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UNIVERSITY OF SOUTHAMPTON 

ABSTRACT 

FACULTY OF MEDICINE, HEALTH AND BIOLOGICAL SCIENCES 

Clinical Experimental Sciences 

Thesis for the degree of Doctor of Philosophy 

INVESTIGATING THE VALIDITY AND UTILITY OF THE PSYCHOSIS SUBGROUPS  

Elizabeth Graves 

The current system of classification of mental health diagnoses has been widely criticised. In 

particular, the diagnosis of schizophrenia has been highlighted as being essentially meaningless. 

Issues surrounding its validity and utility have been raised. In response to this, an alternative to 

the current system has been proposed: the psychosis subgroups. These subgroups, informed by 

the biopsychosocial, stress vulnerability model and Cognitive Behavioural Therapy approaches, 

are drug-related psychosis, traumatic psychosis, stress sensitivity psychosis and anxiety psychosis.  

This thesis explores validity and utility of classifications within mental health, through the 

investigation of the psychosis subgroups. Three studies were designed to explore the validity and 

utility of the psychosis subgroups from the perspective of three main stakeholders in the use of 

mental health classification: researchers, service users and clinicians. 

Study 1 explored the validity of the psychosis subgroups using a quantitative cross sectional study. 

A clinical sample was used to investigate concurrent validity. The hypothesis was not upheld and 

possible reasons for this are discussed. 

Study 2 explored Professional Experts and Experts by Experience opinions about the validity and 

utility of psychosis subgroups using a Delphi study. A lack of consensus in many areas was found. 

Further descriptive data identified divergent opinions held by participants.  

Study 3 used Grounded Theory to explore the opinions of Experts by Experience. A model of 

“uncertain knowing” in relation to the causes and explanations of psychosis was proposed. The 

implications and practical uses of this model are discussed. 

This thesis provides a pragmatic, comprehensive and systematic exploration of the validity and 

utility of the psychosis subgroups. Whilst no conclusive evidence for the psychosis subgroups was 

found, the Grounded Theory model and methodology used may have practical implications for 

further investigation and exploration of mental health classification. 
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Chapter 1: Introduction 

This thesis aims to explore the utility and validity of four clinical subgroups of psychosis, the 

psychosis subgroups1. It will begin by outlining the current situation and the problems prevalent 

within psychiatric diagnosis to contextualise the need for such psychosis subgroups. The psychosis 

subgroups as an alternative to the current label and classification of schizophrenia will be 

explored from the viewpoints of researchers and clinical classification, Professional Experts (PE) 

and Experts by Experience (EBE). The possible impact any change in terminology may have and 

whether the psychosis subgroups meet the needs left by the current diagnosis of schizophrenia 

will be discussed.  

Chapter 1 will provide an introduction to the current psychiatric classification systems in use, an 

overview of how and why they were developed and the critical commentaries that have been 

voiced. 

1.1 Classification: why do we do it? 

Classification is a process which is central to communication and understanding. It is a means by 

which objects and concepts are grouped, ordered and explained which often adds meaning and 

allows for discussion with others. The World Health Organisation (WHO) states that the 

development and use of classification systems are vital for consistency of research and 

communication2. Most things in the modern world fit into classification systems from the animal 

kingdom to cars and it has become an important way in which we understand and communicate 

about the world around us. It allows for the condensing of information into smaller chunks whilst 

also adding information by grouping phenomenon together based on their attributes. Things can 

be classified in many ways and as the discussion below will expand upon, different systems of 

classification are often possible. This means that a group may actually be classified in several 

different ways or a specific characteristic may fall into several groups. With some classification 

systems this is more obvious than others, ordering something by a concrete phenomenon may be 

simpler than ordering abstract concepts or experiences. Distinguishing between which 

classification system is right or wrong can sometimes be a philosophical debate; what is the true 

nature of reality? Which criteria are the most important to use to create classification, which are 

the most useful? The context and justification as to why classifications are needed may impact 

upon judgements about a classification system’s veracity.  
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1.2 Classification in Psychiatry 

Classification in psychiatry currently centres on explicit diagnostic criteria grouped into diagnoses 

based upon the display and self-report of symptoms3. These groupings started to appear in a 

systematic way in the 1800’s leading to Kraepelin 4 first describing dementia praecox. These 

groupings are used to investigate the causes of such symptoms, inform prognoses and develop 

treatments. A strong focus has been placed on the reliability of diagnoses as this was seen as a 

prerequisite for a valid system in that, as stated by Blashfield 5  “there is no guarantee that a 

reliable system is valid, but assuredly an unreliable system must be invalid”5. Such a desire for a 

reliable naming system has led to the development and changes in the two main classification 

systems used today, the Diagnostic and Statistical Manual of Mental Disorders, fourth edition – 

text revision (DSM IV-TR)6 and International Classification of Diseases and Related Health 

Problems – version 10 (ICD-10)7. The World Health Organisation published the first classification 

of mental disorders in 1939 in the ICD-5, a classification manual for diseases within which mental 

disorders made up chapter 5. However due to this system not being widely accepted the 

American Psychiatric Association published its own classification system, the DSM, in 19528. Since 

then multiple versions of both systems have been published, in fact during this research a new 

version of the DSM, the DSM-5 was published. Whilst both systems now appear to be very closely 

aligned almost every category does have differences3, the most notable being that the DSM IV-TR 

has five axis categories whereas the ICD-10 has 10 groups based primarily on symptom types. 

Some names vary across texts, for example Borderline Personality Disorder (DSM-IV-TR) and 

Emotionally Unstable Personality Disorder (ICD-10). Whilst the ICD is available internationally, 

free on the internet, the DSM is used primarily in America and the United Kingdom and is only 

available in print form with the newest addition currently costing around £100. Both systems are 

used in several different ways; by researchers, clinicians, benefit systems, treatment organisations 

and education9 to name but a few and therefore their purpose and utility is manifold.  

It has been argued that although these classification systems claim to be atheorhetical they in fact 

use a medical model 10-12. The use of this model is implicit in the use of medical language such as 

symptoms, disorders, illness and treatment. One criticism of this use of a medical model is that it 

can be said to lead to practices that arise from this classification system such as diagnosis, 

hospitalisation, drug based treatment and research exploring biological and genetic causes12. The 

medical model uses objective signs of disorder upon which to base investigations of causation, for 

example the use of blood results, tests and investigations. In most areas of physical health these 

signs are often physical symptoms. For example in diabetes physical symptoms such as dry mouth 
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and excessive urination may lead to a test showing abnormal blood sugars. This finding has come 

from research into blood sugar regulation in the body, when regulation may go wrong and the 

possible causes and treatment for this12. However within psychiatric diagnosis it is argued that 

physical causes and objective signs remain unknown12. Despite over 30 years of research, 

symptom, sign and cause links have not been found in the same way as within physical health 

research. This has led some critics to argue that this indicates the use of such a medical model is 

inappropriate for classifying emotional distress12. It has also led to the grouping of psychiatric 

diagnoses to be based on expert committee consensus rather than the underlying causes or areas 

of bodily function (as with other disorders in the ICD). Such use of committees has led to criticism, 

especially about the membership and the research they instigate and how they make decisions. 

