to promoting 

safety and mitigating distress. The principles of attunement, particularly facilitated by Griffith and Smith’s 

(2016) framework, are eminently teachable to direct support staff, and may prove useful in promoting 

attunement for practitioners.  

In addition, the numbing behaviour of the participants was discussed as protective or defended behaviour, 

rather than constructive regulation. Intensive interaction appears to offer an appropriate response; this is 

returned to again in Section 8.4.2. 

Section 8.2.3 discussed the participants’ experiences of loss and lostness in relation to the inadvertent 

disenfranchisement of grief. These findings resonate with repeated calls in research and policy for staff to be 

trained, equipped and empowered to respond compassionately and sensitively to the experiences of grief 

and loss in those that they support (Dowling et al., 2006; Mason-Angelow, 2019).  

Section 8.2.4 discussed how the participants engaged with their own reflections and photos of themselves in 

ways that seemed to aid reflection. This prompts the question as to whether the intentional use of mirrors 

and photos might be helpful for promoting self-reflection in other people with severe learning disabilities, 
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and even whether this is already a tool for some that has broadly gone unnoticed. Secondly, reflective triads 

seemed to help participants in a variety of ways including aiding concentration, connection and reflection. 

This suggests that it might be possible to harness triadic interactions to help others with engagement, but 

more critically, for debrief or to have supportive conversations about difficult experiences, which is how it 

was most useful for Jacob and Cassie. Further research would be useful to establish if these tools might have 

wider application.  

Section 8.3. discussed the findings of Chapter Seven, commencing with the notions of holding and 

containment. It highlighted that increasing staff capacity for containment can be bolstered through structural 

systems that embed containing capacities systemically both at the organisational level and the individual 

level (Lyth, 1998). This requires a commitment to reflection for individuals, teams and the organisation as a 

whole. It also requires a commitment to staff well-being, which helps to validate the sense that staff are 

undertaking significant emotional work in the support they offer to those they serve.  This concept is linked 

to trauma-informed care, through which the themes of lost safety were discussed. Trauma-informed care 

requires adoption at policy level, as well as a commitment to application in practice. It is discussed in more 

depth below in Section 8.4.1.   

Lastly, Owen’s search for proximity was discussed in relation to attachment theory, suggesting that there may 

be value in training which promotes the understanding of varying presentations of attachment for those with 

severe learning disabilities, and the importance of this for establishing emotional and relational safety. 

Many of the recommendations so far – the teaching of pro-attunement, reflective spaces, bereavement 

support and trauma-informed care – reframe the professions of care and education support as work 

requiring a great deal of personal, emotional and interpersonal resilience; they also require time for training 

and reflection. This is not reflected in current policy, nor in pay and conditions. Instead, the current 

recruitment and retention crisis is possibly reflective of the high demands of the work, that are not 

adequately compensated in pay and conditions. In addition, ensuring that care and education staff are well 

looked after and are given reflective space and adequate supervisory support requires higher staffing levels 

so that staff can take more time away to receive training, individual and group reflective opportunities and 

adequate supervision. This has implications for policy at organisational, local and national levels.   

 

8.4.1. Trauma-informed care 

This subsection highlights the policy and practice implications of trauma-informed care, in response to the 

discussion of the participants’ emotional experiences. It includes two specific concepts, which have arisen out 
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of reflections on my data collection experiences: the use of life stories and the embedding of emotional 

literacy facilitation. This is followed by reflections on the possible policy and practice implications from the 

moments with participants when we found safe-enough spaces for them to share some of their emotional 

experiences with me.  

Section 8.3.3. discussed the participants’ experiences of lost safety in relation to trauma-informed care, 

which is increasingly being promoted for organisations supporting people with learning disabilities (Cook and 

Hole, 2021; Didden and Mevissen, 2022; Kildlahl et al., 2020; McNally et al., 2021).  

Trauma-informed care is particularly pertinent for people with learning disabilities because it is ‘extremely 

likely’ that people with learning disabilities will experience a potentially traumatic life event across their 

lifetime (Cook and Hole, 2021: 2). Moreover, reduced language to express what has happened, means that 

traumatic experiences are likely to be expressed through behavioural symptoms (Kildahl et al., 2020); related 

behaviour is likely to be chaotic and incoherent, ‘reflecting an inability to cope with distress or helplessness’ 

(Kildahl et al., 2020: 1125).  

Trauma-informed care is ‘not a method of clinical treatment of trauma, but rather a philosophy of service 

delivery which recognises that preventing traumatisation, re-traumatisation, and promoting healing is the 

responsibility of everyone involved in the organisation’ (Rich et al., 2021: 606). It identifies that past 

experiences of trauma are ‘defining and organising experiences’ (Keesler, 2014: 37): i.e. they continue to 

influence the person’s responses, reactions, beliefs and sense of self. Trauma-informed care is implemented 

by a culture-wide commitment to five principles: safety, trustworthiness, choice, collaboration and 

empowerment (Keesler, 2014: 37). These principles are integrated organisationally, for both staff and young 

people. 

Trauma-informed care is increasingly receiving recognition as being crucial to good-enough care and 

education for those with learning disabilities (BILD, 2022; Cottis, 2008). However, this is yet to be reflected in 

UK policy recommendations (NICE, 2015; 2018; Public Health England, 2018). 

During my data collection and analysis, I became aware of two supplementary structures that seemed to 

support my own interactions to adopt the principles of safety, trustworthiness, choice, collaboration and 

empowerment. These are discussed in turn.  
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8.4.1.1. Life stories and timelines 

In order for trauma-informed approaches to be adopted, there needs to be some awareness in staff both of 

the effect of adverse life experiences and the potential presence of them in the lives of the people they are 

supporting42 (Rich et al., 2021). This can be achieved by a record of life events or a timeline being added to 

the person’s care plan (Wigham and Emerson, 2015). However, there is still resistance to this in some settings 

(Rich et al., 2021), possibly due to the myth that people with learning disabilities are different from the 

general population and are protected from the adverse impact of traumatic experiences (Shapiro, 2018). It 

may also be a (mis)interpretation of data protection or confidentiality requirements. 

At RSS, it was not common practice to share previous histories of the participants with the care team. Whilst 

this is understandable, if a person is potentially enacting past experiences, arguably, staff need to be 

equipped to understand and respond to the behaviour appropriately. In addition, this appeared to lead to an 

entrenched anxiety about what to do about the participants’ historic experiences. Previous adverse 

experiences of participants were sometimes shared with me in whispered tones or silently mouthed across 

the room, giving overtones of taboo. Thus, there was little formal structure or informal encouragement to 

factor these experiences into the care participants received.  

The importance of support staff having an awareness of potentially traumatic life events is repeatedly 

highlighted for people with learning disabilities (Kildahl et al., 2020; Marcal and Trifoso, 2017; 

Rittmannsberger et al. 2017). The inclusion of life story summaries or timelines in the participants’ care plans 

draws attention to previous experiences that the participants might still need to process, and allows staff to 

factor this in to their understanding of potential behavioural symptoms (Kidahl et al., 2020; Rittmannsberger 

et al. 2017).  

 

8.4.1.2. Emotional literacy and debrief 

Most of the incidents I observed in which participants displayed self-injury or sought to grab, pinch or bite 

others were attended by high levels of emotion, including anger, frustration, anxiety and distress. It was very 

rare for staff to engage with the participants about their emotional experiences in these circumstances and 

there was no expectation that they should.  

 

42 Whilst this seems self-evident, my own professional experience was that, even as a manager, experiences of trauma 
were almost never brought to my attention in a way that implied they should be factored into understanding the way 
the young person might present. Often times, I was never made aware that they had occurred, and found out much 
later through informal conversations. 
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Emotional literacy – the capacity to connect the physiological experiences in the body with the attending 

emotion - has been linked to self-injury for people in the general population (Hill and Dallos, 2012) and for 

those with learning disabilities (Heslop and Macauley, 2009; Samways et al., 2022). Kelly Mahler’s 

‘Interoceptive Curriculum’ (2022) has been expressly developed to build emotional literacy amongst people 

with learning disabilities and autism; it has been evidenced as an efficacious tool for helping individuals with 

nonspeaking communication to understand and communicate about their emotions (Hample et al., 2020). I 

drew on these concepts in my interactions with participants. Building emotional literacy and interoceptive 

skills into teams supporting people with learning disabilities seems a wise response to the increased risk of 

those they support having experience of trauma. 

In addition, I did not observe any attempt to debrief any of the participants following a difficult experience or 

incident involving restrictive practice. Despite there being some regulatory expectation for debrief following 

incidents involving restrictive practice, so that young people have the opportunity to ‘express their feelings 

about their experience’ (DoE, 2015: 50), there was an underlying assumption that the participants were 

unlikely to have the capacity to engage in this, emotionally or communicatively. However, the evidence from 

my interactions with the participants persuaded me that all three of them could engage reflectively on 

difficult experiences with attuned, empathetic and timely support.     

Engaging in conversations about difficult past experiences is understandably challenging to navigate and 

risky. In Cassie’s case for instance, the senior team at RSS and I talked about whether talking therapy adapted 

for people with severe learning disabilities might help her process her experiences. However, the resources 

and opportunities for this are limited, and so it seems worthwhile to enhance the emotional literacy skills of 

direct support staff, including potentially the use of triadic reflection to provide meaningful debrief.  

As discussed in Chapter Two, emotions are shared experience, suggesting that regulation and recovery from 

overwhelming emotions is best attempted as a shared endeavour (Beail et al., 2021; Cottis, 2008). All three 

participants seemed to have good receptive communication when they felt safe and secure, presenting the 

potential for reflective conversations following incidents to be meaningful if they were responsively timed. 

However, this seemed like it would require considerable equipping of staff for this potentially difficult and 

sensitive work.  

 

8.4.2. Reflections on finding safe spaces for communicating emotion 

I close my discussion of the findings with some brief reflections on the three vignettes that conclude the 

findings chapter, with a focus on more qualitative transferable concepts.  
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In Section 7.4.1. of the findings, I recount my experience of listening to Owen talking about his mother, father 

and himself in an apparent reflective reminiscence. Reflecting back on the things that might have contributed 

to this interaction occurring, I have to start with Owen’s daring trust in me, for which I cannot wholly 

account. However, I will note that I tried to interact with Owen and the other participants from two 

assumptions, that I held - sometimes regardless of the presenting evidence from the participant.  

Firstly, I listened to all forms of communication and behaviour with the assumption that ‘meaning exists in 

the other person’s behaviour’ (Griffith and Smith, 2016: 126), and that the meaning was fluid and dynamic. 

Refusing to believe that behaviour or non-spoken communication is random or the product of a person’s 

biology or disability opens up a vista of possibilities, that are not always interpretable, but promote curiosity. 

I wonder if interacting from this assumption opened up an unconscious possibility for Owen to share his 

musings with me, knowing somehow that I would at least try to find meaning.  

Secondly, I assumed that the participants wanted to connect with me and that they wanted to share their 

experiences with me. This was based on the compelling evidence from Trevarthan’s (1979; 2001) research, 

which indicates that interrelatedness – the desire and ability to connect with another – is innate, not learnt. 

In short, the desire to connect with others is an inherent aspect of the human condition. With Owen, this 

assumption was essential, because he presented as someone who had no interest in connection and 

relationship, except as a means of meeting his immediate needs. I wonder if my refusal to accept his initial 

presentation contributed to his decision to actively connect with me and share some of his emotional 

experiences. 

In Section 7.4.2. I recount a drum therapy session with Cassie. My reflections on this experience were the 

result of paying attention to Cassie’s emotional projections during this experience. Managing emotional 

experiences through projections and transferences are an ordinary unconscious part of most people’s lives. 

However, these tools can be utilised with great frequency and intensity by people with severe learning 

disabilities, particularly when communication is nonspeaking (Alverez, 1992; Sinason, 1992; Tustin, 1981). I 

found having a working understanding of these processes very useful during my data collection process. I 

have often felt that a working understanding of these unconscious emotional processes would benefit staff 

supporting people with severe learning disabilities. This can start with the simple question: whose emotion 

am I feeling - mine or someone else’s? This opens up considerations about the need to self-regulate, co-

regulate or offer out a holding or containment for the other person.  

Lastly, in Section 7.4.3. I share my experiences of using Intensive Interaction with Jacob. Intensive Interaction 

is broadly adopted by most organisations supporting people with severe learning disabilities, as it is well 

established. It was nominally adopted by RSS; however, I did not see it practiced and when I used it, I felt like 
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it sometimes made staff uncomfortable. Intensive Interaction, in my professional experience, takes a leap of 

faith. On commencement, it typically feels like nothing is happening and I have almost never begun it without 

feeling foolish. Once again, it requires an entrenched belief that the other person wants to and can connect, 

despite presenting evidence to the contrary. In Jacob’s case, he did not turn his head towards me, did not 

acknowledge me in any way – but after a while, as I echoed back his soundscape, he moved to preverbal 

syllables and finally onto a few words of speech. It left me sensing that he had much more to say that had got 

locked underneath the surface of his day-to-day coping mechanisms. This experience prompts me to reflect 

again on the potential gains available through the concerted adoption of intensive interaction by direct 

support staff in a responsive and reflexive way.  

In summary, from the moments of connection with Owen, Cassie and Jacob, I learnt a number of things that 

seem to have transferable potential: firstly, an adoption of the research-based assumptions that, despite 

presentations to the contrary, the person in front of you is built for connection and is communicating 

meaningfully; secondly, the psychoanalytic concepts of projection and transference have great utility for 

practitioners; thirdly, the concerted application of intensive interaction with those who present as 

relationally aloof or distant.  

 

8.5. Concluding comments about the discussion of the themes 

The experience of spending eight months with Cassie, Owen and Jacob produced an array of themes and 

vignettes in relation to their emotional experiences. These have been discussed in relation to a number of 

key concepts for supporting the emotional experiences of people with learning disabilities. These included: 

attunement; bereavement support; the promotion of reflective spaces; organisational containment and 

trauma-informed care.  Section 8.5. translated these discussions into transferable concepts for policy and 

practice. 

Overall, the discussion presents a picture of the participants emotional experiences being interrelated with 

their relationships – both containing, co-regulating relationships, and distanced, othering relationships. It also 

discusses that their emotional experiences of anxiety, stress, distress and anger appeared to be a response 

not only to present circumstances and relationships, but also to past experiences and relationships. Most 

notably, unresolved emotional experiences of separation, bereavement, trauma or abuse continued to 

manifest and play out in the participants’ emotional responses and experiences.  

The next section presents the strengths and weaknesses of the research, and the final section offers some 

personal reflections on conducting the research.  
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8.6. Strengths and Weaknesses of the research 

The depth and richness of the data collected is a key strength of the research. Over eight months, 188 hours 

of data was gathered. In addition, the recruited participants chose to engage in the research and make use of 

my presence as a researcher; their contribution in helping me to understand and make sense of their 

experiences was invaluable.  

The adoption of psychoanalytic frameworks for interpreting the emotional experiences of the participants, 

with the additional backing of clinical supervision with a child psychotherapist through the data collection 

and analysis phase, added rigour to the methodological process. 

Trustworthiness is a core concept for ascertaining the rigour and reliability of qualitative data; according to 

Guba and Lincoln (1985), trustworthiness contains four qualities: credibility, transferability, dependability and 

confirmability. This is partially attained by clear transparency in the research process, as provided in the 

detailed description of the method. Additionally, it was important that I found ways to confirm the data 

where possible. Formal member-checking of the data was not utilised, due to the nature and quantity of the 

dataset. However, there were times during interviews and informal conversations with staff when I would 

mention some of my current thinking about a participant, to invite the perspective of the interviewee. For 

instance, I discussed with the team leader my day with Owen in which he sought unusual proximity with me. 

He confirmed that it was highly unusual, and a ‘show of his comfort around you… reassurance’ (Interview 

with Tom). In addition, I also took the opportunity to talk to each participant where possible about the things 

that I had learnt from spending time with them, giving them space to respond. This operated as a non-spoken 

‘member-checking’ of my interpretations and understanding. 

Whilst efforts were made to triangulate my interpretations of the data through checking with participants 

and staff as described above, and through clinical supervision, the analysis and interpretation is highly 

subjective, and influenced by my professional practice (as described in the introduction).  

The results presented are intensely qualitative, presenting the emotional experiences of three participants 

with severe learning disabilities in a distinct setting – a residential special school in the UK. The goal of the 

research was not to find generalisable findings. However, it is hoped that the careful descriptions of the 

setting and the individuals provide some potential for transferability to other settings and individuals with 

similar qualities.  
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8.7. Reflections on conducting the research.  

This chapter closes with some reflections on conducting the research.  

The findings portray Cassie, Jacob and Owen as unique individuals with agency, individual perspectives and 

nuanced, overlaid emotional lives. My starting assumptions about the participants was that they were not 

the sum of their diagnoses, and that their capacities and abilities were not fixed, but fluid and likely to 

interrelate with their environment and social interactions. This was borne out in my interactions with them, 

as already discussed.  

I adopted the term ‘nonspeaking’ to describe their communication style, as they were certainly not without 

words. It was not until I went back through the dataset that I realised that each participant had spoken 

verbally to me during my eight months with them. For Cassie and Jacob, who both spoke using a phrase 

(‘don’t break it’; ‘I don’t want to…’), it felt like these words came out of a need to communicate something 

that was not necessarily functional, but out of an impulse to express and articulate something deeply felt. I 

count it a privilege that each of the participants had moments when they felt they could trust me enough to 

want to attempt to articulate the things they felt deeply.  

It was not until data analysis that I realised that all three participants had had significant life events whilst I 

observed them. This left me reflecting on their experiences in the many years preceding my eight months 

with them, some of which I learnt about through interview, and included moving out of the family home, 

abuse, loss, emergency health incidents and, seemingly inevitably, the experience of being restrained during 

high-arousal episodes. This resonates with the research highlighting the heightened risk for adverse 

experiences and trauma for people with learning disabilities (Beail et al., 2021; Cook and Hole, 2021). 

Conducting the research was a bitter-sweet experience. It presented me with an extraordinary opportunity to 

be available to Cassie, Jacob and Owen with no agenda - no personal care to do, no lessons to facilitate, no 

objectives to meet – but instead simply to be with them. I count it one of the greatest privileges of my life not 

only to be offered this by RSS, the team and the families, but also that the three participants seemed to 

understand over time what I was doing in their lives and make use of it. Particular episodes remain vivid for 

me: sitting still with Jacob and finding he would allow me into his protective soundscape; have Owen reach 

out for my hand and pull me onto the seat with him in an apparent bid for safety; having Cassie lock her eyes 

on mine as she cried – these were precious gifts of trust I still wonder at. However, connection and 

relationship are costly, and as they allowed me in to their worlds, I found many shades of fear and loss there.  
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The data collection period began to take its toll on me after four or five months, which was the period when, 

I began to understand Owen differently, I first saw Jacob hurt himself and Cassie began to share some of her 

grief with me. This was a sad period of time for me, because when we grow close to people who are sad, we 

feel it too. However, what I had not expected was that the data analysis would be just as tough, if not more 

so. It was this period – in which I stepped back to explore more deeply their experiences - that I fully engaged 

with the difficulties of their lives, reminding me that sometimes ‘the more knowledge, the more grief’ 

(Ecclesiastes 1:18).  

This bitter pill is sweetened by the opportunity to have shared this with them. The easily forgotten truth is 

that sorrow is more bearable when it is shared, and sharing someone’s grief builds something into the inside 

of us that I cannot articulate – but the inside expands somehow. As the writer of Ecclesiastes went on to 

write: ‘Sorrow is better than laughter for by the sadness of the countenance the heart is made better’ 

(Ecclesiastes 1:3). So my heart feels that it has been made better somehow – or maybe bigger is more apt - 

by this extraordinary journey I have travelled on with Cassie, Jacob and Owen.  

Lastly, I will say something about telling other people’s stories. Great care has to be taken when we attempt 

to tell the story of another – and this includes owning that this is my version of their story, told from my 

perspective with my voice, but with every attempt to honour what they offered me. Towards the end of the 

data collection, I began to have some anxiety about whether I had any right or authority to share the stories 

of the participants. However, in January 2022, Cassie and I sat with a staff member and shared some of the 

things Cassie had shared with me. Towards the end of this conversation – probably in response to my internal 

wrestling – I addressed this topic with Cassie and it went like this: 

‘Beverley: Cassie. Thank you [sign] for talking [sign]  to me and signing [sign] so well [sign]…  

[Cassie: smiles] 

Beverley: …and telling [sign] me how you feel [sign]. Because that's what I came to find out. I wanted 

to know more than anything else, not what you know, but what you feel. And you've been able to tell 

Beverley about that so well. So thank you [sign]. 

[Cassie: thumbs up] 

Did you know that Beverley’s going to write about Cassie? I'm not going to use your name. But I'm 

going to write about your story. Because I think your story…  

[Cassie: gives me a huge smile and a thumbs up] … 
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Beverley: that’s a nice smile – because your story is so important.  

[Cassie: thumbs up and smiles.]’ (Conversation between Cassie, Tracy and me, 14.02.22). 

When I write about the participants’ stories, or share them in any context, I think of Cassie’s response to 

hearing that I was going to write her story – her absolute pleasure at the idea. Somehow, the idea that others 

would read or hear her story seemed - so far from the betrayal I had feared – something she took delight in. 

It is something to be heard and seen. It is another thing to have your story carefully re-told – I guess it offers 

the hope of validation, as one person’s pain and joy is honoured and held in another person’s decision to 

narrate it.  

This leaves me with a deep sense of responsibility to hold and share the stories of Owen, Jacob and Cassie - 

and to share them as the treasure they are: as gold mined from oft-hidden lives. It has compelled me to exert 

all my energy to wrap words and phrases carefully together to justly capture their precious shared 

experiences and interwoven moments of grief and joy. It is my hope that these accounts of their experiences 

have honoured their stories, even as I have tried to share them from a heart made bigger by their loss-tinted, 

joy-speckled generosity.  

 

8.8. Conclusion 

This chapter has discussed the findings from Chapters Six and Seven in relation to the theoretical concepts 

discussed in Chapter Two and the extant literature presented in Chapter Three. It positions the findings 

within the theory and research inherently connected to the social model of disability, as opposed to a 

medical model. This has led to the presentation of a number of transferable concepts for policy and practice, 

which are bound together with the evidence-based assumptions that, despite the way that a person with 

severe learning disabilities might present, they are inherently wired for connection, relationship and 

meaningful exchange. This implies that their emotional experiences can be assumed to be rich, and should be 

at the heart of considerations for how best to serve and support them. It also contends that, alongside the 

significant impact that current relationships and environment had on the participants’ emotional 

experiences, past experiences and relationships were significant for the participants’ emotional 

presentations, including presentations of self-injury. This meant that their moments of emotional overwhelm, 

which often led to loss of control or self-injury, were best understood in light of both proximal and distal 

experiences and relationships.  

The concluding chapter follows, which returns to the research question, drawing the project together as a 

whole, and concludes with some recommendations for policy, practice and research. 
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Chapter Nine: Conclusion 

9.1. Introduction 

This research sought to understand the emotional experiences of three teenagers with severe learning 

disabilities who presented with self-injury. This was in response to the dearth of research seeking the direct 

experiences of people with severe learning disabilities who self-injure. It sought to understand the things 

which influenced their emotional experiences and the ways in which those around them understood their 

emotions and responded to them. In doing so, it hoped to add some psychosocial understandings about self-

injury to the extensive knowledge-base which focuses on biobehavioural explanations for self-injury. This 

chapter draws the findings and discussions of the thesis to a close, summarising the conclusions drawn in 

relation to the original research questions, which were: 

What are the emotional experiences of young people with severe learning disabilities who self-

injure?  

What factors influence the emotional experiences of young people with severe learning disabilities 

who self-injure? 

How are the emotions of people with severe learning disabilities who self-injure understood and 

responded to by those supporting the young person? 

It finished with some recommendations for policy, practice and research. 

 

9.1.1. The emotional experiences of the participants  

Over the eight months of data collection, the three participants demonstrated that they had a wide array of 

rich emotional experiences; they had nuanced, overlapping emotions that appeared to be in response to 

present and past experiences and relationships.  

The findings presented the participants’ positive experiences of enjoyment, anticipation, achievement, 

satisfaction and pushing the boundaries of relationships. It also explored times of boredom, which was linked 

to disconnection, and times when participants appeared to seek out emotionally and sensory numbing 

experiences. Loss, grief and separation were also a significant aspect of the emotional experiences of the 

participants. For Cassie and Jacob, there was evidence that underlying emotions of loss and separation 

anxiety respectively impacted their overall emotional experiences. Finally, the participants experienced an 

array of emotions that could be linked together by a loss of psychological or physical safety. These included 
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anxiety, stress, distress and anger. These were expressed in a variety of ways, but there were certain 

situations for each participant that seemed associated with anxiety and stress.  

Overall, the data presented a picture of the participants’ emotional lives as fundamentally connected with 

their current relationships (whether well-attuned or disconnected), as well as past relationships (including 

lost relationships). Each theme and subtheme returned to this notion, reiterating that emotional lives are not 

lived out alone, but are inherently interrelated with others, both in the past and present. In terms of the 

specific presentations of self-injury, there was a strong correlation with a loss of safety – once again this loss 

of safety could be connected to both proximal and distal experiences and relationships.  

The supporting staff and the culture of the organisation had adopted a focus on proximal triggers for 

‘challenging behaviour’ which encouraged and facilitated staff to be curious about the sensory or 

environmental factors which might lead to expressions of distress; this approach is affirmed in UK policy and 

best practice guidance (NICE, 2015; Positive Behaviour Support Academy, 2020). However, the narratives of 

Cassie, Owen and Jacob’s experiences point us towards approaches that also incorporate considerations of 

both past and present experiences and relationships.  

This seems best met by the wedding of trauma-informed approaches with the current dominant 

biobehavioural approaches found in policy and practice, something for which there is an increasing appetite 

in policy, practice and research (BILD, 2020; Kildahl et al., 2020; Marcal and Trifoso, 2017). Most particularly, 

Marcal and Trifoso’s (2017) recommendation for ‘functional behaviour plans’ to be adapted to ‘reasoning 

behaviour plans’ allows for the consideration that some behaviours might be linked to previous adverse 

experiences, and outlines ways for staff to promote safety for the individual to help them regulate. This 

seems particularly pertinent for presentations of self-injury.  

There was some concern as to whether the participants – who sometimes appeared to struggle to engage 

with quite simple straight forward instruction (think of Jacob’s tuning out during the counting exercise) – 

would be able to engage in more nebulous conversations about loss, absence, and attending emotions. 

However, the evidence suggested that past events were alive in the present and impacting the participants’ 

emotional presentations; moreover, with attuned, timely support, the participants could reflect in a helpful 

way on these experiences.  

The rich emotional experiences of Cassie, Jacob and Owen cannot be generalised for every individual with 

severe learning disabilities. However, their narratives could prudently inform starting assumptions for 

working with non-speaking individuals with severe learning disabilities. Most particularly it seems wise to 

start from the evidence-based assumptions that connection and relationship is an innate universal human 
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capacity (Stern, 1985), and that fluid meaning is always present in non-speaking communication (Griffiths and 

Smith, 2016).  Similarly, the evidence encourages the adoption of a starting assumption that previous adverse 

experiences are relevant for an individual’s current emotional experiences (Beail et al., 2021), and that a 

capacity to reflect on these experiences should be looked for, however unlikely it seems.  

These final thoughts are translated into recommendations for support services, policy and research 

 

9.2. Recommendations 
 

9.2.1. Recommendations for policy 

• Self-injury should be considered as a discrete concern in policy recommendations or guidance for 

people with learning disabilities, rather than conflated with challenging behaviour. 

• Policy recommendations for trauma-informed work environments and practices should be 

strengthened, with particular reference to supportive supervision, reflection and staff well-being. 

This would better reflect the emotional and relational significance of care and education roles with 

people with severe learning disabilities, and the significantly increased likelihood that staff will be 

supporting individuals who have experienced trauma and abuse.  

 

9.2.2. Recommendations for support services and practitioners working with people with severe 

learning disabilities 

• Brief life stories should be incorporated into care plans for people with severe learning disabilities 

who self-injure, so staff can be aware of past experiences that might impact current emotional and 

behavioural responses.  

• Context-specific bereavement training and support should be offered to support staff, to build 

confidence in engagement in emotional support work with those who have experienced loss or 

bereavement.  

• Context-specific training on emotional literacy, emotional projections and interoception should be 

provided to support staff.  

• Training on the ways that attachments styles vary for people with severe learning disabilities would 

be helpful, alongside equipping for building attuned relationships. 

• Trauma-informed approaches should be adopted as a ‘guiding philosophy’ for services supporting 

people with severe learning disabilities, so that self-injury is approached from a reasoned analysis, 

which considers both proximal and distal factors.  
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• People with severe learning disabilities should be offered adapted debrief following potentially 

traumatic incidences. 

 

9.2.3. Recommendations for future research 

• The lived experiences of non-speaking people with learning disabilities who self-injure should 

continue to be sought through ethnographic and anthropological research methodologies.  

• Research is needed to examine whether ‘triangular thinking spaces’ (Britton, 2004) might be helpful 

for some non-speaking people with severe learning disabilities, as a tool for aiding emotional 

regulation and processing. 

• Research is needed that establishes the efficacy for trauma-informed care specifically in support 

services for people with severe learning disabilities who self-injure. 
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Appendix B: ‘Five tips for nurturing interoception growth in non-speaking clients’. Endow and 

Mahler (2022) 

Tip 1: Be curious about a client’s inner experience. Rather than labelling their feelings, ask questions. Seek to 
understand. Use a structured framework such as The Interoception Curriculum to gain insights. 

Tip 2: Provide supports that drive mutual understanding and communication. Many times, our clients are 
sharing how they feel, we just aren’t effective at understanding. Work to provide meaningful, robust 
communication systems that allow for mutual understanding. Access to communication is a human right. 

Tip 3: Stop using compliance approaches (like immediately!). Compliance approaches derail a person’s 
interoceptive experience, often conditioning a client to ignore what their body needs to please others and 
get a reward. Instead, use a regulation-focused approach that seeks to consider the state of the nervous 
system at the core of all ‘observable behaviours’. In other words, change the view from so-called ‘challenging 
behaviours’ to ‘dysregulation’. When we consider the state of a person’s nervous system, it shifts our goal to 
providing methods for internal and external stabilization, thus supporting the client to regulate and thrive.  

Tip 4: If something isn’t going well, consider how you can change your behaviour. Rather than faulting or 
gaslighting the client, reflect upon your approach and if your instructional methods are set-up to promote 
success in your client. And don’t forget to consider the environment as well—is it set up to promote success? 
Continually reflect upon the impact of your approach as well as the environment and if they are a match for 
the client’s nervous system. How can you make adaptations to help your client thrive? 

Tip 5: To drive the success of The Interoception Curriculum with your client, incorporate elements of 
predictably, sameness and routine. It is important to establish these factors from the start. Strategies such as 
visual schedules, pre-scheduled sensory breaks, and clear beginnings and endings are just a few ideas.
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Self-reported explanations for self-injury by 
people with intellectual disabilities: a 
systematic review of qualitative studies 
Beverley Samways1 , Pauline Heslop2 and Sandra Dowling3 
1School for Policy Studies, University of Bristol, Bristol, UK; 2Professor of Intellectual Disabilities Studies, 

University of Bristol, Bristol, UK; 3Senior Lecturer, School, for Policy Studies, University of Bristol, Bristol, UK 

 
Background: Emotional distress has received less attention as an explanatory factor for self-injury in people 
with intellectual disabilities, with research and practice primarily focusing on biobehavioural factors. This sys- 
tematic review examines the self-reported explanations for self-injury by people with mild or moderate intel- 
lectual disabilities, and discusses how the findings contrast with those from self-reported studies of people 
within the general population who self-harm. 

Methods: Five databases (PsychINFO, IBSS, CINAHL, Web of Science and Medline) were systematically 
searched to find qualitative, empirical research since 2000 about self-reported reasons for self-injury. 

Results: Four studies were found which conducted research with people with intellectual disabilities. Three 
primary themes are discussed: relief from overwhelming emotions; trauma and loss; and difficulty in articulat- ing 

emotions. 
Conclusion: This review found a paucity of research asking people with intellectual disabilities about their own 
self-injury. However, the research available suggests that explanatory factors for self-injury typically reported in 
the general population should be considered for those with mild or moderate intellectual disabilities. 
Keywords: self-injury; self-injurious behaviour; self-harm; intellectual disabilities; systematic review 

 

Introduction 
‘Self-injurious behaviour’ (SIB) or ‘self-injury’ is often 

the term used to describe self-harming behaviours 

pre- sented by people with intellectual disabilities 

(Heslop and Lovell 2013; NICE 2015).1 The National 

Institute for Clinical Excellence (NICE)2 provide 

comprehensive guidelines for Challenging Behaviour 

and Learning Disabilities3 (2015), including self-

injury; these state that self-injury is ‘repeated, self-

inflicted behaviour, such as people hitting their head 

or biting themselves’ (p. 29). 

Self-injury is a serious health concern, which is 

often intransient (Oliver and Richards 2015). 

Prevalence in people with intellectual disabilities is 

estimated to be between 4% and 24%, which 

typically increases with the severity of intellectual 

disability (Oliver and Richards 2015). Self-injury is a 

profoundly challenging issue for those with 

intellectual disabilities, as well as the families and 

professionals supporting them (Folch 

et al. 2018; Minshawi et al. 2015). Alongside the 

potential for physical harm, self-injury can impact on 

the development of social and adaptive skills, as well 

as overall quality of life (Bradley et al. 2018; 

Minshawi et al. 2015). Additionally, chronic self-injury 

can result in more restrictive placements, which are 

more likely to be outside a person’s community 

(Chezan et al. 2017; Minshawi et al. 2015); this 

potentially isolates a person from family and support 

networks. 

Explanations for self-injury amongst people with 

intellectual disabilities have predominantly been 

researched from a biobehavioural perspective, 

examin- ing biological reasons why a person might 

hurt them- selves or behavioural reasons as to how 

self-injury is functionally established (Hagopian et al. 

2018). This has influenced policy and practice in the 

UK (BILD 2016; NICE 2015) and is echoed in the 

practices of applied behavioural analysis (Gregori et 

al. 2018; Shkedy et al. 2019), which is based on the 

premise that self-injury becomes functional in 

achieving particular goals and is reinforced by the 

response it engenders 

  (Minshawi et al. 2015). For example, a child may first 
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beverley.samways@bristol.ac.uk 

self-injure out of frustration or in response to pain, but, 

finding  that  an  often  rapid  response  follows  the 
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Table 1  Example search terms 

(self-harm or "self harm" or self-injur* or "self injur*" or "self-injurious behav*" or NSSI or "non-suicidal self-harm" or "non-suicidal self- 
injur*" or self-mutilat* or self-destruct* or "non-suicidal behav*" or "challenging behav*" or "behav* that challenges" or "problem 
behav*" or "self-inflicted injur*" or self-poisoning or self-cutting) 

AND 
(cause* or reason* or "contributing factor*" or "explanatory factor*" or explanation* or "causative factor*" or causation* or explorat* or 

causal* or motiv* or experience* or perception* or perspective* or "personal perspective*" or understand* or reflect* or attribution* 

or view* or function* or intention*or drive* or purpose*) adj10 (patient* or client* or user* or person* or people*) 

 

behaviour, inadvertently learns that this is the fastest 

way to engender help; this may be exacerbated by a 

child having very few functional communication skills 

to otherwise draw on. 

The NICE Guidelines for Challenging Behaviour 

and Learning Disabilities (2015) state that self-injury 

may indicate pain, distress or ‘another purpose’, such 

as communication (p. 29). NICE (2015) also 

recommend that the assessment of self-injury should 

include ‘all current and past personal and 

environmental factors’ (p. 16) and that the areas of 

self-neglect, breakdown of family or residential 

support, depression, exploitation, abuse and neglect 

by others are kept under regular assessment. These 

adverse experiences, recognised as possible 

antecedents for self-injury in people with intel- lectual 

disabilities, imply that emotional distress is tacitly 

associated with self-injury, though this explana- tory 

factor has received less attention in research about 

this population (Jones et al. 2004). 

Research into self-harm in the general population4 

is well-established, including research directly 

involving people who self-harm (Cipriano et al. 2017; 

Nock 2009); most of this body of research considers 

emo- tional distress as an explanatory factor 

(Klonsky 2009; Nock 2009). The inclusion of people 

with intellectual disabilities in this research has been 

limited, in part because of the apparent difficulty in 

including people with intellectual disabilities in 

research; some of these difficulties include 

communication barriers and com- plexities in gaining 

informed consent (Brown and Beail 2009; Klotz 

2004). NICE (2015) state the importance of 

developing a ‘shared understanding about the func- 

tion of the behaviour’ (p. 7) and involving people with 

intellectual disabilities in decisions about care. Thus, 

it is essential that, despite the challenges, we seek 

to understand as much as we can about self-reported 

explanations for self-injury by people with intellectual 

disabilities. 

This aim of the systematic review was to explore 

what is already known about explanations of self-

injury from the perspective of people with intellectual 

disabilities who are able to self-report; the systematic 

review synthesises the evidence from empirical 

studies which explored the explanations people with 

intellectual dis- abilities gave for their own self-injury. 

The review therefore addressed the research 

question: ‘what reasons do people with intellectual 

disabilities (who are able to self-report)  give  for   

their  own  self-injury?’  After presenting the 

findings, we then discuss how they con- trast with 

those from self-reported studies with people within 

the general population who self-harm5 and the wider 

context of research with people with intellectual 

disabilities who self-injure. 

Methodology 
Five bibliographic databases, identified with the 

support of a subject librarian, were searched in May 

2020: 

• PsychINFO (Psychiatry, psychology and 
social sciences) 

• IBSS (International Bibliography of the 
social sciences) 

• CINAHL (Nursing and allied health) 

• Web of science (Social sciences, arts and humanities) 

• Medline (US National online library of medicine). 