Johnstone and Boyle 12 note that 70% of the DSM-5 task force had financial links to drug 

companies, implying that they may have had a vested interest in medical and biological models of 

mental distress. 

1.3 Reliability, Validity and Utility of Psychiatric Diagnosis 

Reliability in psychiatric diagnosis became highlighted in the field during 1950-198013. During this 

time there was a move away from more psychodynamic and social psychology approaches to 

mental health and more importance was being placed on diagnosis. Researchers exploring the 

reliability of current diagnoses have found that clinicians agreed on a diagnosis in only around 

50% of cases13. This led to several attempts to improve the reliability of diagnosis through the 

development of explicit, detailed and specific criteria for each diagnosis in the DSM-III13. However, 

even with this development, reliability improved but remained low. Therefore structured clinical 

interviews and ratings scales have also been developed to try and improve the consistency of 

what is being assessed by clinicians13.   

In addition to reliability being an important factor for diagnosis, validity of diagnoses is also a 

central tenet to ensure any classification system reflects reality.  Validity may be defined as the 

quality of being well-founded, logically or factually sound, or being established based on sound 

principles. In addition, being applicable to specific cases or circumstances. Validity entails 

accurately depicting reality. However, validity as a concept does not just cover one thing, 

something may be valid or not in many different ways as can be seen in Table 1.1. 
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Table 1.1 Types of validity 

Type of Validity Description 

Predictive validity Quality of being able to make predictions about the future 

Historical validity Quality of being able to  generalise across differing periods of time 

Construct validity The extent to which it fits an existing theoretical construct 

Content validity The extent to which it takes into account the whole construct and 
all its parts 

Criterion validity The extent to which it predicts an outcome based on information 
from other variables 

Convergent validity The extent to which it is associated with things that it would be 
expected to be associated 

Discriminant/Divergent 
validity 

The extent to which it is not associated with things that it would not 
be expected to be associated with. 

Internal validity The extent to which it can be concluded that the changes in an 
experiment are caused by the IV. 

External validity The extent to which results can be generalised within a total 
population 

Population validity The extent to which it can be generalised to other populations 

Ecological validity The extent to which findings can be generalised outside of a 
research context  

Face validity Whether something looks correct in the eyes of experts. 

 

Concurrent validity Whether more than one way of measuring or examining the 
construct produces the same answer or outcome 

As discussed above, many different classifications can often be used to group the same 

phenomena and within mental health, psychology and psychiatry multiple models of distress have 

been developed12. 

A commonly used criteria for the validity of clinical syndromes was first described by Robins and 

Guze 14 and later expanded upon by Kendell 15. It outlines six strategies for evaluating whether or 

not a concept in psychiatry is valid (Figure 1.1). 
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Figure 1.1 Kendell (1989) validators of clinical syndromes 

1. Identification and description of the syndrome, either by ‘clinical intuition’ or by cluster 
analysis 

2. Demonstration of boundaries or ‘points of rarity’ between related syndromes by 
discriminant function analysis, latent class analysis, etc. 

3. Follow up studies establishing a distinctive course or outcome 

4. Therapeutic trials establishing a distinctive treatment response 

5. Family studies establishing that the syndrome ‘breeds true’ 

6. Association with some more fundamental abnormality – histological, psychological, 
biochemical or molecular 

These clinical validators may also be said to follow a medical model that at times has been 

criticised for privileging biological viewpoints. Whilst points 1, 3 and 4 may hold true when not 

using a biological model, points 2, 5 and 6 may need to be re-evaluated in the context of a non-

biological model. One key argument put forward against the current system’s validity relates to 

point 2, there is no zone of rarity between disorders found in the current psychiatric classification 

system. A zone of rarity is where there is a difference between normality and the disorder such as 

that found in other medical disorders such as Down’s syndrome16.  Psychiatric symptoms have 

been found to not have discrete boundaries 17 for example sub-clinical experiences of both 

hallucinations and delusions, experiences that are not accompanied by the requisite distress to be 

classified as clinical symptoms, are found to be quite common18. Based on this lack of expected 

zones of rarity it is currently argued that the boundaries between psychiatric classifications may 

not be valid as much overlap between disorders is found in clinical practice 15. However, it may be 

the case that distinct zones of rarity may not exist in psychiatry, as is in fact also the case for many 

physical health disorders such as in high blood pressure and diabetes. Evidence so far seems to 

point more towards symptoms or presentations being variable from person to person. It has 

therefore been proposed that continuums or map profiles of symptoms may be a more accurate 

way of describing psychiatric profiles19. Family studies are also based on a medical assumption, 

that symptoms may be in some way inherited or genetically based, again this is disputed and so 

far, despite years of research no genetic basis for mental disorders have been  found17. Item 6 also 

appears to have a biological skew in its current form. 

An additional critique of using a medical model of mental health is that psychiatric diagnoses 

appear to differ from medical diagnoses in that no underlying cause or factor has been 

consistently found17. The absence of these factors means that psychiatric diagnosis is still in the 

same position that the rest of medicine was in over 200 years ago in that it still uses syndromes 

and characteristics to define different disorders16. The chair of the DSM-5 task force noted that 
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since the 1970’s psychiatric diagnoses have been developed based on the anticipation that 

biological and genetic markers would be discovered, however he goes on to say that this 

possibility still remains “disappointingly distant”20. This had lead some authors to argue that the 

use of the medical model is not appropriate for conceptualising emotional distress. In the current 

situation at times circular arguments about why diagnoses are given are found. For example: Q. 

Why do I hear voices? A. Because you have schizophrenia, Q. What makes you believe I have 

schizophrenia? A. Because you hear voices12.  Kendell 15 argues that clinically valid diagnoses are 

needed in order to guide prognosis and develop treatments, however the current system is 

reported to have roughly half of the symptoms across the separate diagnoses being connected to 

each other 21 indicating that they may not be distinct entities.   Bentall 17 argues that to follow the 

Kraeplin model of mental illness psychiatric diagnoses would have to be discrete and therefore 

people would not have more than one diagnosis. This was echoed by Klerman’s (1978) statement 

that “there are discrete mental illnesses” 17 however in practice people are often diagnosed with 

multiple disorders. For example, psychosis and affective disorders often present together and 

research looking at symptoms clusters has found that these two symptom types often cluster 

together.  

Brabban, et al. 22 put forward that many current psychiatric diagnoses do not meet the criteria as 

set out by Kendell 15. They argue that there is a lack of clear boundaries between disorders in 

terms of symptoms, course, response to treatment and aetiology meaning that current diagnoses 

have poor predictive power and utility. Additionally, alternative diagnostic systems, that overlap 

current boundaries rather than mapping  onto them, appear to suggest that the validity of one or 

other of these systems may be poor16.  

This may also mean that research investigating the aetiology of diagnoses that have not yet 

proven to be valid, may be flawed. That for example, grouping people in genetic research into a 

classification when in fact this group may actually be made up of several groups, or may not be a 

distinct group in itself, may mean that clear results will not be found16,22. Tandon, et al. 23 state 

that research into prevalence and incidence of disorders relies on valid and reliable diagnosis. 

However, one possible reason for the varying rates found could be related to issues of validity and 

reliability in diagnosis. This supposition is supported by the evidence around current psychiatric 

diagnoses having poor cultural reliability, in that the diagnosis of disorders varies across cultures 

even when standardised measures and instruments are used24.  

Whilst there has to date been great debate about the validity of current psychiatric diagnoses16 

they continue to be used due to their high utility for clinicians, in that they aid communication, 
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provide information about prognosis and guide treatment, mostly due to their widespread use in 

research. As well as a concept being valid, it is also important to look at whether diagnoses or 

alternatives are useful. In the same way as there are different forms of validity there are different 

forms of utility. Something may be useful for different people at different times in different ways. 

Therefore it can often be difficult to say whether something is fundamentally valid or useful 

across all contexts, meaning that context becomes very important. Allardyce, et al. 25 and Kendell 

and Jablensky 16 discuss the idea of utility of diagnosis versus the construct validity. Clinical 

diagnoses in psychiatry allow for greater reliability of labelling and improved communication 

leading to better information being available on morbidity, service provision, treatments and 

outcomes. However, diagnosis in its current form does not seem to provide much information 

about the fundamental structure and nature of mental illness. Just because we can name 

something, doesn’t mean it exists or accurately describes the thing in real life. Naming something 

doesn’t necessarily make it a valid construct.   

Similarly, First and Westen 9 set out four components of clinical utility for psychiatric diagnosis. 

They are that diagnoses; allow clinicians to conceptualise disorder in clinical practice, allow 

clinicians to communicate clinical information, allow for the choosing of appropriate interventions 

and allow for the planning of future clinical management. Some argue therefore that the current 

diagnostic system provides invaluable information in various areas such as; future recovery, 

relapse, deterioration, social function, information to guide treatment decisions, frequency of 

symptomatology, demographic characteristics, as well as being linked to research results from 

clinical trials of therapies and investigations surrounding the aetiology of symptoms16. However 

psychiatric diagnosis has also been found not to be able to predict treatment response 17. Some 

authors have argued that psychiatric diagnoses have little clinical utility due to the heterogeneity 

displayed within the groups for example in psychopathology displayed, level of service need, 

response to medication and other therapies etc26.  

One notable point when exploring the literature on the utility of current psychiatric diagnosis is 

the focus on utility for clinicians and researchers, at times failing to explore the perspective of the 

people experiencing the difficulties themselves. People experiencing mental health difficulties, 

their friends, family and carers as well as the general public need a way of communicating about 

such experiences. If systems are too complex or inaccessible to these groups of people, 

understanding about mental health difficulties may be limited and remain in the realm of 

Professional Experts. 
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1.4 Summary 

Chapter 1 has provided an introduction to the classification systems currently in use, how and 

why they developed. It has been discussed that there have been many revisions of these systems 

over the years since their first introduction and that two competing manuals are currently in use. 

Issues around the debated validity and utility of the current psychiatric classification system were 

highlighted. This chapter has also introduced some of the issues and difficulties found when trying 

to prove the validity and utility of psychiatric classification systems. 
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Chapter 2: Schizophrenia as a Diagnosis 

Chapter 1 provided an overview of the current system of psychiatric diagnosis and the issues 

surrounding any investigation of validity and utility. This chapter moves on to look at the diagnosis 

of schizophrenia in particular. It will explore the history of how the diagnosis developed, current 

diagnostic criteria and aetiological models of psychosis. It will then go on to provide a summary of 

the critiques of the current system and a description of alternative systems that have been 

proposed.  

2.1 History of the Diagnosis of Schizophrenia 

Whilst it is reported that one of the first formal descriptions of schizophrenia was produced by 

Pinel in 180127, schizophrenia as a term was first coined by Bleuler 28 in 1911. Bleuler’s28 group of 

schizophrenias was an advancement on Kraepelin’s (1856-1926) description of dementia praecox. 

Dementia praecox was described as a distinct disease which was seen as the expression of a single 

morbid process leading to the onset of dementia, or insanity, in the period of youth,4,27 associated 

with a severe decline in cognitive and behavioural functioning29. Bleuler described his group of 

schizophrenias28 developing the name from the Greek schizein meaning to split and phren 

meaning mind, spirit or soul to indicate the splitting of psychic functioning that he saw as a 

primary feature of the disorder30. Both Kraepelin and Bleuler in their writings recognised that the 

concepts they had named were likely to be a group of disorders29 and made various revisions to 

their ideas throughout their careers. The classifications they produced centred on a detailed 

description of characteristics derived primarily from clinical reports and in-depth observation. 

Such descriptions were later developed by Schneider in 195931 who further described the course 

and characteristics of schizophrenia. Schneider is said to have created the first set of diagnostic 

criteria based on a checklist of symptoms which enabled greater reliability of reporting and 

development of research27. His description of “first rank” symptoms were closely related to what 

is currently known as the “positive” symptoms of psychosis. The dichotomy of positive and 

negative symptoms of schizophrenia is said to have been further emphasised by the work of Crow 

(1980)32. Crow’s work posited that a type I subtype would have primarily positive symptoms made 

up of additional experiences to those that may be found in the general population such as 

delusions and hallucinations. Type II was a subtype which was made up of primarily negative 

symptoms or those that represented an absence of functioning that may be found in the general 

population, such as affective flattening and poverty of speech.  



Chapter 2. 

10 

 

2.2 Schizophrenia Today 

Schizophrenia has been described as “a serious mental illness that is characterized by positive 

symptoms of hallucinations, delusions, and disorders of thought”33  p. 463. The prevalence of 

schizophrenia today is debated with the DSM reporting that one in every 100 people will develop 

schizophrenia34 whereas Saha, et al. 35 reported from a large meta-analysis of worldwide studies a 

median lifetime prevalence rate of 4.0 per 1,000. A less debated fact about schizophrenia 

however is the impact that it has on people’s lives. Mangalore and Knapp 36  report an estimated 

societal cost of schizophrenia in England of £6.7 billion in 2004/5 resulting from treatment costs, 

unemployment and administration associated with people’s difficulties. In addition to this, people 

with schizophrenia are reported to experience high levels of distress, often numerous psychiatric 

admissions, reduced social relationships and limited leisure activities37. Such pervasive impacts 

have led to the treatment of psychosis being identified as an international priority38. 

As noted in chapter 1 the main classification systems in use today are the DSM and the ICD. Whilst 

it is noted that during the completion of this research project the DSM has undergone a revision, 

the DSM IV-TR criteria will be reported here and used throughout this research as it was the 

appropriate text when the research began. The criteria for diagnosis of schizophrenia are 

reported in Figure 2.1 below. 