 

Each of the databases was searched using all 

combi- nations of the words ‘self-injury’ and ‘cause’. 

Search terms were developed through looking at 

relevant sys- tematic review search terms (e.g. 

Van den Bogaard et al. 2019; Griffith et al. 2013), 

and utilising any sug- gested alternatives in the 

databases. An example of a database specific 

search strategy (MEDLINE) is given in Table 1; the 

same search terms were used across the 

databases. 

Search limits were set to ensure results only 

included peer-reviewed articles from 2000 onwards. 

Initial feasi- bility searching indicated that, whilst 

developments in understanding self-injury have 

moved rapidly (McManus et al. 2019), research 

seeking self-reported reasons for self-injury from 

people with intellectual dis- abilities was sparse, and 

a twenty-year span was neces- sary to capture a 

reasonable sample of studies. The search was 

limited to English language articles, reflect- ive of the 

concern with UK policy; screening also excluded 

non-empirical studies. 

Inclusion/exclusion criteria 
The inclusion/exclusion criteria were first applied at 

the title and abstract review stage and again when 

later reading full text articles. Table 2 lists the 

inclusion and exclusion criteria in full. 

Some studies sought self-reported reasons for 

self- injury from people with intellectual disabilities 

within a wider inquiry into reasons for ‘challenging 

behaviour’6. Whilst these provided some useful 

evidence, self-injury may, or may not, be one of the 

behaviours included under the umbrella term 

‘challenging behaviour’, and it 
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Table 2  Inclusion and exclusion criteria 

Inclusion criteria  
Peer-reviewed research 
Published from 2000-present 
English language full text 
Empirical research that includes direct citation from participants 
Qualitative studies—interviews, semi-structured interviews or written text 
Research exploring the causes of self-harm 
Self-report studies that ask participants who have direct experience of self-harm 
Exclusion criteria  
Not peer-reviewed or status unclear (limits set in search where possible) 
Articles published prior to 2000 (limits set in search where possible) 
Non-English language articles (limits set in search where possible) 
The study was not empirical. 
Majority of the self-report evidence was through non-qualitative methods, i.e. Likert-scales and measures. 
Studies did not seek causal evidence (e.g. studies that explore why someone stopped self-harming) 
Studies that asked participants about other people’s self-harm 
Majority of data was from professionals, families or observation 
Did not delineate between self-harm and suicidal behaviour, or primarily described suicidal behaviour. 
Did not delineate between self-harm and challenging behaviour 

 

was not usually possible to disaggregate the 

behaviours in question. After discussion between 

the research team, it was agreed to exclude these 

papers; this is fur- ther explored in the discussion. 

Some studies sought attributional opinions from 

peers, professionals, families or observational data. 

Studies were excluded if such data dominated the 

findings or could not be extricated from the self-report 

data. Thus, this review focused spe- cifically on 

qualitative data gathered directly from those with 

intellectual disabilities who self-injure. 

Risk of bias 
Just under half of the excluded articles (six of 

thirteen) were combined with half of the included 

articles (two). These eight articles were screened 

against the exclusion and inclusion criteria by a 

second reviewer. There was agreement about which 

articles to include and exclude; discussions between 

the reviewers resulted in the strengthening of the 

wording of the exclusion and inclu- sion criteria. 

 

Quality assessment 
The Critical Appraisal Skills Programme (CASP) 

(2018) Qualitative Studies Checklist was used to 

assess the methodological rigour of the studies; 

this is the most frequently used tool for qualitative 

studies (Majid and Vanstone, 2018). The checklist 

poses 10 questions about aims, methodology, 

design, recruitment, data col- lection, ethics and 

reflexivity, analysis, validity and rig- our. The 

questions can be answered ‘yes’, ‘no’ or ‘can’t tell’. 

Studies scored one for every ‘yes’: thus, 10 indi- 

cated a study of the highest quality. Quality 

assessment was recorded in tabular form, allowing 

for notes to be made against the decision making. 

(See Table 3 for an example.) 

The second reviewer quality assessed half of 

included studies. The scoring was within 10% differ- 

ence; the areas of disagreement were discussed and 

debated until consensus could be reached. Of the 

four studies asking people with intellectual 

disabilities about 

their self-injury, Didden et al. (2008) and Harker- 

Longton and Fish (2002) scored nine, Brown and 

Beail (2009) scored eight and Duperouzel and 

Fish (2010) seven. 

Data extraction and synthesis 
Data on self-reported reasons for self-injury were 

extracted into a separate findings document for 

analysis and synthesis. (See Table 4: Data 

Extraction). An itera- tive approach was taken, in 

which the findings were read and re-read to identify 

themes inductively; themes were driven by the 

findings of the studies rather than theory. The data 

set was coded systematically before collating into 

potential themes. The dominance of a theme was 

gauged according to the frequency across the data 

set as well as the weight given to it in individ- ual 

studies. Quotes from participants were used to illus- 

trate particular themes and in acknowledgement of 

the importance of the participants’ voice in this 

review. Some latent interpretation was applied—for 

instance, when the participant in Harker-Longton and 

Fish’s (2002) study was asked about her self-injury, 

she replied: ‘“it still hurts. Pain in there.” [Points to 

her heart]’ (p. 143). This was coded as an example 

of ‘difficulty articulating emotions’ as the participant 

appeared to be struggling to name her distress, 

instead referring to it in physical terms. Thus, this 

review is embedded in a constructionist paradigm in 

which mean- ing is socially produced and 

reproduced. 

The initial coding of themes by the primary 

researcher was shared with the research team. After 

dis- cussion, a couple of themes, including guilt and 

shame, were dropped, as the data implied that they 

were better understood as interrelated experiences of 

self-injury, rather than a self-reported explanation for 

self-injury. This reflective process enabled the 

establishment of pri- mary and secondary themes 

which better reflected the data set. The final analytic 

themes were reviewed in relation to the whole 

data set to ensure that they 
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Table 3  Example quality assessment table 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
mapped the findings in a meaningful and illuminating 

manner and in relation to the research question. 

 

Results 
Electronic database searches produced 22,370 

articles. Duplicates were removed (4,496) leaving 

17,874 articles. The primary researcher screened 

these by title and abstract against the 

inclusion/exclusion criteria, excluding 17,857 articles. 

The resultant 17 full text articles were screened 

against the inclusion/exclusion criteria: 13 were 

excluded, producing four articles rep- resenting four 

separate studies. (See Figure 1). The reference lists 

of the four articles were searched and no further 

relevant studies were identified. 

The four studies were conducted between 2002- 

2010; no studies were found that had been published 

more recently than 2010. This is addressed 

in the discussion. 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

All four studies examined the experiences or per- 

spectives of people with intellectual disabilities who 

self-injured. Three were conducted in secure or 

foren- sic services for people with intellectual 

disabilities in the UK (Brown and Beail 2009; 

Duperouzel and Fish 2010; Harker-Longton and 

Fish 2002). The fourth study (Didden et al. 2008), 

asked ten people with Prader-Willi Syndrome and 

intellectual disabilities in various community settings 

in the Netherlands about their skin-picking behaviour. 

Each of the studies uti- lised interviews as their 

primary data collection method; thus, it should be 

noted that the participants from the four studies all 

had some verbal communica- tion, reflective of mild 

or moderate intellectual disabilities. 

The researchers organised the self-reported 

explanations for self-injury into three primary themes: 

relief from overwhelming emotions; trauma and loss; 

and difficulty articulating emotions. 

Author Brown, J. & Beail, N. 
Title Self-harm among people with intellectual disabilities living in secure service provision: a qualitative exploration. 
Date 2009 

CASP Checklist Yes Can't Tell No Comments 

Section A: Are the 
results valid? 

1) Was there a clear 
statement of the aims of 
the research? 

1  Clearly stated in abstract and 
expounded on p. 505 

2) Is a qualitative 1  Yes—exploring participants' 
methodology   experiences and 
appropriate?   understanding 

3) Was the research 1  Yes—semi-structured 
design appropriate to   interview study 
address the aims?    

4) Was the recruitment  1 Potential participants identified 
strategy appropriate to   in a secure unit. It's not 
the aims of   clear how the participants 
the research?   were invited to be part of it, 

   or how they understood that 
   they had been chosen. 
5) Was the data collected 1  Semi-structured interview 

in a way that addressed   schedule, with participants 
the research issue?   having some control over 

   the direction of the 
   conversation, etc. 
6) Has the relationship  1 The relationship is not made 

between the researcher   clear although implies that 
and participants been   there is not a clinical 
adequately considered?   relationship; wider context 

   considered in limitations. 
   The presence of a staff 
   member during interviews is 
   discussed in limitations—p. 
   511. Some consideration 
   given to location and 
   privacy, p. 505. 
Section B: What are 

the results? 
   

7) Have ethical issues 1 Ethical approval confirmed and 
been taken into some documentation of 
consideration? confidentiality considered. 

8) Was data analysis 1   IPA analysis is explained 
sufficiently rigorous?    and justified. 

9) Is there a clear 1   Yes. Well themed and 
statement of findings?    illustrated with quotes. 

10) How valuable is 1   Very valuable as this research 
the research?    is rare 

Total 8 2 0  
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Table 4  Data extraction summary of the four studies asking people with learning disabilities about their own self-injury 
 

 
Author/year 

  
Title 

  
Coun-try 

  
Sample 

  
Aims 

 Design 
and analysis 

  
Key findings 

 Quality Assess- 
ment Score 

Didden et al. (2008)  Individuals with  The Netherlands  Ten people with a  We aimed to explore what  semi-structured  Findings: general picture—all  9 
  Prader-Willi    confirmed  these individuals  interviews and  individuals scratched and   

  syndrome and    diagnosis of PWS  thought about this  thematic analysis  picked with their nail and had   

  their perceptions    and with a mild to  behaviour in general,    done so for a long time.   

  of skin-    borderline range  which adverse    Reasons: medical and   

  picking behaviour.    of Intellectual  consequences (if any)    physical—because of eczema   

      disability (ID).  this behaviour has and    or itchiness, but also 'this   

      (Aged 29-54). All  what they thought    behaviour belongs to my   

      displayed chronic  about why they show    Prader-Willi syndrome, it will not   

      skin picking.  this behaviour and    disappear' (p. 126);   

        what elicits it' (p. 124).    psychological—'nerves', 'being   

            teased', 'brooding', loss and   

            boredom. Prevention: eight   

            participants felt there was no   

            remedy. two felt distraction,   

            reward and prevention might   

            help. Own perception: guilt,   

            anger, that it was 'filthy', and   

            that they felt bad about doing it.   

            They felt shame at the scars. A   

            feeling that they needed to   

            'make amends' for it.   

Author / year  Title  Coun-try  Sample  Aims  Design and analysis  Key findings  Quality Assess- 
              ment Score 
Brown and  Self-harm among  UK  Nine people with ID  To explore the  Semi-structured  Themes: interpersonal  8 

Beail (2009)  people with    living in a secure  experiences and  interviews, using  relationships: ‘traumatic early   

  intellectual    service who had  understanding of SH  an IPA framework  experiences of loss and abuse   

  disabilities living in    engaged in SH in  (self-harm) among  and analysis.  hold meaning in relation’ to SH.   

  secure service    the last  people with mild ID    Current relationships were also   

  provision: a    three months  (intellectual disabilities)    significant, with loss of control   

  qualitative      living in secure    and frustration with others   

  exploration.      accommodation; also    considered a trigger. SH was   

        to explore the    also ‘protective’—an   

        experiences of    alternative to intense feelings of   

        interventions    anger or distress. Emotional   

        associated with SH.    experience: feelings of anger,   

            hopelessness, guilt and shame   

            preceded SH; catharsis and   

            lack of pain during SH; guilt and   

            regret following SH. Managing   

            SH: internal control, self-talk or   

            seeking help; external controls   

            such as removing property or   

            restraint.   

            Overall, the need ‘to consider   

            the emotional world of people   

            with’ ID highlighted. Noted that   

              (Continued) 
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Author/year Title 

 
Sample Aims 

Design 
and analysis Key findings 

there were some themes which 
fit with the functional analysis 
model, but that other themes 
‘add depth to such a 
formulation’. 

Quality Assess- 
ment Score 

Author/year  Title  Coun-try  Sample  Aims  Design and analysis  Key findings  Quality Assess- 
              ment Score 
Harker-Long-ton  'Cutting doesn't  UK  One woman with ID  To explore the personal  Single case study  Reasons/functions of SIB: Upset  8 

and Fish (2002)  make you die':      perspective of SIB from  using IPA  before self-injuring and happy   

  one woman's      a person with mild ID    afterwards, but then very down   

  views on the          an hour after or so. Explained   

  treatment of her          that there was hurt inside her.   

  self-          That she needed to punish   

  injurious          herself ‘for being dirty’ (p. 143),   

  behaviour.          and the need for people to see   

            that she had hurt herself as a   

            way to communicate her   

            distress. ‘whatever I’m sad   

            about it’s steam coming out. A   

            rush of stuff, stuff inside’ (p.   

            143) —a sense of getting some   

            release and relief from the   

            internal things. ‘Release,   

            frustration’ (p. 143). There is   

            also a sense of asserting   

            control and power in   

            Catherine’s narrative that   

            resonates with mainstream   

            literature (p. 147). Catherine   

            believes that she will develop a   

            medical illness if she doesn’t   

            self-injure. This highlights the   

            very personal reasons people   

            self-injure.   

            There was an emphasis from   

            Catherine of the importance of   

            the relationships with the staff   

            around her.   

Author/year  Title  Coun-try  Sample  Aims  Design and analysis  Key findings  Quality Assess- 
              ment Score 
Duperouzel and  'Hurting No-One  UK  Nine people with ID,  ‘To capture the meanings  In-depth,  Themes: Coping: ‘relief from  7 

Fish (2010)  Else’s Body but    four males,  attributed to self-injury  unstructured  extreme emotional states’ and   

  Your Own:    five females  and the perceptions  interviews and a  ‘getting your feelings out’.   

  People with      that people with mild/  phenomenological  Feelings of guilt and shame   

  Intellectual      moderate intellectual  design  following self-injury perpetuated   

  Disability Who      disability who self-injure  and analysis  the need to do it again. Habitual   

  Self Injure in a      have of their care in a    and necessary for coping.   

  Forensic Service'      medium secure unit’    Relationships with staff: desire   

        (p. 607).    to talk about feelings, alongside   

              (Continued) 
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Author/year Title 

 
Sample Aims 

Design 
and analysis Key findings 

desire to avoid higher levels of 
observation and supervision. 
Punitive responses from staff— 
anger and blame. Desire to be 
talked to in ‘personal terms’. 
Special observation: SH often 
led to more observation and 
removal of possessions, 
resulting in feeling punished and 
that staff resented them. 
Thoughts for the future: 
contributing to training for staff 
and being allowed to SH. 
Concludes: reasoning of 
participants was similar to 
reasoning from people without 
ID—SH ‘serving much the same 
functions … expression of 
emotional distress, … coping 
with intense feelings of anger, 
shame, guilt, powerlessness, 
abuse and blame’ (p. 612). 

Quality Assess- 
ment Score 

 
 

Abbreviations in Table: IPA—interpretative phenomenological analysis; ID ¼ intellectual disabilities; SH ¼ self-harm; SIB ¼ self-injurious behaviour; PWS ¼ Prader-Willi Syndrome. 
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Figure 1.  Flow chart of study identification. Adapted from PRISMA, 2020.1 
 

Relief from overwhelming emotions 
Regulating overwhelming emotion was a dominant 

theme in participants’ self-reported explanations for 

self-injury across all four studies. Duperouzel and 

Fish (2010) reported that ‘all the participants in 

this study felt that their self-injurious behaviour was 

helpful to them at times of emotional strain’ (p. 612). 

Similarly, Brown and Beail (2009) reported that: 
self-harm was described as an intensely emotional experience 

and some described a relief of feelings … hopelessness, anger, 

frustration, guilt, regret and shame (p. 510). 

The participant in Harker-Longton and Fish’s 

(2002) single case study described a build-up of 

emotions with a sense that self-injury enabled her to 

get some relief from these internal pressures. Didden 

et al. (2008) con- cluded that ‘most individuals in our 

study reported that an increased arousal level (e.g. 

nerves, being tense) often elicits skin picking’ (p. 

128). 

The language used by participants of included 

stud- ies alluded to a build-up of emotional strain: ‘I 

just got more and more upset and agitated and I 

put my head 

through a window’ (Brown and Beail 2009, p. 508). 

Duperouzel and Fish (2010) reported that the 

phrase: ‘it helps me relieve pressure’ (p. 609) was 

commonly used to describe the function of 

participant’s self-injury: 
I felt really bad, everything was getting on top of me, I 

couldn’t see a way out of it, and I did it [self-harmed], I didn’t 

feel any pain. It gets all my feelings out and you come back 

and you are happy (Duperouzel and Fish 2010, p. 609). 

Similarly, participants from Brown and Beail’s 

(2009) study reported that self-injury ‘keeps me 

happy because then I know that I’m getting the 

frustration out’ and that ‘I felt calmer’ (p. 508) and 

Didden et al. (2008) reported that two participants 

said they felt ‘relieved after skin-picking’ (p. 127). 

‘Relief from extreme emotional states that they were 

unable to cope with’ (Duperouzel and Fish 2010, p. 

609) was a com- monality across all studies and 

most participants. 

Trauma and loss 
Adverse experiences were found as a factor relating 

to self-injury in three studies (all except 

Duperouzel and 
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Fish 2010). Brown and Beail’s (2009) study reported 

this most emphatically: ‘this study suggests that trau- 

matic past experiences are alive in the present and 

hold meaning in relation to self-harm’ (p. 510). Past 

relation- ships, particularly those involving abuse or 

loss, were a main theme: 
events in the past … seemed unresolved … Most striking 

within this were participants’ experiences of sexual, physical 

or emotional abuse and loss, which they closely identified 

with self-harm (Brown and Beail 2009, p. 506). 

Previous loss was reported as a factor in 

Didden et al.’s (2008) study, with one participant 

reflecting, ‘I have no father anymore … I often see 

my father stand- ing in my bedroom, then I feel very 

nervous and stressed. Then I start picking at my 

skin’ (p. 126). Similarly, a participant in Brown and 

Beail’s (2009) study described the death of his friend, 

commenting, ‘that’s how it all started and that’s how I 

got into self- harming’ (p. 506). Catherine, from 

Harker-Longton and Fish’s (2002) study articulated a 

deep sense of loss and abandonment: 
They leave me always … I feel rejected and lost, it always 

happens, they leave. [long pause] Everyone does (p. 145). 

When asked what might help her with her self- 

injury, Catherine responded: ‘a psychologist. Talk 

about past things. [long pause]. That helps’ (p. 146). 

This was suggestive of previous adverse 

experiences. Brown and Beail (2009) found that their 

participants sometimes reported several adverse 

experiences: 
this reflects the multiple traumas faced by many of this group 

which is also evident in some people suggesting more than 

one ‘reason’ for their self-harm as they sought to make sense 

of it (p. 506). 

 

Difficulty articulating emotions 
Three of the four studies reported that their 

participants had difficulty articulating their emotions 

(all except Brown and Beail, 2009). Participants of 

the three other studies appeared to have some 

difficulty articulating their emotions, instead relying 

on physical or verbal expressions, and related this as 

one of the reasons for their self-injury, as is 

exemplified in this exchange from research by 

Harker-Longton and Fish: 
[Interviewer] What do you think when you injure yourself? 

[Catherine] ‘It still hurts. Pain in there’. [Points to her heart] 

(Harker-Longton and Fish 2002, p. 143). 

Self-injury was perceived to operate as ‘a form of 

communicating … distress’ (Harker-Longton and 

Fish 2002:147) or ‘a form of expression of emotional 

dis- tress’ (Duperouzel and Fish 2010, p. 612). There 

was a desire to talk about self-injury, alongside a 

concern that they would not be able to express 

themselves adequately or that they would not be 

understood: 
I self-harm and that’s all I’ve said … I don’t really go into that 

much detail. I feel scared. I don’t think they’d understand 

(Duperouzel and Fish 2010, p. 611). 

Sometimes, for the participants in the included 

stud- ies, it seemed that self-injury spoke for them in 

a way that they were unable to articulate through 

words. For example, when the interviewer asked a 

participant why she sometimes swallowed sharp and 

dangerous items, she responded: ‘Makes a point that 

I’m unhappy’ (Harker-Longton and Fish 2002, p. 

143). Duperouzel and Fish (2010) found that some 

participants ‘were unable to verbalize or face up to 

these emotions and could not see a future without 

injuring themselves’ (p. 610). 

Discussion 
Key findings of studies about people with 

intellectual disabilities 
In response to this review’s inquiry as to the explana- 

tions that people with intellectual disabilities give for 

their own self-injury, three primary themes were 

identi- fied: relief from overwhelming emotions; 

trauma and loss; and difficulty articulating emotions. 

In addition to these main themes, some participants 

with Prader-Willi Syndrome in one study linked their 

self-injury with the diagnosis (Didden et al. 2008). 

Prader-Willi Syndrome, similarly to other syndromes 

such as Lesch-Nyhan, Cornelia de Lange and Fragile 

X, has an established etiological link to self-injury 

(Oliver and Richards, 2015). The other three studies 

did not report whether participants had any 

conditions in addition to having an intellectual 

disability. 

The themes from the self-reported explanations 
for 

self-injury in these four studies echo the psychosocial 

reasons for self-injury that are well established in the 

wider literature (Kelada et al. 2018; Nock 2009). In 

order to make sense of this, we need to consider 

self- harm in people without intellectual disabilities. 

Through a similar systematic review process, we 

identified forty- four studies that asked people within 

the general popu- lation who self-harm the reasons 

for doing so7. 

The findings relating to people within the general 

population were strikingly homogenous, despite a 

con- siderable breadth of theoretical lens, time frame 

and geography spanned. It seems that self-harm 

and the self-reported reasons for it have more 

similarities than differences ‘across cultural 

contexts’ (Tan et al. 2019, p. 16). The primary 

themes in people within the general population (affect 

regulation, (regulating both over- whelming emotions 

and numbness); adverse experien- ces; and 

emotional inarticulation) echo the primary themes 

found in the four studies asking people with 

intellectual disabilities about self-injury. 

There were, however, some differences between 

the studies asking people with and without 

intellectual dis- abilities about their own self harm. 
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Participants with intellectual disabilities did not 

mention regulating dis- sociation and numbness. 

Participants within the general population described 

self-hate, rumination and help- seeking as factors 

leading to self-harm; these were not reported in the 

four studies with people with intellectual disabilities. 

The 44 studies with participants within the general 

population had a different emphasis with regards to 

nameable emotions: anger, shame and guilt were 

more clearly articulated and comparatively more 

commonly described. These differences might be 

accounted for by the complexity of notions such as 

dis- sociation, guilt or rumination; it may be that 

those with intellectual disabilities asked about their 

self-injury were less able to articulate these 

more com- plex concerns. 

 

The disparity between people with 

intellectual disabilities and those without 

intellectual disabilities 
The main disparities between the two sets of studies 

were in the quantity and time-frame of the studies. Our 

systematic review only found four studies asking 

people with intellectual disabilities directly about their 

own self-injury, and none of these were conducted in 

the last ten years. This was in contrast to 44 studies, 

of which 26 were published in the last ten years, 

asking people within the general population about their 

own self- harm: a disparity of almost 11:1. The body 

of research examining ‘self-injurious behaviour’ in 

people with intellectual disabilities is generally 

considered to be at least 50 years old (Murphy 1999; 

Symons et al. 2012). Whilst typical self-report studies 

are not possible or less reliable in those with more 

severe intellectual disabilities, it is still surprising that 

there have been none con- ducted at all with those 

with mild or moderate intellectual disabilities in the last 

ten years. Thus, the total absence of research asking 

people with intellectual disabilities about self-injury in 

the last 10 years requires some exploration. This is 

discussed in relation to inclusive research, ‘challenging 

behaviour’ and the biobehavioural model. 

 
Inclusive research 
For more than thirty years, proponents of the social 

model of disability have rejected the traditional view of 

research—that of specialist researchers doing 

research on subjects—and raised an expectation that 

research includes and involves people with disabilities 

(Oliver 1992; Oliver et al. 2012).8 This notion that, in 

research, there should be ‘nothing about us without us’ 

(Charlton 1998) has been—at least nominally—

adopted by national bodies, including the UK 

government (Beresford 2013; Department of Health 

2001). Inclusive research—which applies and extends 

emancipatory and participatory agendas to people with 

intellectual disabil- ities—has utility at heart (Nind 

and Vinha 2014). It  seeks to ensure that, from policy 

to service delivery to culture, the needs and 

experiences of those that research concerns are being 

accurately understood (Woelders et al. 2015). With 

this in mind, the apparent absence over the last ten 

years of academic research that seeks the 

experiences of people with intellectual disabilities who 

self-injure is notable. Griffith et al. (2013) concur, 

reflecting towards the end of their integrative review: 
This review found that there was a paucity of information in 

the original studies about service user experiences … [this] is 

somewhat surprising … Information about direct experience 

of service users is needed to inform intervention design and 

delivery, and behavioral interventionists ought to be gathering 

data from service users as part of an understanding of the 

social validity of the interventions (p. 484). 

Collecting data about direct experience or self-

report can be complex with participants with 

intellectual dis- abilities, as the ordinary tools such as 

direct interview, questionnaires or focus groups may 

need adjusting for some participants or may not be 

appropriate at all for others. However, there are good 

examples of inclusive research utilising augmented 

communication (Bradshaw et al. 2018; Pickering et 

al. 2015) and it is essential that research continues 

to utilise creative tools which facilitate the inclusion of 

people with intellectual dis- abilities in research (Nind 

and Vinha 2014). 

Self-injury (‘self-injurious behaviour’) as 
‘challenging behaviour’ 
All four papers in this systematic review were pub- 

lished more than ten years ago. More recent 

equivalent research has incorporated self-injury 

within the wider concept of ‘challenging behaviour’. 

Griffith et al. (2013) and Van den Bogaard et al. 

(2019) both report on the experiences of people 

who self-injure within their reviews of people’s 

experiences in relation to challenging behaviour. Van 

den Bogaard et al. (2019) include in their 

conceptualisation of challenging behaviour 

‘aggression, SIB, stereotypic behavior, agitation, 

disruptive or destructive acts, withdrawn behavior, 

arson, and sexual misconduct’ (p. 128). There is no 

equivalent for this in research in people without 

intellectual disabilities. Research enquiring as to the 

reasons for self-harm is not situated within the wider 

discussion of why someone might be aggressive, set 

fire to some- thing or sexually assault someone. 

Self-injury does fit within the confines of the defin- 
ition of challenging behaviour, but it is problematic 

(Minshawi et al. 2015). Challenging behaviour, by its 

very nomenclature, considers the interactional and 

proximal nature of a person’s response. 

Behaviour is the way in which we act and interact 

with those around us and/or the environment—the 

way in which people con- duct themselves in 

response to situations or stimuli (Nock 2009). If self-

injury is only seen through a behavioural lens, it is 

potentially reduced to a response to situations and 
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stimuli. However, the findings of this review indicate 

that self-injury is not just a response to proximal 

factors, but can also be shaped by internal, distal 

factors such as emotional regulation difficulties 

which may be connected to experiences of trauma 

or loss. This suggests the importance of self-injury 

being considered in its own right as being a 

particular response in relation to a discrete 

set of aetio- logical factors. 

 
The biobehavioural model 
Research founded on biological and behavioural 

schools of thought have offered a long-term lead for 

research and practice concerning self-injury (Fahmy 

and Jones 1990). It has been argued that 

biobehavioural models ‘present a plausible account of 

how self-injury can be maintained [but] they cannot 

explain the origin of the behaviour’ (Fahmy and Jones 

1990, p. 269). These concerns, well-articulated  30 

years  ago,  persist: ‘…  researchers have typically 

focused on the outcome of the behaviour rather than 

the behaviour itself’ (MacLean et al. 2020, p. 679). 

Research with the general population has 

addressed this, in part, by asking those who self-harm 

directly (Lewis and Hasking 2019). In contrast, the 

research exploring ‘self-injurious behaviour’ has 

typically been dominated by drug trials, investigations 

into biological causations and behavioural interventions 

(Murphy 1999; Richards and Symons 2018); this is 

partly influ- enced by the complexities inherent in direct 

involve- ment of those with more severe intellectual 

disabilities, who are at greater risk for self-injury (Oliver 

and Richards, 2015). 

The biological and behavioural schools of thought 

offer core components for understanding self-injury, 

including the efficacy of conducting functional behav- 

iour analysis, and have positively influenced policy and 

practice for how individuals should be supported 

(NICE, 2013; Oliver and Richards, 2015). Behavioural 

research has made great strides forward in how we 

sup- port people with intellectual disabilities who self-

injure: it asserts that self-injury is a communication 

about something, and needs addressing individually 

and thoughtfully as a functional, adaptive response. 

However, there have also been warnings about the 

risks of functional behaviour analysis being too 

restricted: 
functional analysis can lead to a narrow perspective such that 

practitioners of behaviour analysis may come to believe that 

all behaviour is a function of its consequences, thus leading 

them to ignore or discount other possible causative factors 

… [such as] lack of control, a loss of a love object and a 

disturbance in pain perception (Fahmy and Jones 1990, p. 

271). 

Overall, this has meant that self-harm, which 

amongst those without intellectual disabilities is widely 

taken to indicate emotional difficulties, is usually 

considered through the biobehavioural research within 

settings for people with intellectual disabilities; this can 

mean that the role of emotional difficulties related to 

wider adverse experiences, are not considered 

adequately (Lovell, 2008). Consequently, ‘there is a 

tendency to ascribe the emotional difficulties 

experienced by the individual to the disability rather 

than to emotional state or needs’ (Hollins and Sinason 

2000, p. 32). 

The principles behind functional analysis are not 

disputed—self-harm can often serve a function for an 

individual. However, the focus on antecedents may 

limit possible causes of self-harm to proximal factors 

only: ‘what happens before, during and after the 

behaviour’ (BILD 2016:2). In contrast, for a person 

without intellectual disabilities, distal factors—loss, 

bullying, trauma, familial tension, abuse—are 

considered as possible factors from the outset (NICE 

2013). 

According to the limited evidence available, 

reasons for self-injury given by those with mild and 

moderate intellectual disabilities include distal factors, 

such as previous experiences of trauma and loss. As 

a person’s intellectual disability increases in severity, 

consideration of distal factors becomes more 

complex, as the individual is less likely to be able to 

share the nature of their experiences or be able to 

necessarily link them to their self-injury. However, it 

seems important that the wider experiences and 

emotional lives of people with intellectual disabilities 

are considered, alongside proximal, behavioural 

factors. Whilst challenging, this is not out of the 

question, where good multidisciplinary practice is 

implemented (Heslop and Macauley 2009). 

 

Recommendations for further research 
Despite the proliferation of research into self-harm in 

people within the general population over the last 

twenty years (Cipriano et al., 2017), studies continue 

to conclude by raising concerns about the paucity of 

applicable research, policy initiatives and training 

(Borschmann and Kinner 2019). Although further 

research asking people within the general population 

about self-harm is urgently needed (Lewis and 

Hasking 2019), there is an even greater dearth of 

recent research about the views of people with 

intellectual disabilities about their reasons for self-

injury. This has created a situation in which their lived 

experiences and self- reported reasons for self-injury 

are not adequately reflected in policy and practice. 

Research that seeks the views of people from the 

whole spectrum of intellectual disabilities who self- 

injure is also required. Seeking self-report 

contributions from people with different 

communication needs or more significant intellectual 

disabilities poses significant challenges around 

consent, capacity and methods; however, examples 

of creative methods are burgeoning (Runswick-Cole  
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et  al.  2018),  including  adapted ethnographic 

methodologies (Klotz 2004). These challenges can 

be overcome, so that ‘all people with intellectual 

disabilities are … accepted and engaged with as 

inherently social and cultural beings’ (Klotz 2004, p. 

101). It is also important that the views of people 

with intellectual disabilities from a range of settings, 

including the community, are asked about their 

experiences of self-injury. 

The third theme was ‘difficulty articulating emo- 

tions’. Difficulty in recognising and articulating emo- 

tions, sometimes called alexithymia, has been 

highlighted as a concern for people with intellectual 

disabilities (Davies et al. 2015). This is a wider diffi- 

culty associated with the communication deficits 

associated with intellectual disabilities. However, there 

is some interest in the relationship between 

alexithymia and challenging behaviour (Davies 2013; 

Mellor and Dagnan 2005), which warrants further 

exploration in relation to self-injury. 

Wider research into the experiences of people with 

intellectual disabilities who self-injure appears to have 

been encapsulated into research about ‘challenging 

behaviour’. However, the literature which adopts this 

method, reports separate features and associations for 

self-injury. Future research should reconsider the 

appropriateness of only enquiring about people with 

intellectual disabilities who self-injure within the 

confines of ‘challenging behaviour’. 

Finally, Cognitive Behaviour Therapy (CBT) and 

Dialectical Behaviour Therapy (DBT) are 

recommended treatments for people in the general 

population who self-harm (NICE, 2013). Initial work 

adapting these therapies for people with intellectual 

disabilities is promising (Crossland, Hewitt and 

Walden 2017; Nair, Woodrow and Hare, 2016), but 

more research exploring how best to adapt and apply 

these therapies with people with a range of intellectual 

disabilities is still needed. 

 

Strengths and limitations of the included 

studies and the review process 
The systematic review ensured a rigorous approach 

through reflecting on the PRISMA (2020) guidelines 

for reporting a systematic review, and utilising the 

CASP (2018) checklist for rigorous quality assessment 

of the studies. The screening and selection process 

and the quality assessment were double checked 

by a second reviewer to ensure rigour; the themes 

and findings were also discussed. 

There are, however, some limitations to the findings 

of this study. The first is that the published evidence 

for people with intellectual disabilities who self-injure is 

not contemporaneous, dating back more than a 

decade. Understanding of self-injury has developed 

over the last ten years, and yet there have been no 

studies asking people with intellectual disabilities 

about their own self-injury. This is significant gap in the 

evidence available.  

Secondly, all four studies included participants with 

mild to moderate intellectual disabilities. Thus, the 

views of people with a range of intellectual disabilities 

have not been reported. There is an increasing 

acknowledgement of 'nonverbal, bodily, sensory and 

emotional forms of communication and dialogical 

competence’ (Gjermestad et al. 2022:2), as well as the 

neurodiversity present for people with severe and 

profound intellectual disabilities in understanding and 

communicating about the world. These ‘voices’ need to 

be included in research, using creative and 

imaginative methodological and theoretical means 

(Klotz 2004). Alongside this, it is acknowledged that 

direct self-report data, which implies verbal contribution 

from participants, is not attainable in a straightforward 

manner from those with more severe intellectual 

disabilities. Methods for gathering nonverbal self-report 

are inherently interpretative, requiring explicit creation 

of meaning in a more delib- erate and comprehensive 

manner than verbal self-report data implies 

(Gjermestad et al. 2022). 

Thirdly, three of the four studies of people with 

intellectual disabilities were conducted in secure or 

forensic settings in the UK; only Didden et al.’s 

(2008) study was outside the UK. Institutional 

settings are recognised as a factor for self-injury for 

people with intellectual disabilities (Fish 2018) and 

within the general population (Mangnall and 

Yurkovich 2010); institutionalisation erodes an 

individual’s sense of agency, which can lead to 

utilising self- injury as a form of regaining a sense of 

control of the body (Fish 2018). The higher proportion 

of participants in the studies from secure settings 

may have impacted the findings, increasing the 

likelihood that the sample represents individuals with 

dual diagnosis of intellectual disabilities and mental 

illnesses. 

Fourthly, the small sample size of participants in 

the studies included in the systematic review needs 

acknowledging; Harker-Longton and Fish’s (2002) 

study had a single participant only, which may have 

overrepresented their experience. The studies 

interviewed a mix of male and female participants, 

with the exception of Harker-Longton and Fish (2002) 

which had one female participant. 

Fifthly, the results of the studies were analysed 

rather than the raw data. 

Lastly, the qualitative nature of the studies and the 

narrative nature of the review means that author bias 

must be considered. The primary researcher 

acknowledges that prior professional experiences of 

supporting young people with intellectual disabilities 

who self-injure, and current research seeking the 

views of those with severe intellectual disabilities who 

self- injure about their emotional experiences, may 
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have influenced the review. The researcher also 

acknowledges a political bias towards emancipatory 

research involving people with intellectual 

disabilities. 

Conclusion 
This systematic review addressed the research 

question: ‘what reasons do people with intellectual 

disabilities (who are able to self-report) give for their 

own self- injury?’ It found that people with mild and 

moderate intellectual disabilities gave very similar 

explanations for their self-injury as participants from 

the general population. These explanations were that 

self-injury provided some relief from overwhelming 

emotions, which were linked to previous experiences 

of trauma and loss; difficulty in articulating these 

emotions was also connected to self-injury. 

People with intellectual disabilities are not a homo- 

genous group, and the self-report data from those 

that can give it (typically those with mild and 

moderate intellectual disabilities) cannot be 

transferred to those with more severe intellectual 

disabilities who are not easily able to participate in 

ordinary self-report studies. However, the findings 

resonate with other research arguing that the well-

established psychosocial under- standing about why 

people self-harm (Klonsky 2009; Nock 2009) should 

not be discounted for people with intellectual 

disabilities (Heslop and Macauley 2009; Lovell 2008; 

Van den Bogaard et al. 2019). 

Some proponents of the biobehavioural model 

have expressed concerns that efforts expended on 

identifying and treating psychosocial factors might 

mean that behavioural or biological functions are 

overlooked, or even that interventions aimed at 

mitigating emotional distress might reinforce a 

learned behaviour (Oliver and Richards 2015). 

Advocates for a psychosocial approach argue that, if 

an individual’s self-injury is a way to communicate 

distress in relation to adverse life experiences, then 

‘continually ignoring the “message” in self-harm is to 

further traumatize individuals’ (Jones et al. 2004, p. 

487). 

However, behavioural interventions implemented 

with people who self-harm in the general population 

sit very comfortably alongside psychosocial theory 

and practice (Klonsky 2009). Similarly, for people 

with intellectual disabilities, the psychosocial model, 

which considers emotional regulation, traumatic 

experiences including loss, and difficulties articulating 

emotions can intersect and overlap with the 

biobehavioural model. For instance, the report from 

Harker-Longton and Fish’s (2002) study, in which the 

participant explains that she swallows sharp and 

dangerous items as it ‘makes a point that I’m 

unhappy’ (p. 143), can simultaneously be interpreted 

as a struggle to articulate overwhelming emotion 

(psycho- social model), or a bid for much-needed 

attention (behavioural model). Multidisciplinary 

approaches, which reflect the intersection of all the 

models and approaches, are needed for people with a 

range of intellectual disabilities who self-injure (Heslop 

and Macauley 2009; Minshawi et al. 2015).  Finally, 

for people with intellectual disabilities, self- injury 

should be considered a discrete concern rather than 

another form of challenging behaviour. Traditional 

behavioural charts often ask about the ‘trigger’ or 

‘antecedent’ for self-injury; this only considers prox- 

imal factors. Distal factors should also be considered, 

particularly reflecting on the higher risk that people 

with intellectual disabilities have to experiencing dis- 

crimination, stigma (Marriott et al. 2020) and abuse 

(Miller and Brown 2014), as well as considering any 

recent losses (Dowling et al. 2006). This is particularly 

pertinent in light of the higher risks apparent for 

people with intellectual disabilities to adverse 

experiences and multiple vulnerabilities (Brown and 

Beail 2009; Minshawi et al. 2015). 
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Notes 
1. The use of terms is far from consistent within the literature. This 

is well-illustrated by the variety of terms used in the four research 

studies presented in this systematic review, which use the terms self-

harm, self-injury and self-injurious behaviour with some variability. 

The term self-injury is adopted in this paper in line with the NICE 

guidance (2015). 

2. The National Institute for Clinical Excellence provides evidence- based 

recommendations for UK health and social care. 

3. The term ‘Learning Disability’ is commonly used in the UK; it is an 

equivalent term to ‘Intellectual Disabilities’. 

4. The term ‘general population’ is used here to denote research 

conducted in settings which do not exclusively support people with 

intellectual disabilities. However, much research undertaken with 

people who self-harm is conducted with groups of people who are 

high-risk for self-harm, such as adolescents, prison populations 

and those accessing a variety of mental health services (Cipriano, 

Cella and Cotrufo 2017). 

5. Studies classed as being with people from the ‘general 

population’ were studies that did not report or mention having 

participants with intellectual disabilities. However, it is 

acknowledged that they may have included participants who fit the 

criteria for having intellectual disabilities, whether undiagnosed 

or unreported. 

6. Challenging behaviour is recognised as an inherently problematic term: 

it labels potentially valid emotional expression as ‘behaviour’ – 

and as a behaviour that challenges others - problematizing it in 

terms of the inconvenience to others rather than placing the person’s 

needs at the centre; this is addressed further in the discussion. 

7. None of the studies reported that participants had intellectual 

disabilities, though it is possible that some participants may have had 

mild or undiagnosed intellectual disabilities. 

8. The social model of disability, whilst recognising the potential 

restrictions of mental or physical impairment, states that it is 

society that disables by excluding those with impairments (Oliver, 

1992). 
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http://www.nice.org.uk/guidance/ng11/resources/challenging-behaviour-and-learning-disabilities-prevention-and-interventions-for-people-with-learning-disabilities-whose-behaviour-challenges-1837266392005
http://www.nice.org.uk/guidance/ng11/resources/challenging-behaviour-and-learning-disabilities-prevention-and-interventions-for-people-with-learning-disabilities-whose-behaviour-challenges-1837266392005
http://www.nice.org.uk/guidance/ng11/resources/challenging-behaviour-and-learning-disabilities-prevention-and-interventions-for-people-with-learning-disabilities-whose-behaviour-challenges-1837266392005
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Appendix D. Example search terms: Medline search.  

 

Medline search terms: 

(self-harm or "self harm" or self-injur* or "self injur*" or "self-injurious behav*" or NSSI or "non-
suicidal self-harm" or "non-suicidal self-injur*" or self-mutilat* or self-destruct* or "non-suicidal 
behav*" or "challenging behav*" or "behav* that challenges" or "problem behav*" or "self-
inflicted injur*" or self-poisoning or self-cutting)  

AND 

(cause* or reason* or "contributing factor*" or "explanatory factor*" or explanation* or 
"causative factor*" or causation* or explorat* or causal* or motiv* or experience* or perception* 
or perspective* or "personal perspective*" or understand* or reflect* or attribution* or view* or 
function* or intention*or drive* or purpose*) adj10 (patient* or client* or user* or person* or 
people*) 
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Appendix E. Inclusion /Exclusion Criteria 

Inclusion and exclusion criteria were discussed with the second reviewer in relation to the research 

question, aims and objectives. On discussion, the last two inclusion criteria were added for clarity.  

 

Inclusion criteria: 

- Peer-reviewed research 
- Published from 2000-present  
- English language full text 
- Empirical research that includes direct citation from participants 
- Qualitative studies – interviews, semi-structured interviews or written text 
- Research exploring the causes of self-harm 
- Self-report studies that ask participants who have direct experience of self-harm 

 

Exclusion criteria: 

- Not peer-reviewed or status unclear (limits set in search where possible) 
- Articles published prior to 2000 (limits set in search where possible) 
- Non-English language articles (limits set in search where possible) 
- The study was not empirical. 
- More than 50% of the self-report evidence was through non-qualitative methods, i.e. Likert-

scales and measures 
- Studies that sought self-report evidence from people who self-harm without seeking causal 

evidence (e.g. studies that explore why someone stopped self-harming) 
- Studies that asked participants about other people’s self-harm 
- Self-report evidence from people for whom self-harm was less than 50% of the data or 

inextricable from other data (i.e. included interviews with peers, professionals or families) 

- Self-report evidence from people who self-harm was less than 50% of the data or inextricable 
from other data (attributional evidence from peers, professionals or families) 

- Did not delineate between self-harm and suicidal behaviour, or primarily described suicidal 
behaviour. 

- Did not delineate between self-harm and challenging behaviour 
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Appendix F. Studies excluded 
Exclusion criteria Studies excluded 

Not peer-reviewed Naz et al., 2019 

Non-English language Aguero et al., 2018 

Not empirical 
research - 6 

Cresswell, 2005; Le Breton, 2018; Murray, 2003; Stanicke, Haavind and 
Gullestad, 2018; Straker, 2006; Van den Bogaard and Embregts, 2018. 

>50% quantitative 
methods 

Brown, Comtois, and Linehan, 2002; Czyz et al., 2019; de Beurs et al., 
2018; Deliberto and Nock, 2008; Dennis et al., 2007; Fredlund, Wadsby 
and Jonsson, 2019; Gregory and Mustata, 2012; Harvey and Brown, 
2012; Jianing, 2015; Klonsky, 2009; Lewis et al., 2017; Maddox, 
Trubanova and White, 2017; Moseley et al., 2019; Rees and Langdon, 
2016; You et al., 2015. 
 

Did not address cause 
or reason 

Bradshaw, Gore and Darvell, 2018; Chandler, 2014; Chia-Yi et al., 2012; 
Gutridge et al., 2019; Haberstroh and Moyer, 2012; Hilton, 2017; 
Hodgson, 2004; Kool, van Meijel and Bosman, 2009; Littlewood, Dagnan 
and Rodgers, 2018; Owens et al., 2020; Shaw, 2006; Sinclair and Green, 
2005; Walker, 2009. 
 

Not self-report data  Borrill, Lorenz and Abbasnejad, 2012; Chandler, 2018; Chew-Graham et 
al., 2002; Duperouzel and Moores, 2009; Huey, Hryniewicz and Fthenos, 
2014; Lovell, 2004; Lovell, 2008; McDermott, Roen and Scoufield, 2008. 
 

>50% was data from 
peers, professionals 
or observation 

peers (Hargate et al., 2017; Knowles and Hodge, 2018);  
professionals (Duperouzel and Fish, 2008; Inckle, 2011; Long, 2018; 
Rayner and Warne, 2016; Reece, 2005);  
observational data (Wozolek, 2018).  
 

Conflated self-harm 
with suicide 
 

Borrill et al., 2003; Breet and Bantjes, 2017; Chandler, 2019;  Grandclerc 
et al., 2019; Gulbas et al., 2015;  Marecek and Senadheera, 2012; 
Straiton et al., 2013; Trnka, et al., 2018; Wand et al., 2018; Wozolek, 
2018. 
 

Conflated SH with 
challenging behaviour 

Clarke, Dagnan and Smith, 2019; Haydon-Laurelut et al., 2017; Reuf and 
Turnbull, 2002;  Selenius and Strang, 2017; Stevens, 2006; Wolkorte, van 
Houwelingen and Kroezen, 2019.  
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Appendix G. Example Quality Assessment Table 

Author: Wojciechowski, T. W. 

Title: 
Pathways to Self-Injury: A Qualitative Exploration of Social Psychological 
Processes. 

Date: 2017 

CASP Checklist 
Yes 

Can't 
Tell 

No Comments 

Section A: Are the 
results valid? 

        

1) Was there a clear 
statement of the aims of 
the research? 

1     
Yes, and situated within the theoretical concerns of the 
paper 

2) Is a qualitative 
methodology 
appropriate? 

1     
Yes, in that it seeks to explore and understand individuals 
experience of engaging with SIB. 

3) Was the research 
design appropriate to 
address the aims of the 
research? 

1     
A standard qualitative design is adopted, with an analytic 
induction strategy for the analysis of data.  

4) Was the recruitment 
strategy appropriate to 
the aims of the 
research? 

1     

Primary recruitment was through posters, asking eligible 
candidates to contact the researcher. Secondary 
recruitment was through a similar approach on open-
source message boards and lastly through contacts who 
were asked to disseminate the information to potential 
participants.  

5) Was the data 
collected in a way that 
addressed the research 
issue? 

1     Semi-structured interviews.  

6) Has the relationship 
between the researcher 
and participants been 
adequately considered? 

    1 
The researcher states that he is white male and that these 
attributes might affect the insights in the paper, but no 
reflection about how. 

Section B: What are the 
results? 

        

7) Have ethical issues 
been taken into 
consideration? 

1     
The Institutional review board of the university was 
consulted and revisions made, including providing 
resources for support following interview. 

8) Was data analysis 
sufficiently rigorous? 

1     
Process of analysis described. Second coder 'not possible' 
due to sensitivity of the data - a barrier overcome in other 
projects.  

9) Is there a clear 
statement of findings? 

1     
The findings are discussed in light of the theoretical 
underpinnings and presented alongside extensive quotes 
from the data. 

10) How valuable is the 
research? 

1     
Limitations and strengths and considered alongside future 
research avenues. The findings are applied to practice and 
policy in quite a general way, but with some insight. 

Total 9 0 1   
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Appendix H. Data Extraction Table 
Author / 

year 
Title Coun-

try 
Sample Aims Design and 

analysis 
Key findings Quality 

Assess-
ment 
Score 

  
Group A Studies  

Brooke 
and Horn 

(2010) 

The 
meaning of 
self-injury 

and 
overdosing 

amongst 
women 
fulfilling 

the 
diagnostic 
criteria for 
'borderline 
personality 

disorder' 

UK Four women with 
Borderline 
Personality 

Disorder (BPD) 

the present 
study focuses 
on self-injury, 

overdosing and 
the 

relationships 
between them 

from a 
qualitative and 
phenomological 

insider's 
perspective' 

(p.115). 

Qualitative 
interviews 

using  
Interpretative 
Phenomenolo
gical Analysis 
(IPA) design 
and analysis 

Themes: context of distress - relationship between 
proximal factors (interpersonal difficulties or conflict) 

which activated distal factors (feelings about what had 
happened previously. Progressive management of 

distress - SH seemed like a private way to help 
themselves, sometimes that they had control over. 'if and 

when an increasing sense of desperation renders the 
method of coping insufficient - the decision is made to 

overdose' (p.121). Ambivalence in relation to death - an 
expressed wish to die is actually a desire to stop the 

suffering.  

10 

Curtis 
(2018) 

Female 
Deliberate 
Self-Harm 
(DSH): The 
Women’s 
Perspectiv

es 

New 
Zea-
land   

Twenty-six 
women (aged 16-

33) who had 
engaged in 

suicidal behaviour 
(22 had self-

harmed).  

to explore the 
perceptions of 
women who 

had engaged in 
self-harm to 

determine how 
they 

understood it: 
the factors that 
led to their DSH; 
how they made 
sense of their 
actions; and 

how they 

Unstructured 
interview, 
feminist 

design and 
thematic 
analysis 

drawing on 
grounded 

theory and 
narrative 
principles 

Themes: purpose of SH - emotion-regulation, 
punishment, self-hatred, help-seeking and biological 

reactions. Links to sexual abuse. Other social factors  - 
family stress and dysfunction, physical, emotional abuse 

or neglect, dysfunctional intimate relationship. 
Relationships between SH and suicidal behaviour. 

Interventions and recovery  

10 
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moved beyond 
it' (p. 850). 

Hetrick et 
al. (2020) 

Under-
standing 

the Needs 
of Young 
People 
Who 

Engage in 
Self-Harm: 

A 
Qualitative 

Investi-
gation 

New 
Zeal-
and 
and 

Austr
-alia 

Seven 
adolescents 

To identify both 
specific triggers 
of the urge to 
self-harm and 

helpful 
strategies to 
manage this 

urge to engage 
in self-harm 

behaviours from 
the lived 

experiences of 
young people.' 

(p.2) 

semi-
structured 

interviews and 
qualitative 
design with 

thematic 
analysis 

Triggers themed as: distressing emotions - shame, 
embarrassment, guilt, anger, overwhelm (primary 

trigger); sense of isolation - conflict, no friends, not 
belonging, stigma, mental illness, no support; exposure to 

self-harm - contagion, visual triggers, personal stories; 
relationship difficulties - familiy, friends and peers; social 

comparison - social media, academic performance and 
perceived norms; school/work difficulties. (Then outlines 

strategies) 

10 
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Huband 
and 

Tantum 
(2004) 

Repeated 
self-

wounding: 
women's 

re-
collection 

of 
pathways 
to cutting 
and of the 

value of 
different 

inter-
ventions 

UK Ten women (aged 
21-48) who had 
self-harmed and 
had contact with 
clinical services 

to identify 
pathways to SH; 
to explore the 
experiences of 
the strategies 
deployed by 

staff to limit SH; 
to explore what 
had modulated 
their perception 

of the 
helpfulness of 
staff strategies 

(p.415). 

semi-
structured 

interviews and 
grounded 

theory design 
and analysis 

Antecedent experiential themes: - winding up, effort to 
resist, cueing tension, premeditation, recollection, 

switching on, triggering, craving, involuntary action, 
rumination. Two paths to SH: 'The Spring' - SH resulting 
from an unpleasant and ill-defined emotional state that 

becomes intolerable, SH providing some relief, albeit 
short-lived. 'The switch' - a different experience where 
there is no build-up, just a sudden, strong craving to SH. 
Reports of dissociation during SH. Emotional themes - 

powerless, uncared for, shame, anger, ignored, reticent, 
mistrust, guilt. 

10 

Lesniak 
(2010 

The lived 
experience 

of 
adolescent 

females 
who self-
injure by 
cutting 

USA Six adolescent 
girls (aged 15-19) 

to explore self-
injury by cutting 
as experienced 
by adolescent 

females' 
(p.137). 

Semi-
structured 

interviews and 
phenomenolo

gical design 
and analysis 

Themes: Living with childhood trauma; being an 
outsider; loathing self; silently screaming; releasing the 

pressure; feeling alive; being ashamed; being hopeful for 
self and others. Overall 'the experience of self-injury by 
cutting…is one where they are struggling for well-being 

and hoping for more being by using their skin as a canvas 
upon which internal pain is expressed as tangible and real' 

(p. 146). 

10 
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Russell, 
Moss and 

Miller 
(2010) 

Appalling 
and 

appealing: 
a 

qualitative 
study of 

the 
character 
of men's 
self-harm 

UK Four men (aged 
37-58) with <5 

years of self-harm 
history and using 

mental health 
services 

to 'know 
something of 

the character of 
men's self-
harm…to 

engage as far as 
possible with 

the experiential 
phenomena, 

the feelings, the 
character of 
men's self-

harm' (p. 95). 

qualitative in-
depth 

interviews and 
hermeneutic 
phenomeno-
logical design 
and analysis 

Presents 4 accounts. All include accounts of ACE. SH 
described as enabling escape reality, providing a buzz and 
allowing dissociation. Pleasurable feeling 'never lasted' - 

an inability to 'hold satisfaction or pleasure' (p. 100), 
which was a theme emerging across all 4 men. 

Conclusions: comfort and relief from self-harm, with a 
dissociated quality. SH was also a communication. Also a 

sense of 'encaptive conflict' - ambivalence around 
separation and engulfment and 'a sense of being in thrall 

to this ambivalence' - the self-harm was appealing and 
appalling. Also found a macho attitude to pain - a way to 

talk and think about existence and annihilation; a sense of 
'being public property' without a proper boundary.  

10 

Schopp-
mann et 
al. (2007) 

'Then I just 
showed 
her my 

arms . . .' 
Bodily 

sensations 
in 

moments 
of 

alienation 
related to 

SIB 

Ger-
may 

Four women 
inpatients (and 

one nurse 
interview)  

to get insight 
into their 'lived 
experience' and 
to contribute to 

the 
understanding o 
this vulnerable 
group' (p.587). 

Participant 
observation 

and 
qualitative 

interviewing 
within a 

hermeneutic 
framework.  

Traumatic events from childhood abuse featured for all 
for participants. Themes: triggers for the experience of 

alienation - loneliness 'refers to situations in which 
everything seems to turn against the self and being alone 
becomes a dominant experience' (p. 590), and also being 

overwhelmed by past fears and threats; transition into 
alienation - this was often marked by senseless laugher. 
Alienation - this was often a feeling of being outside the 
body and often that they were unable to communicate 

anything. Ending alienation - physical activities like 
jogging, moving, loud music can end it, but self-harm is 

the simplest way to do it.  

10 
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Stanicke, 
Haavind 

and 
Gullestad 

(2019) 

Discover-
ing one's 
own way: 

adolescent 
girls' 

different 
pathways 
into and 
out of SH 

Nor-
way 

Nineteen 
adolescent girls 

(aged 13-18) from 
an outpatient 

care unit. 

to increase 
knowledge of 

adolescent girls 
pathways into 
and out of self-

harm' (p.1). 

Naturalistic 
multiple case 

study with 
personal, 
reflexive 

interviews 
using IPA. 
Repeated 

after 1 year. 

SH presented as a way to handle difficult feelings and 
relational problems. Themes: 'I'm disgusting and 

worthless'; 'I don't know why'; 'It was my exit' - escaping 
depressive feelings and unstable emotions. Influence of 

peers or media - Someone else did it; internet; 'if it helps 
others, it may help me';  

10 

Tan, Bonn 
and Tam 

(2018) 

Feeling 
better or 
worse? 

The lived 
experience 

of non-
suicidal 

self-injury 
among 

Malaysian 
University 
students 

Mala-
ysia 

Seven university 
students (aged 

18-22) 

explores 
subjective 

experiences 
related to non-

suicidal self-
injury (NSSI)' - 

particularly 
'experiences, 
thoughts and 

feelings of 
Malaysian 
university 

students who 
had recently 

engaged in NSSI' 
(p.5) 

semi-
structured 
interviews, 
qualitative 
design and 

interpretative 
phenomenolo
gical analysis 

(IPA) 

Themes: Emotional dysregulation - multiple stressors 
from traumatic events, overwhelming distress and an 

inability to cope, including bullying, abuse and loss, 
leading to helplessness. Also a struggle to express 
emotions, poor emotional awareness or difficulty 

identifying emotions. SH as an emotion regulation 
strategy - to calm themselves or release anger or 

frustration. ALso to regain control or to experience a pain 
proportionate to their emotional distress. Negative self-

perception - blaming the self, feeling failure and 
weakness, self-hate and self-punishment, that looped 

around with SH. Most tried to maintain secrecy. Struggle 
with adverse consequences of SH - shame and guilt 

related to SH, alongside a dependency or addiction. So a 
cognitive dissonance - SH helped them feel better but led 

to shame. 

10 

Verschuer
en et al. 
(2015) 

Patients 
With 

Anorexia 
Nervosa 

Who Self-
Injure: A 

Phenomen
ological 
Study 

The 
Neth
erlan

ds 

Twelve people 
with anorexia 

nervosa who self-
harm and are 
inpatients or 

outpatients of a 
mental health 
department 

to investigate 
'self-injury from 
the perspective 
of patients with 

anorexia 
nervosa' (p. 63). 

semi-
structured 

interivews and 
a 

phenomenolo
gical design 
and analysis 

Findings: Phase 1: triggering circumstances - the 
treatment for Anorexia, particularly forced eating and 

weight gain triggered self-harm, both to control 
overwhelming emotions and to self-punish. Phase 2: 

losing control and the act of self-injury - self-injury to 
prevent suicide and control unmanageable emotions. 

Phase 3: the consequences - enabled weight gain, but led 
to shame. Experiences with healtcare workers - hid it 

from them but found them supportive when they found 
out. 

10 
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Abrams 
and 

Gordon 
(2003) 

Self-harm 
narratives 
of urban 

and 
suburban 

young 
women. 

USA Six high school 
girls who SH from 
an original sample 
of  55 'urban' and 

22 'suburban' 
girls. 

To compare 
detailed 

accounts of SH 
from 6 high 
school girls 

from urban and 
suburban 
settings. 

Qualitative 
interviews and 

design using 
thematic 
analysis 

All participants harmed in response to: traumas 
(bereavement; sexual assault), family stress (family 
fighting, divorce, financial strain) and relationship 

problems. Suburban girls connected SH to despondency, 
urban girls to anger. Meanings: emotional turmoil and at 

times, suicidal ideation; 'part of their overall sense of 
despondency' (p436); urban girls more likely to express a 

sense of anger - and releasing anger. Gain: intense release 
or outlet of emotional turmoil; 'relief from their 
overarching pain and emotional distress' (p.438) 

(suburban); the urban girls saw it as a release of pressure, 
like crying, a way to calm down; also that it got the 

attention of their family and communicated that they 
were not happy. 

9 

Adamson 
and 

Braham 
(2011) 

Pathways 
to 

episodes 
of 

deliberate 
SH exper-
ienced by 

mentally ill 
men in a 

high-
secure 

hospital 
over the 
course of 

their lives: 
an 

explorator
y study. 

UK Seven men with 
mental illness in 

high-secure 
hospitals 

explore the 
pathway(s) to 

episodes to self-
harm as 

experienced by 
a small sample 
of mentally ill 
men detained 
within a high-

secure hospital 
over the course 
of their life' (p. 

169). 

Semi-
structured 
interviews 

using 
grounded 

theory design 
and analysis 

Three pathways identified: Relief pathway - ruminating 
upon past and present difficulties, so SHed to gain relief. 
Engagement was ambivalent, and they had to fight this in 

order to SH. Final decision was often impulsive. Self-
hatred was secondary. Response to MH problems 

pathway - positive symptoms of schizophrenia, with 
voices instructing them to SH. Dyadic suicide pacts 
pathway. Themes: Planning; Impulsive; on past and 

present difficulties; confused; difficulty in problem-solving 
/ hopelessness; Ambivalence; Fighting ambivalence. 

9 
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Alexander 
and Clare 

(2004) 

You still 
feel 

different: 
The 

experience 
and 

meaning of 
women's 
self-injury 

in the 
context of 
a lesbian 

or bisexual 
identity.  

UK  Sixteen lesbian or 
bisexual women 

(aged 18-50) who 
had deliberately 
self-injured on 

repeated 
occasions 

to explore the 
meaning of 

women's self-
injury within the 

context of 
having a lesbian 

or bisexual 
identity, and to 

consider the 
possible 

relationship 
between 

identifying in 
this way and 

engaging in self-
injury' (p.71). 

Interviews 
with IPA 

design and 
analysis 

Themes: bad experiences - distressing experiences, 
abuse, excessive criticism, mental health problems of 

parents, bullying, excessive drug or alcohol use. 
Invisibility and invalidation - bad experiences ignored or 

dismissed which led to them being discouraged from 
expressing their emotions, or response to their expression 
was inadequate. Feeling different - leading to feelings of 
self-hatred and low self-esteem, sexuality led to feelings 

of shame and being judged. Just doing it - feelings of 
anxiety and depression led to self-injury, detachment or 

numbness, or intense emotions that could not be tolerate 
leading to SH. It helps me cope - survival, a way to stay 

alive, and was used for self-punishment, a release of 
painful emotion, a communicatoin of distresss and 

bringing oneself back to reality, a numbing and a way to 
feel stronger. Moving on - finding ways to move past self-

injury 

9 

Chandler 
(2012) 

Self-injury 
as 

Embodied 
Emotion 

Work: 
Managing 
Rationality
, Emotions 
and Bodies 

UK Twelve adults to examine 'the 
ways in which 
emotion work 

was used in the 
narratives of 
people who 

self-injure, ' (p. 
445) 

Narrative, life 
story research 
using thematic 
and narrative 

analysis 

Findings: Control and release - allowing some control 
over self, body or life, which is experienced as 

pleasurable. Eliciting emotions  - SH as emotional and 
physical, whilst treating them separately. Trying to 

improve the emotional self through the body somatically.  

9 
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Curtis 
(2016) 

Young 
Women's 

Exper-
iences of 

Self-harm: 
Commonal

-ities, 
Distinc-

tions and 
Complex-

ities 

New 
Zeala

nd   

Twenty-two 
young women 

(under 25) who 
had engaged in 
SH and suicidal 

behaviour 

to determine 
what factors led 

to the 
suicidality in 
women while 

they were 
young; how 
they made 

sense of their 
actions; and 

how they 
moved beyond 

suicidal 
behaviour' 

(p.21). 

Unstructured 
interview and 

thematic 
analysis 

drawing on 
grounded 

theory and 
narrative 
principles 

Themes: Precipitating factors - links to sexual abuse; 
interpersonal and social factors - family issues, stigma 
and friendships. Relationship between SH and suicidal 
behavour. Non-suicidal functions of SH - an adaptive 

coping mechanism and dealing with emotions. Physical 
pain - they did feel the pain of SH and this was cathartic. 
Overall, participants felt their 'emotional distress was out 

of control and SH brought it back within their control' 
(p.28). 

9 

Horne and 
Csipke 
(2009) 

From 
feeling too 
little and 

too much, 
to feeling 
more and 

less? A 
nonpara-
doxical 

theory of 
the 

functions 
of self-
harm.  

UK 
and 
USA 

Thirty-seven 
email interviews 

with adults 

to generate a 
theory that 

describes both 
forms of 

pathological 
experience and 

the ensuing 
behaviour in a 

less paradoxical 
manner' 
(p.656). 

email 
interviews and 

grounded 
theory design 
and analysis 

Themes: 'feeling too much' - overwhelming depression or 
sadness, as sense of restlessness and being too heavy and 
full of emotion. 'Not feeling enough' - an inability to feel 
emotion, a sense of numbness or just going through the 
motions. 'from feeling too much to feeling too little - and 

back again' -  

9 
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Jackman 
et al. 

(2018) 

Experience 
of trans-

masculine 
spectrum 

people 
who report 

non-
suicidal 

self-injury: 
A 

qualitative 
invest-
igation. 

USA Eighteen 
transmasculine 

spectrum 
individuals 

to explore the 
experiences of 
transmasculine 

spectrum 
individuals…wh
o report NSSI' 

(p.588). 

Qualitative 
interviews and 

directed 
content 
analysis 

Themes: Adverse early life experiences - almost all 
participants reported this, including abuse from family, 

family-related stressors or family mental health disorders 
or substance abuse. Gender nonconformity - pressure 

from family to dress and behave in thei gender from birth. 
Concealment and expectations of rejection - 

concelament of TGNC often led on to SH. Nonbinary 
identities - a struggle to be understood if there was 

fluidity. Coping and social support  - SH was 'a way to 
manage their emotions or affirm their autonomy' (p.591). 

Experiences of coming out - rejection and lack of 
validation. 

9 

Mangnall 
and 

Yurkovich 
(2010) 

A 
grounded 

theory 
exploratio

n of 
deliberate 
self-harm 

in in-
carcerated 

women 

USA Eight women 
prisoners who 
had engaged in 
self-harm (SH) 

without suicidal 
intent 

to explicate the 
definition 

/description of 
DSH and 

present a model 
that illustrates 

the DSH process 
as experienced 
by incarcerated 
women' (p.89). 

semi-
structured 

interviews and 
grounded 

theory design 
and analysis 

Women were asked to define DSH and gave good 
descriptions leading to the shared statement: 'DSH is 

acting to externalize and gain relief from overwhelming 
emotional pain through the substitution of physical pain 

by inflicting some manner of non-lethally intended 
physical wounding'. The words 'just' and 'bad' or 'badder' 

were common in descriptions. DIscusses the tension, 
anxiety and negative emotions that built up, including 

powerlessness, and that SH brought temporary relief too. 
Punishment was also a major theme. 

9 

McAndre
w and 
Warne 
(2005) 

Cutting 
across 

boundaries
: a case 
study 
using 

feminist 
praxis to 

understan
d the 

meanings 
of SH  

UK Three women 
(under 30) 

to challenge the 
limitations of 
such policy-

driven 
boundaries [e.g. 
CBT] to practice 

through the 
exploration of 
the three case 

studies 
presented in 
this paper' 

(p.173). 

semi-
structured, in-

depth 
interviews, 
case study 

methodology 
and feminist 

analysis 

Stories of 3 women told and themes presented: Great 
expectations - fantasy and expectation of a mother who 
will care for them; disenchantment - blaming herself for 
losing touch with her mother; mirror image - identifying 

with their fantasy mother figure. I speak but no one 
hears. Sexual naivety meets violent sexual experience. 
'Self-harming behaviour is about releasing the "bad" in 

themselves' (p. 178). 

9 
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Moyer and 
Nelson 
(2007) 

Investigati
ng and 

understan
ding self-

mutilation: 
the 

student 
voice 

USA Six high school 
students 

to explore the 
meanings that 
self-mutilating 

behaviours have 
to adolescents' 

(p. 42). 

in-depth 
interviews, a 

phenomenolo
gical design 

and thematic 
analysis 

Themes: The first cut: heard about it from friends or had 
it recommended - tried it and it made them feel better. A 
tape recorder in the head:  thoughts about the difficulties 
go round and round in their heads. Some describe 
cultivating thoughts to build up to cutting. The feelings 
were overwhelming and they couldn’t ‘get rid of them’ 
without cutting. A way to handle life situations and cope 
with emotions: cutting ‘helped release those feelings’. ‘It 
just blocks the whole world out so it’s just me’. 
‘everything feeling you feel is going into your cut; (p. 46). 
Feelings of guilt, shame and regret: followed the act of 
self-harm, though they couldn’t always articulate why. 
Not wanting to hurt others: ‘’just do it to myself instead 
of doing it to someone else’’ (P. 46). How they wished to 
be treated: that talking and listening respectfully was 
really helpful.  

9 

Wojciecho
wski 

(2017) 

Pathways 
to Self-

Injury: A 
Qualitative 

Explor-
ation of 
Social 

Psycho-
logical 

Processes 

USA Sixteen former 
and curent self-

injurers 

to foster a 
greater 

understanding 
of how forces 

external to the 
individual may 

lead to 
engagement in 

SIB’ (p.570). 

semi-
structured 

interviews and 
analytic 

induction 

Pathways to SIB: strain - stress from not achieving goals, 
including academic goals. Loss, family dynamics and 

abuse. Negative affect -  'the accumulation of undesirable 
negative emotions, such as depression and/or anger' 

(p.573). Also punishment for making mistakes, links to 
shame and guilt. Insufficient mitigation - not having 
sufficient alternatives and so relying on it to cope. 

Moderating factors and SIB outcomes  and Learned SIB. 

9 
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Baker, 
Wright 

and 
Hansen 
(2013) 

A 
qualitative 

study 
exploring 

female 
patients' 

exper-
iences of 
self-harm 

in a 
medium 

secure unit 

UK Five women in a 
medium secure 

unit 

to understand 
what patients 

hope to achieve 
by self-harm 

and thus 
explore less 

harmful ways to 
meet their 

needs' (p.823). 

Semi-
structured 

interviews, a 
qualitative 
design with 

inductive 
thematic 
analysis 

Themes: ‘the traumatized individual’ - experiences of 
childhood trauma that stay with them;  ‘interrupted 
maturation process’- some appeared younger, many 

wanted others to understand their non-verbal cues; the 
abuse had interrupted development;  ‘the hidden 

experience’ - to do with loneliness, and reduced levels of 
social contact; ‘crossing the line’ - the need for relief that 
SH brought from aversive tension and reduced negative 

emotions; ‘individual and systemic repercussions’ - 
struggled to answer what might help; ‘nascent potential 
protection’ - an unarticulated sense of wanting to stop, 

and be 'normal'. 

8 

Bennett 
and Moss 

(2013) 

Functions 
of 

deliberate 
self-injury 

of 
personality 
disordered 
prisoners: 

A small 
scale study 

UK Four prisoners 
with a 'dangerous 

or severe 
personality 

disorder' 

to explore 
client-reported 

functions of 
deliberate self-

injury for 
prisoners 

located within a 
dangerous and 

severe 
personality 

disorder site' (p. 
113) 

Qualitative 
interviews 

using an IPA 
design and 

analysis 

The experiences of the four participants are presented 
separately and represent very idiosyncratic presentations. 

The range of functions includes: 'anger-expression, 
revenge-seeking, fascination, sensation-seeking, self-

punishment, self-regulation, control, interpersonal 
influence and status-seeking' (p. 178). Functions changed 
over time. Revenge-seeking and control are common to 

DSPD population. Status-seeking was very unusual. 
Advocate for an individualised approach to assessment 
and management of SH - due to the individualised and 

changeable nature of presentations. 

8 

Hill and 
Dallos 
(2012) 

Young 
people’s 
stories of 

self–harm: 
A narrative 

study. 

UK Six adolescents 
(aged 13-18) 

to look at the 
stories of six 
adolescents 
[who SH] in 

order to 
examine their 
attempts to 

make meaning 
of their SH and 

life experiences' 
(p. 460). 

Qualitative 
design to 

explore life 
stories and 
narrative 
analysis 

Themes: SH as a way of coping, gaining control, that it's 
not weird or crazy. Talking is difficult, and finding the 

words is difficult, so SH is a 'short cut' to letting it out. SH 
puts the anger inwards - feeling blame towards 

themselves. Also analyses the defended way in which the 
narratives were told.  

8 
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Holm and 
Severinsso

n (2010) 

Desire to 
survive 

emotional 
pain 

related to 
self-harm: 

a 
Norwegian 

herme-
neutic 
study 

Norw
ay 

Thirteen women 
with BPD 

to explore and 
interpret 

women's desire 
to survive 

emotional pain 
related to self-
harm' (p. 52). 

in-depth 
interviews and 
a hermeneutic 
interpretation 

design and 
analysis 

Themes: Self-sacrifice - sacrificing themselves in order to 
obtain emotional relief from and survive emotional pain. 

Self-harm: a struggle to be relieved of responsibility - 
desire to feel worthy in order to avoid self-condemning 
feelings of guilt and shame; to preserve one's self-image 
by being invisible. Fear of intimcy vs intrusion  - longing 

for love but desperate to be alone; desire to be protected 
and cared for in times of crisis. Searching for someone 

who understands one's fear of being alone and 
abandoned.  

8 

McAndre
w and 
Warne 
(2014) 

Hearing 
the voices 
of young 
people 

who self-
harm: 

Implication
s for 

service 
providers 

UK Seven 
adolescents 

to elicit the 
narratives of 
young people 
who engage in 
self-harm and 

suicidal 
behaviour, in 

order to identify 
what was 

helpful and/or 
unhelpful, and 

what their 
future needs 

might be' 
(p.571). 

semi-
structured 
interviews 
with IPA 
analysis 

Themes: Cutting out the stress - from life events and 
intrapersonal and interpersonal smotional turmoil. Shame 

from stigma seems to have disinhibited help-seeking. 
Stepping onto the path of help - what helps and hinders. 
Cutting to the chase: prioritising self-harm on the public 
health agenda - had they known help was available, they 

might not have done it (?)  

8 
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Morris et 
al. (2015) 

Emotion 
and self-
cutting: 

Narratives 
of service 

users 
referred to 

a 
personality 

disorder 
service.  

UK Eight people with 
personality 

disorders (PD) in 
mental health 

settings 

to explore the 
contexts in 

which 
individuals' 

narratives of 
emotional 

experience and 
self-harm 

developed' 
(p.125). 

Semi-
structured 

interviews and 
narrative 
analysis 

Findings: Act 1 - 'seen and not heard'  - background of 
abuse typically, not feeling loved and appreciated as 

children, feeling sad that they had missed out on what 
they needed. Act 2 - a big release… to get rid of all the 

pain - release of pain, sadness, frustration, anger - both to 
feel and to not feel. To manage emotions. Act 3 - a vicious 
circle  - addiction and tolerance leading to increased acts, 
and then feeling guilt for doing it. Act 4 -  different world 
- the narrative that emotions were 'wrong' started to be 
undone. Act 5 - trying to turn my life around - optimism 

and attempts to stop or reduce. 'with compassionate 
family, friends and health services, their lives could 

change for the better' (p. 130). 

8 

Wadman 
et al. 

(2018) 

Experience 
of self-

harm and 
its 

treatment 
in looked-

after 
young 

people: An 
inter-

pretative 
phenomen

-ological 
analysis 

UK Twenty-four 
adolescents who 
are looked after 

to gain insight 
into looked-
after young 

people's 
perceptions and 
experiences of 
factors related 
to self-harm, 

and of 
interventions 
and services 
received, in 

order to 
improve future 

service 
provision' 
(p.366). 