Figure 2.1  Diagnostic criteria for schizophrenia listed in the DSM-IV-TR and the ICD-10 

DSM-IV-TR6 
Schizophrenia  

A. Characteristic symptoms: Two or more of the following, each present a significant portion of time 
during a one-month period (or less if successfully treated).  

1) Delusions 
2) Hallucinations 
3) Disorganized speech (e.g. frequent derailment or incoherence)  
4) Grossly disorganized or catatonic behavior 
5) Negative symptoms, i.e., affective flattening, alogia, or avolition 

Note: Only one Criterion A symptom is required if delusion are bizarre or hallucinations consist of 
a voice keeping up a running commentary on the person’s behavior or thoughts, or two or more 
voices conversing with each other.  

B. Social/occupational dysfunction: For a significant portion of the time since the onset of the 
disturbance, one or more major areas of functioning such as work, interpersonal relations, or 
self-care, are markedly below the level achieved prior to the onset. 

C. Duration: Continuous signs of the disturbance persist for at least six months. This six-month 
period must include at least one month of symptoms (or less if successfully treated) that meet 
Criterion A… 

D. Schizoaffective and Mood disorder exclusion… 
E. Substance/general medical condition exclusion… 
F. Relationship to Pervasive Development Disorder… 
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ICD-10 Diagnostic Criteria for Research7 
F20 SCHIZOPHRENIA 
This overall category includes the common varieties of schizophrenia, together with some less common 
varieties and closely related disorders.  
F20.0 - F20.3 
General criteria for Paranoid, Hebephrenic, Catatonic and Undifferentiated type of Schizophrenia:  
G1. Either at least one of the syndromes, symptoms and signs listed below under (1), or at least two of 

the symptoms and signs listed under (2), should be present for most of the time during an episode of 
psychotic illness lasting for at least one month (or at some time during most of the days).  

(1) At least one of the following:  
a) Thought echo, thought insertion or withdrawal, or thought broadcasting.  
b) Delusions of control, influence or passivity, clearly referred to body or limb movements or 
specific thoughts, actions, or sensations; delusional perception.  
c) Hallucinatory voices giving a running commentary on the patient's behaviour, or discussing him 
between themselves, or other types of hallucinatory voices coming from some part of the body.  
d) Persistent delusions of other kinds that are culturally inappropriate and completely impossible 
(e.g. being able to control the weather, or being in communication with aliens from another 
world).  

(2) or at least two of the following:  
e) Persistent hallucinations in any modality, when occurring every day for at least one month, 
when accompanied by delusions (which may be fleeting or half-formed) without clear affective 
content, or when accompanied by persistent over-valued ideas.  
f) Neologisms, breaks or interpolations in the train of thought, resulting in incoherence or 
irrelevant speech.  
g) Catatonic behaviour, such as excitement, posturing or waxy flexibility, negativism, mutism and 
stupor.  
h) "Negative" symptoms such as marked apathy, paucity of speech, and blunting or incongruity of 
emotional responses (it must be clear that these are not due to depression or to neuroleptic 
medication).  

G2. Most commonly used exclusion criteria: If the patient also meets criteria for manic episode (F30) or 
depressive episode (F32), the criteria listed under G1.1 and G1.2 above must have been met before 
the disturbance of mood developed.  

G3. The disorder is not attributable to organic brain disease (in the sense of F0), or to alcohol- or drug-
related intoxication, dependence or withdrawal.  

 

 

Both the DSM IV-TR and the ICD-10 describe schizophrenia as a psychotic disorder and give 

descriptions of course, whether continuous or episodic and whether with or without prominent 

negative symptoms. Additionally both have subtypes which come with additional specifications 

such as “paranoid type” in the DSM IV-TR and “hebephrenic” in the ICD-10. These subgroups are 

not the same across these diagnostic manuals and have not been utilised in clinical or research 

practice as it has been argued that they have not been properly validated, they lack predictive 

validity and are unstable over time 39-42 making them far from practical or useful.  In fact the newly 

published DSM-5 34 has removed the subgroups that previously existed in the chapter on 

“Schizophrenia and other disorders”. 
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2.2.1 Changes in DSM-5 

Only two main changes to the diagnosis of schizophrenia were made in the new DSM-543. The first 

change was the removal of the note on criterion A. This note had stated that only one symptom 

from the list in criterion A was needed if it was a bizarre delusion or met the Schneiderian criteria 

of being a first-rank hallucination (two voices conversing or a running commentary). The second 

change is that for criterion A to be met, at least one of the symptoms 1-3 must be present.  These 

changes were made to try and improve the reliability of a schizophrenia diagnosis44 along with the 

removal of the subtypes of schizophrenia.  

2.3 Aetiology of Psychosis 

As noted above, schizophrenia is often classified as a psychotic disorder due to the core 

symptoms often being those described as psychosis: hallucinations and delusions. This has led to 

the terms psychosis and schizophrenia being used interchangeably by some45. Many services 

throughout the United Kingdom currently use an informal diagnosis of psychosis in the delivery of 

“early intervention in psychosis” services. Much of recent research and literature has focussed on 

psychosis as a description of the symptoms people experience rather than a diagnosis of 

schizophrenia. Given this, many researchers have explored what the causes of psychosis may be 

and whilst there is still some debate in this area the main models are outlined below. This debate 

may be summarised by the view outlined by Read, et al. 46 who start their chapter with a quote 

from the National Institute for Mental Health “Schizophrenia is a chronic, severe, and disabling 

brain disease”. Their response to this statement reads “We disagree.” 

2.3.1 Biological models of psychosis aetiology 

Biological models of psychosis have at their centre the assumption that psychosis is the result of 

an underlying biological process happening in the brain which leads to anomalous experiences. It 

has been proposed that this may happen in varying ways including via inherited or mutated 

genetic abnormalities, changes in levels of neurotransmitters and via physiological changes in the 

brain structure. These hypotheses will be outlined below.  

2.3.1.1 Neurotransmitters 

One of the most researched neurotransmitters in relation to psychosis is dopamine, due to the 

hypothesised mechanism through which many antipsychotic medications may work. It is 

proposed that psychosis may be the result of an excess of dopamine which these medications 
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then reduce. This is supported by the effect drugs have of producing side effects similar to the 

symptoms of Parkinson’s disease which has been linked to a reduced level of dopamine and the 

induction of psychosis symptoms via amphetamine use which can increase levels of dopamine in 

the brain8,47. However research looking at dopamine levels in the brain did not lend support to 

this theory and research has since focused on dopamine receptors, the number and sensitivity of 

these receptors as possible mechanisms behind these observations. Also the pathways in the 

brain affected by dopamine activity have been explored such as the mesolimbic pathway. Drugs 

that have an effect on psychosis symptoms have also implicated other neurotransmitters such as 

serotonin and glutamate however no conclusive evidence for these theories has yet been found12.  