Qualitative 
interviews 
with an IPA 
framework 

and analysis 

Themes: Changes in chare placement - influenced SH;  
Feelings of anger - these feelings were turned on the self; 

not wanting to talk - unable to talk about it (most 
dominant theme), a struggle to trust anyone with their 

emotional state; Developing coping techniques - self-help 
to stop self-harming through finding other activities or 

distractions; experience of clinical services - feeling 
patronized, sense of nothing being done, feeling 
comfortable. Listening and compassion seen as 

paramount for services. 

8 
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Wadman 
et al. 

(2017) 

An IPA of 
the 

experience 
of self-
harm 

repetition 
and 

recovery in 
young 
adults 

UK Six young adults 
(aged 19-21) who 
repeatedly self-

harm 

‘to explore 
reasons why 
young adults 

repeat or 
maintain SH and 

their 
perceptions of 

stopping 
SH/recovery' (p. 

1632). 

Qualitative 
interviews 
with an IPA 
framework 

and analysis 

Themes: keeping self-harm private and hidden; 2) self-
harm as self-punishment; 3) SH provides relief and 

comfort from emotional distress - i.e. affect regulation; 4) 
habituation and escalation over time - addictive elements; 

5) emotional gains and practical costs - scarring, 
unwanted attention, interference with life; 6) not 

believing they will stop completely -  

8 

Wadman 
et al. 

(2018a) 

An IPA of 
young 

people's 
SH in the 

context of 
inter-

personal 
stressors 

and 
supports: 
Parents, 

peers, and 
clinical 

services 

UK Fourteen 
adolescent 

females (aged 13-
18) 

to explore 
young women's 
experience of 

self-harm in the 
context of 

interpersonal 
stressors and 

supports' 
(p.120). 

Qualitative 
interviews 
with an IPA 
framework 

and analysis 

Themes: 1) arguments and worries about family 
breakdown; 2) unhelpful parental response when self-

harm discovered and impact on seeking support; 3) 
ongoing parental support; 4) long-term peer 

victimization/ bullying as a backdrop; 5) mutual support 
and reactive support from friends (and lack of it); 6) 

emotions shaped by others (shame, regret, and feeling 
'stupid to self-harm; 7) 'empty promises': feeling let down 

by clinical services.  

8 

Williams 
et al. 

(2018) 

Perspec-
tives of 

non-
suicidal 

self-injury 
behaviors 

in ten 
South 

Korean 
young 
adults 

Korea Ten young adults 
in South Korea 
(aged 18-25) 

to understand 
and describe 

the experiences 
of SH from the 
perspective of 
South Korean 
young adults' 

(p.102) 

Structured 
interviews 
with open-

ended 
questions and 
a descriptive 
qualitative 
design with 

content 
analysis 

Themes: definition of SH – self-punishment, relief, feeling 
alive, consolation, getting emotional peace, escape, 

preventing suicide, to receive attention, showing pain 
rather than telling it. Experience of SH - tracks the 

beginning, type, cause, trigger, emotions before, during 
and after. Reasons for SH - low self-esteem, negative 

thoughts of the self, self-punishment, depression, stress, 
emotional pain, loneliness, negative parents, family 

communications, alcoholism in family, fear of suicide, self-
comfort, seeking attention. Efforts not to use SH.  

8 
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Adler and 
Adler 
(2007) 

The 
demedical-
ization of 

self-injury - 
From 

psychopat
hology to 

sociologica
l deviance 

USA Eighty -articipants 
(aged 16-mid-

50's) 65 women, 
15 men, nearly all 

Caucasian. 

to 'shed new 
light on…long-
term chronic 

users, youthful 
participants 
who have 
remained 
outside of 

treatment, and 
people who feel 
positive about 

their self-injury' 
(p.538). 

in-depth 
telephone 
interviews 

with an 
interpretative 

qualitative 
design and 

iterative 
analysis 

Starts with demographic information: saying those more 
vulnerable are homeless youths, prison populations and 

those suffering structural disadvantages; also youth 
cultures. Learning to self-injure - discuss the various 

paths to SH. Engaging in SH - They then identify chronic 
users - many of them survivors of abuse, although not all. 

Embracing SH -Some didn't want to stop but all 'were 
troubled in some way'.  

7 

Bheamadu 
Fritz and 

Pillay 
(2012) 

The Exper-
iences of 

Self-Injury 
Amongst 

Adole-
scents and 

Young 
Adults 

within a 
South 

African 
Context.  

South 
Africa 

Twelve university 
students (11 

women, 1 man) 

To explore the 
experiences of 

self-injury 
among 

adolescents and 
young adults 

within the 
South African 

context' 

semi-
structured 

interviews + 
data through 

collages, 
journal 

entries, and 
personal 

written work 
with thematic 

analysis 

Themes: Biological experiences - emotional pain seen as 
global, abstract and uncontrollable in contrast to the 
controllable experience of physical pain; SH releasing 

'euphoric feelings' which were addictive; Psychological 
experiences - affective experiences of anger and 

frustration were antecedental; 'cognitive experiences that 
emanated from the data indicate participants desire to 

feel a sense of control... and creating order' (p.265); 
Social experiences - family experiences (parental conflict, 

poor boundaries, reversal of parent-child roles), peer 
relations (connection with other peers who SH, including 

satanic rituals) and social roles (isolation, difficulty in 
communicating).  

7 



 

276 
 

UOB Open UOB Open 

Breen, 
Lewis and 

Sutherland 
(2013) 

Brief 
Report: 

Non-
suicidal 

Self-injury 
in the 

Context of 
Self and 
Identity 

Developm
ent.  

Can-
ada 

Fifty-six websites. 
79% female, 6% 
male, remaining 
didn't indicate. 

To examine ‘the 
connections 

between NSSI 
and normative 
developmental 

processes 
related to self 
and identity' 

(p.57). 

Online 
narratives of 

SH, a 
qualitative 

design using 
thematic 
analysis 

Themes: identifying as a 'self-injurer' - seeing it as a 
defining characteristic, even that they 'discovered' about 
themselves'. Relationship with other 'self-injurers' - use 

of 'we' and a sense of being a group to identify with. SH in 
response to negative self-appraisals - used to regulate 
and cope with emotional distress, specifically negative 
emotions focused on the self, shame, hatred, anger, 

sadness. A strategy for self-persistence - to stay alive and 
resist suicide, and to regain the lost self, to feel real again. 

7 

Hansson, 
Malmkvist 

and 
Johnasson 

(2020) 

A 15-year 
follow-up 
of former 

self-
harming 

inpatients 
in child & 

adolescent 
psychiatry 

- a 
qualitative 

study.  

Swed
-en 

Seven children 
and adolescents 

To 'increase 
knowledge and 
understanding 

of different 
aspects of life 

for adults who, 
when 

adolescents, 
had engaged in 

SH during 
inpatient stays' 

p. 273). 

semi-
structured 

interviews and 
inductive 
thematic 
analysis 

Themes: Early Experiences - describe family dysfunction, 
traumatic experinces, a needs to be understood and seen 

and double-edged friendships;  SH and psychiatric 
symptoms (a way of controlling or releasing feelings, a 

way to enhance status and get extra care; connections to 
eating disorders, alcohol and drug use, suicidal 

behaviour); Treatment impact (punitive responses to SH 
felt to be very negative; building up relationships with 

staff seen as helpful) Turning points (had enough; a 
context of healthy expectations; being of value to others). 

7 

Inckle 
(2014) 

Strong and 
silent: 
men, 

masculinit
y, and self-

injury.  

UK Three men from 
an original sample 

of 16  

to redress the 
neglect of male 
experiences of 

SH and…to 
explore the 

themes, issues 
and questions 
that emerge 
from male 

experiences' 
(p.5) 

interviews and 
a qualitative 

design 

Focuses on the stories of 3 men - Joseph describes anxiety 
attacks and panic attacks which he could alleviate through 
SH. It brought him relief from overwhelming emotion but 

also a sense of control - that something was 'his', and a 
sense of self-possession, as well as self-punishment. Colm 

describes the abuse and his emerging gay identity as 
precipitants to the emotional pain which led to self-injury 
for relief. They also gave him a shield of a macho image. 
Mark describes using SH to cope with anger, frustration 
and hatred - turning it in on himself. The second section 

discusses this from a gendered perspective. 

7 
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Marzano, 
Ciclitira 

and Adler 
(2016) 

Non-
suicidal 

self-harm 
amongst 

in-
carcerated 

men: a 
qualitative 

study.  

UK Twenty male 
prisoners with a 
recent history of 
SH or thoughts of 

SH 

to increase 
knowledge and 
awareness of 
NSSI amongst 

male prisoners, 
by exploring the 
perspectives of 
prisoners who 
had engaged in 

NSSI during 
their current 

prison spell, or 
considered 
doing so' 
(p.160). 

semi-
structured 

interviews and 
thematic 
analysis 

Themes: Making sense of SH: perceived antecedents and 
triggers - 'imported vulnerability' from disruptive 
backgrounds involving abuse. History of MH and 

substance abuse. Prison-related triggers - feeling unsafe, 
bored, isolated, unsupported, as well as teased, brushed 
off and bullied by prison officers. Not making sense of SH 
- 'in some kind of rage', can't see the difference between 
dreams and reality, 'just happens'. Reasons to functions - 

a way to cope, to release tension, a safety valve, to let out 
depression, get a buzz. Screaming for help and fighting 

the system - blackmail staff, attention seeking or 
manipulating. Crying for help or getting someone to 

listen. What SH is not: Seriousness of SH - in contrast to it 
being 'silly' 

7 

Csordas 
and 

Jenkins 
(2018) 

Living with 
a 

Thousand 
Cuts: Self-
Cutting, 
Agency, 

and 
Mental 
Illness 
among 
Adole-
scents.  

USA Forty-seven 
adolescents from 

a psychiatric 
inpatients 

hospital (27 used 
SH) - focuses on 

six stories 

To present an 
ethnographic 

understanding 
of self-cutting 

as a lived 
experience. 

Interviews and 
observations 

using 
ethnographic 

methods 

Maria': cutting in response to her Dad 'cutting her out of 
his life', communicating the emotional pain of 

abandonment and a sexual assault at 11. 'Dana': rejected 
by her adoptive parents, though they kept her brother, 
articulates SH as an 'intersubjective bodily technique to 
exercise agency' (p. 215); 'Anna' - SH began following a 
sexual assault by a stepbrother. Saw it as a cry for help. 

Sarah - an attempt to manage her rage and a way to hurt 
herself without really hurting herself. Quincy (with LD) - a 

way to manage depression and as a somatic 
communication technique knowing it would lead to 

hospitalisation; Ben - stress relief and satanism.  

6 
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Rissanen, 
Kylmä and 
Laukkanen 

(2008) 

Descriptio
ns of self-
mutilation 

among 
Finnish 
adole-

scents: a 
qualitative 
descriptive 

inquiry.  

Fin-
land 

Seventy non-
clinical, self-
mutilating 

adolescents 

to describe self-
mutilation from 
the perspectives 

of self-
mutilating 

adolescents' 
(p.145). 

A qualitative 
descriptive 

design 
collecting 
written 

descriptions 
and inductive 

content 
analysis 

Contributing factors to SH: external factors - violence 
including rape; concrete life changes; abuse of 

intoxicants; interest in Satanism; information about the 
possibility of SH; family conflict. Internal factors - 

conflicts; loneliness; changes in life; fear of violence; 
experience of disease or being different; poor self-

esteem; negative emotions - anger, rage, low mood. 
Intentions: feeling alive; bring something internal out - 

such as anxiety or pain; a cry for help; controlling oneself; 
punishing the self; experimenting; a pastime; Satan 

worship; suicide. 

6 

Tillman, 
Prazak and 

Obert 
(2018) 

Understan
ding the 
exper-

iences of 
middle 

school girls 
who have 
received 
help for 

non-
suicidal 

self-injury.  

USA Six adolescent 
girls (8th-graders, 
mean age = 13.8) 

to understand 
the [lived] 

experiences of 
middle school 
girls who have 

engaged in NSSI 
and have 
received 

professional 
help' (p.514)  

Interviews 
using IPA 

framework 
and analysis 

Master themes: 1) self-injury history, 2) reasons for self-
injury - uncomfortable emotions and thoughts AND 

trauma and abuse 3) consequences - both positive and 
negative, 4) perception of self and self-injury 5) others' 

reactions, 6) help-seeking and 7) what professionals 
should know. 

6 

Weber 
(2002) 

Triggers 
for self-
abuse: a 

qualitative 
study.  

USA Nine women in a 
psychiatric unit 

to describe how 
self-abusing 
women in a 
locked, state 
psychiatric 

hospital defined 
self-abuse in the 
context of their 
lives' (p. 118). 

repeated 
interviews 

over 3 months 

Reasons why participants gave for SH: 'sexual abuse, 
powerlessness, self-punishment, feelings of exploitation, 

anger, loneliness, environmental cues, and flashbacks' 
(p.121). What stops it: talking to me, distraction, caring 

relationships, comfort, hope. 

6 
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Chamber-
len (2016) 

Embodying 
prison 
pain: 

Women's 
exper-

iences of 
self-injury 
in prison 
and the 

emotions 
of punish-

ment.  

UK Twenty-four 
women who had 
previously been 
imprisoned (14 

used SH) 

explores the 
meanings and 
motivations of 

self-injury 
practices …to 

illuminate 
aspects of their 
experiences of 
imprisonment 

that go beyond 
the 'pains of 

imprisonment' 
literature' 
(p.205). 

semi-
structured 
interviews 

with a broadly 
ethnographic 

design 

Themes: isolation, loneliness, fear, anxiety, depression 
and emptiness  and lack of agency. Long periods to reflect 

and think led to guilt, disgust, low self-esteem and 
mistrust of the self, which led on to self-harm to escape. A 

release, self-punishment and catharsis - 'i feel things I 
can't express', trying to get rid of 'bad blood', bringing 

some self-control and relieving the tension. The theme of 
the body was significant - expressing themselves bodily in 

lieu of their voice being heard. 

5 

Harris 
(2000) 

Self-harm: 
Cutting the 
bad out of 

me.  

UK Six women (via 
correspondence) 

'why do so 
many people 

…wish to harm 
themselves? 

What types of 
experiences 

have led 
women to 

engage in SH? 
How can we 

make sense of 
SH as a reaction 

to intense 
emotional 

stress? Is there 
a logic to these 
acts? (p. 165). 

Qualitative 
design using 

correpon-
dence 

Themes: Analysing the bad: significant life events - 
significant life events create a feeling of badness 

(emotional pain) which needs to be gotten out through 
SH. Physical pain allows them to cope with emotional 

pain. Hostile care in A&E departments - lack of sympathy, 
embarrassing the women or communicating that they are 
time wasting, humiliating and treating them as children. 
The logic of SH - the relief from SH, that it preserves life 
and is seen as damage limitation. Social context - feeling 

ambivalent about their own bodies and that the 
healthcare attitudes exacerbate their feelings of blame 
and shame. Religious edicts - the sense of the need for 
blood. The soul in purgatory - purging their bodies and 

self-oppression. 

5 
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Taylor 
(2003) 

Exploring 
the per-

spectives 
of men 

who self-
harm.  

UK Five men who 
self-harm (aged 

18-40) 

it 'explores their 
experiences and 

their 
perspectives on 
the support and 

services to 
which they have 
access' (p. 83). 

Semi-
structured 

interviews and 
an exploratory 

qualitative 
design 

Themes: 1) How do men SH?  2) Why do men SH - men 
attributed their self-harm to: low self-esteem;  the need 

to get a focus away from emotional pain; a massive 
explosion of emotions; the need to relieve frustration; 
self-pity, self-hatred, self-loathing and anger; a feeling 

that they need to be punished. 

5 

 Group B Studies  
Didden et 
al. (2008) 

Individuals 
with 

Prader-
Willi 

syndrome 
and their 
percep-
tions of 

skin-
picking 

behaviour.  

The 
Neth
erlan

ds 

Ten people with a 
confirmed 

diagnosis of PWS 
and with a mild to 
borderline range 

of Learning 
disability (LD). 

(Aged 29-54). All 
displayed chronic 

skin picking. 

we aimed to 
explore what 

these 
individuals 

thought about 
this behaviour 

in general, 
which adverse 
consequences 

(if any) this 
behaviour has 
and what they 
thought about 
why they show 
this behaviour 

and what elicits 
it' (p. 124). 

semi-
structured 

interviews and 
thematic 
analysis 

Findings: general picture - all individuals scratched and 
picked with their nail and had done so for a long time. 
Reasons: medical and physical - because of eczema or 

itchiness, but also 'this behaviour belongs to my Prader-
Willi syndrome, it will not disappear' (p. 126); 

psychological - 'nerves', 'being teased', 'brooding', loss 
and boredom. Prevention: 8 participants felt there was no 

remedy. 2 felt distraction, reward and prevention might 
help. Own perception: guilt, anger, that it was 'filthy', and 
that they felt bad about doing it. They felt shame at the 

scars. A feeling that they needed to 'make amends' for it. 

9 
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Brown and 
Beail 

(2009) 

Self-harm 
among 
people 

with 
intellectual 
disabilities 

living in 
secure 
service 

provision: 
a 

qualitative 
explo-
ration.  

UK Nine people with 
LD living in a 

secure service 
who had engaged 
in SH in the last 3 

months 

To explore the 
experiences and 
understanding 

of SH (self-
harm) among 
people with 

mild ID 
(intellectual 
disabilities) 

living in secure 
accommodation
; also to explore 
the experiences 
of interventions 
associated with 

SH.  

Semi-
structured 
interviews, 
using an IPA 
framework 
and analysis.   

Themes: interpersonal relationships: ‘traumatic early 
experiences of loss and abuse hold meaning in relation’ to 
SH. Current relationships were also significant, with loss 

of control and frustration with others considered a 
trigger. SH was also ‘protective’ – an alternative to 

intense feelings of anger or distress. Emotional 
experience: feelings of anger, hopelessness, guilt and 

shame preceded SH; catharsis and lack of pain during SH; 
guilt and regret following SH. Managing SH: internal 

control, self-talk or seeking help; external controls such as 
removing property or restraint.Overall, the need ‘to 

consider the emotional world of people with’ ID 
highlighted. Noted that there were some themes which fit 
with the functional analysis model, but that other themes 

‘add depth to such a formulation’.  

8 

Harker-
Longdon 
and Fish 
(2002) 

'Cutting 
doesn't 

make you 
die': one 
woman's 
views on 

the 
treatment 
of her self-
injurious 

behaviour.  

UK One woman with 
LD 

to explore the 
personal 

perspective of 
SIB from a 

person with 
mild ID 

Single case 
study using 

IPA 

Reasons/functions of SIB: Upset before self-injuring and 
happy afterwards, but then very down an hour after or so. 
Explained that there was hurt inside her. That she needed 

to punish herself ‘for being dirty’ (p.143), and the need 
for people to see that she had hurt herself as a way to 
communicate her distress. ‘whatever I’m sad about it’s 

steam coming out. A rush of stuff, stuff inside’ (p.143) – a 
sense of getting some release and relief from the internal 
things. ‘Release, frustration’ (p.143). There is also a sense 

of asserting control and power in Catherine’s narrative 
that resonates with mainstream literature (p.147). 

Catherine believes that she will develop a medical illness 
if she doesn’t self-injure. This highlights the very personal 

reasons people self-injure.  
There was an emphasis from Catherine of the importance 

of the relationships with the staff around her.  

8 
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Duper-
ouzel and 

Fish (2010) 

'Hurting 
No-One 

Else’s Body 
but Your 

Own: 
People 

with 
Intellectual 
Disability 
Who Self 
Injure in a 
Forensic 
Service' 

UK Nine people with 
LD, four males, 

five females 

The aim of this 
study was to 
explore the 

experiences of 
SIB from the 

perspective of 
people with 

mild/moderate 
intellectual 

disability living 
in a medium 

secure setting’ 
(606). ‘To 

capture the 
meanings 

attributed to 
self-injury and 

the perceptions 
that people 

with 
mild/moderate 

intellectual 
disability who 

self-injure have 
of their care in a 
medium secure 

unit’ (p.607). 

in-depth, 
unstructured 

interviews and 
a phenomeno-
logical design 
and analysis 

Themes: Coping: ‘relief from extreme emotional states’ 
and ‘getting your feelings out’. Feelings of guilt and shame 
following self-injury perpetuated the need to do it again. 
Seen as habitual and necessary for coping.  Relationships 

with staff: desire to talk about how they’re feeling, 
alongside desire to avoid higher levels of observation and 

supervision. Also punitive responses from staff – anger 
and blame. Desire to be talked to in ‘personal terms’. 

Special observation: SH often led to more observation 
and removal of possessions, resulting in feeling punished 

and that staff resented them. Thoughts for the future: 
contributing to training for staff and being allowed to self-

harm. Concludes that the reasoning of participants was 
similar to reasoning from people without ID – SH ‘serving 

much the same functions as detailed in the non-
intellectually disabled population such as a form of 

expression of emotional distress, coping with life’s day to 
day stresses, coping with intense feelings of anger, 

shame, guilt, powerlessness, abuse and blame’ (p.612). 
Intervention must ‘focus on the individual function of the 

behaviour and away from standard, fixed and rigid 
interventions’ (p.613). 

7 

Abbreviations in Table: BPD = borderline personality disorder; ID = intellectual disabilities;  IPA - interpretative phenomenological analysis; LD = learning 
disabilities; NSSI = Non-suicidal self-injury; SH = self-harm; SIB = self-injurious behaviour; PD = personality disorder; PWS = Prader-Willi Syndrome. 
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Appendix I. Flow Diagram, Adapted from PRISMA, 200943 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

      

 

 

 

  

 

 

 

 

 

 

43 http://www.prisma-statement.org/ [Accessed 22:11:19] 

Total records identified 
through database 

searching (n= 22,370) 

Title & abstracts 
screened                        

(n= 17,874)    

 

Full-text articles 
assessed for eligibility 

(n = 115 ) 

 

Records after duplicates 
(4,496) removed               

(n = 17,874) 
 

Records excluded           
(n= 17,759) 

 

Papers excluded after 
evaluation of full text (n=68) 

• Not peer reviewed (n=1) 

• Not English language 
(n=1) 

• Not empirical  (n= 6) 

• > 50% quantitative 
(n=15) 

• Not causal evidence 
(n=14) 

• Not about own self-
harm (SH) (n=6) 

• Data from professionals, 
families or observation 
(n=8) 

• Conflated SH with 
suicidal (n=9) 

• Conflated SH with 
challenging behaviour 
(n=8) 

 

Studies included in 
qualitative synthesis      

(n = 48) 

 

Articles included from 
searching reference lists 

(=1) 

Full-text articles 
assessed for eligibility 

(n = 116 ) 

 

http://www.prisma-statement.org/
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Appendix J. Inclusion / Exclusion Criteria tables for Methodology of Project 

Table J:1 Inclusion / Exclusion Criteria for Organisation 

Table J:2 Inclusion / Exclusion Criteria for Participants 

 

Inclusion criteria Exclusion criteria 

A person with severe or profound learning 
disabilities 

A person with no learning disabilities or mild/ 
moderate learning disabilities 

A young person, defined as aged 11-25 A person younger than 11 or older than 25 

Presenting with on-going self-harm, defined as 
a recognised behaviour of concern that has 
been included in the care plan for >six months 

No presentation of self-harm, or self-harm that 
is intermittent and not causing concern, e.g. 
occasional hand biting 

Remaining with the service for at >six months 
from the start of fieldwork, to ensure continuity  

Due to leave the organisation’s services within 
six months from the start of fieldwork 

Table J:3 Inclusion / Exclusion Criteria for Key Professionals 

 

Inclusion criteria Exclusion criteria 

Professionals involved in day-to-day support of 
the participant, such as teachers, teaching 
assistants, therapeutic professionals and 
managers who have a relationship with the 
participant 

Professionals who have infrequent contact with 
the participant (less than once a day) and do 
not consider themselves to have an established 
relationship with the participant 

 

 

 

  

Inclusion criteria Exclusion criteria 

An organisation supporting young people who 
meet the participant inclusion criteria (see 
below) 

An organisation that does not support young 
people meeting the participant inclusion 
criteria 

An organisation which will facilitate regular 
research field work (two-four days a week) over 
an extended period (six-nine months) 

An organisation that is not prepared to 
facilitate fieldwork as necessary 

A college, school or residential school Any other provision 

Located in the UK Located outside of the UK 



 

285 
 

UOB Open UOB Open 

Appendix K. Recruitment letter: organisation 

 

Recruitment Letter: organisation 

Beverley Samways BA, MSc, MSc, PG Dip. 

ESRC PhD Candidate 

School for Policy Studies 

University of Bristol 

8 Priory Road 

Bristol, BS8 1TZ 

Email: beverley.samways@bristol.ac.uk 

Organisation Address 

Date TBC 

Dear [name], 

Invitation to participate in research project: What are the emotional experiences of people with 

severe and profound learning disabilities who self-harm? 

I am a PhD student at the University of Bristol. As part of my doctorate, I am carrying out a research 

project which explores the experiences of children and young people with severe and profound 

learning disabilities who self-harm. 

I have enclosed an organisational information sheet about the project. I would appreciate you taking 

the time to read and consider whether this is something your organisation might participate in. 

I look forward to hearing whether you would be interested in pursuing this further. 

Kind regards, 

 

Beverley Samways BA, MSc, MSc, PG Dip 

 

 

mailto:beverley.samways@bristol.ac.uk
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Appendix L. Organisation information sheet 

 

           

Date TBC 

Organisation Information Sheet 

Title of research project 

What are the emotional experiences of people with severe and profound learning disabilities who 

self-harm? 

 

Introduction 

I would like to invite your organisation to take part in the above research study. This information 

sheet provides you with the details of the study to help you choose whether to take part. 

The purpose of the study 

The purpose of this study is to explore the emotional experiences of young people with severe or 

profound learning disabilities who self-harm, often called ‘self-injurious behaviour’. Self-injurious 

behaviour includes head-banging, head hitting or slapping, self-pinching or self-biting.  

For young people in the general population, overwhelming emotions are a common factor relating 

to self-harm. This study is exploring what the emotional experiences might be for young people with 

severe and profound learning disabilities who self-harm. (‘Young people’ means people aged 11-25.) 

It is hoped that the findings will be of relevance to those with severe or profound learning disabilities 

who self-harm, to professionals and family members who support and care for them and the policies 

that inform practice. 

Who is organising this research? 

This research project is part of a PhD in Social Work at the University of Bristol that I am undertaking. 

It is funded by the Economic and Social Research Council (ESRC). The research proposal has been 

approved by the Faculty of Social Sciences and Law Research Ethics Committee, reference number: 

116530. 

Information about the researcher, Beverley Samways 

I am a PhD student at the University of Bristol. I have an MSc in Interprofessional Practice: Child and 

Adolescent Mental Health, an MSc in Social Work Research and a Post Graduate Diploma in Working 

with Children, Young People and Families: a psychoanalytic observation approach. I have sixteen 
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years’ professional experience working in care with young people with severe and profound learning 

disabilities, including those with significant and concerning self-harming behaviour.  

Why is this organisation being invited? 

The study is seeking to work with a college, school or residential school that is located in the UK and 

that supports young people who have severe or profound learning disabilities and present with self-

harm that is ongoing and of concern to the professionals and family members. This is defined as a 

recognised behaviour included in their care plan for at least six months. (Participants may have other 

needs such as a sensory loss, autism, cerebral palsy or epilepsy; this will not exclude them from the 

study.) It is understood that this organisation may be supporting young people that meet this 

inclusion criteria.  

 

How the research project will be conducted 

There are no surveys, questionnaires or experiments in this research. All the research will be 

conducted through observation of the ordinary activities that the participating young person does in 

the classroom or residential setting, and through interaction and conversations with those in the 

environment.  

Therefore, I am looking to join an organisation for six-nine months for between two-four days a 

week. I will spend this time in the context (e.g. classroom) with the young person(s) who are 

participating in the study. Drawing on my training, and through observations and interactions with 

the young person(s) within their ordinary context over time, I will gain understanding of the young 

person(s)’s experiences and emotional life. This process is called ‘participant observation’.  I will also 

draw on the expertise of the staff, through conversation, interviews and focus groups, if they give 

their consent to take part. 

Deciding whether to participate 

It is up to your organisation to decide whether to participate. It will need to consider the information 

provided, discussing whether to participate with the relevant managerial or governance structures. I 

can be contacted to address any questions or concerns, as can any of the contacts listed at the 

bottom of this information sheet. If the organisation decides to participate, it is free to withdraw at 

any time, without giving a reason. Deciding not to participate or later withdrawal will not affect any 

current or future professional working relationships with any of the stakeholders, such as ESRC or 

the University of Bristol.  

What is involved if the organisation agrees to participate? 

If the organisation agrees to participate, I will begin to work with management to plan how the 

research study can take place, including timescales. This study requires a process of informed 

consent for everyone involved in the study. These steps, are briefly outlined: 

 

1. In conjunction with the organisation, I will identify young people who are potential 

participants for the study. Their consent to participate will be sought. 

2. If the participant is under 16, the parent or guardian will be asked to give informed consent 

on their behalf and provided with an information sheet similar to this one. 
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3. If this is gained, consent or assent will also be sought directly from the young person. Advice 

will be sought as to how information about the research might be best presented. If the 

young person indicates they do not want to participate, they will be withdrawn from the 

study. If they indicate consent or assent, they will be included in the study. 

4.  If the participant is 16+, they are assumed to be capable of providing informed consent, 

unless otherwise established. An assessment of capacity will be conducted by the researcher 

in conjunction with those who know them best. If capacity is established, they will make 

their own decision about whether to participate. If the young person does not have capacity, 

a best interests decision will be made, involving the young person as much as possible. In 

consultation with the family, organisational management and an advocate who knows the 

young person well, the best interest decision will consider what the individual themselves 

would want if they could express it clearly (Mental Capacity Act, 2005). 

5. ‘Process consent’ will be incorporated into the study. This means that I consider whether the 

participant is indicating whether they are assenting, consenting or withdrawing from 

participation on an ongoing basis. In short, the needs and wishes of the young person 

participating will be paramount. 

6. Once a young person is recruited, professionals in the environment in which they are 

supported – i.e. teaching assistants, teachers, support or therapy staff, etc. – will be invited 

to participate, using an information sheet similar to this one. If they do not consent, 

participant observation will still go ahead, but any conversations or observations that 

include them will not be used as data. If they do consent, they will be included in participant 

observations and may also be invited to interviews and focus groups. These will be arranged 

in a way that does not conflict with the needs of the organisation. 

7. It is likely that other students will be in the setting in which participant observations are 

conducted that are not part of the study. An information pack will be sent to 

parents/guardians explaining the purpose of the study, with an opt-out form. As above, 

opting out will mean that no observations or conversations with that student will be 

included as data. 

Once informed consent is gained at each level, the researcher will begin participant observations 

(‘fieldwork’). This will need to be between two-four days a week for six-nine months, but the details 

of how this occurs will be negotiated with the organisation and participants. 

It is recommended that the researcher meets monthly with a designated member of the senior 

leadership team to review the progress of the study. 

Once fieldwork is complete, the research findings will be written up as a PhD thesis. It is hoped that 

there may also be one or two published articles or a conference presentation. I will work with the 

participating organisation if there is a desire to feedback some of the key findings through 

workshops or training. 

The benefits and risks of participation 

There is not currently any formal research that tries to understand the emotional experiences of 

people with severe or profound learning disabilities who self-harm. It is hoped that the young people 

who participate, and others with similar needs, will feel better understood and be supported with 

greater insight by professionals as a result of the study’s disseminated findings. However, results of 
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research cannot be guaranteed and it is possible that the study may not find out anything useful or 

applicable.  

The study may provide some useful reflective opportunities for professionals about the lived 

experiences of the young people they support, and the organisation’s involvement may provide 

them with some useful evidence for engaging in research-based practice. The researcher will work 

with the organisation to explore how the benefits of the research might be maximised for the 

participants and the community. 

These benefits must be weighed against the risks of participating, which include the potential 

burden on the organisation of facilitating a six-to-nine-month research project. The researcher 

would work with the senior team to mitigate this as much as possible.  

There is a risk that some findings reflect negatively on the organisation. Please see the 

confidentiality and anonymisation sections below as to how this would be mitigated.  

In the current Covid-19 pandemic, there is the associated risks of bringing another person into the 

organisation relating to the risk of transmitting or spreading the virus. It is hoped that the 

commencement of the study will be timed in line with some staff and young people having accessed 

the vaccine. I will also see if it is possible to have the vaccine before the start of the study. If this is 

not possible, the research will be conducted in line with the organisation’s Covid-19 risk assessment, 

making use of the ‘bubbling’ system, PPE, and social distancing as necessary. I will also ensure that I 

have a lateral flow test before commencing field work each week.  

Confidentiality  

The name of the organisation, participants, informants or any other person involved in data 

collection will be anonymised. The city and region of the organisation will not be reported. Care will 

be taken to ensure that potentially identifiable details will not be reported wherever possible or are 

changed. For instance, it might be that the particular diagnosis of a participant is not included or that 

identifying features of participants or the setting are excluded or changed. These measures are 

taken to maximise the anonymisation of the participants.  

Every effort will be made to ensure confidentiality of individuals. However, the specifics of the 

context and situation may mean that a person that has had previous experience of the setting, such 

as a previous employee, student or parent, may be able to ascertain the identity of some 

participants. Similarly, current students or staff members may be able to ascertain the identity of 

anonymised participants. Therefore, alongside concerted attempts to preserve anonymity at all 

levels, I must draw to your attention the potential limits to complete confidentiality.  

Data protection 

No notes will be taken by the researcher during observations, as this can be experienced as 

intrusive. Instead, fieldnotes will be made at the end of each day. Any interviews or focus groups will 

be audio recorded, with the express permission of those involved. No video footage or photographs 

will be taken.  

Fieldnotes and audio recordings will be collected on encrypted equipment. The data will be stored 

on the University of Bristol’s Virtual Private Network (VPN) which is secure. Fieldnotes and 



 

290 
 

UOB Open UOB Open 

interviews will be anonymised at the point of transcription. Any hand-written or printed field notes, 

or documents that collect personal information such as consent forms, will be kept in a lockable 

briefcase whilst travelling and locked into a filing cabinet.  

During the research, if any participants disclosed information that suggested they were at risk, or if I 

observed practice that led me to question whether they might be harmed, I would disclose this 

information immediately to the Lead Safeguarding Officer. I will ensure that I am familiar with the 

school’s safeguarding policy and flow chart prior to starting the research.  

As per General Data Protection Regulations (GDPR), the organisation and individuals involved have 

the right to request both to see any personal data collected, or to request the erasure of such data. 

However, you should be aware that it may not be possible to delete personal information once data 

has been anonymised. Audio recordings and all data that includes personal data will be destroyed at 

the end of the study at the latest (December 2023).  

The details of the University of Bristol’s Data Protection Officer are at the bottom of this sheet, 

should you want more information. You also have the right to lodge a complaint with the 

Information Commissioner’s Officer, if you feel that your rights under GDPR have been breached.  

The data will not be made available to other researchers either now or in the future. The data will be 

analysed and interpreted by the researcher to gain insight into the study’s inquiry. This may inform 

published articles, conference presentations or workshops. There may be opportunities for the 

organisation to collaborate with the researcher to produce training or disseminate findings in the 

future.  

 

What next? 

If you would like to talk to me further about the project, my contact details are below.  

If you would like to take part in this study, please complete and return the consent form.   
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Further contact details 

Further information about any aspect of the project can be obtained from me: 

Beverley Samways  

School for Policy Studies 

University of Bristol 

8 Priory Road 

Bristol, BS8 1TZ 

email: beverley.samways@bristol.ac.uk 

If you would rather speak to a second party, or if you have any concerns or a complaint, please 

contact: 

Pauline Heslop 

Professor of Intellectual Disabilities Research 

Norah Fry Centre for Disability Studies 

School for Policy Studies, University of Bristol 

8 Priory Road, Bristol BS8 1TZ 

Tel: +44 (0) 117 3310973 

email: Pauline.Heslop@bristol.ac.uk 

The funding source for the research is: 

Economic and Social Research Council (ESRC) 

The primary contact for the ESRC is the local South West Doctoral Training Centre Director:  

Sally Barnes 
South West Doctoral Training Centre Director 
Office 2.30 
Helen Wodehouse Building, 
35 Berkeley Square, Clifton BS8 1JA 
Tel: 0117 331 4339 
email: sally.barnes@bristol.ac.uk 

The University’s Data Protection Officer (DPO) is:  
Henry Stuart 

Information Governance Manager & Data Protection Officer 

University Secretary's Office 

University of Bristol 

Beacon House 

Queens Road 

Bristol, BS8 1QU  

Tel: 0117 39 41824 

Email: data-protection@bristol.ac.uk 
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Appendix M. Parents/Guardian Information Sheet  

         Date TBC 

Parents/Guardian Information Sheet 

 

Dear Parent / Guardian, 

My name is Beverley Samways. I am a PhD student at the University of Bristol. As part of my training, 

I am carrying out some research about the emotional experiences of people with severe and 

profound learning disabilities who self-harm.  

This information sheet tells you more about the research, and helps you decide whether you would 

like your son/daughter to take part.  

What is the research about? 

The research is interested in the experiences of young people with severe or profound learning 

disabilities who self-harm, often called ‘self-injurious behaviour’. Self-injurious behaviour includes 

head-banging, head hitting or slapping, self-pinching or self-biting.  

For young people in the general population, overwhelming emotions are often linked with self-harm. 

This research is exploring what the emotional experiences might be for people with severe and 

profound learning disabilities who self-harm.  

Who is doing the research? 

I am the researcher and I am a PhD student at the University of Bristol.  

I have sixteen years’ professional experience working in care with young people with severe and 

profound learning disabilities, including those with significant and concerning self-harming 

behaviour. I have some qualifications in caring for children and young people, mental health, social 

work research and conducting observations.  

This project has been granted ethical approval by the Faculty of Social Sciences and Law Research 

Ethics Committee, reference number: 116530. It is funded by Economic and Social Research Council 

(ESRC). 

Why is my son/daughter being invited to take part?  

The school that your son/daughter attends has agreed to take part in this study. They have identified 

your child as a possible participant, but it is your decision whether they take part or not. 
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What would my son / daughter have to do? 

There are no surveys, questionnaires or experiments in this research.  All the research will be 

conducted through observation of the ordinary activities that your son/daughter does in the 

classroom. The research is interested in the ordinary lived experience of participants, and so 

particular care will be taken to ensure that the only difference for them will be that I join the 

class/setting.  

I will be joining your son/daughter’s class/setting for six-nine months for between two-four days a 

week. I will observe how they express themselves and interact with those around them. Occasional 

interaction, offering support or communicating with them, is likely, but I will always work alongside 

the regular support staff, not on my own. This will only happen if your son/daughter seems happy 

with this. Their needs and best interests will be the most important thing.  

What would the information be used for? 

If you agree for your son/daughter to take part, after each visit to the school/setting, I will write up 

some notes about my observations and interactions. (No notes will be taken whilst I am in the 

classroom.) These notes will be used to write up the project for my PhD report. I will not use your 

son/daughter’s name, the name of any staff, the name of the organisation or the city, so that the 

identity of everybody is kept anonymous. No photos or videos will be taken. No school records will 

be copied or used in the report. I may interview staff members who know your son/daughter well; 

these will be audio recorded and then transcribed, so that no real names are used. All notes and 

recordings will be stored securely.  

I may share the things I find out through the research in articles or at conferences. If I did this, I 

would not include the name of your son/daughter, or any other individuals or the organisation. The 

organisation may also want to share some of the findings internally to help their own staff have 

better understanding. 

Deciding whether to participate 

It is up to you whether you want your son/daughter to take part in the research. If you choose for 

them not to take part, they will not be included in the research. If you agree for them to take part 

and then change your mind later, that is also fine. You can decide to change your mind at any point 

during the research, and up to one week after my final visit. If you wanted, I would destroy any 

notes I might have made and they would not be included in the research. You do not have to give 

me a reason for deciding that your son/daughter will not take part or will no longer take part.  

 

What are the benefits of the research? 

There is not currently any formal research that tries to understand the emotional experiences of 

people with severe or profound learning disabilities who self-harm. It is hoped that this research 

project will develop understanding in this area.  

Are there any risks?  

There is a risk that your son/daughter does not particularly like having me in the classroom, or finds 

it upsetting in some way. If you agreed for them to take part, before I joined the classroom, I would 

like to meet your son/daughter and tell them a little about what I’m hoping to do. This is to give 
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them an opportunity to show if they are happy about this or not. All through the project, I will be 

looking out for their cues as to whether they are happy for me to be there or not. This is called 

‘process consent’. 

There is a risk that, despite the efforts to preserve confidentiality, someone reads a published article 

that knows or has previously known your son/daughter and is able to work out who it is about.  

In the current Covid-19 pandemic, there is the associated risks of bringing another person into 

contact with your son/daughter. It is hoped that participants will have had the vaccine before the 

research starts. I will follow the school’s Covid-19 risk assessment, making use of the ‘bubbling’ 

system, PPE, and social distancing as necessary. I will also ensure I have a lateral flow test each 

week.  

Confidentiality and Data protection 

Your son/daughter’s name will not be used in any of the research notes or reports and names of 

other individuals and the organisation will be removed to try to ensure that anyone reading the 

study will not know who it was about.  

If you son/daughter were to tell me anything, verbally or non-verbally, it will be kept confidential. 

However, if they communicated something to me that made me worried for their safety, or I 

thought they were at risk for any reason, I would share this with the school’s safeguarding lead 

straight away.  

All the information I record about the research will be stored on a secure database at the University 

of Bristol. It will be kept there until the end of the project in December 2023, and then destroyed. It 

will not be made available to other researchers. Any audio recorders or computers with information 

on will be encrypted. Any information that I wrote down would be kept in a locked cabinet.  

 

What next? 

If you are happy for your son/daughter to take part in this study, please complete the consent form.  

If you would like to talk to me about the project, my contact details are below. You are also welcome 

to contact my supervisor, Pauline Heslop, or the manager supporting this project at the school, 

[name]. 
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Further contact details 

Further information about any aspect of the project can be obtained from the principal researcher: 

Beverley Samways BA, MSc, MSc, PG Dip. 

ESRC PhD Candidate 

School for Policy Studies 

University of Bristol 

8 Priory Road, Bristol, BS8 1TZ 

Tel: +44 (0) 7764 460373 

email: beverley.samways@bristol.ac.uk 

 

If you would rather speak to a second party, please contact: 

Pauline Heslop 

Professor of Intellectual Disabilities Research 

Norah Fry Centre for Disability Studies 

School for Policy Studies, University of Bristol 

8 Priory Road, Bristol BS8 1TZ 

Tel: +44 (0) 117 3310973 

email: Pauline.Heslop@bristol.ac.uk 

The funding source for the research is: 

Economic and Social Research Council (ESRC) 

The primary contact for the ESRC is the local South West Doctoral Training Centre Director:  

Prof. Sally Barnes 

Office 2.30, Helen Wodehouse Building, 

35 Berkeley Square, Clifton BS8 1JA 

Tel: 0117 331 4339 

email: sally.barnes@bristol.ac.uk 

The University’s Data Protection Officer (DPO) is:  

Henry Stuart 

Information Governance Manager & Data Protection Officer 

University Secretary's Office 

University of Bristol 

Beacon House, Queens Road 

Bristol, BS8 1QU 

 Tel: 0117 39 41824 

Email: data-protection@bristol.ac.uk 
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Appendix N. Participants’ information sheet 

For: [potential participant’s name] 

 

 

 

Research means finding things 

out.    

 

My name is Beverley. 

 

I am a research student at a 

school in Bristol. 

 

I am a research student at a 

school in Bristol. 

 

Your [teachers/support staff] have told me that you sometimes feel 

like this. 

 

I think I could find out more by spending time with you. 

 

I would like to spend some time in your [classroom / home] for 

[two/three/four] days a week until [the summer holidays]. 

 

 

  What do I want to find out?                              

  Why am I telling you about this?                          

 

 

I want to find out what young people with learning disabilities who 
sometimes hurt themselves might sense or feel. 
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Do I have to do this?                                                          

 

 

The bad things 

are: 

 

 

If I joined your classroom, you might not always like 

me being there.  

 

If you show you are not happy with me being 

there, I will leave the classroom.  

 

Even though I won’t write your name down for 

anyone to read, someone that knows you might 

guess it is about you. I will try hard to stop this 

happening. 

 

 

 

No.  

 

This is your choice. If you show that you don’t want to, it won’t 

happen. 

 

The good 

things are: 

 

 

Finding out about this might help others support you 

even better than they do now. 

 

It might help other young people who are a little bit 

like you.  

 

What would be the good  or bad things of being part of 

this research? 
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What next? 

I will talk to those that know you well. 

 

If you seem happy to meet me, then I will come and visit you at 

school. If you don’t want to meet me, then we won’t. 

 

Those that know you well will help you choose if you want to meet 

me or not, and if you want to be part of this research. 

What will you do with the things you find out?                    

 

What would I have to do?                                               

                          

 

Nothing will change in your class or your routine. 

 

I would be in the class on some days to watch you learn and play.  

I might help you sometimes but never on my own. 

 

I will write it down so others can read about it.  

 

I may speak about it to groups of people. 

 

I will not use your name or the names of you teacher or support staff.  
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Appendix O. Best Interests Meeting Letter of Invitation and Information Sheet for P1 

Beverley Samways  

School for Policy Studies 
University of Bristol 

8 Priory Road, Bristol, BS8 1TZ 

email: beverley.samways@bristol.ac.uk 

June 2021 

Dear Best Interests participant, 

Invitation to a Best Interests Meeting to discuss if Participant 1 (P1) would like to 

participate in the research project: What are the emotional experiences of people with 

severe and profound learning disabilities who self-harm? 

I am a PhD student at the University of Bristol. I am carrying out a research project which explores 

the experiences of young people with severe and profound learning disabilities who self-harm. [RSS] 

are participating in the study and have identified P1 as a potential participant.  

P1 is over 16, so it is assumed that he is capable of providing informed consent unless established 

otherwise. Discussions with those who know him well and a brief, supervised meeting helped me to 

assess that he was unable to take in all the relevant information about the study, weigh up the 

consequences and make a voluntary and informed decision. Therefore, a best interests meeting 

needs to be held to make a decision about P1’s participation in the research.  

The best interests meeting asks: what would P1 want if he could express it clearly?  

As someone who knows him well, you are being invited to take part in a Best Interests Meeting to 

answer this question.  

I would ask you to consider what you believe the wishes and feelings would be of P1 about taking 

part in the project. I would encourage you to consider this decision from his perspective, rather than 

the overall good of the school or society. If, in your opinion, P1’s wishes and feelings would be likely 

to lead him to decline to take part in the project or withdraw if he had capacity, then he will not take 

part. If it is felt that P1 would consent to participate then he will be included in the study.  

I would appreciate you taking the time to read and consider the following information about the 

study and whether this is something you feel P1 might be happy to participate in. You may like to 

talk with P1 about this project yourself, as part of your considerations. We will be holding a Best 

Interests Meeting, but if you are unable to attend, I will gather your feedback and opinion through a 

phone call or zoom call.  Please feel free to get in touch with any questions. 

Kind regards, 

 

Beverley Samways BA, MSc, MSc, PG Dip 



 

300 
 

UOB Open UOB Open 

June 2021 

Information Sheet: Participants of Best Interest Meeting 

My name is Beverley Samways. I am a PhD student at the University of Bristol. As part of my training, 

I am carrying out some research about the emotional experiences of people with severe and 

profound learning disabilities who self-harm.  

This information sheet tells you more about the research and helps you decide whether you feel that 

P1 would like to take part.  

 

What is the research about? 

The research is interested in the experiences of young people with severe or profound learning 

disabilities who self-harm, often called ‘self-injurious behaviour’. Self-injurious behaviour includes 

head-banging, head hitting or slapping, self-pinching or self-biting. For young people in the general 

population, overwhelming emotions are often linked with self-harm. This research is looking at what 

whether similar experiences might be found for people with severe and profound learning 

disabilities who self-harm. It is hoped that the findings will be of relevance to those with severe or 

profound learning disabilities who self-harm, to professionals and family members who support and 

care for them and the policies that inform practice. 

 

Who is doing the research? 

I am the researcher, studying for a PhD at the University of Bristol. I have prior qualifications in child 

and adolescent mental health, social work research, psychoanalytic observation and working with 

children and young people. I have sixteen years’ professional experience working in care with young 

people with severe and profound learning disabilities, including those with significant and 

concerning self-harming behaviour.  

This project has been granted ethical approval by the Faculty of Social Sciences and Law Research 

Ethics Committee, reference number: 116530. It is funded by Economic and Social Research Council 

(ESRC). 

 

What would the research involve for the young person? 

There are no surveys, questionnaires or experiments in this research.  All the research will be 

conducted through observation of the ordinary activities that the young person participates in. The 

research is interested in the ordinary lived experience of participants, and so particular care will be 

taken to ensure that the only difference for them will be that I join the setting.  

I will be joining the school for six-nine months for two days a week. I will observe how the 

participants express themselves and interact with those around them. Occasional interaction, 

offering support or communicating with them, is likely, but I will always work alongside the regular 

support staff, not on my own. This will only happen if the young person seems happy with this. Their 

needs and best interests will be the most important thing.  
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What would the information be used for? 

If it is agreed for P1 to participate, after each visit to the school, I will write up some notes about my 

observations and interactions. No notes will be taken whilst I am observing. These notes will be used 

to write up the project for my PhD report. I will not use participant’s names, the names of any staff, 

the name of the school or the city, so that the identity of everybody is kept anonymous. No photos 

or videos will be taken. No school records will be copied or used in the report. I may interview staff 

members who know P1 well, if they agree to it; these will be audio recorded and then transcribed, 

so that no real names are used. All notes and recordings will be stored securely.  

I may share the things I find out through the research in articles or at conferences. If I did this, I 

would not include the name of the young person, or any other individuals or the school. The school 

may also want to share some of the findings internally to help their own staff have better 

understanding. 

 

Deciding whether P1 would like to participate 

If it is decided that it is not in P1’s best interests to take part, he will not be included in the research. 

If it is agreed for him to take part, but those involved in the best interests decision change their 

minds later, that is also fine. The decision can be overturned at any point during the research, and 

up to one week after my final visit. If requested, I would destroy any notes I might have made and 

they would not be included in the research.  

 

What are the benefits of the research? 

There is not currently any formal research that tries to understand the emotional experiences of 

people with severe or profound learning disabilities who self-harm. It is hoped that this research 

project will develop understanding in this area.  

 

Are there any risks?  

There is a risk that P1 does not particularly like having me present, or finds it upsetting in some way. 

Before I started the research, I would like to meet him and tell him a little about what I’m hoping to 

do. This is to give him an opportunity to show if he is happy about this or not. All through the 

project, I will be looking out for his cues as to whether he is happy for me to be there or not. This is 

called ‘process consent’. 

There is a risk that, despite the efforts to preserve confidentiality, someone reads a published article 

that knows or has previously known the young people and is able to work out who it is about.  

In the current Covid-19 pandemic, there is the associated risks of bringing another person into 

contact with P1. I have had both vaccines. I will follow the school’s Covid-19 risk assessment, and 

ensure I have a lateral flow test before my visits each week.  
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Confidentiality and Data protection 

The young person’s name will not be used in any of the research notes or reports and names of 

other individuals and the organisation will be removed to try to ensure that anyone reading the 

study will not know who it was about.  

If P1 were to tell me anything, verbally or non-verbally, it will be kept confidential. However, if he 

communicated something to me that made me worried for his safety, or I thought he was at risk for 

any reason, I would share this with the school’s safeguarding lead straight away.  

All the information I record about the research will be stored on a secure database at the University 

of Bristol. It will be kept there until the end of the project in December 2023, and then destroyed. It 

will not be made available to other researchers. Any audio recorders or computers with information 

on will be encrypted. Any information that I wrote down would be kept in a locked cabinet.  

 

What next? 

We will have a best interests meeting, during which I would like to hear what you think P1’s wishes 

and feelings would be about participating in this research.  

If you would like to talk to me about the project, my contact details are below. You are also welcome 

to contact my supervisor, Pauline Heslop, or [the Principal], who I have been working with during 

this process.  

 

Further contact details 

Further information about any aspect of the project can be obtained from me: 

 

Beverley Samways 

School for Policy Studies 
University of Bristol 
8 Priory Road, Bristol, BS8 1TZ 

email: beverley.samways@bristol.ac.uk 
 
If you would rather speak to a second party, or if you have any concerns or a complaint, please 

contact: 

 

Pauline Heslop 

Professor of Intellectual Disabilities Research 

Norah Fry Centre for Disability Studies 

School for Policy Studies, University of Bristol 

8 Priory Road, Bristol BS8 1TZ 

Tel: +44 (0) 117 3310973 

email: Pauline.Heslop@bristol.ac.uk 

 

The funding source for the research is: 

Economic and Social Research Council (ESRC) 
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The primary contact for the ESRC is the local South West Doctoral Training Centre Director:  

Sally Barnes 

South West Doctoral Training Centre Director 

Office 2.30 

Helen Wodehouse Building, 

35 Berkeley Square, Clifton BS8 1JA 

Tel: 0117 331 4339 

email: sally.barnes@bristol.ac.uk 

 

The University’s Data Protection Officer (DPO) is:  

  
Henry Stuart 

Information Governance Manager & Data Protection Officer 

University Secretary's Office 

University of Bristol 

Beacon House, Queens Road 

Bristol, BS8 1QU 

Tel: 0117 39 41824 

Email: data-protection@bristol.ac.uk 

  

mailto:sally.barnes@bristol.ac.uk
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Appendix P. Key Professionals’ information sheet 

   

        Date TBC 

Key Professional Information Sheet 

Dear [name], 

My name is Beverley Samways. I am a PhD student at the University of Bristol. As part of my training, 

I am carrying out some research about the emotional experiences of people with severe and 

profound learning disabilities who self-harm.  

This information sheet tells you more about the research, and helps you decide whether you would 

like to take part. 

What is the research about? 

The research is interested in the experiences of young people with severe or profound learning 

disabilities who self-harm, often called ‘self-injurious behaviour’. Self-injurious behaviour includes 

head-banging, head hitting or slapping, self-pinching or self-biting.  

For young people in the general population, overwhelming emotions are often linked with self-harm. 

This research is exploring the emotional experiences of people with severe and profound learning 

disabilities who self-harm.  

Who is doing the research? 

I am the researcher and I am a PhD student at the University of Bristol. I have sixteen years’ 

professional experience working in care with young people with severe and profound learning 

disabilities, including those with significant and concerning self-harming behaviour. I have some 

qualifications in caring for children and young people, mental health, social work research and 

conducting observations.  

This project has been granted ethical approval by the Faculty of Social Sciences and Law Research 

Ethics Committee, reference number: 116530. It is funded by Economic and Social Research Council 

(ESRC). 

Why am I being invited to take part?  

Consent has been given for [name of participant] to be one of the participants of the research. The 

organisation [name] has let me know that you regularly support [name of participant] in your 

professional capacity as [role]. Therefore, I would like to invite you to be part of the research. 

However, it is completely your choice whether you decide to take part in the research or not. 



 

305 
 

UOB Open UOB Open 

What will I have to do? 

There are no surveys, questionnaires or experiments in this research. All the research will be 

conducted through observation of the ordinary activities that the participating young person does in 

the classroom.  

If you agree to participate, I may include some notes about your interactions with the young person. 

I may make notes about any relevant conversations we have about the young person, but I will 

check with you each time that you are happy for me to do this. I may also invite you to an interview 

or focus group, which will be recorded if you give permission. You can decide at the time if you 

would like to take part in the interview or not.  

What would the information be used for? 

If you agree to take part, after each visit to the school, I will write up some notes about my 

observations and interactions. (No notes will be taken whilst I am in the classroom.) These notes will 

be used to write up the project for my PhD report. I will not use your name, the name of any of the 

young people in the class, the name of any other staff, the name of the organisation or the city, so 

that your identity is kept anonymous. No photos or videos will be taken. No school records will be 

copied or used in the report.  

If you take part in an interview, it will be audio recorded and then transcribed, and your real name 

will not be recorded. All notes and recordings will be stored securely.  

I may share the things I find out through the research in articles or at conferences. If I did this, I 

would not include your name, or any other individuals or the organisation, to make sure no one 

could identify you. The organisation may also want to share some of the findings internally to help 

their own staff have better understanding. No information from the observations will be shared with 

management but will only be used for the purposes of the research. 

Deciding whether to participate 

It is up to you to decide whether to participate. I can be contacted to address any questions or 

concerns, as can any of the contacts listed at the bottom of this information sheet. If you agree to  

participate, you are free to withdraw at any time, without giving a reason. Deciding not to 

participate or withdrawing from the research later on will not affect any current or future 

professional working relationships with me or the organisation you work with.  

If you decide not to participate, the research will still go ahead with the participating young person, 

but I will make sure that you are not included in any of the research paperwork.  

What are the benefits of the research? 

There is not currently any formal research that tries to understand the emotional experiences of 

people with severe or profound learning disabilities who self-harm. It is hoped that this research 

project will develop understanding in this area.  
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Are there any risks?  

There is a risk that taking part in interviews is upsetting, particularly as the subject matter can be a 

difficult one. I will also stop interviews if needed and will provide you with further support 

information. You do not have to take part in interviews, even if you decide to participate in the 

research as a whole.  

There is a risk that, despite the efforts to preserve confidentiality, someone reads a published article 

that has previously worked with you and is able to work out who  you are.  

In the current Covid-19 pandemic, there is the associated risks of bringing another person into the 

working environment. It is hoped that some staff (and the participating young person) will have had 

the vaccine before the research starts. I will follow the school’s Covid-19 risk assessment, making use 

of the ‘bubbling’ system, PPE, and social distancing as necessary. I will also ensure I have a lateral 

flow test each week.  

Confidentiality and Data protection 

Your name will not be used in any of the research notes or reports and names of other individuals 

and the organisation will be removed to try to ensure that anyone reading the study will not be able 

to identify you. Whatever you tell me will be kept confidential. However, if you were to tell me 

something that made me worried for your own safety, or the safety of any of the young people, I 

would share this with the school’s safeguarding lead straight away.  

All the information I record about the research will be stored on a secure database at the University 

of Bristol. It will be kept there until the end of the project in December 2023, and then destroyed. It 

will not be made available to other researchers. Any audio recorders or computers with information 

on will be encrypted. Any information that I write down will be kept in a locked cabinet.  

What next? 

If you are happy to take part in this study, please complete and return the consent form.  

If you would like to talk to me about the project, my contact details are below. If you would rather 

speak to a second party, or if you have any concerns or complaints, please contact my supervisor 

Pauline Heslop (details below). The manager working with me on this project at the school is [name]. 
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Further contact details 

Further information about any aspect of the project can be obtained from me: 

Beverley Samways 

School for Policy Studies 

University of Bristol 

8 Priory Road, Bristol, BS8 1TZ 

Tel: +44 (0) 7764 460373 

email: beverley.samways@bristol.ac.uk 

 

If you would rather speak to a second party, please contact: 

 

Pauline Heslop 

Professor of Intellectual Disabilities Research 

Norah Fry Centre for Disability Studies 

School for Policy Studies, University of Bristol 

8 Priory Road, Bristol BS8 1TZ 

Tel: +44 (0) 117 3310973 

email: Pauline.Heslop@bristol.ac.uk 

 

The funding source for the research is: 

 

Economic and Social Research Council (ESRC) 

The primary contact for the ESRC is the local South West Doctoral Training Centre Director:  

Sally Barnes 

Office 2.30 

Helen Wodehouse Building, 

35 Berkeley Square, Clifton BS8 1JA 

Tel: 0117 331 4339 

email: sally.barnes@bristol.ac.uk 

 

The University’s Data Protection Officer (DPO) is:  

  
Henry Stuart 

Information Governance Manager & Data Protection Officer 

University Secretary's Office 

University of Bristol 

Beacon House 

Queens Road 

Bristol, BS8 1QU 

Tel: 0117 39 41824 

Email: data-protection@bristol.ac.uk 
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Appendix Q. Information Sheet: parents of young people from the setting 

   

       Date TBC 

Information Sheet: parents of young people from the class/setting 

Dear Parent / Guardian, 

My name is Beverley Samways. I am a PhD student at the University of Bristol. As part of my training, 

I am carrying out some research about the emotional experiences of people with severe and 

profound learning disabilities who self-harm.  

This information sheet tells you more about the research. Your son/daughter is not directly involved 

in this research, but it is taking place in their class.  

What is the research about? 

The research is interested in the experiences of young people with severe or profound learning 

disabilities who self-harm, often called ‘self-injurious behaviour’. Self-injurious behaviour includes 

head-banging, head hitting or slapping, self-pinching or self-biting.  

For young people in the general population, overwhelming emotions are often linked with self-harm. 

This research is exploring the emotional experiences of people with severe and profound learning 

disabilities who self-harm.  

Who is doing the research? 

I am the researcher and I am a PhD student at the University of Bristol. I have sixteen years’ 

professional experience working in care with young people with severe and profound learning 

disabilities, including those with significant and concerning self-harming behaviour. I have some 

qualifications in caring for children and young people, mental health, social work research and 

conducting observations.  

This project has been granted ethical approval by the Faculty of Social Sciences and Law Research 

Ethics Committee, reference number: 116530. It is funded by Economic and Social Research Council 

(ESRC). 

Why is the research being done?  

There is not currently any formal research that tries to understand the emotional experiences of 

people with severe or profound learning disabilities who self-harm.  
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Why am I being told about this? 

One of the participants of the research is in the same class as your son/daughter. I will be joining the 

class for six-nine months for between two-four days a week. I will be observing the ordinary day-to-

day interactions of the participant and be part of the class group for that period of time. Should your 

son/daughter be working with the participant whilst I am observing, it may be that I write up some 

notes that include interactions or conversations which they are involved in. The names of all 

students, professionals and the name of the organisation will be anonymised in the research report. 

No photos or videos will be taken and no records will be copied or used.  

How will the research findings be shared?  

I may share the things I find out through the research in articles or at conferences. If I did this, I 

would not include the name of your son/daughter, or any other individuals or the organisation. The 

organisation may also want to share some of the findings internally to help their own staff have 

better understanding. 

Are there any risks?  

In the current Covid-19 pandemic, there is the associated risks of bringing another person into a 

shared space. It is hoped that some of those in the class will have received the vaccine before the 

research starts. I will follow the school’s Covid-19 risk assessment, making use of the ‘bubbling’ 

system, PPE, and social distancing as necessary. I will also ensure I have a lateral flow test each 

week.  

Data protection 

Your son/daughter’s name will not be used in any of the research notes or reports and names of 

other individuals and the organisation will be removed.  

If your son/daughter were to tell me anything, verbally or non-verbally, it will be kept confidential. 

However, if they communicated something to me that made me worried for their safety, or I 

thought they were at risk for any reason, I would share this with the school’s safeguarding lead 

straight away.  

All the information I record about the research will be stored on a secure database at the University 

of Bristol. It will be kept there until the end of the project in December 2023, and then destroyed. It 

will not be made available to other researchers. Any audio recorders or computers with information 

on will be encrypted. Any information that I wrote down would be kept in a locked cabinet.  

Opting out 

The research will take place in the classroom. However, if you prefer, I can make sure that your 

son/daughter is completely excluded from the research. Please see the opt-out form at the end of 

this information sheet.  

If you would like to talk to me about the project, my contact details are below. You are also welcome 

to contact my supervisor, Pauline Heslop, or the manager supporting this project at the school, 

[name]. 
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Further contact details 

Further information about any aspect of the project can be obtained from me: 

 

Beverley Samways 

School for Policy Studies 

University of Bristol 

8 Priory Road, Bristol, BS8 1TZ 

email: beverley.samways@bristol.ac.uk 

 

If you would rather speak to a second party, or if you have any concerns or a complaint, please 

contact: 

 

Pauline Heslop 

Professor of Intellectual Disabilities Research 

Norah Fry Centre for Disability Studies 

School for Policy Studies, University of Bristol 

8 Priory Road, Bristol BS8 1TZ 

Tel: +44 (0) 117 3310973 

email: Pauline.Heslop@bristol.ac.uk 

 

The funding source for the research is: 

 

Economic and Social Research Council (ESRC) 

The primary contact for the ESRC is the local South West Doctoral Training Centre Director:  

Sally Barnes 

South West Doctoral Training Centre Director 

Office 2.30 

Helen Wodehouse Building, 

35 Berkeley Square, Clifton BS8 1JA 

Tel: 0117 331 4339 

email: sally.barnes@bristol.ac.uk 

 

The University’s Data Protection Officer (DPO) is:  

  
Henry Stuart 

Information Governance Manager & Data Protection Officer 

University Secretary's Office 

University of Bristol 

Beacon House 

Queens Road 

Bristol, BS8 1QU 

 Tel: 0117 39 41824 

Email: data-protection@bristol.ac.uk 
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Research Project conducted by Beverley Samways, 2021 

 

Opt-out form 

 

Please do not include any (anonymised) information about my son/daughter in the notes or the 

report. 

 

 

Name of my son/daughter________________________________________________________ 

 

 

My name______________________________________________________________________ 

 

 

Signature____________________________________________Date______________________ 
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Appendix R. Organisation consent form  

 

Organisation Informed Consent Form 

Informed Consent for the organisation __________________________________________ to 

participate in the research project entitled: What are the emotional experiences of people with 

severe and profound learning disabilities who self-harm? 

 

Please tick the appropriate boxes Yes No 

 

1. Taking part in the study 

  

 

On behalf of the organisation, I have read and understood the study information dated (TBC). I have 

been able to ask questions about the study and my questions have been answered to my 

satisfaction. 

  

 

 

 

 

I consent voluntarily on behalf of this organisation, for the organisation to participate in this study. 

  

I understand that both the organisation and any individual within the organisation who participates 

can refuse to answer questions and can withdraw from the study at any time, without having to 

give a reason.  

 

 

 

 

 

 

 

 

 

 

I understand that our organisation taking part in the study involves facilitating research fieldwork to 

take place for six-nine months, as described in the Information Sheet.  

 

The researcher will conduct participant observations for between six-nine months. She will take 

field notes and may also make audio recordings of interviews or focus groups with staff. Audio 

recordings will be transcribed and then the audio destroyed at the end of the study (December 

2023).  
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2. Use of the information in the study 

  

 

I understand that the information collected within this organisation by the researcher will be used 

in reports, publications, conference presentations or workshops, but it will always be anonymised. 

 

 

 

 

 

 

 

 

 

I understand that personal information collected about participants within this organisation, either 

professionals or young people, that can identify them, such as names or where they live, will not be 

shared beyond the researcher.  

 

 

 

 

 

 

 

 

I understand that all participants within this organisation have the right to request that all 

information held about them is deleted, according to their rights under the General Data Protection 

Regulations (GDPR). 

 

 

 

 

 

 

 

 

I agree that anonymised quotes by professionals or young people can be quoted in research 

outputs, subject to them each personally giving consent to this. 
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3. Signatures 

  

 

 

Name of organisation [IN CAPITALS] ____________________________________________                               

 

Representative for the organisation [IN CAPITALS]__________________________________        

 

 

 

Signature______________________________________________Date_________________ 

 

 

  

 

4. Study contact details for further information  

 

Beverley Samways BA, MSc, MSc, PG Dip. 

ESRC PhD Candidate 

School for Policy Studies 

University of Bristol 

8 Priory Road 

Bristol, BS8 1TZ 

beverley.samways@bristol.ac.uk 

 

  

  

 

 

 

mailto:manos.magklis@bristol.ac.uk
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Appendix S. Parent/Guardian informed consent form  

 

Parent/Guardian Informed Consent 

Informed Consent for my son/daughter __________________________________________ to 

participate in the research project entitled: What are the emotional experiences of young people 

with severe and profound learning disabilities who self-harm? 

Please tick the appropriate boxes Yes No 

 

1. Taking part in the study 

  

 

I have read and understood the study information dated (TBC), or it has been read to me. I have 

been able to ask questions about the study and my questions have been answered to my 

satisfaction. 

  

 

 

 

 

 

I give consent voluntarily for my son/daughter ____________________ to participate in this study. 

  

I understand that I can make the decision for my child to withdraw from the study at any time, 

without having to give a reason.  

 

 

 

 

 

 

 

 

 

 

 

 

 

I understand that my son/daughter taking part in the study involves facilitating research fieldwork 

to take place for six-nine months, as described in the Information Sheet.  

 

The researcher will conduct participant observations for between six-nine months. She will take 

field notes which will be anonymised. She will talk to key professionals about my son/daughter. 
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2. Use of the information in the study 

  

 

I understand that the information collected by the researcher will be used in reports, publications, 

conference presentations or workshops, but it will always be anonymised. 

 

 

 

 

 

 

 

 

I understand that personal information collected about my son/daughter that can identify them, 

such as names or where they live, will not be shared beyond the researcher.  

 

 

 

 

 

 

 

I understand that I have the right to request that all information my son/daughter is deleted, 

according to my rights under the General Data Protection Regulations (GDPR). 

 

 

 

 

 

 

 

 

I agree that anonymised quotes by my child can be quoted in research outputs. 

  

 

 

 

  

 

 

 

 

3. Signatures 

  

Name of my son/daughter [IN CAPITALS] ____________________________________________                               

My name [IN CAPITALS]__________________________________        

Signature______________________________________________Date_________________ 
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4. Study contact details for further information  

 

Beverley Samways BA, MSc, MSc, PG Dip. 

ESRC PhD Candidate 

School for Policy Studies 

University of Bristol 

8 Priory Road 

Bristol, BS8 1TZ 

beverley.samways@bristol.ac.uk 
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Appendix T. Participant consent form  

 

[Participant name] Consent Form 

  

YES 

 

NO 

 

I know that Beverley is finding out about young 

people’s feelings and experiences.  

  

 

 

 

It’s OK for Beverley to be in my class and watch 

me learn and play so she can learn about my 

feelings and experiences. 

 

  

I know that I don’t have to talk to Beverley if I 

don’t want to. 

 

  

If I don’t want Beverley around, I can let her 

know. She will leave the classroom if I want her 

to. 

  

I know that Beverley will write down some of the 

things she finds out and other people might read 

it.  She will not write down my name or the name 

of my school. 
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I know Beverley may tell other people what she 

finds out, but she will not use my name or tell 

people it was me she spent time with. 

 

  

It’s okay for Beverley to write down things I said 

or did. But she will not say it was me.  

 

  

I know I can tell Beverley, my teacher [name] or 

my [Mum/dad/carer] if I change my mind about 

any of this. 

 

  

 

I……………………………am happy for Beverley to be in my classroom until 

[the summer]. 

 

Date………………………………… 

 

Parent/carer name………………………………………………………………… 

 

Name of person helping me fill out the form…………………………………. 
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Appendix U. Key Professional informed consent form  

  

Key Professional Informed Consent Form 

Informed Consent for __________________________________________ to participate in the 

research project entitled: What are the emotional experiences of young people with severe and 

profound learning disabilities who self-harm? 

 

Please tick the appropriate boxes Yes No 

 

1. Taking part in the study 

  

 

I have read and understood the study information dated (TBC), or it has been read to me. I have 

been able to ask questions about the study and my questions have been answered to my 

satisfaction. 

  

 

 

 

 

I consent voluntarily to participate in this study. 

  

I understand that I can refuse to answer questions and can withdraw from the study at any time, 

without having to give a reason.  

 

 

    

 

 

          

 

 

I understand that taking part in the study involves facilitating research fieldwork to take place for 

six-nine months, as described in the Information Sheet.  

The researcher will conduct participant observations for between six-nine months. She will take 

field notes and may also make audio recordings of interviews or focus groups. Audio recordings will 

be transcribed and then the audio destroyed at the end of the study (December 2023).  
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2. Use of the information in the study 

  

 

I understand that the information collected by the researcher will be used in reports, publications, 

conference presentations or workshops, but it will always be anonymised. 

 

 

 

 

 

 

 

 

I understand that personal information collected about me which can identify me, such as names, 

will not be shared beyond the researcher.  

 

 

 

 

 

 

 

 

I understand that I have the right to request that all information held about me is deleted, 

according to my rights under the General Data Protection Regulations (GDPR). 

  

 

 

 

 

 

 

 

 

I agree that anonymised quotes by me can be quoted in research outputs.  

  

 

 

  

 

 

 

3. Signatures 

  

Name [IN CAPITALS] ____________________________________________   

Role_________________________________________________________                             

 

 

Signature______________________________________________Date_________________ 
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4. Study contact details for further information  

 

Beverley Samways BA, MSc, MSc, PG Dip. 

ESRC PhD Candidate 

School for Policy Studies 

University of Bristol 

8 Priory Road 

Bristol, BS8 1TZ 

beverley.samways@bristol.ac.uk 
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Appendix V. Confidentiality protocol 

           

Date TBC 

Confidentiality Protocol 

Title of research project 

What are the emotional experiences of young people with severe and profound learning disabilities 

who self-harm? 

Confidentiality 

Participants need to be assured that the things they share are confidential. This is particularly 

important as participants and key professionals will be recruited through the organisational 

management, so there may be a suspicion that what is observed or discussed will be reported back 

to the management. This will need reiterating during recruitment. 

The name of the organisation, participants, informants or any other person involved in data 

collection will be anonymised to maximise the protection of participants. The city and region of the 

organisation will not be reported, instead a generic statement such as ‘an urban area in the UK’ will 

be used. Care will be taken to ensure that potentially identifiable details will not be reported 

wherever possible or are changed. Examples of this are: not including the particular diagnosis of a 

participant, particularly if it is an unusual syndrome or unusual comorbidity of needs; not reporting 

or changing identifying features of participants, such as hair colour or clothing and excluding 

identifying  features of the setting. The necessary ‘rich descriptions’ will focus on the concerns of the 

research: relationships, interactions, atmosphere, expectations and so on. 

However, the specifics of the context and situation may mean that a person reading aspects of the 

research that has had previous experience of the setting, such as a previous employer, student or 

parent, may be able to ascertain the identity of some participants. Similarly, current students or staff 

members may be able to ascertain the identity of anonymised participants. Therefore, alongside 

concerted attempts to preserve anonymity at all levels, the information sheet and consent forms will 

make clear these potential limits to complete confidentiality.  

 

Safeguarding 

As a researcher, I continue to have a responsibility alongside any other adult, to ensure that the 

children that I come into contact with during fieldwork are safe, protected from harm and that their 

best interests are being kept central. This is particularly pertinent as children with disabilities are at a 

higher risk of abuse (Miller and Brown, 2014) and are identified by the DfE as requiring particular 

alertness from professionals (Department for Education (DfE), 2020).  
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I am conversant with DfE’s safeguarding regulations  - Working Together to Safeguard Children 

(2018), Keeping Children Safe in Education (2020) and ‘Prevent’ (2019). I have up to date 

safeguarding training and I am cognisant of the signs of abuse and neglect.  

I have an up-to-date DBS record, and I am registered with the update service. I would expect that 

the recruited organisation will ask me to complete a new DBS application prior to commencing 

fieldwork. 

Before fieldwork commences, I will familiarise myself with the organisation’s safeguarding policies 

and procedures and identify the safeguarding lead. If I witness anything that compromises the safety 

of the children in any way, it is my duty to report it to the safeguarding lead and follow up to ensure 

what action has been taken. This is made clear in the information sheets at all levels. For instance, 

the information sheet for key professionals states:  

‘Whatever you tell me will be kept confidential. However, if you were to tell me something 

that made me worried for your own safety, or the safety of any of the young people, I would 

share this with the school’s safeguarding lead straight away’ (p.3). 