2.3.1.2 Genetics research 

Most genetic research has stemmed from family and twin studies showing that there was a higher 

risk of developing schizophrenia in those with a family member with the condition. The risk 

appeared to increase as the percentage of shared genes increased, for example there was a 

higher risk in monozygotic twins with the same DNA (as high as 44.3% chance) than for dizygotic 

twins with different DNA (12.08%)8.  The fact that having a family member diagnosed with 

schizophrenia is associated with a much higher risk of developing schizophrenia has driven the 

argument for a genetic cause of schizophrenia 23. This has been found even in children adopted 

into families without a history of schizophrenia where greater concordance ratings have been 

found amongst monozygotic when compared to dizygotic twins 23. Indeed these twin studies have 

led to estimates as high as 80% of the risk for schizophrenia being due to genetics.  However the 

methodologies used in some of these studies have at times been highly criticised, for example in 

how diagnoses were made and confirmed by the research teams and many critics argue that the 

role of social and environmental factors in the studies has not been fully taken into account48. 

In addition to family and twin studies, genetic research has focused on the results of gene linkage 

analysis whereby two types of investigations are conducted. Firstly to try and identify specific 

genes linked to the development of schizophrenia or psychosis. Secondly, association studies 

where genes associated with hypothesised processes assumed in psychosis are searched for, for 

example those associated with the dopamine pathway in the brain. This has led to several genes 

being identified as possibly responsible for a phenotype of psychosis, however replication of 

findings are rare8. Many researchers have therefore put forward the hypothesis that multiple 

genes may be responsible for the development of the phenotype of psychosis. Additionally the 

difference between a genotype, where a gene is present and a phenotype and how the gene is 

expressed in development of physical or behavioural characteristics has to be taken into account 
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when reviewing genetic research. It may be the case that some genes are not expressed in a 

phenotype due to a multitude of other factors which may include environmental and other 

developmental aspects not yet fully understood. 

2.3.1.3 Neurophysiology 

Many studies have explored whether brain abnormalities linked to psychosis can be found. Two 

areas have been explored with findings that have been replicated; enlarged ventricle size and 

prefrontal cortex activity. Post-mortem studies have found enlarged brain ventricles which may 

indicate a loss of brain cells8 however these findings have not always been consistent. Brain 

imaging studies have shown a reduction in brain activity in the prefrontal cortex, possibly 

associated with a reduction of the grey matter in this area of the brain8. Researchers have 

hypothesised that this may be related to the experience of negative symptoms of schizophrenia. 

Bentall 17 cites research showing that winter births, obstetric complications and foetal 

malnutrition have been linked to later psychiatric difficulties suggesting that the impact of these 

events on the brain may be linked to later symptoms, however these do not appear to be specific 

to schizophrenia and are in fact linked to many difficulties. Bentall 17 therefore comments that the 

link between these factors and poor social and occupational functioning may be a mediating 

factor in the development of any psychiatric problems later found.  

The effects of some illicit drugs have also been implicated as a risk factor for developing 

psychosis. As mentioned above amphetamines can lead to psychotic experiences in those without 

a diagnosis8 and can also trigger a relapse in some people who have previously experienced 

psychosis47. Cannabis has also been implicated in the risk of developing schizophrenia with some 

studies stating that heavy cannabis users may be at twice the risk of developing schizophrenia 

than non-users47. However whether such drug use may be a cause or a trigger or actually a way of 

coping with other stresses is not clear.  

One of the main criticisms of the research into biological models of psychosis is that most of the 

research has been conducted using people who have already been identified as having psychosis. 

This means that causality of any findings would not be proven. It may be that a moderating factor 

resulted in the differences found, for example the effect of stress or antipsychotic medication on 

the brain may be causing changes in brain chemistry and structure found47. 
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Whilst many biological theories surrounding the aetiology of psychosis have been proposed and 

researched Bentall 17 argues that replicable findings in biomedical models have been rare. This has 

led to other models of psychosis also being developed which stand alongside biological models. 

2.3.2 Psychosocial models of psychosis aetiology 

Psychosocial models of psychosis have focused on the impact that certain life experiences may 

have had on people’s development and the development of psychosis in particular. 

2.3.2.1 Stress vulnerability model 

 Zubin and Spring 49 first proposed the stress vulnerability model of schizophrenia.  They put 

forward that, whilst current models of trying to understand schizophrenia had stalled, they saw a 

common denominator across perspectives was that of vulnerability. They described this 

vulnerability in terms of genes, internal environment, neurophysiology or acquired components 

from traumatic experiences, specific diseases, perinatal complications, family experiences and 

other life events. These vulnerabilities were described as permanent, unchangeable states. 

Schizophrenia however they saw as episodic, and presenting in response to certain ‘challengers to 

adaptation’. Certain situations may provoke a temporary crisis in coping which may result in an 

episode of schizophrenia.  A person’s ability to cope with such events will be shaped by their 

vulnerabilities but also by their learning and the other competencies they may have. They 

proposed that this model would help people to view schizophrenia as a less hopeless, 

deteriorating illness. Thus also to help promote psychological interventions and environmental 

interventions to support coping as well as preventative measures to support vulnerabilities once 

identified.  

However some critics argue that this model still has the medical model as implicit within its 

assumptions12, that what is needed is a complete paradigm shift away from identifying underlying 

causes and triggers that lead to symptoms. Johnstone and Boyle 12 argue that adaptations of the 

medical model that share the same basic assumptions, model and language as the medical model 

lead to medicalised investigations into underlying causes, treatments and prevention strategies. 

They oppose the assumption that difficulties currently classified using functional psychiatric 

diagnoses are the result of abnormal or faulty functioning. Rather, they put forward, they are 

understandable reactions to circumstances and situations. Their main point of contention is that 

there is a need to understand “the behaviour and experience of persons within their social and 

relational environments, rather than malfunctioning bodies”12 p.37. 
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2.3.2.2 Social disadvantage and psychosis 

The stress vulnerability model has resulted in research focused on investigating what psychosocial 

aetiological factors or “stressors” may be present in psychosis. A primary factor in this area of 

research has been that of social disadvantage. This is due to the important finding that there are 

higher incidence rates of psychosis in populations of lower socio-economic status 23. Mortensen, 

et al. 50 link inner city birth and childhood to psychosis which Bhugra, et al. 51 argue is linked to the 

social disadvantage an inner city environment provides. Tandon, et al. 23 also linked urbanicity  to 

psychosis citing many possible differential causes for this link including: differences in rates of 

cannabis and other substance use, prenatal and perinatal health, degree of social stress and social 

connectedness, poverty, rates and nature of migration, environmental toxins, various infectious 

diseases, or vitamin D deficiency 23  p.3.  Specific social disadvantage factors investigated by 

Birchwood, et al. 52 include an association between social rank and omnipotent voices, which they 

hypothesised was due to the development of negative schemas related to subordination. Also 

White, et al. 53 found that social isolation leads to fewer disconfirming, normalising experiences. 

Bentall 17 references studies looking at immigrants living in communities in which they are the 

minority and a link to being at higher risk of paranoid thinking. Bentall hypothesises that this may 

be due to victimisation, a lack sense of belonging or lack of inclusion. Experiences of victimisation 

and powerlessness predicted paranoid thinking. People experiencing controlling situations where 

others exert control over them was also implicated in the onset of psychotic symptoms. This is 

supported by Tandon, et al. 23 who found that history of migration and subsequent psychosis may 

be linked to social isolation, discrimination and experience of  social defeat.  However none of 

these hypotheses have been successfully found to be causal and it may be that a mixture of these 

factors gives the true picture. 

2.3.2.3 Early life events and psychosis 

As well as social disadvantage many early life events have been found to correlate with later 

psychosis and researchers have put forward varying hypotheses as to the aetiological function of 

such events.  Garety, et al. 54 theorise that early events such as childhood loss have an impact on 

thinking styles that, as explained in the cognitive models of psychosis below, may lead to later 

psychotic experiences. This research was supported by Agid, et al. 55 who found that early 

parental loss, particularly before the age of nine was associated with the development of 

schizophrenia.  



Chapter 2. 

17 

 

Bentall 17 cites research showing that higher levels of negative affect in infancy and higher levels 

of suspiciousness in adolescences as well as delayed achievement of development milestones 

have been associated with later psychosis symptoms. This is also discussed by Garety, et al. 54 who 

report links between high expressed emotion and poorer outcomes. Myhrman, et al. 56 found 

unplanned pregnancies leading to higher rates of schizophrenia in the child although no links to 

expressed emotions were investigated. Bentall 17 summarises this research stating that early 

attachment relationships may be linked to development of cognitive skills and theory of mind 

thus hypothesising a mechanism by which early parental experiences may lead to later psychosis. 

Bentall 17 goes on to describe research showing that parental communication styles, particularly 

those that are vague, fragmented or insufficient in maintaining a child’s attention have links to 

later development of thought disorder.  

Bebbington, et al. 57 examines victimisation experiences finding that people reporting higher 

levels of victimisation and disadvantage such as bullying, being homeless or being taken into care 

are more likely to develop psychosis. The factors found were also more prevalent in those with 

other difficulties such as drug or alcohol problems and neurotic disorders. However the odds 

ratios in this study showed they were much more prevalent in those with probable psychosis. 

They found that the highest association was with sexual abuse and that experiences were often 

clustered in individuals who later experienced psychosis, in that most individuals often 

experienced more than one type of victimisation or abuse. These factors remained even when 

controlling for variables such as gender, age and ethnicity.  

2.3.2.4 Trauma and psychosis 

Read 58 provides a summary of the links between trauma and psychosis stating that childhood 

adversities are indicated as having a causal role for most mental health problems. Childhood 

physical or sexual abuse has been linked to more severe distress as demonstrated by earlier, 

longer and more frequent hospital admissions, higher symptom severity ratings and being more 

likely to attempt suicide. He describes what he calls a recent “avalanche” of evidence showing 

that childhood trauma and later psychosis are causally linked with a dose effect, meaning that 

higher levels of trauma impact on later symptomatology. Read, et al. 59 state that this may be 

because repeated early trauma leads to a hypersensitivity to stress which may lead to symptoms 

of psychosis. Pathways are described via which psychosis symptoms develop through the 

development of ways of responding to or coping with the trauma which lead to later dysfunction 

in the form of psychosis58.  
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Psychosocial models of the aetiology of psychosis explore the possible causal links between life 

events and the development of psychosis. However most of the research in this area is still at a 

theoretical, rather than confirmatory level. So many theories are still just hypothetical and any 

evidence is correlational, rather than proving causation.  

2.3.3 Psychological models of psychosis aetiology 

In addition to the psychosocial models of psychosis, other models have been developed which 

aim to explain psychosis in terms of psychological processes that may account for the experiences 

people report. These models have centred on theories such as Theory of Mind and Attachment 

Theory as well as cognitive models of peoples’ experiences and often aim to describe a pathway 

by which the psychosocial circumstances described above may be linked to later experiences of 

psychosis.  

2.3.3.1 Theory of Mind explanations of psychosis 

Theory of Mind (ToM) is a theory developed by Baron-Cohen (1995) during his research with 

people diagnosed with autism. ToM is described as the ability to be able to understand the 

mental state of others. Some research has found that, for those experiencing psychosis, and 

paranoia in particular, ToM skills are reduced60,61. This explanation posits that the disruption of 

this skill leads to the misunderstanding of the intentions of others. As ToM is seen to fluctuate, 

being poorer when experiencing paranoia and better at times where no symptoms are present, 

one explanation is that the person suddenly experiences a change in being able to understand 

others and interprets this as others trying to hide their intentions for negative reasons61.  

Associations have also been found with thought disorder and general executive functioning60 and 

research looking at ToM and paranoia specifically has been mixed. Bentall61 states that more 

research to understand this area is needed. Bentall 17also cites research looking at how the 

development of ToM may be affected by early attachment relationships, discussed in section 

2.3.3.2 above thus exploring how poor ToM skills may have developed. 

2.3.3.2 Attachment theory explanations of psychosis 

Attachment theory62 states that the relationships formed with primary care givers in infancy 

shape our later functioning. Attachments that are secure and based on a positive relationship 

with a care giver, where the infant’s needs are being met, are likely to lead to good functioning in 

later life. Whereas relationships where needs are not met effectively may lead to insecure 

attachments and disrupted functioning in later life.  Berry, et al. 63 provides a review of 
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attachment theory explanations of psychosis and states that attachment theory may provide 

specific hypotheses about how such early interpersonal relationships may lead to the 

development and course of psychosis. They summarise that an insecure attachment, particularly 

that of a dismissing attachment type is associated with later experiences of psychosis. This is also 

reported by Bentall 17 who cites research studies that found that insecure attachment styles are 

linked to paranoia. Berry, et al. 63 conclude that current research indicates that individuals with 

psychosis may in fact have higher levels of attachment insecurity than people with other mental 

health disorders such as bipolar disorder or depression. They go on to hypothesise that such 

insecure attachments may lead to psychosis via the development of negative beliefs about the 

self and assumptions of how they may be expected to be treated by others. These beliefs lead to 

the person viewing themselves as vulnerable and the belief that others are a source of threat. 

They support this stand point by citing research which shows that people with psychosis have low 

self-esteem and negative beliefs about themselves, others and the world. It is hypothesised that 

such beliefs lead to a vulnerability to experiencing psychosis due to interpersonal mistrust and a 

belief that others are more powerful.  

2.3.3.3 Cognitive models of psychosis 

Cognitive models of psychosis focus on how beliefs about self, others and the world may lead to a 

vulnerability to experience symptoms of psychosis54.  Whilst acknowledging there may be a 

predisposition to experience symptoms via biopsychosocial origin, onset often follows a stressful 

life event that leads to emotional changes and disruptions in cognition such as attention, 

perception or judgement54. The main premise is that a dysfunction of emotional processing in 

stressful situations along with a dysfunction in arousal systems results in disturbances in 

perception and thoughts, those of hallucinations and delusions33. In summary, a disruption in 

basic cognitive processes leads to anomalous experiences54. These experiences then lead to 

secondary appraisal of the consequences of the experiences themselves and the reactions to 

them. This in turn leads to a cycle maintaining psychosis through reinforcement of the beliefs and 

behaviours33.  