It is possible that a participant might directly disclose abuse or neglect to me during fieldwork. In this 

event, I would follow the required procedure, being careful not to promise that I will never tell 

anyone, avoiding leading questions and writing down a summary of what has been disclosed to me 

before passing it on to the designated safeguarding lead whilst keeping it otherwise confidential. 

Safeguarding concerns are not always straight forward and sometimes are only discernible over time 

and through ongoing patterns of behaviour. The reflective structures of supervision and the research 

advisory board will help me to consider what I am observing and what action is required. Any 

safeguarding concerns will also be discussed with my academic supervisors.  

Should there be a safeguarding investigation into participants, informants or the organisation in the 

future, it may be that the archived or deposited data is requested as part of the investigation, in 

which case it would be handed over.  

 

Department of Education (DoE) (2019) Prevent duty guidance: for England and Wales.  London. 

Department of Education (DoE) (2020) Keeping children safe in education. Statutory guidance for 

schools and colleges.  London. 

Her Majesty’s Government (2018) Working together to safeguard children.  London. 

Miller, D. and Brown, J. (2014) NSPCC ‘We have the right to be safe’. Protecting disabled children 

from abuse. [Online]. Available at: https://www.nspcc.org.uk/globalassets/documents/research-

reports/right-safe-disabled-children-abuse-report.pdf (Accessed: 27.08.20). 
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Appendix W. Support information 

 

Support Information 

 

* the details were altered according to locality and the organisation * 

If you feel upset by anything we have talked about during the interview today, Beverley is available 

to chat with you about matters directly related to the research, but she is not able to provide further 

professional or counselling support.  

You can contact her up to and including December 2022:  

Tel:  

Email: Beverley.samways@bristol.ac.uk 

 

If you feel that you need further support, here is a list of people in your local area who you can 

contact to talk to. You might also find it beneficial to talk to people you know like your family, friends 

and/or work colleagues.  

[Name of Organisation] Employer Advice Service: 

[Details] 

 

Citizens Advice Bureau  

[Local details] 

 

 

 

 

 

 

mailto:Beverley.samways@bristol.ac.uk
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Appendix X. Topic guide for interviews with key professionals  

Topic Guide for Interviews and Focus Groups with Key Professionals 

N = name of participant 

 

Indicative Interview Questions 

Background 

How long have you worked with young people with disabilities? 

How did you decide to do this sort of work? 

Exploring ideas about N 

How long have you worked with N? 

How would you describe your relationship with N? 

What is the best interaction you have ever had with N? 

What is the most difficult experience you’ve ever had with N? 

Exploring the interviewee’s emotional experiences 

How do you feel about working with N at the beginning of the day when you’re coming into work? 

What sort of emotions do you experience when you’re working with N? 

Do you ever have a sudden change in emotions when working with N? Can you tell me about it? 

What emotions do you experience when N is hurting her/himself? 

Exploring ideas about the participant’s emotional life and experiences 

What emotions do you think N experiences when she/he is hurting her/himself?  

How do you think N might experience the world? 

Exploring ideas about wider impact and the organisational response 

What impact do you think N has on the rest of the class / home? 

What impact do you think N has on the rest of the organisation? 

How do colleagues outside of the class talk about N? 
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Appendix Y. Ethical Approval Letter 

  



 

328 
 

UOB Open UOB Open 

Appendix Z: Data Protection Impact Assessment 

 

 

Data Protection Impact Assessment (DPIA) relating to: PhD Research Project entitled: The emotional experiences of young people 

with severe and profound learning disabilities who self-harm (working title). 

 

 

 

DPIAs should be sent to the Information Governance Team at data-protection@bristol.ac.uk  

DPIAs produced as part of the IT Services new service assessment procedure, or with an IT element, should also be send to the Information 

Security Team at cert@bristol.ac.uk 

 

 

 

Document control 

 

Version Date Author Summary of changes Approver Approval date 

mailto:data-protection@bristol.ac.uk
mailto:cert@bristol.ac.uk
https://www.google.com/url?sa=i&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwjY26m9_7DbAhUJRhQKHb2UCc4QjRx6BAgBEAU&url=https://www.bristol.ac.uk/bilt/bilt-buzz/news/&psig=AOvVaw2hS4HciZQfZoOpUXEiOPT-&ust=1527892016821869
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1 23.02.21 Beverley Samways First draft   

2 08.03.21 Beverley Samways Additions after DPO review Henry Stuart, Data Protection 

Officer 

08/03/2021 

3 08.06.21 Beverley Samways Minor changes to reflect that 

an organisation has been 

recruited. E.g. details of 

length of time, number of 

participants, etc. are now 

confirmed rather than in 

parameters.  

  

4 07.12.21 Beverley Samways Reviewed. No changes were 

made to the risk assessment, 

but it is noted that the 

researcher presented at a 

conference at which staff 

from the recruited data 

collection site were in 

attendance. They were 

contacted in advance once I 

became aware and asked not 

to mention to any delegates 

that I was conducting 

research at their 

organisation. They were 

happy to comply with the 

request.  
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Part A: Summary of the Initiative 

Describe the scope of the Initiative (to include its aims and objectives; business/research/other case; level of investment in terms of time, 

financial and other resources; duration and geographic reach; visibility within and outside the organisation) 
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Research Question:  

What are the emotional experiences  of young people with severe and profound  learning disabilities who self-harm? 
 
Aim 
To explore the emotional experiences of young people (aged 11-25) with severe and profound learning disabilities who self-
harm.  
 
Objectives 

- To observe closely the experiences of young people with severe or profound learning disabilities who self-harm in 
ordinary settings – such as their usual school or home environment - to bring insight to their emotional experiences in 
context. 

- To draw on psychodynamic theories, such as transference, to bring insight to the observational material (Freud, 1905; 
Klein, 1952). 

- To utilise theories of organisational unconscious (Obholzer and Roberts, 1994) to consider how the emotional lives of 
staff and young people are held by the organisation. 
 

Rationale 
Overwhelming and dysregulated emotions are a primary factor in self-harm for people without learning disabilities); this has 
been established, at least in part, by asking people who self-harm directly about their emotional experiences. This project 
inquires as to whether similar experiences might be found for people with severe and profound learning disabilities who self-
harm, seeking their direct experiences of emotion in connection with self-harm. In doing so, it aims to challenge existing 
orthodoxies that ‘self-injurious behaviour’ is exclusively a learned behaviour or a biological imperative.  
 
Method 
An ethnographic approach will be utilised, in which the primary researcher will situate themselves for between six and nine 
months within one organisation which supports people with learning disabilities who self-harm. The researcher will use a range 
of data collection methods - participant observation, interviews and focus groups. Observations will take place with between one 
and three participants, although, due to the naturalistic context of the observations, there are likely to be other young people and 
professionals present in the observations (e.g. within the classroom within which the participant(s) are situated). Reflexive 
support will be sought from a clinical supervisor who is trained in child psychotherapy and a research advisory panel.   

Status of the Initiative (describe the current phase of development or implementation of the Initiative or, if the Initiative has already 
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commenced, when it commenced and the extent to which the processing activities relating to the Initiative are still ongoing)  

This assessment was conducted on the advice of the Faculty Research Ethics Committee, who subsequently granted ethical approval on 9th 

March 2021.  

Part B: Description of the processing 

Nature of the processing  

Method(s) of collection (e.g. online or paper-

based forms completed by data subjects or feeds 

from other systems)  

Observations will take place over a six-nine month period in one organisation. 

The researcher will make notes of observations after each day of observation. 

No photos or videos will be taken. In addition, I plan to interview key 

professionals either individually or in a focus group towards the middle or end of 

the fieldwork. These will be audio recorded subject to permission.   

Source(s) of the personal data being 

processed (if personal data originates from third 

party sources, describe them) 

Participants will have severe or profound learning disabilities (as part of the 

inclusion criteria). The researcher will be reflecting on the lived experiences of 

the participant, including what they might be expressing and feeling; 

observational data will be collected relating to this, including non-verbal and 

verbal communications of the participant(s). 

 

Third party sources (key professionals supporting the participant(s)) will provide 

personal data including name and location. Personal data that is classed as 

being in a special category is likely to include ethnic origin, religious 

background, physical and mental health conditions, sexual life or orientation. 

Data in these categories is not data that the researcher will be actively seeking, 

but those involved in the research project may feel that it is relevant to share 

information pertaining to these areas. Key professionals interviewed are likely to 

share their opinions about the participant(s)’ actions, behaviour and emotions.  
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Matching or combination of datasets (to what 

extent does the processing involve multiple 

datasets collected for separate purposes)  

The data will comprise of: 

1) observational fieldnotes of the participant(s) and their interactions with 
those around them, 

2) transcripts from recorded interviews with key professionals supporting 
the participant(s).  

The two sets of data will be used for triangulation purposes.  

Processing activities relating to the personal 

data (how will personal data be processed after 

collection) 

Anonymisation 
All data will be anonymised.  
The name of the organisation, participants, informants or any other person 
involved in data collection will be anonymised to maximise the protection of 
participants. The city and region of the organisation will not be reported, instead 
a generic statement such as ‘an urban area in the UK’ will be used. Care will be 
taken to ensure that potentially identifiable details will not be reported wherever 
possible or are changed. Examples of this are: not including the particular 
diagnosis of a participant, particularly if it is an unusual syndrome or unusual 
comorbidity of needs; not reporting or changing identifying features of 
participants, such as hair colour or clothing and excluding identifying  features 
of the setting.  
 
Data Management 
Electronic data 
Fieldnotes and transcriptions of interviews will be anonymised at the point of 
collection. The files will be stores on the universities Virtual Private Network. A 
disk-encrypted laptop has been obtained for data collection purposes.  
 
Audio data will be recorded on an encrypted device. Audio recordings will be 
deleted at the end of the research project.  
 
Paper-based data 
Consent forms and any hand-written or printed field notes will be kept in a 
lockable briefcase whilst on-site during fieldwork or travelling and then locked 
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into a filing cabinet. 
 
 

Scope of data sharing with third parties (you 

may want to refer to a data flow diagram or other 

materials explaining data flows)  

None of the raw data will be shared with a third party. The primary researcher will do all the 

transcribing personally and be the only person who has access to the fieldnotes. 

Open or restricted access to data will not occur; there will be no future access to 

anonymised data.  

Extent of automated decision-making (describe 

extent to which decisions are made about data 

subjects without human intervention/review, e.g. 

through the use of automated algorithms) 

None. 

Scope of the processing 

Categories of personal data (identify each 

category of personal data processed, including 

any special category data and information relating 

to criminal convictions and offences) 

Name and age (not date of birth). Location.  

If clearly relevant to the subject of inquiry: race, ethnic origin, religious background, 

mental and physical health information, sexual life, sexual orientation.  

Categories of data subject (e.g. staff, students, 

research participants, website visitors, device 

users, children, vulnerable adults) 

The participating organisation. 

Staff of the participating organisation. 

Young people with severe learning disabilities who self-harm (will either be school 

students or service users of the organisation).  

Other young people who are present in the same setting during observations. 
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Format of the personal data (e.g. paper records, 

electronic documents, spreadsheets, databases, 

system records or other files) 

Electronic documents 

Paper records (consent forms) 

Audio recordings 

Storage location (e.g. locked filing cabinets, 

document repositories, on-premise servers or 

storage devices, cloud-hosted services in UK, EU 

or international) 

Fieldnotes and transcriptions of interviews will be stored on the universities 
Virtual Private Network. A disk-encrypted laptop has been obtained for data 
collection purposes.  
 
Audio data will be recorded on an encrypted device. Audio recordings will be 
deleted at the end of the research project.  
 
Consent forms and any hand-written or printed field notes will be kept in a 
lockable briefcase whilst on-site during fieldwork or travelling and then locked 
into a filing cabinet. 
 

Duration and frequency of processing (by 

reference to the relationship with the data subject 

or the nature of the Initiative) 

The researcher will conduct field work for between two days a week for six-nine months. Data 

will be processed on the same day as collection or very soon afterwards. Analysis of data will 

be conducted for between 12-18 months following the end of fieldwork. 

Volume of data subjects and records (or an 

approximation where it is not possible to confirm 

precise numbers at present) 

1-3 participants 

Up to 25 key professionals (informants) 

 

Context of the processing 
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Relationship with data subjects (describe the 

proximity between the University and the data 

subjects and how the relationship is established) 

The data subjects will be the service users and employees of the recruited 

organisation. They organisation will not have any formal links with the university. The 

organisation will be recruited through the primary researcher’s connections and links 

within the field of learning disabilities. It is likely to be a third sector organisation. 

Data subjects’ expectations (describe the extent 

to which the data subjects are aware of and 

expect their personal data to be used in 

connection with the proposed processing 

activities)  

The information sheets make clear to the recruited organisation, participants and 

informants what data will be collected by the researcher, the data subject’s rights under 

GDPR and how the data will be processed.  

 

For participants under 16, the parents or guardians will be made aware of the personal 

data collected and processed and will be fully informed as part of the consent process. 

The participant will also be made aware, with information provided at the appropriate 

level, however the extent to which this is understood is likely to vary.  

 

For participants 16 or over, an assessment of capacity will be conducted, and due 

process followed under the mental capacity act, 2005. This may result in the participant 

giving informed consent, in which case, they would be fully aware of the data collected 

by the researcher, their rights under GDPR and how the data will be processed. 

However, if it is necessary to make a best interests decision about their participation, 

those involved in making that decision will have all the information about data collection 

and processing, but the extent to which the participant understands this in full is likely 

to vary.   

Use of new technology or novel approach 

(describe the extent to which the processing 

activities involve the use of any technology or 

other approaches that may be considered state of 

the art, novel or unexpected) 

None 
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Relevant matters of public concern (describe 

any matters of public concern relating to the scope 

of the processing or the use of any particular 

technology or approach, if applicable) 

None 

Purposes of the processing 

Benefits to the data subject (describe how the 

processing benefits the data subjects/individuals 

either directly or indirectly) 

The research may enable participant(s) to feel better understood, and by 
implication, better supported.  

 

Benefits to the organisation (describe how the 

processing benefits the organisation either directly 

or indirectly) 

The research will benefit the learning disability field, providing professionals, 
academic and families to have a deeper understanding of the experiences of 
people with severe or profound learning disabilities who self-harm, leading to 
more empathetic practice. It will have application for therapeutic work and 
behaviour management strategies.  

Benefits to third parties (describe how the 

processing benefits any third parties either directly 

or indirectly) 

The processed data may bring transferable insight to the experiences of other 

young people with severe and profound learning disabilities who self-harm, 

potentially benefitting their future care and support.  

Part C: Consultation process 

Input of internal stakeholders, experts and 

other professionals (advice from parties 

including senior staff, specialists, IT experts, 

lawyers, security consultants, ethics advisers etc, 

where applicable) 

The PhD project is supervised by Prof. Pauline Heslop, Professor of Intellectual 

Disabilities Research and Dr Sandra Dowling, Senior Lecturer in Disability 

Studies. 

 

The data management plan has been compiled with advice and support from 

UoB’s IT department, including practical facilitation from Jim Cogan 
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from UoB IT Service Desk. 

 

Ensuring that the project is ethically sound has been facilitated by the 

application to Social Sciences and Law Faculty Research Ethics Committee, 

and specifically, Liam McKervey, Research Governance and Ethics Officer. 

Advice from Data Protection Officer (where 

applicable, obtaining the advice of the DPO is a 

mandatory requirement – this may be set out in a 

separate appendix/document) 

This form has been completed with the advice of Henry Stuart, UoB’s 

Information Governance Manager & Data Protection Officer. 

Input from data subjects (or their 

representatives) (where relevant describe the 

views sought, consultation methodology or 

justification for not seeking input) 

The feasibility of this project was assessed at the point of proposal in 2017. The 

views of four large organisations were sought as to whether the research was 

considered appropriate and as to whether they would be interested in 

collaborating in principle. The organisations were all directly involved in 

supporting young people with severe and profound learning disabilities who 

self-harmed. All four organisations responded, confirming that they were 

supportive of the project and would be interested in collaborating. An example 

of their feedback is provided: 

 

From Claire Dorer, CEO of National Association of Independent Schools and 

Non-Maintained Special Schools (NASS):  

 

“NASS has expressed interest in participating and collaborating in this study. 
We know from our work that it is an issue of considerable concern to our 300 
special school members and one where real value could be added through a 
project such as this one. We could also potentially help with recruiting young 
people who fit the scope of the study via our member schools…I see this as a 
very important project and an issue where school and learning disability 
practitioners desperately need access to good quality research to better support 



 

339 
 

UOB Open UOB Open 

children and young people in their care.”  
(Letter to the researcher dated 17.02.17) 
 
 
   

Part D: Assessment of necessity and proportionality 

Lawful basis for processing (identify the most 

appropriate ground(s) for lawful processing, 

explaining the rationale - see Appendix 3 for 

permissible grounds. For legitimate interests a 

separate legitimate interest assessment is 

needed.) 

 
The lawful basis for processing personal data under Article 6 of the GDPR is:            
 
(a) Consent: the individual has given clear consent for you to process their personal 
data for a specific purpose. 
 
(b) Public task: research activity falls under the University’s public task (as defined by 
the University Charter and Acts of Parliament. 
 
The lawful bases for processing special category data under Article 9 of GDPR is:  
 
(a) Explicit consent: the individual has given their explicit consent to the processing of 
their personal data for the specific purpose. 
 
(c) Research purposes: the processing is necessary for purposes of scientific or 
historical research in the public interest. This lawful basis will apply to all research 
conducted by the University involving special category data. 
 

Fairness and transparency (describe the means 

by which data subjects will be informed about the 

intended processing, e.g. fair processing notices, 

technical notifications, consent forms, participant 

information sheets) 

Participant Information Sheets have been prepared for all levels of participation (the 

organisation, participants, informants (key professionals) and parents/guardians of 

young people from the class/setting). Each information sheet clearly states how data 

will be collected and processed and their rights under GDPR legislation. It also 

describes the potential limits to confidentiality under the description of risks.  

 

Consent forms for all levels of participation (as listed above) have been prepared, 
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which include specific consent around data collection and processing. For instance, the 

key professionals consent form asks for separate consent under each of these 

statements:  

 

“I understand that taking part in the study involves facilitating research fieldwork to take 

place for six-nine months, as described in the Information Sheet. The researcher will 

conduct participant observations for between six-nine months. She will take field notes 

and may also make audio recordings of interviews or focus groups. Audio recordings 

will be transcribed and then the audio destroyed at the end of the study (December 

2023). 

 

I understand that the information collected by the researcher will be used in reports, 

publications, conference presentations or workshops, but it will always be anonymised. 

 

I understand that personal information collected about me which can identify me, such 

as names, will not be shared beyond the researcher.  

 

I understand that I have the right to request that all information held about me is 

deleted, according to my rights under the General Data Protection Regulations 

(GDPR). 

 

I agree that anonymised quotes by me can be quoted in research outputs.” 

 

Data minimisation (describe the steps that will be 

taken to ensure that the amount of personal data 

is minimised and limited to what is strictly 

necessary both initially and on an ongoing basis) 

This research seeks to collect data pertaining to the emotional experiences of 

participants. Thus, any data which does not directly relate to this will not be collected, 

e.g. date of birth or address. In addition, should other information be shared with the 

researcher, for instance, religion or sexuality, but there is not an apparent connection 

between this data and the subject of the research, it will not be collected.  

 

Fieldnotes and transcriptions will be anonymised at the point they are written up, rather 
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than retrospectively.  

Necessity of processing (explain the extent to 

which the processing is necessary in relation to 

the purposes of the initiative) 

The research inquiry is concerned primarily concerned with the emotional experiences 

of participants; it is an inquiry into personal experience. Thus, it is not possible to gain 

insightful data in relation to this subject matter without including some personal data.  

Accuracy (describe the steps taken to ensure 

data quality in terms of accuracy and freedom 

from bias, both initially and on an ongoing basis, 

e.g. verification techniques and how individuals 

can update their data) 

Fieldnotes will be recorded as soon after participant observation as possible, the goal 

being to do it on the same day. This is known to significantly increase the accuracy of 

recordings and attention to detail.  

 

Conversational data collected during participant observations will be checked for 
validation with key professionals as necessary.  
 

Interviews will be audio-recorded and transcribed verbatim. 

 

Thematic analysis of data will be ongoing, and this process will be checked with a 

research advisory committee, who have insight into the research inquiry.  

Storage limitation (describe the steps taken to 

ensure that personal data are not retained longer 

than necessary in connection with the intended 

purposes of the processing)  

The research project is expected to be completed by no later than December 2023. 

Personal data will not be retained past this date.  
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Security, integrity and confidentiality (describe 

the steps taken to ensure the security of the 

personal data, including protection against 

personal data breaches) 

Fieldnotes and transcriptions of interviews will be stored on the universities 
Virtual Private Network. A disk-encrypted laptop has been obtained for data 
collection purposes.  
 
Audio data will be recorded on an encrypted device. Audio recordings will be 
deleted at the end of the research project.  
 
Consent forms and any hand-written or printed field notes will be kept in a 
lockable briefcase whilst on-site during fieldwork or travelling and then locked 
into a filing cabinet. 
 

All efforts will be made to prevent a data leak; in the unlikely event of it 
occurring, the information security team will be contacted immediately at 
cert@bristol.ac.uk.  
 
Future access to research data will be closed. The data produced from this 
ethnographic study is likely to be highly personal, individualised and, due to the 
expected quantity of observations and fieldnotes, substantial. The data itself is 
unlikely to have utility for secondary analysis. 
 

 

Data subject rights (describe the steps taken to 

ensure that data subjects are able to exercise 

their rights fully and effectively. Individuals have 

the right to be informed, and rights of access, 

rectification, erasure, objection and to stop 

automated decision making) 

Participants will be fully informed of their rights in relation to personal data both in the 

Information Sheets and Consent Forms, as described in the Fairness and Transparency section 

above.  

mailto:cert@bristol.ac.uk
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Third party processors (where relevant, 

describe the steps taken to ensure the reliability of 

third parties processing the data on the 

University’s behalf, and their compliance with data 

protection law) 

No third party processors will be used.  

International transfers (identify any international 

transfers of personal data, whether or not to a 

third party processor, and the safeguards 

implemented in relation to such transfers) 

None 

Part E: Identification and assessment of risks (see Appendix 1 and Appendix 2 for example risks and assessment process) 

Ref 

No 

Source of risk and potential impact on 

data subjects (including associated 

compliance and organisations risks) 

Likelihood of harm (see 

Appendix 2) 

Impact of harm (see 

Appendix 2) 

Overall risk (low, medium, 

high) 

1.  Participants, key professionals or the 
organisation might be identifiable in the 
dissemination of the findings: collection of 

personal data and linking identifiers may 
result in anonymisation being 
compromised 
 

3 1 medium 

2.  Fieldnotes and consent forms - Collection 
of data on site might result in personal data 
being disclosed or accessed 
inappropriately due to inadequate access 
and disclosure controls. 
 

3 3 Medium 
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3.  Audio data and transcription of interviews - 
Collection of data on site might result in 
personal data being disclosed or accessed 
inappropriately due to inadequate access 
and disclosure controls. 
 

3 3 Medium 

4.  Transfer of data – data breaches may 
occur during the transfer of data from one 
device to another.  

1 2 Low 

5.  Vulnerable participants may be concerned 
about risks of identification or disclosure of 
personal data 
 

1 2 Low 

6.  Excessive or inappropriate retention of 
data 

1 2 Low 

7.  Lack of participant awareness about how 
their personal data will be used 

3 3 Medium 

Part F: Identification of controls and measures to eliminate or mitigate risk (of medium or high risks items in Part E) 

Ref 

No 

Controls or measures to eliminate or 

mitigate risk (changes to design or 

additional safeguards and measures 

Effect on risk (extent to which risk is 

eliminated or mitigated by the controls or 

measures) 

Residual risk (any risk remaining after 

controls or measures have been 

implemented) 

1.  The name of the organisation, participants, key 

professionals or any other person involved in 

data collection will be anonymised to 

maximise the protection of participants. The 

city and region will be anonymised. 

Identifiable details will not be reported 

wherever possible or are changed. Examples of 

this are: not including the particular diagnosis 

The identity of participants will be 

protected by those reading the 

disseminated findings.  

The specifics of the context and situation may 
mean that a person reading aspects of the 
research that has had previous experience of 
the setting, such as a previous employer, 
student or parent, may be able to ascertain 
the identity of some participants. Similarly, 
current students or staff members may be 
able to ascertain the identity of anonymised 
participants. Therefore, alongside concerted 
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of a participant, particularly if it is an unusual 

syndrome or unusual comorbidity of needs; 

not reporting or changing identifying features 

of participants, such as hair colour or clothing 

and excluding identifying  features of the 

setting. 

Particular care will be taken with disseminated 

findings to ensure that specific quotes or 

actions that could feasibly be linked back to 

individuals by family members or colleagues 

would not have a detrimental effect on 

relationships. 

attempts to preserve anonymity at all levels, 
the information sheet and consent forms will 
make clear these potential limits to complete 
confidentiality.  
 

2.  Fieldnotes will not be made onsite. The 
researcher will leave site after participant 
observation and make fieldnotes then. 
Anonymisation techniques will be applied 
(see 1. Above). All data will be collected on 
an encrypted laptop and stored securely.  
 
Consent forms will be collected onsite and 
stored in a lockable portable case, until 
they can be locked into a filing cabinet. 
 

Assuming that the data management and 
data storage plan is complied with, there 
should be no further risk of data 
disclosure. 

In the unlikely event of it occurring, due to 
human error or other circumstances, the 
information security team will be contacted 
immediately at cert@bristol.ac.uk.  

3.  Audio data will be collected onsite, 
including interview data. This will be 
collected on an encrypted audio recorder, 
as supplied by the UoB IT department. 
 
Data will always be transcribed by the 
researcher via headphones to ensure the 
audio recordings cannot be overheard. 

Assuming that the data management and 
data storage plan is complied with, there 
should be no further risk of data 
disclosure. 

In the unlikely event of it occurring, due to 
human error or other circumstances, the 
information security team will be contacted 
immediately at cert@bristol.ac.uk.  

mailto:cert@bristol.ac.uk
mailto:cert@bristol.ac.uk
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(Transcription services will not be used.) 

4.  The only transfer of data will occur when 

audio files are transferred from the 

encrypted audio recorder to the encrypted 

laptop. The encryption of both should 

ensure that this process is secure.  

Assuming that the data management and 

data storage plan is complied with, there 

should be no further risk of data 

disclosure. 

In the unlikely event of it occurring, due to 

human error or other circumstances, the 

information security team will be contacted 

immediately at cert@bristol.ac.uk.  

5.  Participants (or those making best interest 

decisions on behalf of participants) will be 

supplied with the information they need in 

relation to risks and mitigations so that 

they can make an informed decision. The 

right to withdraw from the study and for 

their data to be deleted will also be 

explicated in the consent process. 

Participant data will be anonymised as far 

as possible. 

Participants will be equipped to make 

informed decisions and know their rights 

before and during the research project.  

 

6.  Notes collected will not identify the 
participants and the recordings will only be 
kept until the end of the project. 
 

Data about participants will be kept 
anonymised and only for the length of 
time needed and stated in the information 
sheets.  

 

7.  Participant Information Sheets have been 

prepared for all levels of participation. 

Each information sheet clearly states how 

data will be collected and processed and 

their rights under GDPR legislation. It also 

describes the potential limits to 

confidentiality under the description of 

risks.  

Participants, or, where appropriate, those 
consenting on behalf of participants,  will 
be well aware of how their personal data 
will be used. 

 

mailto:cert@bristol.ac.uk
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Consent forms for all levels of participation  
have been prepared, which include specific 
consent around data collection and 
processing. 

Part G: Implementation and integration of controls and measures  

Action Approved by  Person(s) 

responsible 

Target completion 

date 

Completed 

    ☐ 

    ☐ 

    ☐ 

    ☐ 

    ☐ 

Part H: Outcomes and sign-off 

Residual risks that cannot be eliminated or 

mitigated (if any) 

N/A 

Consultation with ICO (where there are any 

residual high risks that cannot be eliminated or 

mitigated) 

Date submitted N/A 

Submitted by  

Outcome  

Consideration of Data Protection Officer’s DPO reviewed and advised on assessment, including incorporation of additional risk 
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advice (confirm whether advice accepted and 

implemented or rejected, and if rejected the 

reasons why) 

areas. 

Sign-off Name and role Henry Stuart, Data Protection Officer 

Date 08/03/2021 

Frequency of review (usually at least annually) 6 months or when any substantive changes are made to the project and how it 

processes personal data. 

Next review date December 2021 
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Appendix 1 – Example types of risk associated with the processing 

 

Risks to data subjects 

 

•  

• Risk of processing being unlawful and/or regarded as unfair due to more personal data being collected than is necessary for the 

intended purposes of the processing 

• Risk of personal data being inaccurate due to collection or processing methods or the nature of the personal data being processed 

• Risk of personal data being retained longer than necessary or not properly managed so that duplicate records are created 

• Risk of personal data being inadvertently manipulated due to human error or otherwise 

• Risk of personal data being disclosed or accessed inappropriately due to inadequate access and disclosure controls 

• Collection of personal data may be regarded as unnecessary and/or overly intrusive having regard to the objectives of the Initiative 

• Risk of processing being unlawful and/or regarded as unfair due to scope and purposes of processing being extended inadvertently 

• Use of new technologies, approaches or methods may constitute an unjustified intrusion on the data subjects’ right to privacy 

• Risk of processing being regarded as unfair due to complexity of processing activities/involvement of algorithmic analysis 

• Risk of processing being regarded as unfair due to the combination of matching of multiple datasets 

• Identifiers may be collected and linked which prevent data subjects from accessing or using a service anonymously 

• Collection of personal data and linking identifiers may result in anonymisation being compromised 

• Vulnerable data subjects may be particularly concerned about risks of identification or disclosure of personal data 

• Processing of personal data may produce legal effects or similarly significantly affect the rights and interests of the data subject 

• Processing of personal data may result in inappropriate inferences being made or discrimination being suffered by the data subject 

• Disclosure of personal data may result in discrimination, victimisation and/or harassment 

 

Compliance risks 
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• Non-compliance with data protection laws, including the GDPR, Data Protection Act 2018, Privacy and Electronic Communications 

Regulations and other secondary legislation 

• Non-compliance with common law duty of confidentiality 

• Non-compliance with the Equality Act 2010 and other equality and human rights legislation 

• Non-compliance with sector-specific legislation or standards 

 

Associated organisational risks 

 

• Risk of regulatory sanctions and fines 

• Risk of reputational damage 

• Risk of considerable financial expenditure to mitigate any risk that has materialised 

• Risk of erosion of trust and confidence in processing activities resulting in loss of business 

• Risk of investment returns being reduced or eliminated 

• Risk of inaccurate, incomplete or outdated personal data having reduced value 

• Risk of research or statistical objectives being compromised, skewed or false 

• Risk of claims from individuals for compensation 
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Appendix 2 – Risk assessment methodology 

 

Evaluation of likelihood of harm 

 

Likelihood score 1 2 3 4 5 

Description Rare Unlikely Possible Likely Almost certain 

Frequency 
Will probably never 

happen 

Not anticipated to 

happen, but possible 

Might happen or 

recur occasionally 

Will probably happen 

or recur, but not 

persistently 

Almost certain to 

happen or recur, 

possibly frequently 

 

Evaluation of impact of harm 

  

Likelihood score 1 2 3 4 5 

Description Very Low Low Medium High Very High 

Impact 
Unlikely to have any 

impact 
May have an impact 

Likely to have an 

impact 

Highly probably it will 

have a significant 

impact 

Will have a major 

impact 
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Overall evaluation of risk 

 

Im
p

a
c
t 

Very High (5)      

High (4)      

Medium (3)      

Low (2)      

Very Low (1)      

 Rare (1) Unlikely (2) Possible (3) Likely (4) Almost certain (5) 

Likelihood 
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Appendix 3 – Lawful basis for processing personal data 

 

Personal data 

 

The lawful bases for processing are set out in Article 6 of the GDPR. At least one of these must apply whenever you process personal data:            

 

(a) Consent: the individual has given clear consent for you to process their personal data for a specific purpose. 

 

(b) Contract: the processing is necessary for a contract you have with the individual, or because they have asked you to take specific steps 

before entering into a contract. 

 

(c) Legal obligation: the processing is necessary for you to comply with the law (not including contractual obligations). 
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(d) Vital interests: the processing is necessary to protect someone’s life. 

 

(e) Public task: the processing is necessary for you to perform a task in the public interest or for your official functions, and the task or function 

has a clear basis in law. The University’s public tasks revolve around teaching and research. All research can come under this lawful basis. 

 

(f) Legitimate interests: the processing is necessary for your legitimate interests or the legitimate interests of a third party unless there is a good 

reason to protect the individual’s personal data which overrides those legitimate interests. This cannot apply if the University is processing data 

to perform its public tasks. A legitimate interests assessment may be required. 

 

 

Special category data 

 

If you are processing special category data (information about an individual’s race, ethnic origin, political opinion, physical or mental health, 

religion, trade union membership, genetics, biometrics, sexuality or sex life) then you also need a further lawful basis set out in Article 9 of 

GDPR. At least one must apply whenever you process special category data. The main Article 9 lawful bases are outlined here, though others 

also exist. Please seek further advice from the Data Protection Officer if required: 

 

(a) Explicit consent: the individual has given their explicit consent to the processing of their personal data for the specific purpose. 

 

(b) Employment law: the processing is necessary for pursing obligations set out in employment law. 
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(c) Vital interests: the processing is necessary to protect someone’s life where they are incapable of giving consent. 

 

(d) Substantial public interest: the processing is necessary for reasons in the substantial public interest where it will safeguard the rights and 

interests of the individual. 

 

(e) Medical purposes: the processing is necessary for the purposes of preventive or occupational medicine, or the provision of health care. 

 

(c) Research purposes: the processing is necessary for purposes of scientific or historical research in the public interest. This lawful basis will 

apply to all research conducted by the University involving special category data. 
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Appendix AA. Coding Examples 

Note: Transcripts examples are all from the second observation with each participant, which all took place in July. Coding was conducted using NVivo, which 

does not allow for the exporting of coded transcripts, so these have been put together as illustrative examples.  

 

Transcript example from Jacob’s dataset, July 2021            Coding 

 

 

        

  

Jacob finally emerges from the bathroom looking disheveled, 

tired and sleepy. He takes his pajamas to the laundry, but 

lunch isn't quite ready, so Jacob stands outside the little 

lounge and waits. He is on the balls of his feet, shifting his 

weight from one foot to the other. He looks anxious, fidgety, 

unsettled. He puts his palms up to the top of his face and pulls 

them down his face hard, so his lips are pulled out and make 

a vibrating noise. I know this is his ‘sad’ noise – but this time 

no-one acknowledges it or speaks to him about it. He does 

this half a dozen times and then he puts his middle finger on 

the bridge of his nose and shouts – it’s somewhere between a 

yell and a scream. He tenses his whole body. He puts his 

hands down by his sides and splays out his fingers. His hands 

flap by his side very fast.  Everything about his body language 

communicates anxiety, tension and stress: massive stress. 

Carlos sits on the arm of the armchair next to Jacob and looks 

into the middle distance. I begin to feel very upset, and also 

extremely disturbed about Carlos’s response. 

Waiting 

Feeling lost 

Agitation 

Anxiety 

Self-injury or similar 

Anxious interactions 

Feeling sad for Jacob 

Jacob’s emotions perceived as 

arbitrary 

Disturbed 
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Transcript example from Owen’s dataset July 2021          Coding 

 

 

 

Tom approaches the table and says, ‘Can you eat a carrot and then I'll 
give you some more potatoes?’ So he gives him a carrot on a fork and 
Owen takes it with his fingers. He says ‘no, eat the whole carrot and I’ll 
give you some more potatoes’. So he eats the whole carrot and then 
Tom gives him a couple of potatoes. Tom is going through the trays of 
food – he waves a chicken breast at Owen on a fork. He says, ‘Do you 
want this, it’s kind of dry?’ Owen pushes his hand out and waves it away: 
‘no, I didn’t think so’, responds Tom. He pours some more gravy and 
potatoes on his plate. Owen has a huge smile on his face. Every now 
and then he bends down, puts his face on the plate and he slurps the 
gravy off the plate. I laugh and say ‘we all would if we could, Owen’. He’s 
so enjoying himself slurping this gravy off the plate. Then he takes the 
plate over to the bin, pushes the rest into the bin, and then licks the plate 
clean. He puts the plate on the mantlepiece and sits down at the sofa. 
Tom says, ‘I think I know what you want, but can you tell me please?’ 
Tom is eating his dinner with his back to him. I think he assumes that 
Owen wants the TV. Owen comes over to where the choosing board is 
with the PECS symbols, and clearly points to his bedroom. But then he 
wanders back over the other side of the room and sits back down on the 
sofa. Tom isn't really sure what to do with this. He says doubtfully, ‘I don't 
think that's what you want. I think you want the TV’ and then he goes 
over to the TV and starts to put it on. Owen goes back over again to the 
choosing board and touches the bedroom picture again, and then sits 
back down at the table. Tom says, ‘oh, you want some more food’ and 
dishes him up some gravy in a cup and puts some potatoes on a plate. 
He drinks some of the gravy from the cup, heeding Tom’s warnings that 
its hot. He doesn't touch the potato and goes back over to the bin, pours 
the gravy into it and puts the potatoes in there.  

Mealtimes / Eating 

Negotiation 

Connection and relationship 

Indicators of resilience 

Happy 

Enjoyment of food 

Staff suspicion about food 

PEC’s board 
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 Transcript example from Cassie’s dataset July 2021               Coding 

 

 

 

 

  

Cassie was on the edge of the bouncy castle, and she had her legs 
in a V stretched out straight in front of her. Her hair was down, she 
was wearing black hareem pants, bare feet, and a white t shirt with 
black Adidas logo on. Her hair was down and it looked fairly greasy. 
She was rocking back and forth - pushing herself up onto her feet 
and then bouncing back down onto the edge of the of the bouncy 
castle over and over, kind of zoned out, I guess. She bounces back 
and forth, not really stopping. Every now and then she gives a little 
giggle, kind of a frantic giggle. And every now and then she also 
erupts with a: ‘da, da, da da.’ 

She would occasionally throw one arm out to the side with her finger 
outstretched. She’d make a sharp point to the side, motioning with 
her left finger or  - sometimes - stretching her right finger across the 
body. It reminds me of when someone might wave a finger at 
someone to tell them ‘no’, particularly a child. ‘No, don't do that’: that 
kind of side to side wave of a finger, a jabbing punctuation point in 
the air – a full ‘stop’. And I recognized it because I'd seen her use it 
before as in: ‘No, don't do that’. She did it at times when she’d 
appeared to say to herself ‘no, don't do that’. And so I noticed, as 
she bounced, she very subtly, and occasionally seemed to be 
saying to herself, ‘no, don't do that. No, don't do that’. And then she 
would do a quick thumbs up. ‘Yes, do that’. Or maybe, ‘okay then, I 
won’t’.  

Clothes and appearance 

Self-stimulation 

Zoning out or blocking 

Physical force and dynamism 

Frantic or overexcited 

Dad 

Uncontained emotions 

Battling different emotions 

Stealth or secrecy 

Avoidant interactions 
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Appendix BB: Master themes with illustrative quotes from the transcripts  

 

Chapter Six: Emotion and Connection. 

Master Themes Subordinate theme Illustrative quote from the transcripts 

Reflective spaces 
 

Reflective images 
and self-awareness 

With total focus and concentration, he looks carefully at the picture of himself. And he does this for several 
minutes. He'll then look at the next picture and then look at the next picture (Owen, 20.07.21). 

Cassie begins to look right into the iPad, and smile and laugh. The staff member explains to me is that she's 
looking at herself in the reflection of the ipad. She's looking at herself, and she's changing the pose (Cassie, 
07.07.21).  

Cassie was looking at herself in the CD. She pulled her mask back and tipped her head back, opening her mouth 
wide (Cassie,10.02.22). 

I popped my head round the door, and he was standing in front of his mirror - he has a lockable cabinet with a 
mirror on. As I walked in, he pointed towards the mirror. He was bobbing back and forth in front of it… his 
reflection bobbing in and out of the reflection. I stood next to him and we both looked at our reflections in the 
mirror. I smiled; he smiled (Jacob, 29.10.21). 
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Chapter Six: Emotion and Connection. 

Master Themes Subordinate theme Illustrative quote from the transcripts 

Reflective spaces 
 

Reflective triads 

Jacob is really, really happy: smiling broadly and rocking as he crunches. He starts to giggle in the middle of eating 
the apple – and a bit of apple sprays out of his mouth… Alex and me tease him gently, saying, ‘don't spray all over 
my face when you're eating, can you look the other way if you're going to laugh’. The three of us are laughing 
now, and the other staff members also look over and smile (Jacob, 04.08.21). 

As we walk up to the house [Alfa and I walking either side of Jacob], Jacob is carrying his bag and red 
communication book, but Alfa is carrying his swimming bag. Jacob looks over as they're walking along, and 
reaches over, taking the bag off Alfa. Alfa looks up at him (he is about a foot shorter than Jacob), and smiles and 
says ‘thank you’ (Jacob, 15.12.21).  

She’s got one arm in mine, and with the other hand, she reaches for Leo's hand and I watch him take it. She's in 
between us, an arm tucked into mine, a hand tucked into his, and I feel the connection between the three of us 
[as Leo and I talk]… At one point she puts her head on my shoulder and I just put my hands up and stroke her hair 
a little bit. Another point she leans right onto Leo's chest, interestingly. She puts a lot of weight on him, and he 
looks down at her leaning on his chest and smiles  (Cassie, 15.09.21). 

Alfie is standing on his right hand side. At one point, he takes Alfie’s hand with his right hand and holds it really 
firmly. With the left hand, he reaches out and takes my hand, and then is able to do quite a few seconds of 
focused work. He is also able to make eye contact with me and look at the screen. I become incredibly aware of 
this: two minds thinking about him as a parental triangle. We're both thinking about him (Owen, 29.10.21). 

I say, in my normal voice, just as had said to Emma, ‘Owen. Beverly is going now. I'll see you next week’. As I 
speak, he turns his head and holds it still, looking right at me, holding my gaze for maybe two or three seconds. It 
feels very intense. His expression is relatively neutral, but his frozen posture makes him look like I slightly took 
him by surprise. Either way, he is focusing, listening and taking in what I say; this much is clear. I hear Emma say 
behind, quietly to herself, ‘nice’ (Owen, 31.10.21). 
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Chapter Six: Emotion and Connection. 

Master Themes Subordinate theme Illustrative quote from the transcripts 

Enjoyment and 
relationship 

Sharing enjoyable 
experiences 

As we move from the trail into the open section of the grounds with a wide lawn, Jacob reaches out for Elena’s 
hand and begins to move in the direction of the swing. She picks up her pace to match his and he breaks into a 
run, and the two of them race over to the swings. She grabs his hand tighter and they run together over the 
grounds towards the swing… she runs all the way to the swing with him and it’s lovely to watch them (Jacob, 
02.12.21) 

[We watch him] eat this chocolate brownie… He so thoroughly enjoys it – turning it around and around to eat it 
from different angles; looking at the different bits in it and pulling them out with his fingers to try them; eating 
slowly and quietly, chewing every mouthful. One of the staff members asked him a question about it and he 
raises one forefinger at them, as if to say, ‘just one moment, I can't talk right now’. It's so joyous, that we all just 
start laughing… He gets it everywhere - all over his hands, all over his face … Milan takes him into to the 
bathroom to wash his hands and his face. Owen appears from the bathroom, jumping up and down, pogo-
sticking, with a massive smile on his face (Owen, 15.10.21).  

‘Cassie, can I come and sit next to you?’ She gives me a thumbs up. I sit so I can see what she's doing. She goes to 
the search bar and presses the magnifying glass and types in … S c o o b she types… She scrolls towards a 
particular section in the movie, where two brunette girls are faced by a monster. Initially they run away terrified, 
but then, together.. they give him a blow and he falls down a chute behind him. They defeat the monster 
together. I wonder about the combination of playing the friends theme tune and then playing a scene in which 
two brunette girls fight off a monster. I wonder - in her mind - what her and I are going to get up to. And what 
her hope is for our relationship (Cassie, 13.07.21). 

Cassie gets up and climbs onto the window seat on all fours, and puts her head on the window. She looks out of 
the window; the sun is streaming in and pouring onto her face. Hallie goes over and joins her on the window seat 
and talks to her about what's outside. ‘Can you can you see the horses out there? The other horses have gone to 
bed.’ She says to Cassie, ‘Can you see the chickens out there?’ Cassie’s curiosity and interest increases in what is 
happening [as Hallie’s does] (Cassie, 13.07.21).  
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Chapter Six: Emotion and Connection. 

Master Themes Subordinate theme Illustrative quote from the transcripts 

Enjoyment and 
relationship 

Pleasure from 
physical activities 

[Whilst swimming]: Alfa is keeping all of his attention on Jacob throughout. It feels like it’s a very intimate thing 
between them – a quiet conversation between friends, with intermittent fun and play… They cycle through some 
different, gentle activities. Sometimes they do some jumping: Alfa takes Jacob’s hands and begins to jump up and 
down in the water. Jacob smiles, sometimes closing his eyes (Jacob, 15.12.21). 

[Whilst swimming]: He does some side to side, rocking and shaking and he shakes his head from side to side - lots 
of happy movement and gesture. He takes Simon’s hands and jumps up and down a fair bit. They also play catch 
with the ball.. he is really happy. I think he was very happy to be working with Simon (Jacob, 19.11.21). 

[Whilst swimming]: I say, ‘do you want to stand up and jump? We'll jump in this time’. She gets straight to her 
feet and we stand on the side together… she held my hand and I could feel the tension in her… I said to her, 
‘relax, relax and breathe’. I relaxed my arm so she could feel I wasn’t going to push or pull her. I breathed slowly. I 
could feel her arm relaxing, and hear her breathing. Then, rather than jumping in she literally leaned over and 
tipped herself into the water, like a statue falling over… After the third time or so, as I was saying, ‘Ready, steady’, 
and then she would push her arms forward with fists clenched - with the movement of jumping - and she'd say, 
‘go, go’ (Cassie, 24.11.21). 

Owen is really giggling at this point - jumping up and down, shaking and flapping his hands. Noah looks at him 
and smiles; he takes the pillow and rather than giving it to Owen, he puts it on his head and sort of ruffles his hair 
with it. Owen giggles and takes the pillow off him (Owen, 31.08.21).  

Owen relaxes: his head goes back, his arm is floppy as Marcos massages the oil into his hands and the tops of his 
wrists. He reaches over his other hand and does the same. Owen smiles briefly and quietly. Marcos is watching 
Owen’s face for his reaction to see how he's responding to the massage. He interlaces his fingers into Owen, 
stretching out and massaging his fingers. It's a lovely moment of intimacy between the two of them: a 
demonstration of gentleness and attunement. Marcos’s eyes are fixed on Owen's face, on his body, to see how 
he's responding (Owen, 10.11.21).  
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Chapter Six: Emotion and Connection. 

Master Themes Subordinate theme Illustrative quote from the transcripts 

Enjoyment and 
relationship 

Anticipation 

[Before swimming] Jacob is ready to go out quickly. He seems keen, even excited to go. By the time I have been 
to grab my coat, he is in the cloakroom with his coat, shoes and bag on and ready to go out the door (Jacob, 
15.12.21). 

After lunch, he was really excited about going on his bed and having private time. He was bouncing up and down 
like a pogo stick, and giggling (Jacob, 26.01.22). 

Julie says, ‘shall we get some dinner, Jacob?’ He jumps up suddenly and bounds across the space in front of him. 
She says, ‘yeah! Get excited! It’s dinner time, let’s go!’ (Jacob, 21.10.21).  

He goes through to the corridor, has his meds and then he comes back pretty happily.  So after he's come back 
from meds, he heads straight to the dining room and sits down at the dining table for lunch. Owen knows he's 
got his lunch picture on the top – so he sits at his lunch table (Owen, 23.11.21). 

So comes back with some [massage] cream and sits down next to him..  she lets him smell it… He turns around 
and puts his legs over her lap. And she begins to do a deep massage on one foot. When she finishes one foot, I 
see him flex his other foot ready for the next massage (Owen, 20.07.21) 

[We head for] forest school… Once we're there… Cassie spots a watering can lying on the floor and picks it up, 
pouring the water out….  onto a flower bed. She quickly gets through the water …gallops towards the polytunnel. 
The teacher catches up with us and shows us the hose and helps Cassie to fill the watering can. She goes out 
twice into the garden and waters the raised beds with great enthusiasm (Cassie, 04.08.21). 
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Chapter Six: Emotion and Connection. 

Master Themes Subordinate theme Illustrative quote from the transcripts 

Enjoyment and 
relationship 

Pushing 
boundaries 

Jacob watches and then puts his hand out, palm up towards the plate. Asher squirts a little drop of hot sauce 
onto his fingertip. They’ve obviously done this lots of times before, as Jacob is ready for it (Jacob, 15.10.21) 

Owen has a huge smile on his face. Every now and then he bends down, puts his face on the plate and he slurps 
the gravy off the plate (Owen, 28.07.21). 

Milan sits next to Owen on the bed and passes him a cloth with some essential oils on. Owen smells and licks 
them... Milan tells him not to lick it. Owen takes the cloth and the bottle of oil off him and throws them back into 
the box. Then he collects up another cloth and a bottle of oil that Milan has put on the bed and packs them away 
in the box too. He takes the lid and replaces it, pulling up the sides to snap it closed. He hands the box back to 
Milan and pushes him out of the room. It is excellent, calm communication (Owen, 15.10.21).  

I go to the cupboard and lock the game away – Akinyi was also out the room – on her return, Akinyi notices that 
the nose on the sippy cup is up [which belongs to a peer]. She says, ‘Cassie, Cassie, did you drink some of that?’ 
Cassie puts her thumb up and signs ‘yes’… she must have been fast. I had my back turned for ten seconds at most 
(Cassie, 07.07.21). 

As she's ready to go out. I see her reach for a [staff’s] water bottle and pick it up. I see her take the lid off, and 
she stands there, holding it with the lid off and a sneaky smile on her face (Cassie, 13.07.21). 
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Chapter Six: Emotion and Connection. 

Master Themes Subordinate theme Illustrative quote from the transcripts 

Enjoyment and 
relationship 

Achievement and 
satisfaction 

Luca says: ‘Hey, Jacob, come and help me’. Jacob goes over and sits on a dining chair next to the shredder. Luca 
tears off the paper and passes it to Jacob. He puts it through the shredder….Luca puts his fist up towards Jacob 
and fist bumps him. Jacob rocks and grins and there's a sense of connection between them (Jacob, 29.10.21). 

Julie the teacher turned to Jacob and said, ‘why don't you break the eggs with me’. She puts four eggs in front of 
him and an empty bowl. She picks up the egg, and he holds her hand over the top – they crack the egg on the 
side. She does this for two eggs with Jacob. He's looking at the egg as it breaks; he’s interested and focused, 
gently rocking from side to side (Jacob, 02.12.21). 

They're clearly engaged in the activity: Cassie looking at and concentrating on both the activity and Emma’s face. 
Emma gets Cassie to look up at her and signs, ‘Cassie, you’ve been a star’. Cassie signs ‘star’ back and attempts 
the word, ‘Da’ (Cassie, 04.08.21).  

Emma signs all the way through. The activity is a picture of a house that is made of a rectangle, a square and a 
triangle. It is made with dotted lines and Emma gets Cassie to go over the lines. She puts tissue in Cassie’s hand 
and puts the pen in her hand so she’s holding it properly, and then she helps her to draw the lines carefully. She 
controls the speed of the pen so that she draws them really well. It's really nice to see: it's a really lovely piece of 
work that they do, but it’s also a lovely connection between the two of them. Emma is intent on Cassie 
throughout, giving her her full attention, and this connection is beautiful between them (Cassie, 11.08.21).  

Face to face, their bodies are mirrored as they attempt to do this simple, everyday action [Owen opening a 
packet of crisps]. In that moment, he focuses on her - is able to think about her and the interaction they're 
having. It feels connected, relational, and I find it a sweet moment (Owen, 31.08.21). 
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Chapter Six: Emotion and Connection. 

Master Themes Subordinate theme Illustrative quote from the transcripts 

Boredom and 
disconnection 

Boredom 

Each time Hallie spoke to her - she was moving her head around to try to get eye contact with Cassie - turning her 
head around to try and get eye contact: Cassie wouldn't make any eye contact. She was doing these activities in a 
sort of automatic or automated way -  ticking the boxes and getting them correct. But not being at all present. 
And so there was a deep sense of dissatisfaction about it all (Cassie, 24.11.21). 

She writes one to 10 on the page and asks him to point to the number nine. He stares at them and she says, 
‘good looking, Jacob’. But he's not looking, he's staring, he's not looking in a meaningful way - he's just staring at 
it without meaning, without a perception of what's happening. I wonder if this is the compliant boy that they told 
me about: the boy who would do as he was asked but didn't particularly learn anything or take anything in 
(Jacob, 02.12.21).  

The others are sitting and watching singing sign in the lounge – Julie has mentioned something about Christmas 
songs, but they are mostly just sing and sign. He goes in and joins them, sitting down. Jacob looks very bored. The 
others look very bored. It’s very babyish… It feels uncomfortable. Jacob sits there and looks pretty bored (Jacob, 
15.12.21). 

(Ways in which Owen refused activities he thought would be boring): She brought over a tub of silicone, squishy 
fish and tipped them out on the chair next to him. He grabbed a whole fistful of them and pushed them back into 
the plastic tub, picked up the remainder and shoved those into the tub. Then he took the lid and replaced it on 
top of the tub. With his hand flat out, he gently pushed the tub away from him. Joanie said, ‘okay, no problem’ 
(Owen, 10.11.21). 
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Chapter Six: Emotion and Connection. 

Master Themes Subordinate theme Illustrative quote from the transcripts 

Boredom and 
disconnection 

Using 
disconnection and 
numbing for self-
regulation 

He lies on his bed on his back with his knees in a bridge, his feet flat on the bed, with his arms raised in the air - 
and he waves his hands from side to side as if they're blowing in the breeze… And I get this distinct impression 
that the goal is to shut the world out. But as he does this, he no longer has to think - he no longer has to process. 
He can feel some kind of shut-out-ness from the world (Owen, 20.07.21).  

Owen lies on his back on the sofa and rocks back and forth... He insists on this occasion that [a particular] theme 
tune is played on loop for an hour. I reckon we’re there 3-4pm, and it plays continually: it's got a very particular 
sound and tone, a unique set of instruments. After I’d listened to it non-stop for an hour - which I have today – 
eventually it was ringing in your head, and squeezing out all the other thoughts. The song has been ingrained into 
my psyche, into my memory – it’s like a sensory memory. (Owen, 28.07.21). 

She has the speaker in her ear so that she blocks out everything else and she rocks back and forth, with her eyes 
slightly closed and pretty ferociously. She’s not rocking a long way forward – it’s a small movement of the top of 
the body, but it’s a fairly fiercely back and forth in her chair to the music. And every now and then she folds 
herself forward; it’s extraordinary - both her legs and the top half of her body are completely vertical… No one 
speaks to her when she does that… (Cassie, 11.08.21) 

[Shortly after Jacob’s tooth extractions] His hands are jammed into the side of the chair – his hands pressed into 
the gaps between the cushion and the side of the chair and his elbows and shoulders locked straight as if he is a 
soldier even as he is sitting down. He  rocks wildly from side to side. His mouth is stretched wide in a smile – but 
fixed in such a way that it looks more like a grimace. His face remains in a sort of smile throughout but no-one in 
the room interprets his behaviour as happy [it feels like this in an attempt to] distract from the pain. I feel 
disturbed and unsettled to see him like this (Jacob, 19.11.21). 

Jacob rocks and vocalizes throughout sometimes laughing, sometimes smiling widely – a huge gash in his face 
which display his teeth wide and press his eyes closed. I feel heavy and disturbed (Jacob, 19.11.21). 
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Chapter Seven: the search for safety 

Master Themes Subordinate theme Illustrative quote from the transcripts 

Finding safety Containment 

At one point, I asked Reuben, ‘what do you think Owen experiences when he gets agitated and aggressive? Is 
it anger, or fear or anxiety?’ Reuben thought about it and said, ‘I think it’s anxiety. Because if you can be calm 
yourself then he will calm down too’ (Owen, 10.08.21). 

Owen is intimidating me, his loud vocalisations, erratic movements and throwing of items around the space 
feels out of control and threatening. I recognize that I’m experiencing some fear inside myself. I remember 
that this is not my fear… as I do this, he comes very close to me… He stands still beside me for a moment, 
glancing up at my face. I stay still too (Owen, 31.08.21). 

I sit down next to her; she is making occasional gruff, shouty noises, short and sharp, as if she is irritated. I say, 
‘You sound upset, and you sound maybe angry’. I sign angry. Her breathing is laboured… I say, ‘Cassie, you 
sound really wound up. Can you do some deep breaths with me?’ I begin to breathe in and out really slowly. 
As she watches me, she slows her breathing… She pulls her mask down and looks at me (Cassie, 10.02.22).  

He heads back into the kitchen and stands next to the dishwasher. I go in with him and say ‘Jacob, it’s so 
difficult isn't it? Because I know you want to load the dishwasher’.  I put my hand on it: ‘just feel it, it's still on - 
let it run and then you can load it later’. He puts his hand on the dishwasher with me and I feel him settle. 
(Jacob, 02.12.21). 

By sitting and joining in with his vocalizations, his hums, I begin to feel a connection with him… He sits really 
still, and I sit really still - there's no particular physical or eye contact interaction between us. But there is this 
sense of joining in with the sound. In between the humming sounds that we join in together, and as I mimmick 
his hums and sounds, he begins to make some more syllables… suddenly, in the mix, he’ll throw in new 
vocalizations that have syllables in and that are close to being words (Jacob, 05.01.22). 
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Master Themes Subordinate theme Illustrative quote from the transcripts 

Finding safety 
Lone spaces that 
re-establish safety 

He watches the film with his feet flat on the floor and his arms on the armrest of the comfy chair. And he really 
watches it (Jacob, 06.07.21). 

He is back in his recliner chair, with his feet on the ball and watching Toy Story. He pretty much stayed there 
for at least an hour - over an hour  - enough to get near the end of the film; he was really chilled. After about  
45 minutes in, we could hear him like giggling and laughing (Jacob, 04.08.21). 

She’s pretty focused on her iPad, and I get the impression that she just needs that time with her iPad. She has 
the iPad speaker pressed up next to her ear. She's rocking pretty ferociously to the music. The first song she 
plays is a Christmas one; then she plays ‘10 little monkeys jumping on the bed’ followed by a similar song 
rhyme. And then she briefly plays Daddy shark. She really lets the music fill her head (Cassie, 11.08.21). 

There's a continual sound coming out of him. It sounds like some of it's meaningful like or ‘your you’re your’ 
and sometimes even sounds like he's repeating sounds back. But mostly it sounds like noise - like these are 
noises that he likes. So he'll make them almost to drown everything else out and to control his own headspace 
in his own thoughts (Owen, 10.08.21). 

He quickly breaks into a run, heading up the corridor towards me. So I get out of his way and he heads up the 
stairs. Rico comes up behind him and says to me, ‘he wants his boundaries. Like- don't get too close’ (Owen, 
29.10.21). 
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Master Themes Subordinate theme Illustrative quote from the transcripts 

Lost safety 
Anxious 
interactions 

I have staff working for me now that are frightened of him [Owen]…They will avoid..the priority is to keep him 
calm and happy and being settled… when you are managing someone's fear, it is a very, very complicated 
thing to balance. (House manager talking about staff relationships with Owen, 06.10.21). 

I say, ‘Alfie, he's asking for his snack box again’. Alfie goes in and says firmly, ‘enough, that's enough’. It doesn't 
sound like he's saying, ‘No, you can't have a snack. It sounds like he's telling him off’. It feels inexplicably 
aggressive. Owen leaps off the bed so fast and grabs Alfie by the neckline of his top, twisting it up in his hand 
and shouting loud in his face (Owen, 14.12.21). 

I find it difficult to listen to Emma listing the ways in which Cassie might have hurt herself, hurt the dog, hurt 
the public, hurt us. And as I struggle with this, Cassie, still with one arm hooked in mine, lashes out suddenly 
with her other arm and grabs Emma’s hair, shouting gruffly (Cassie, 11.08.21). 

He begins to start shouting and screeching quietly again. I feel the anxiety in me rise – like a tight feeling in my 
chest and a fuzzy feeling in my tummy (Jacob, 19.11.21). 

She says firmly, ‘eat Jacob, you need to eat that, please’. Her voice is in stark contrast to the soft, 
somnambulant tones I’ve heard from her all morning; it is edgy and sharp. He immediately begins to get 
stressed - he puts his middle finger on his forehead, and wraps the tips of his fingers around the outside of his 
face. He begins to squeal and rock (Jacob, 02.12.21). 
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Master Themes Subordinate theme Illustrative quote from the transcripts 

Lost safety 
Anxiety during 
mealtimes 

But soon, before the food can be cooked, Jacob is up on his feet and rocking and squealing and squeezing his 
face and then he begins to run his hands down his face with the flat of his palm - down his face from his 
forehead to his chin and over his lip so it vibrates. He's getting really, really distressed (Jacob, 02.12.21). 

His face is full of anxiety and distress. He draws the palm of his hand down from the top to the bottom of his 
head face. He places his middle finger against his forehead and splays the rest of his fingers so they span his 
face. He presses the tips of his fingers into the frame of his face – his temples and cheeks, the edges of his 
face. It is an anxious posture. Asher says, ‘look, you can eat this with your hands’. He picks up the pita and 
shows him – ‘you can pick it up like this and eat it’. Jacob continues to look unhappy and vocalise, I can feel the 
stress rising in the room. (Jacob, 15.10.21). 

The other young people have arrived and are getting seated at the table. Owen sits down, one foot on his 
chair. He eats the pasta and the garlic bread with his fingers, completely avoiding the mince. Once he’s 
finished all the carbs, he stands up and throws the mince in the bin, sitting down on the two-seater sofa… 
Owen walks over to the table where, looking at the wedges. Joanie hands them to him. He heads back to the 
sofa and begins to eat them.. Reuben says, ‘Owen, can you come and sit at the table?’ Owen ignores him. He 
polishes off all of these potato wedges – about two portions worth. He's really happy about them, occasionally 
grinning  (Owen’s preference for eating on the sofa when his peers were present, 10.11.21). 

She just shovels it in at the most outrageous rate. With the wedges, she spikes them with a fork and eats 
them. But when it comes to the peas and the tomato and a lot of the pork, she puts her mouth down at the 
level of the plate and she just shovels it in like she's a dustpan – it’s that motion: sweeping it into her mouth, 
filling her mouth until it's dangerously full (Cassie, 04.08.21). 

She was holding a near-empty ketchup bottle in one hand – I guess she had taken it from the table. No-one 
took it off her and she was squeezing and scrunching it next to her ear, so she could hear the noise. She was 
putting her fingers in it and licking the contents. She was pushing the end of it onto her mouth, and 
consequently, she had smears of ketchup all over her face (Cassie, 05.10.21). 

 

 



 

374 
 

UOB Open UOB Open 

Master Themes Subordinate theme Illustrative quote from the transcripts 

Lost safety Enactments 

‘So he got to the point where all the blinds needed to be shut, and everything needed to be away … when he 
was upset of an evening, he would do it around 12 o'clock, one o'clock in the morning’ (Interview with H. re. 
Jacob 26.01.22). 

Cassie holds the doll in front of her. The hair is large, frizzy and a little matted, a little old and worn. She takes 
the doll in both hands, holding her up and looking into the doll’s face. With one hand, she carefully smooths 
the hair away from the dolls face three or four times, tenderly and gently. She keeps her eyes on the doll’s 
face. Quickly, she looks up to the wall above my head. I turn to see the photo of her with her family. She looks 
back at the pile of dolls again and picks up a cloth ragdoll figure… Looking at the face of the ragdoll, casting her 
eyes over the figure of the doll, she draws the doll into her chest, so the face of the doll is buried into her neck 
and she hugs it, long and deep (Cassie, 15.09.21).  

She picks up this doll by the hair and carries her out the room… As she swings the doll powerfully by her side, 
the doll bangs on everything: the staircase, the radiator, along the side of the wall. This is the doll that she had 
just looked at so tenderly, smoothing her hair back – but now the doll is swung by the hair against the walls of 
the house, its naked body and graffitied bottom banging up against the worn and tired boundaries of the 
institution (Cassie, 15.09.21). 

Owen stands on the bench and hurls his toy over the fence... Rob goes to get the toy and as he's going to get it  
Owen walks towards the bush… and points his arm out straight, indicating into the bush whilst looking at me… 
I walk over and say, ‘What is it you want?’ He takes my hand, and he pushes my hand towards the bush. I 
strain my neck to look into the back of the bush and his teddy is right at the back of the bush. I say, ‘Owen, it’s 
a long way back’. He takes my hand again and looks at me very intently in the eye. He pushes my hand 
towards the bush. I say, ‘I'll see what I can do’. I push my way into the bush and I find a store for Teddies. I 
can't get them all - I can get three. So I hand him the first Teddy and he takes it. I say, ‘there's more. Wait.’ 
(Owen, 21.09.12). (In clinical supervision, this was interpreted as Owen representing to me that he could keep 
in mind things (or people) that were not visible or present).  
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Master Themes Subordinate theme Illustrative quote from the transcripts 

Lost safety 
Physical 
expressions of 
stress and distress 

Jacob begins to vocalise with a whining voice. Alex turns on the light and says ‘let him sit on his bed for a bit’ 
he’s getting wound up. He says to the night staff ‘get him a drink of squash please’. Jacob sits on the side of 
bed and looks out at me and the night staff member. He hits the side of his head seven or eight times with the 
heel of his hand. He is tense and anxious (Jacob, 09.11.21). 

The incident book describes an episode on Sunday, when he came out of his room after the day shift left at 10 
o'clock, and seemed anxious. He was pushing his forehead and shouting, pressing his hand against his face. 
One of the managers seemed to get a little too close to him. Jacob was shouting and screaming and banging 
his head. But then he hit the staff member and tried to grab him. The second time around, he got the staff 
member in a headlock and possibly pulled him to the floor (Jacob, 17.08.21). 

Cassie begins to try to grab [Kunle’s] hair, or grab out at him one way or another. She wants to grab his hair at 
first and then his clothes and at some point she wants to put her fingers in his mouth. He holds her hands so 
that she can’t do it  - and they are like this, with finger locked together, palms together… until he puts his head 
forward and says, ‘touch my hair’. She lets go of his hand to touch his hair and he ducks, and pulls away and 
goes to sit on a seat away from her. When he does this, she bites the back of her hand, before reaching behind 
her and grabbing the staff member’s hair that is sitting behind her (Cassie, 18.11.21). 

When I got upstairs, Owen was in his room. Marco was outside his room and tells me that he's had a difficult 
morning. He'd had a couple of incidents in which he grabbed staff members and head-banged and was very 
upset.. Marco told me that it had a difficult start, there had been an incident. He'd grabbed someone, and he'd 
been head banging. He has a raised bump on his forehead, from long established self-injury, but he’d broken 
the skin on it, and it was bruised and sore (Owen, 23.11.21). 
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Master Themes Subordinate theme 

 

Loss and feeling lost 

Owen: looking for family 

Note: As these themes are each evidenced by extended vignettes 
from each participant, illustrative quotes from the transcripts are 
not provided, as these sections offer extended extracts already. 

 

Jacob: separation 

Cassie: experiences of loss and grief 

Finding language for 
communicating emotions 

Thinking with Owen about family 

Rhythmic expression of emotion with Cassie 

Finding verbal communication with Jacob 



 

377 
 

UOB Open UOB Open 

Appendix CC: An example of a PECS board 

 

Downloaded free from: jonathan2.jpg (821×626) (keefamily.org) (Accessed: 19.10.22). 

  

http://www.keefamily.org/pecs/jonathan2.jpg
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Appendix DD: Makaton signs 
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Appendix EE. the participants’ emotional experiences 

The findings demonstrated the nuanced emotional experiences of each participant. To illustrate this, 

I provide extended extracts from one day’s observation with each participant. I chose the day for 

each participant based on two factors: firstly, that it was reasonably ‘ordinary’ with no special or 

unexpected events, in order to capture what might be considered a reasonably ‘ordinary’ set of 

emotional experiences for each of them; secondly, I looked for a day that had a variety of 

interactions and activities, so there was some breadth. These extracts set a foundation for the  

themes which unpack in more analytic depth each participants’ emotional experiences, and the 

common experiences of fear, joy and loss and how connection facilitated or thwarted the processing 

of these emotions.  

 

Appendix EE.1. A day with Jacob: participant observation from 02.12.21, twelfth visit.  

This observation occurred six weeks after Jacob had five teeth removed under general anaesthetic. 

During the observation, Jacob avoided using his back teeth to chew during mealtimes. I heard the 

team discuss that the dentist had told them Jacob would have a three-week recovery period. As 

Jacob was six weeks on from the operation, the team agreed that his difficulty with eating was not 

related to pain anymore, but that ‘he's just got into a rhythm now where this is what he does every 

lunchtime and he can't get out of it’ (Julie’s comment to Elena that day). Jacob’s distress around 

mealtimes was significant in this observation.  

It was also apparent to me the extent to which Jacob’s emotions were influenced by the staff and 

young people’s emotions, their response to him, and the atmosphere. Similarly to Cassie and Owen, 

Jacob seemed to experience and be influenced by the emotions of those around him. The 

psychodynamic notion that one person’s emotions can be felt by and influence another’s was 

explored in the theory chapter.  

 
‘I find Jacob in the dining room with his peers from the house. He is sitting in his usual seat, 
with his back to the door and rocking gently side to side. They are baking. I lean up against 
the work surface at 90 degrees to Jacob; he doesn't particularly notice that I've come in or 
acknowledge me. The teacher, Julie, is getting things ready and Jacob is waiting. After a few 
minutes, he looks up at me and I catch his eye. His face breaks into a broad smile, his eyes 
crinkling at the edges. I smile back.  
 
Julie crouches down next to Jacob: “why don't you break the eggs with me?” She picks up the 
egg, and he holds her hand over the top – they crack the egg on the side. He's looking at the 
egg as it breaks; he’s interested and focused, gently rocking from side to side…. 

 
A staff member, Elena comes in and stands next to Jacob. The teacher gives her a knowing 
look and the tension, which was already apparent to me, rises in the room. Elena absent-
mindedly places her hand on Jacob’s shoulder, it looks like an act which reassures her, some 
positive physical contact, and I am reminded again of Jacob’s huge size. Jacob looks very 
relaxed: his shoulders are relaxed, his hands are resting still on his lap, his feet are flat on the 
floor. He’s not wiggling or tapping his fingers or feet, as I often see him do.  
 
Andrew, a housemate who is sitting on his right, suddenly starts to sway back and forth, his 
movements getting bigger and bigger. He clicks his fingers and waves his arms back and 
forth like flags, vocalising loudly and enthusiastically. Jacob watches him briefly, then joins 
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him, lifting his arms with his elbows bent so he can sway more fiercely; Andrew and him look 
at each other and Jacob giggles’.  

Jacob, with whom I had often observed signs of tension and anxiety in previous observations, 

(examples of which are presented later in this section), was very relaxed here. He was enjoying the 

interactions of the group – greeting me with an open smile and sharing focus with the teacher. He 

also appeared to find Andrew’s burst of happy movement contagious – joining in with similar 

rhythmic movements, and giggling as they make eye-contact; it seems to be a shared pleasure.  

After ten minutes of continued focus on the activity, Jacob taking part readily with a relaxed 

expression on his face, Julie suggested that Jacob and Elena leave the group to do a different activity. 

I wondered if this was for Elena’s sake, who seemed quite uptight about something.  

 
‘Jacob goes over to the small dining table in the hall and Elena sits down next to him. She 
begins to read him a Christmas story book. It’s very repetitive… Jacob’s jaw slackens so that 
his mouth is open and he fixes his eyes on the page. His eyelids droop closed and then open 
again. It looks as if the repetitiveness and rhythm is lulling him to sleep. Elena and I also 
yawn repeatedly’.  
 

The story read to Jacob had no discernible narrative, written as a tool to aid counting. His eyelids 

drooped closed and I found it difficult to stay awake, as did Elena. She talked later about a post-

adrenaline sleepiness, (she had been involved in an incident with another young person from Jacob’s 

house, in which she had her hair pulled badly). It was interesting to me that we seemed to all 

experienced it with her. After the story, Elena begun to do some cutting activities with Jacob, in 

which he was asked to cut along different dotted lines. I recorded that: 

 

‘He cuts apathetically, like it doesn't matter, not with any sense of achievement or mastery, 
but doing as he’s asked - letting Elena turn the page this way and that, so that his scissors 
vaguely cut in the right line.’ 
 

The staff had told me how ‘good’ Jacob was when he arrived, but what I heard them describe 

sounded like compliance rather than engagement; this observation felt like a glimpse of a compliant 

Jacob – doing as he’s asked without actually engaging, a very different Jacob to the one I saw in the 

kitchen, interested and focused. The key difference between compliance and engagement seemed 

to be that the pleasure had gone out of the activity for him. Elena and Jacob moved on to a writing 

exercise, and his previous compliance gives way again to engagement and some of the pleasure at 

achievement returns: 

 

‘Elena lightly guides his hand, which holds the pen, showing him how to take his pen off the 
page between each “e”. For the last six or seven letters, she lets go and he does it almost 
perfectly - following one after the other. Elena praises him, then reaches for a piece of paper 
and dots out his name for him. He easily, and in a familiar way, joins up the dots to write his 
name. He looks a little more pleased with this - like this is familiar and makes sense to him. 
 
Julie takes over to do a number exercise with him. She gets some rubber transport vehicles 
out of a jar. There's sums on the page in front of them, e.g. 4+2 =6, etc. She  counts out 
“four” vehicles and then “two” vehicles, loudly and slowly. She reaches for Jacob’s hands and 
shifts his fingers so that he is holding up the right amount of fingers on each hand. Then she 
counts out loud along his fingers up to six. Jacob looks at her blankly, watching her face as 
she manipulates his fingers. He looks as if he has internally powered down. She dots out the 
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number six and asks him to fill it in, and he struggles to go over it with his pen. She writes 1 
to 10 on the page and asks him to point to the number nine. He stares at them for a long 
time. Julie says, “good looking, Jacob”. He is staring at the page; he looks as if he no longer 
knows what is going on, no longer understands where he is or what is happening’.  

Jacob’s engagement at the writing activity is short-lived, and he appears to internally blank out as 

Julie takes over and starts a counting activity. Her physical manipulation of his hands and fingers so 

that he points correctly and holds up the correct number of fingers appears to lead to considerable 

disengagement, so that he is only staring rather than looking, complying rather than engaging. This 

level of disengagement was something I observed routinely with Jacob; it is also something I 

experienced, which appeared to be a projection of his emotions (or absence of them). I reflected 

later about this part of the observation: 

 
‘I felt so numb. It was very difficult to connect with what was happening, to connect to Jacob, 
to focus on what was happening. Instead, I felt overwhelmed with the sense of it being 
purposeless and without meaning’. 

After this activity, Elena told him it was time for lunch and the familiarity of the routine – go to the 

toilet, get the cutlery and cup from the kitchen, go to the table – seemed to rally him, and he moved 

with more energy. He sat at the table in the small lounge and waited until Elena came in with a plate 

loaded with carbonara and two pieces of garlic bread on top.  