Specific models describing these processes have been developed for positive symptoms in general 

and also for specific symptoms such as paranoia, or experiences such as the link between trauma 

and psychosis. Garety, et al. 54 hypothesise that social disadvantage such as those described in 

2.3.2.2 above leads to psychosis by creating a cognitive vulnerability through negative schema of 

self and the world. Garety, et al. 54 explain how a trigger may lead to emotional changes and the 

experience of an anomalous experience due to a dysfunction in basic cognitive processes. This 
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then leads to the appraisal of such an experience as external, rather than internal. An example of 

an internal appraisal would be the hearing loud thoughts due to stress or tiredness, whereas an 

external appraisal may be that these thoughts are being spoken by someone or something else 

leading to the experience of positive symptoms of psychosis. These appraisals and the 

maintenance of symptoms can be influenced by reasoning and attribution biases, dysfunctional 

schemas, isolation and other adverse environments. Morrison 64 also describes how hallucinations 

and delusions may occur in a similar process whereby normal intrusions such as thoughts are 

misinterpreted in culturally unacceptable ways, for example believing that these thoughts are 

sent by God. This misinterpretation is influenced by self and social beliefs and leads to mood and 

physiology changes as well as cognitive and behavioural responses such as thought control 

strategies or safety behaviours.  

Many other models have also been produced, however research evidence has been argued to be 

limited. The use of these models in clinical and research interventions have shown some positive 

results65. 

2.3.3.4 Psychodynamic models of psychosis 

A psychodynamic approach looks primarily at the unconscious meanings that people assign to 

their experiences, which may be very individual. This model states that the seemingly meaningless 

behaviours of people with psychosis can be made understandable through gaining an insight into 

the unconscious meanings behind them. These meanings tend to be understood as protecting or 

defending an individual from their experiences which are often perceived as threatening to the 

self. The purpose of these meanings is therefore in defence of the self which leads to a change in 

the experience of reality for the individual. Psychosis is therefore understood as a reaction to 

stressful life experiences which has led to the development of a defence mechanism to protect 

the person leading to a loss of connection with reality. This is an individual process which will be 

specific to each person and are a product of each’s inner world66.  

Psychological models focus on how inner conscious and unconscious processes develop or change 

leading to the onset of symptoms of psychosis. They can at times sit alongside psychosocial and 

biological models, giving an explanation of the psychological processes behind the development 

of psychosis.  
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2.3.4 Critique of aetiological models 

Whilst many other factors have also been associated with the development of psychosis, section 

2.3 provides an overview of the main areas of research to date. No one model has been 

definitively proven and therefore depending on clinicians’ training and background they may use 

differing models. However Garety, et al. 54 puts forward that better links need to be made 

between all these aetiological models. It is likely that some models are just describing different 

parts or presentations of the same system and therefore a holistic model taking into account 

these differing perspectives may be very beneficial to explain people’s experiences. For example 

Agid, et al. 55 position their discussion of how a diagnosis of schizophrenia may be associated with 

early parental loss. They propose that such a loss made lead to neural substrate changes due to a 

reaction to stress, which may differ based on early coping and development. Early parent loss may 

also impact on an individual’s ability to react to stress well and therefore possibly increase any 

neural substrate changes that may occur, linking both psychosocial and biological aetiological 

models. Additionally Keshavan, et al. 67 argue that the acceptance of a symptom-based grouping 

of psychiatric disorders, which may have limited validity, may be leading to a highly disruptive 

circumstance whereby aetiological causes are unable to be identified due to invalid groupings. 

They make the comparison that the discovery of the tuberculin test was not rejected because it 

did not fit in with the then accepted groupings of medical syndromes. The groupings were in fact 

later split into wet and dry variants based on symptoms such as cough, breathlessness and fever. 

From this they propose that, to fully investigate the underlying aetiologies of peoples’ difficulties, 

investigations need to be ‘agnostic’ to any existing diagnostic categories. Proposed causes could 

then be investigated to explore what is reflected in clinical populations. Aetiological models of 

psychosis however are very important because how psychosis is understood to have been caused, 

follows on to understanding how it is likely to be perceived, treated and researched.  

2.4 A Critique of the Diagnosis of Schizophrenia 

Although the term schizophrenia has been around for over 100 years there continues to be great 

difficulties surrounding its use in classification and as a label. It has been argued that the term 

schizophrenia is semantically inexact leading to the name being “essentially meaningless”68.   

Brabban, et al. 22 argue that the term schizophrenia does more harm than good. They state that it 

has a lack of clear boundaries with other disorders in terms of symptoms, course, response to 

treatment or aetiology. This, they put forward means that it has poor predictive power and utility. 

This view has been echoed by service user groups, particularly the Hearing Voices Network which 
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released a position statement expressing concern about how mental distress is currently 

categorised and understood69. Brabban, et al. 22 also reason that a lack of construct validity of the 

term schizophrenia is demonstrated by its heterogeneity25,41,68,70,71. Van Os, et al. 26 argue that 

such heterogeneity leads to little clinical utility as it is not helpful in predicting level of service 

need or treatment responses. An additional difficulty surrounding the heterogeneity of 

schizophrenia is with how research is conducted and the conclusions we can draw from it. If we 

are currently researching either a disorder that has multiple aetiologies, multiple presentations of 

the same disorder with the same aetiology or several distinct disorders all in the same group72 

then research is unlikely to be able to be conclusive and different researchers are likely to be 

looking at different groups. Bentall 17 puts forward that much of research’s inability to replicate 

genetic, neurological and pathophysiological models of psychosis is due to it being poorly defined 

as a concept. Given this heterogeneity there have been many attempts at defining subgroups41, 

however these have not been successful.  Subgroups put forward by the DSM and ICD have not 

been utilised in clinical or research practice as it has been argued that they have not been 

properly validated, they lack predictive validity and are unstable over time 39-42 making them far 

from practical or useful.  In fact the newly published DSM-5 34 has removed the subgroups that 

previously existed in the chapter on “Schizophrenia and other disorders”. Brabban, et al. 22 goes 

on to question whether emotions, behaviours and experiences should be grouped in to diagnoses 

at all suggesting that they are not the same as physical conditions that the medical model was 

designed to classify. This view has been recently highlighted by Johnstone and Boyle 12 in their 

publication of an alternative to diagnosis, the Power Threat Meaning Framework which aims to 

set out a comprehensive critique of the current system of functional psychiatric diagnosis.  

However,  such critiques of the current system of classification have been called “professionally 

divisive”73. It has led to an environment where many differing models, theories and hypotheses 

are discussed and argued, at times in quite heated debates. The impact of such debates on 

services and the people that use them appear at times to be forgotten.  