 
‘Elena says “I'll go and get a drink”, returning two jugs of drink. Jacob taps the jug of 
blackcurrant. As she pours it, she spills a good deal of it on the table. Jacob squeals quietly as 
it spills. Elena says, “I know I need to clean that up, but just choose your sauce first”. She 
opens his choosing book and he chooses two sauces.  
 
It feels as if she is gone for a long time. Jacob makes some quiet squealing vocalisations and 
screws up of his face with distress. He puts his hand out on the table and tries to wipe away 
the juice that's on the table, but it's too much for him to do with his hand. Elena comes back 
in holding a blue cloth. She shows it to him and wipes up the juice. She's got his sauces, which 
she drops onto his dinner. 
  
She stands back and says very sharply, “eat Jacob, you need to eat that, please”. Her tone is 
in stark contrast to the soft, somnambulant tones I’ve heard from her all morning.  
 
Jacob puts his middle finger on his forehead, and wraps the tips of his fingers around the 
outside of his face. He begins to squeal and rock forward and backwards. He very quickly, 
almost imperceptibly, touches the go sign on the side of his table. He rocks back and forth in 
his chair, squealing, his back banging on the back of his chair. Elena says, “no, Jacob, you 
need to eat, please”. He stands, rocking back and forth from one foot to the other in big 
movements, continuing to squeal and hold his face. Elena says, “wait there, please”. She 
leaves the room.  
 
She returns after thirty seconds or so saying, “Sit down Jacob and eat your lunch”. He sits 
down again. He doesn't look at his food, instead he rocks and cries out. He taps the go sign. 
And she says, “yeah, go on then - go to the toilet”. He runs out the room and up to the toilet’.  

 

In this observational extract, Jacob became increasingly distressed. His response to the spilled drink 

felt disproportionate – it was not a grunt of annoyance but the squeal of distress. It was as if he had 
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already been uptight about the mealtime – his distress was very near the surface already and ready 

to erupt at the smallest thing going wrong. This suggests that he already felt that his safety was 

threatened, as discussed in the theory section about trauma. His expression of distress continued as 

Elena left  - he made high pitched vocalisations and his facial expression indicated tension and 

anxiety; he also attempted to remove the spilt juice himself rather than wait for a cloth. I had felt 

very nervous myself whilst Elena was out the room: it is possible that I began to share Jacob’s 

urgency for her to return and clear up the juice. There was a sense that this very small misfortune 

with the drink had sabotaged any hope of the meal going well – as if only complete safety and 

predictability would provide any possibility for Jacob to attempt to eat. Elena’s radical change of 

tone to the use of a hard, insistent instruction – possibly intending to give Jacob a clear sense of 

direction – seems to upset him further. It was not clear whether Jacob’s distress immediately after 

this was in response to being told to eat or to the change in approach from Elena, whose company 

he had largely enjoyed and trusted up until then. It quickly turned in to a battle with Elena reluctant 

to let him go when he requested to leave.  

Following the above extract, another staff member, Alfa, arrived and took over as Jacob’s support. 

Jacob used his PECS symbol to ask for lunch, but got very upset when told to go back to the table; 

this indicated an ambivalence around eating – I wondered if Jacob was both hungry and afraid of the 

pain of eating. A manager arrived and told them to cook something different, arguing that maybe 

Jacob did not like the meal. The different explanations and responses from the staff made the 

support given to Jacob feel confused. The observation continues: 

 
‘Before the food can be cooked, Jacob is up on his feet, rocking and squealing and squeezing 
his face. He runs the flat of his palm down his face from his forehead to his chin and over his 
lips, so his cries vibrate.  
 
Alfa says firmly, “Go to your room”. Jacob goes to his room and Alfa says, “go to the toilet”. I 
can hear him squealing in his ensuite. He sounds like an injured animal - squealing and 
shrieking, like he's in an immense amount of pain. Jacob comes out of his ensuite and Alfa 
begins to make his bed up. Jacob watches him, rocking and screaming. Alfa finishes making 
his bed and says, “get on your bed”. Jacob jumps on his bed on his back.  
 
Alfa comes outside and sits on the stool. Jacob sits up on the side of his bed and looks at Alfa 
- his face is distressed, his eyes are wide, his eyebrows up but also furrowed in with distress. 
He's looking at Alfa for what to do. Alfa says again, “Jacob, lie on your bed and relax, 
please”. He lies on his bed and then he immediately rolls over onto his tummy. At which point 
Alfa gets up and says, “that's it. He's fine now”. He shrugs and goes to tell Tomasz that he's  
chilling on his bed now. The noise immediately stops’. 

Jacob’s distress in this incident felt multi-layered and complex. There were a number of factors 

which seemed to feed into the start of the distress:  the separation from his peers; the spilt juice; 

and the waiting. This was exacerbated further by Elena’s tone changing from friendly to military, the 

ignored request to leave, and the (likely) ongoing discomfort Jacob was experiencing with his teeth, 

or at least the memory of eating food being painful for him. 

This rapidly escalated into what seemed to be a sense of overwhelming anxiety for Jacob. There was 

a sense that Jacob was losing control, and that the situation was beyond fixing perceived problems 

around the meal or circumstance of the meal. Alfa’s assertiveness with Jacob seemed to bring safety 

to a moment when Jacob was not feeling safe. For the next hour he slept a little and had private 
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time a little. Once up, he went to the kitchen, rather than the small lounge, for his food, as his peers 

had finished. How he ate was notable: 

 
‘He hovers his hand over the fork and waits for permission, which Elena gives him with a nod. 
He prongs a chicken nugget and sticks it in his mouth and chews with his brow furrowed. He 
chews with his front teeth and makes his mouth an oval  - pushing the sides of his mouth in 
so as not to allow the chicken nugget to go into the corners of his mouth. His brow is deeply 
furrowed, knotted together at the top with his eyebrows pointing into the middle. When he’s 
done a few chews with the front of his mouth, which seems very difficult, he sucks the 
chicken nugget, pushing it down between his tongue and the roof of his mouth to break it up. 
He puts another nugget it and screws his face up again in pain’. 

Jacob was not just in pain as he ate, he was also stressed about it, furrowing his brow with 

concentration and screwing up his face with the effort of eating. Once he had finished the chicken 

nuggets and chips, Elena took him into the shared space and did an activity with him, cutting out 

snowflakes; he did it reluctantly:  

 
‘He turns his feet and his body round to leave the table. Elena says, “do you want to do more, 
or are we finished?” He does a really big finished sign. “Okay”, she says surprised. He jumps 
up and heads to the kitchen, looking back at Elena. She says, “what do you want show me?” 
He subtly beckons her with his hand to come into the kitchen. She goes into the kitchen with 
him. He points to the plate of carbonara that he had originally been offered.  
Elena comes out of the kitchen and finds Simon, “he wants the plate of carbonara. Can he 
have it?” He says, “Well, If he’s still hungry then. Yeah, he can”. So she heats it up in the 
microwave. He sits down and pours himself a drink’.  

I did not commonly observe Jacob initiating an idea and asking for something that was not on offer. 

It was notable that he conceded to Elena’s request to make snowflakes, getting through the activity 

politely, though he demonstrated little interest, and waited for an opportunity to ask for what he 

really wanted: more food. This demonstrated a level of social negotiation and relational tact. He 

asked for the second meal with some shyness, subtly beckoning her into the kitchen and pointing 

out his request, then waiting for her to check. Maybe due to having had a sleep and one plate of 

food, he presented as much more able and held together, sitting at the table without any prompts 

and pouring himself a drink. Eating in the kitchen also meant no staff absences to get things. Thus, 

this was a much more emotionally-regulated, assertive Jacob.  

Jacob finished the second dinner. It was easier for him to eat, as it was very soft. He was much more 

relaxed this time. However, he wanted to put his plate and cutlery in the dishwasher when he had 

finished, but it had already gone on. Elena told him: ‘you need to wait till it’s finished. We'll do it 

later’. After he had been to the toilet, Elena talked to Jacob about going out around the nature trail, 

as he had not been out all day. He gave her a thumbs up and she went to get her coat. As soon as 

she disappeared out of view: 

 
‘he glances at me and heads back into the kitchen and goes and stands next to the 
dishwasher. I go in with him - and I say “Jacob, it’s so difficult isn't it? Because I know you 
want to load the dishwasher”.  I put my hand on it and I say, “just feel it. It's still on - let it run 
and then you can load it later”. Jacob puts his hand on the dishwasher with me and I feel him 
settle. It seems that he can take this in. He looks at me as we both feel the vibrations of the 
dishwasher cycle. He spots Elena over my shoulder in the corridor and runs out to meet her’. 
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Jacob had fairly high anxiety about routines and patterns, which was provoked on this occasion by 

him not being able to access the dishwasher. However, once again, he was able to indicate what was 

on his mind and listen to the explanation, though he needed two conversations about it to feel sure. 

This demonstrated his occasional capacity to contain his anxious feelings – to indicate what they 

were and listen to the response. At least in this moment, this was indicative of finding a way to 

manage his anxiety by reaching out a second time to me, engaging with my response and moving on 

to another activity.  

We went out for the walk; he strode ahead of Elena and me, making what sounded like grunting, 

grumpy noises. Elena and I chatted behind him; she talked with easy affection about Jacob, and 

about half way around:  

 
‘he's running ahead a little bit, running down the little mounds, and then he turns around to 
look at us both with a big smile on his face. Elena says, “Oh, he's laughing!” We are both 
surprised. He continues to run on ahead and his whole mood shifts. Elena says, “Oh, you're 
having a good time. Maybe this is what you needed like this, maybe you needed to come out 
and get some fresh air”. As Jacob’s mood shifts, so does ours and suddenly we’re both in 
good moods too. As we move from the trail into the open section of the grounds with a wide 
lawn, Jacob holds back for Elena to catch up with him. Reaching out for her hand, he begins 
to pull her gently in the direction of the swing. She picks up her pace to match his and he 
breaks into a run, and the two of them race over to the swings. She grabs his hand tighter, 
and I watch them run together helter-skelter towards the swing, things flying out of Elena’s 
pockets as they do so’.  

As Jacob strode away from the complexity of all that had happened in the house, I wondered 

whether he listened with half an ear to Elena’s affectionate chatter about him. But this was not a 

lone happiness – this was not simply a physiological response to food, rest and fresh air – this was a 

happiness he wanted to share: turning to smile at us so we knew his mood and could join in, and 

then pulling Elena across the grounds into a run. I felt that I was witnessing one person sharing their 

delight with another.  

This day-in-a-life with Jacob demonstrates a wide range of emotional experiences: Jacob 

experienced both engaged interest in the kitchen and numbed disengagement during the tabletop 

activities; he experienced contagious fun with a peer and shared joy with Elena; he was first 

overwhelmed with anxiety, which found some relief at a clear instruction; his desperate request to 

leave was initially ignored, and his later shy request for more was granted. Jacob’s emotions rose 

and fell with the atmosphere of the house, the interactions with staff and peers, and also in 

response to his internal experiences of hunger, pain and repletion.  Jacob was a young man of 

emotional nuance – demonstrated in his experience of a containable anxiety as well as an 

overwhelming anxiety within a couple of hours in his day.  
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Appendix EE.2. A day with Cassie: participant observation on 22.09.22, my eighth visit.  

These extracts are taken from my eighth visit with Cassie. In a prior observation, she had let me 

know that she was missing her Mum and Dad; I had become increasingly aware that she had a lot of 

grief about her family. However, she did not express these feelings explicitly until later observations. 

This observation, therefore, was not dominated by grief, as future observations were, and it 

demonstrates a wide range of Cassie’s expressed emotion.  

 
‘As I arrive at the unit, I see Cassie coming out towards the door with two staff and Maisie 
(who lives with her) in tow. Both of them have their bags on and Jess, the teacher, is coming 
behind them; she calls through the door to me: “don't come in - we're coming out”.  I open 
the door for them and they all bundle out. Cassie has her head ducked down and her brow 
slightly furrowed; she is vocalising in an unhappy way, a moaning, complaining sound, 
indicating irritation. She crunches heavily down the staircase looking annoyed. The teacher 
says quietly to me, but still in Cassie’s hearing: “she's had a difficult week, she's had two 
child-on-child incidents and she’s also been pulling”, she reaches up and pulls at her own hair 
to demonstrate.  
We head out to the grounds and towards two half-finished storks made of wire and plaster 
of Paris. Cassie throws off her bag and slumps down on the grass with her legs out in front of 
her, either side of a tub of water. Jess passes her a strip of bandage, which, upon 
encouragement, Cassie dips in the water. She slowly and heavily heaves herself up and wraps 
it around the body of the stork. She plonks herself down on the grass again. Though her air of 
irritation and disgruntlement remains, and her movement remain sullen and grumpy, it 
slowly becomes clear that she’s quite enjoying the activity. Jess keeps asking her, “Do you 
want to do some more?” and she puts her thumb up. It is an effort to get down on the floor 
again to soak the bandage strips, and each time she makes heaving, grumpy noises, but even 
so, she keeps choosing “yes” and continuing.  
The second time she sits down, I crouch right down so my head is at her level, conscious I 
have not properly said “hello”; she looks up and she gives me the mildest smile: a smile with 
her mouth closed, a genuine little smile, peeking through her grumpiness’. 

In the first few minutes of observation, it was clear that Cassie was in a grumpy, sullen mood. 

However, her ongoing irritation mingled with the pleasure of the activity. She also managed to greet 

me with kindness, despite her mood. She continued with the activity: 

 
‘Jess tells Cassie that this is the last one. Cassie looks at the pile of bandages, and picks up 
the whole pile. Jess, who is chatting to the art teacher, notices and says firmly, “No, pick up 
one”. She turns back to her conversation, and Cassie picks up two with a sly smile creeping 
onto her face. She checks they are not looking and sneaks them into the pot of water, a low, 
maniacal burst of laughter escaping as she does. It’s not until she stands up to put them on 
the stork that Jess notices and says, “you have two there”. She responds as if it is an accident 
and helps her pull them apart and put them on separately.  
 
Jess helps Cassie to wipe her hands. As they walk back towards the house, she says, “Cassie, 
come here, you have it all over your face” and she wipes her face with a wet wipe. “Close 
your eyes” she says, and wipes the plaster gently from around her eyes’.  
 

Jess and Cassie seemed to have an easy and comfortable relationship, with Jess setting boundaries 

and helping her in a nurturing manner. These sorts of interactions – receiving help, letting someone 

clean your face - take trust, and trust is typically built through the relationship with the primary care 
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giver (Erikson, 1994), so maternal overtones were apparent to me as I observed. Cassie also enjoyed 

sneakily taking two bandages, despite Jess’ instruction to take one – she found this quiet rebellion 

very funny, and it reminded me of the quite specific pleasure that mild rule-breaking can bring.  

 
‘Once up on the unit, Cassie uses the toilet then sits down at a table. There's juice and cups 
on the table. Jess comes in and one of the staff asks, “what should we do now? Shall we do 
snack after?” Jess says, “let’s do snack after, we’ll do a bit of drama first”. As Cassie watches 
them put the jug and the drink away, she shouts out and looks like she's about to cry’. 

It seemed to me that Cassie had assumed that the drinks and snacks in front of her on the table 

were as good as a promise that it was snack time. She responded as if she had been robbed and her 

reaction was not acknowledged. These small moments reminded me of her powerlessness at times, 

and of the small micro-aggressions from staff that, in this case, maybe subconsciously allowed some 

retribution for Cassie’s ‘difficult week’.  

 
‘The drama teacher sits down. She's got some laminated pictures of a map of Africa, and a 
cut-out picture of a  crocodile and a hippo with Velcro on the back. She takes the picture of 
Africa and shows Cassie and Maisie the two cut-out pictures of the animals. She says, “this is 
Africa”. Cassie picks up the hippo picture and sticks it on the Africa picture; she looks very 
unhappy. Maisie, sitting opposite her, picks up the crocodile mask and holds it over her face 
looking through the eye holes. “Well done, you remembered!” says the drama teacher. She 
says to Cassie, “hold the mask over your face”. Cassie places the mask in front of her face 
and cries, making the noise of crying, but with no tears. The drama teacher says, “well done, 
Cassie”’.  

In my previous observation, I had been struck by the work of another teacher, who worked hard to 

bring purpose and meaning into everything. In contrast, there was no explanation or application of 

these activities in this session. Cassie held things up, moved pictures around, whilst the teacher 

directed her and took photos. I found it very difficult to observe, because there was no attempt to 

try to help Cassie make sense of the activity, and because she was upset throughout. Cassie’s 

compliance with the lesson was praised, and her expression of distress was ignored.  

 
‘After two-three minutes of activity, the teacher puts a piece of paper in front of Cassie on 
the table. It has three Velcro-ed faces on: a green, happy one; an orange, neutral one; and a 
red, sad one. She says to Cassie, “How do you think you did today?” Cassie pauses, looking at 
them, and then taps the sad face. The teacher is a bit thrown by this. She says, “I think you 
did really well, Cassie. And taps the green face”. She looks up, a little embarrassed. Jess says, 
“I think she's trying to tell you that she's sad today”. And then she says to Cassie, “Are you 
happy or sad?” Cassie doesn't respond’.  

The teacher asked Cassie to grade how well she did through three faces: happy, neutral and sad. 

Self-grading, which requires self-reflection, is quite a difficult task, as Cherepinsky (2011) identifies in 

his research on the topic. To be asked to do this through emotion cards seemed to add confusion. 

Cassie appears to assume that the question is: ‘how are you feeling?’, something which Jess 

understands and affirms. At this point, it is worth reflecting on Cassie’s day so far, at least the parts 

that I had observed: I had observed her irritation as she left the unit, which mixed in with the 

pleasure of the art activity. This had occurred within the context of Cassie’s relationship with Jess, a 

relationship that she seemed to feel safe within. She had returned to the unit to something which 

may have felt punitive to her (even if that was not the intention): the removal of the expected drink 

and snack. Instead she was asked to do an activity that appeared to lack explicit meaning, opposite 
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Maisie, her least favourite peer. Alongside this, she had communicated her emotions very 

thoroughly – crying out at the removal of the snack, taking part with sullenness, and then finally 

crying behind the mask. The question: ‘are you happy or sad?’ felt obtuse in the context of the 

varied emotions Cassie had expressed. Similarly, the three faces felt reductive in this moment – she 

was feeling a lot of things, including sad, which was the one she had chosen. The session continued: 

 
‘The drama teacher says, “Well, I think you did good work today. How do you think you did? I 
think you did really well” and she taps the green face again, insistently. Cassie doesn’t look at 
the teacher, she keeps her eyes on the card. Slowly and reluctantly, she slides her finger 
along from the red face and lethargically taps the neutral, orange face. The teacher says, 
disappointed, “Yeah, okay”. Cassie lifts the neutral face off the board and puts it on another 
board which I think says something like, “this is how well I did my work today”’. 

This moment for me was one in which I felt a renewed sense of Cassie’s relational and emotional 

intelligence. She appeared to understand the teacher’s incapacity to contain her sad feelings, and 

the need that the teacher had for her to say she was okay – and so she conceded. She did not 

capitulate and tap the green face, but she met her half way as a concession, though she did it with 

all the lethargy that typically attends a reluctant personal compromise. The observation continued: 

 
‘Cassie relaxes on the sofa. Kunle is bouncing a football around the lounge, playing keepy-
uppy and sometimes flicking it over to Cassie. As the ball lands on her lap, she sits and hugs it 
in amongst the hustle and bustle of activity. Suddenly, Esther cuts across the noise in the 
room by saying very loudly to Jess:  “Oh, she did so well. Last night, she facetimed her mom”’.  

I knew well by this observation that Cassie was grieving the absence of her Mum, not just because 

this was the first thing the principal told me about Cassie, but because it had become apparent in my 

interactions with her. Three weeks prior, Cassie had started to communicate with me about missing 

her best friend, and then during a time in which she was expressing a great deal of sadness wrote 

‘mum’ on the page. She had made sure that no-one else saw her do this. I had noticed that it was 

important to her that we had this conversation just the two of us; it was a sadness she wanted to 

express quietly to me. 

In the extract above, as Esther cut across the noise in the lounge, announcing to everyone, ‘last 

night, she facetimed Mum’, the loudness and public nature of the sharing of this information felt 

deeply at odds with the quiet way that Cassie had chosen to communicate about her Mum with me 

up until that point. As Esther, certainly meaning well, said this, I felt a stabbing pang in my stomach, 

very likely a transference of pain from Cassie. I wrote in my reflective journal that it felt like, 

‘something precious, something gold was being blasted around all over the place’.  

 
‘Esther loudly and boldly begins to tell Cassie’s story to the room: “she facetimed her mom, 
and she did really well. I just held the iPad out like this… [Esther places the flat of her hand 
right up in front of Cassie’s face, with her face turned away to address Jess] …and she 
jumped straight up, and she went to her bedroom. And then she talked to mom while she sat 
on her bed. And then at the end, I said, ‘Okay, we're going to phone mommy back in two 
weeks’, and she was fine, she said, goodbye. And she did so well”.  
As Esther recounts this story, Cassie, who is holding the football, hugs it into her tummy and 
bangs the ball with the flat of her palm, shouting out. The noise of the slapping and the 
shouting almost drowns out what Esther is saying, as she batters the ball in her hands.  
Esther, once she has finished the story, turns to Cassie and draws her in, saying to her, “I was 
so proud of you, you're such a good girl”. She goes up to her and smiles deeply at her, 



 

390 
 

UOB Open UOB Open 

stroking her hair. Cassie seemed to calm at the warmth from Esther, letting the ball fall to 
the floor’.  

Cassie seemed to express the pain of having her personal, precious story – her once a fortnight 

connection with her Mum – announced to a busy, bustling room, by trying to drown it out with 

bangs and shouts. She banged the ball against her stomach, the place where I also felt pangs of 

sadness as this unfolded. I saw something of the mix of sadness and anger in her at not having any 

power to tell her own story – or silence the re-telling of it to the room. It was a painful moment. 

However, alongside it, Cassie’s longstanding and warm affection for Esther, and Esther’s change of 

approach once she had told the story - the physical affection and verbal affirmation - was something 

that Cassie responded to and connected with. Cassie’s feelings relating to loss is something I explore 

in more detail in a later findings chapter. However, in this observation, it is enough to note that the 

hurt of her mostly-lost relationship with her mother mingled in with the mixed feelings she had 

towards Esther – needing her affirmation and affection, even as Esther wounded her by retelling 

Cassie’s story with little awareness of the sensitivity it needed.  

Cassie’s emotions layer themselves in this observation, giving a window into her internal world and 

the way in which past and current relationships and experiences weave into the ordinariness of her 

day, giving rise to many feelings and responses.   
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Appendix EE.3. A day with Owen: participant observation from 31.08.21, fifth observation 

The extracts from this participant observation on 31.08.21 illustrate Owen having a varied day, both 

in terms of activities, interactions and emotional experiences. In the previous observation to this 

one, Owen had been very agitated and distressed for most of my five hours with him. At the start of 

the observation, he had repeatedly requested for his TV to be switched on (which he does not have 

during school hours). He initially accepted a ‘later’ response from his supporter, but, for reasons that 

were not clear, this escalated into a battle of wills with the house manager. Owen became angry and 

distressed, headbutting the house manager in the chest a number of times and scratching him on 

the hands; the two of them ending up covering most of the house and grounds during the hour-long 

altercation. Owen had also sought me out for help, and, whilst he had seemed to work hard on 

containing himself with me, I had come away with lots of little pinch marks on my hand. As I headed 

in for this observation, I reflected on how intimidating he had been and the fear I had experienced 

when he was struggling to maintain control. On reflection, I reminded myself that he was a young 

man who was probably experiencing a great deal of fear about the world around him. I 

acknowledged therefore that, whilst I experienced him as intimidating, he was probably also 

frightened, and it was important to regulate my mind and work at digesting the feelings of 

intimidation and fear if it happened again. This played out during this observation. 

 
‘I find Owen with Emma in the lounge. Owen seems agitated: he is pacing and his “er-er-er” 
vocalisations are loud and have a spikey tone; his eyes are wide and he turns his head 
quickly, taking in the room in a hyper-vigilant manner. He wanders over to the cupboard 
where the snacks are kept and taps it. His vocalisations are getting louder and Emma looks 
nervous. One of Owen’s peers from the unit is also in the lounge with another staff member; 
he also begins to get louder, talking fast and beginning to shriek occasionally. Emma asks the 
staff member to take him to get snacks from the kitchen. Emma asks Owen to sit at the little 
two-seater table off to the side. She gives him a drink of squash in a plastic cup. He has two 
sips before getting up, striding across the room and pouring the rest of the drink into the bin. 
I must have reacted – maybe I smiled – as Emma says to me, “no, that's very good, because 
usually he throws it if he doesn't want it”. 
 
She gives Owen a packet of crisps; he sits at the table and eats the crisps briefly, before 
getting up and putting them in the bin. He begins to move fast around the room, erratically 
moving from one corner to another, head flicking wildly from side to side, as if he is 
continually looking up into the corners of the ceiling. He sees a plate on the mantlepiece with 
the remnants of breakfast. He wipes his hand across it and licks his hand. Then he picks up 
the plate and hurls it like a Frisbee across the room; after it goes the fork. He stalks around 
the room returning to pick up the plate and fork from the floor to hurl them again. On the 
mantlepiece is a jug of juice; picking it up, he throws it hard across the lounge and about a 
litre of juice pours over the floor. Emma doesn't say anything. She picks up a roll of catering 
kitchen roll, tears off a piece and drops it into the puddle. Owen approaches her and she 
tears him off some blue roll and gives it to him; he throws it on the floor and watches the 
squash soak into it. He picks up the saturated blue roll from the floor and licks it like a lolly. 
Emma says, “don't do that, put it in the bin”. He goes over and puts it in the bin’.  
 

Owen’s agitation was apparent from the tone and volume of his vocalisations, his wide-eyed, vigilant 

facial expression and the pace of his movements; he appeared to have excess energy – a symptom of 

anxiety which raises the pulse and heartrate (Rothschild, 2000; van der Kolk, 2014) - that he tried to 

expend in fast, exaggerated movements. This may have started with his feelings of hunger and thirst, 
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but as his anxiety increased, he was not calm enough to sit still to eat and drink, and his anxiety 

seemed to escalate. He expressed his sense of chaos by hurling things across the room like frisbees. 

His head movements expressed a sense of loss of safety, as he seemed to need to keep every corner 

of the room in his sights. He seemed frantic, as if he did not know what to do with himself. I also 

wondered if he threw the jug of juice following the cue of Emma’s comment to me that ‘usually he 

throws it’; this maybe have inadvertently offered out one concrete thing that he could do - 

something that was apparently expected. This created a purpose, a physical activity on which he 

could expend energy, and a reason to get a little closer to Emma and me as he helped to clean up 

the mess. Whilst maintaining our distance from Owen when he was this agitated mitigated against 

him reaching out to us in rage, rather than plates and jugs, I wondered whether it left him feeling 

isolated with his agitation: 

 
‘I offer to get the mop from upstairs, aware that Emma cannot leave me with Owen. As I 
return with it, she says, “Owen may like to help”. He comes over and Emma takes over from 
me and hands the mop to Owen, and he begins to mop the floor one-handed. He does this 
with an air of nonchalant curiosity, moving it around the room a little haphazardly, but 
watching his progress in mopping up the squash.  
 
Owen’s movements are still agitated, although the cleaning up activity is focusing him. 
Emma continues to keep her distance, moving away from him – often around the table – if he 
approaches her, and I am doing the same. I recognise the intimidation and fear in the room 
once again and begin to think about Owen’s experience of also feeling overwhelmed and 
confused. The next time he walks in my direction, I don’t move away but stand my ground, 
keeping him in my peripheral vision. He begins to walk past me, back and forth, swinging his 
head back and forth to keep me in his field of vision without prolonged eye contact. He stops 
still beside me for a moment, glancing at my face. I stay still too and we look at each other 
for a few seconds. It begins to feel a little safer in the room’. 
 

Owen seemed to use the clearing up to self-regulate – expending the anxious energy on a purposeful 

task. As I regulated myself, it offered him some further containment and safety, which he seemed to 

be able to take hold of, his anxiety dissipating. Greater regulation maybe allowed him to return to 

the original concern: hunger.  

 
‘Owen turns on his heel and heads over to the bin, retrieving the packet of crisps, he begins 
to eat them again. Emma goes to the cupboard and gets another pack. “Don't eat those”, 
she says, handing him a new pack in exchange for the opened pack. He looks at the 
unopened pack and hands it back to her to open. Emma holds the packet in front of her, one 
hand either side, poised to open it. She nods at him to come near. He takes a step towards 
her. She gently moves his hands so they are either side of the crisps packet, as hers were. 
With her hands over the top of his, she helps him pull it apart. It doesn’t open. They are 
standing face-to-face with the packet between them. Emma pulls again at the crisp packet; it 
still doesn’t open and her brow furrows with frustration. Owen watches Emma’s face wrinkle 
in frustration: an amused smile flashes across his face. The expression is easy to read: she is 
trying to teach him how to open the crisp packet, but she can't do it herself. Finally it opens, 
and he heads to the sofa, puts his feet up and eats the crisps’.  

As anxiety dissipated and safety resumed, the possibility of proximity also returned. This made a 

space for Owen to experience a very ordinary amusement, as Emma struggled to do the very thing 
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she was trying to teach Owen to do. This was a sweet, tender moment to observe: a shared, tiny 

struggle, after the juice-hurling, fork-throwing chaos.  

Emma took Owen for his 12pm medication shortly after this; he then went out to the grounds. He 

was relaxed outside, sitting on the bench sometimes, and using the large space outside to run 

around and explore. Noah took over as Owen’s one-to-one supporter and it began to rain.  

 
‘Noah says, “Come on, Owen; let's go in”. Owen isn’t sure about coming in and doesn’t 
respond. Noah and I move towards the door and he gets up and follows us in. Owen throws 
himself down on the sofa and I sit on the armchair at 90 degrees to him. Noah sits next to 
me. Owen seems very relaxed. With both hands, he pinches his fingers together and touches 
his fingertips together briefly several times. It is similar to the first half of the Makaton for 
“crisps”.44  
 
He picks at his damp t-shirt and looks down at it, running his hand backwards over the top of 
his head, which is also damp. I say “Owen, is your t-shirt feeling wet?” Noah answers, as if I 
had asked him, “yes”. 
 
Owen gets up from the sofa suddenly and heads over to a large cupboard in the corner of the 
room. There’s a large plastic tray leaning up in the space between the cupboard and the wall, 
obscuring the corner. Owen stretches his arm far into the thin gap between the leaning tray 
and the corner, concentrating. He retrieves an open packet of crisps, which I recognise from 
this morning. He sits back on the sofa and places a large crisp on his tongue, letting the 
flavour seep in to his taste buds slowly. Noah and I burst out laughing, as I tell Noah that I 
recognise them from earlier and he must have hidden them when Emma and I had our backs 
turned. He puts one foot up on the sofa and leans against his knee; he looks very pleased 
with himself, as he chomps through the rest of the bag’.  

Owen was never without a one-to-one supporter present and his bedroom door was always ajar: he 

was always observed. However, this moment offered a glimpse into his capacity to keep things 

hidden – of finding ways to do things stealthily and letting us know later that he could plan ahead 

and reap the rewards. There was a sense of Owen feeling immensely pleased with himself about 

this, observable by his relaxed and confident posture – one foot on the sofa, resting his arm on his 

knee – as well as the extra pleasure he took in eating the crisps, slowly placing each crisps on his 

tongue and thoroughly enjoying the sensation. It seemed to me that the pleasure of eating was 

mixing in with the pleasure of the achievement; his satisfaction about this seemed to remain with 

him for the rest of my observation. Upon reflection, there is great pleasure to be found in a job well 

done, in a plan laid and executed – particularly when it overturns power relations; this reminded me 

 

44  
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of the importance for Owen of finding ways to exert control and have agency, and what an impact 

this had on his emotional state.  

Following the extract above, Owen sat down for lunch, which he ate most of, and then indicated on 

the PECS board that he wanted to go to his bedroom; Noah followed and made up Owen’s bed.  He 

spent a very happy free hour with his favourite programme on his TV whilst he rocked on his back on 

his bed. The school afternoon started and the three boys that Owen lived with went out on a trip, 

but Owen stayed behind (a common occurrence, due to Owen’s unpredictability off site). He asked 

for his cupboards and toy chest to be opened and pulled all his soft toys out onto the floor. He 

picked up one after the other, holding each teddy by a leg or arm and flicking it back and forth, 

seeming to want to find the ‘right’ teddy. He could not seem to find the one he wanted:  

 
‘Owen runs out of his bedroom and quickly heads into Jon's bedroom. There's a locked  
window box in Jon's room; behind the Perspex door of the window box there are loads of 
stuffed toys. Owen indicates that he wants it open so he can get Jon's toys. Joanie says, 
“they're not your toys, I'm not opening it”. He sits down on the bed in protest and continues 
to tap on the Perspex, vocalising loudly and looking increasingly annoyed.  
Milan arrives on shift, comes into the room and takes Owen’s hand, “out please” he says 
simply. Owen gets up and leaves the room with Milan, but lets go once in the corridor and 
runs towards the exit door, standing next to it and waiting. Joanie says, “go back to the 
bedroom, please”. He runs back towards his bedroom, only to turn into another boy’s 
bedroom (Peter’s) on the way, and grab a toy which he comes out flicking back and forth. He 
looks at it with some disgust and throws it back through the doorway into the boy’s 
bedroom. He goes back to his bedroom briefly then runs back to the doorway of the boy’s 
room, pointing his finger towards the toy he had rejected. Milan hands him the toy; Owen 
looks at it again and throws it back into the boy’s room’.  

Owen appeared to be processing the disappearance of his peers on a trip whilst he was left behind. 

He went into two of their rooms, asked for Jon’s toys, which were locked away, then went into 

Peter’s room and helped himself, before rejecting the toy again. He also headed to the exit door, 

through which they had previously departed. There seemed to be overtones of jealousy – of Jon and 

Peter having something that Owen did not have, that he was going to take for himself. Once he got 

hold of Peter’s toy, he experienced an apparent ambivalence about it, rejecting it, asking for it again 

and rejecting it again. It seemed to me that he was feeling conflicted about their departure and what 

they might have that he did not.  

This situation resolved by Owen requesting a drink and a snack, which he was given and which 

appeared to distract or placate him from the previous concern. He went outside shortly afterwards 

and spent an hour in what I had come to understand was his favourite space in the garden, which I 

later discovered had a slight echo, which he seemed to enjoy vocalising into. Around 3pm, Emma 

arrived to support him to go swimming. When we returned to the unit, I realised that it was time for 

me to go. 

 
‘Owen is milling around the lounge, looking very relaxed. I approach him, stopping around 
ten feet away and say clearly, with my eyes on his face, “Owen. Beverley is going now45. I'll 

 

45 Some young people with learning disabilities and autism with speech muddle their pronouns – saying ‘you’ 
to indicate ‘I’, for example: ‘you want a drink’. For this reason, I habitually referred to myself by name with the 
participants to bring clarity to my communication.  
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see you next week”. As I speak, he turns his head and holds it still, looking right at me, 
holding my gaze for maybe two or three seconds. It feels very intense. His expression is 
relatively neutral, but his frozen posture makes him look like I slightly took him by surprise. 
He is focusing, listening and taking in what I say. I hear Emma say quietly to herself from 
behind me, “nice”’.  

I finish with this observation, because it reflects again the interactional intensity that I so often 

experienced with Owen. The impact of these short interactions left me continually reflecting as to 

whether this was partly why he kept interactions short and minimal. The observation shifted in this 

moment, and Emma watched Owen and me in this brief interaction, taking some pleasure in the 

brief connection between us. During my time with Owen, I became increasingly conscious that, 

despite his aloofness and oftentimes his need for unusual distance from others, people and 

relationships mattered deeply to him, and were a source of security, pleasure and emotional 

stability for him.  

The extracts from my observation of Owen on 31st August 2021 include evidence of Owen 

experiencing an anxiety that was hard for him to contain; amusement at an ironic interaction with 

Emma; jealousy at being left behind when his peers went out on a trip; the satisfaction of planning 

something and enacting it; and the intensity of his interactions with others. His emotional 

experiences partly respond to the events that unfold around him, but also seem to reflect the 

relationships he has with those around him. Over time, I felt that different forms of fear were a 

significant aspect of Owen’s emotional experiences; he also experienced lots of joyful moments, 

which were often connected to visceral experiences; loss was also apparent, although much more 

difficult to identify; these experiences are examined in later chapters.  

Appendix EE.4. Conclusion 

These extracts present the participants’ emotional experiences -  which represents an overarching 

theme underpinning subsequent ones. Using extracts from one day’s observation with each 

participant, I illustrated how Jacob, Cassie and Owen’s emotions vary in nuanced and overlapping 

ways in response to internal, external and relational events.  

The extracts from my observations with Owen, Jacob and Cassie evidence a wide array of emotional 

experiences. All three of them experienced anxiety during the day: for Owen and Jacob this was 

connected to mealtimes; for Cassie this was connected to relationships. They also experienced 

moments of pleasure that were often correlated with their relational interactions: Owen’s amused 

interaction with Emma over the crisps; Jacob’s racing with Elena to the swings; Cassie’s mother-

daughter connection with Jess and her conciliatory response to Esther’s clumsy re-telling of her 

story. Pleasure was also experienced in response to taking back some agency: Owen’s triumphant 

hiding and recovery of a packet of crisps; Cassie’s quiet rebellion with the stork; and Jacob’s internal 

realisation that he wanted two lunches and decision to act on this. Cassie’s sadness was apparent 

during the lesson; this was a major theme in her emotional experiences. Sadness was also part of 

Jacob and Owen’s emotional experiences, though less dominant. This is discussed in Section 6.4. in 

the findings chapters. Jacob, Owen and Cassie also demonstrate very variable levels of engagement 

at different points in the observations; the role of engagement, and the opposing experience of 

apparent numbness is explored in relation to pleasure in Section 6.2 and Section 6.3.  

Chapters Six and Seven explore each of these themes, expounding them in relation to the research 

question.  