2.4.1 Stigma 

In addition to clinical utility, another important aspect to consider would be how a diagnosis of 

schizophrenia has affected the people diagnosed and how useful the term is to those to which it is 

given. Howe, et al. 74 found that people primarily experienced a diagnosis of schizophrenia as a 

negative experience without much utility beyond being able to access help.  From a societal point 

of view, schizophrenia has become highly stigmatised 75 being associated with violence, gradual 
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deterioration and a lack of hope for recovery39,68,76,77. Stigma can discourage people from seeking 

help early thereby delaying access to treatment37,78. It also acts as a mechanism for social 

exclusion, hampering recovery78-80 and reducing employment and education opportunities 37,78. As 

such stigma is a national priority in the government’s ‘No Health Without Mental Health’ policy 81.  

Such stigma may contribute to the common occurrence of patients disagreeing with their 

diagnosis68 as they may reject the label due to its associations. 

Given this stigma, it is important to also look at what people who experience psychosis 

themselves feel have caused such things to happen. Dudley, et al. 82 looked at what people 

thought caused their own psychosis. By using a Q sort methodology, they found four categories of 

explanations; drug use, traumatic experiences in adulthood, personal sensitivity and 

developmental vulnerabilities.  These categories do not focus on the symptoms that people 

experience, but rather the reasons why they experience them and the authors speculate that such 

an approach may be more meaningful to the people involved.  

2.4.2 Alternatives to current system 

Given some of the difficulties surrounding the diagnosis of schizophrenia above, many alternative 

approaches have been proposed which will be outlined briefly below. The first proposal was one 

considered for the revision of the DSM when DSM-5 was in preparation. It was the addition of 

dimensional symptom domains to describe people’s experiences rather than discrete categories83. 

The dimensional approach aims to look at specifically what is happening for each individual on 

dimensions such as a five-factor model including; negative, positive, disorganised, manic and 

depression dimensions. Each individual would therefore have a rating on each dimension which 

would overall describe their experiences19 . Allardyce, et al. 25 explore the use of subgroups or 

dimensional representations of schizophrenia to add greater clarity to the picture of 

schizophrenia. Van Os and colleagues cited by Bentall 17 have looked at dimensional models and 

found them to be better predictors of symptom course than diagnoses. In fact in his 1920 paper 

towards the end of his career Kraepelin also stated that the categorical notion of schizophrenia 

may be incorrect and discussed replacing it with a dimensional model29. However this approach 

was not adopted by DSM-5 due to concerns that such a model may be used to influence the 

amount of support people received or reimbursements from third parties which may 

disadvantage the people who the system was being designed to support83. One difficulty with a 

symptom or dimensional approach is that people could end up with multiple descriptions, as most 

people present with more than one difficulty, which can also vary over time. Bentall 17 speculates 
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that by investigating the causes of specific individual symptoms common psychological processes 

may be found that lead to symptom groups. Through this speculation it appears that this may be 

advocating or at least suggesting that aetiological groupings may be a better option than the 

current diagnostic system. In fact Bentall 17 actually outlines and advocates for what a ‘complaint-

orientated aetiological model’ may look like.  

The National Institute of Mental Health (NIMH) has also developed an alternative approach for 

use in research called the Research Domain Criteria (RDoC). After stating that the current DSM 

model showed a lack of validity the NIMH announced that it would be moving away from its use 

in their research84. The NIMH have therefore proposed a system that would run alongside current 

classification systems with an alternative use, that of enhancing research in specific areas of 

investigation into the fundamental processes behind behavioural constructs and neural circuits. 

This is with the aim of finding conclusions that would increase understanding of future revisions 

of clinical constructs83. The aim is to reduce the heterogeneity of samples used within research 

through the use of specific endophenotype classifications. These are described by the NIMH as 

the psychological constructs that are relevant to human behaviour and mental disorder. They 

include such categories as “negative valence systems” which are constructs thought to be 

responsible for responses to adverse situations such as fear, anxiety and loss. There are also 

“positive valence systems” which are constructs active in positive, motivational contexts such as 

reward/habit learning85. This approach was specifically designed for use in genetic and 

neuroscientific studies and the aim is that the RDoC matrix will be used across research studies, 

leading to comparisons being easily made86. This approach however is not aimed as an alternative 

to the current system, but rather a system to guide future revisions of the current classification 

system83. Some authors have also claimed that it still biases a medical model of emotional distress 

and predominantly focuses on biological causes12. 

The Division of Clinical Psychology (DCP), part of the British Psychological Society (BPS), has 

published statements directly criticising the psychiatric system of diagnosis. They put forward that 

diagnosis in its current form leads to negative consequences for the people it describes by 

medicalising normal variations of human experiences45. Instead the DCP put forward in their 

publication “Understanding Psychosis and Schizophrenia” that a system of “collaborative 

formulation” should be used. Such a system explores the individual meanings of events and 

circumstances in relation to experiences of distress. Formulations are described as a shared 

understanding and description of a person’s main problems45. However the main criticism of this 
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approach is its utility in everyday language and service use. Would it lead to everyone having their 

own formulation, if so this may mean little to others without a full description?  

In January 2018 Johnstone and Boyle 12 launched a new alternative way of conceptualising 

emotional distress, unusual experiences and troubled or troubling behaviour; the Power Threat 

Meaning (PTM) Framework. They describe this framework as a meta framework and say that it is 

a response to the need for a complete paradigm shift, away from medical diagnoses. The PTM 

framework aims to draw upon a variety of models, philosophies, evidence and traditions without 

following any core theoretical orientation. The core principles include providing a constructive 

alternative to the current systems in use. One that describes emotional distress as an 

understandable reaction in response to aspects of people’s material, social, environmental, socio-

economic and cultural contexts, from which they cannot and should not be separated. It identifies 

what the authors describe as evidence-based response patterns to these contexts which allow for 

people’s experiences and behaviours to be associated with the meaning behind them. These 

patterns are not in themselves seen as pathological or maladaptive, but rather responses that 

may not be useful currently. It claims to replace the current question of “what is wrong with 

you?” with four questions looking at: 

- What has happened to you? (the effect of power in people’s lives) 

- How did this affect you? (threats power may have posed) 

- What sense did you make of it? ( what is its meaning for you) 

- What have you done to survive? (threat responses) 

These questions are designed to elicit four aspects of people’s experience, how POWER has 

operated in their lives, the THREAT this power may have caused, the MEANING the person made 

of these events and the THREAT RESPONSES these events produced. The framework sets out that 

these four aspects can be encapsualted in a foundational pattern which outlines the general 

process most journeys will follow. This is then broken down into seven provisional general 

patterns which, based on current evidence, describe these pathways in more detail. The aim is to 

link current distress and behaviours to the context and meanings from which they may have been 

produced. Providing an individual narrative to aid both in understanding and provision of support. 

Two additional questions of “what are your strengths?” and “what is your story?” are also 

proposed to support this process.  

This model states that causality, in this context, is probabilistic. Whilst broad patterns may be 

found, each individual case cannot necessarily be predicted. Rather “on average” predictions can 
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be made but statements about precise impacts cannot. Importantly, the framework’s focus is not 

on pathology but rather tries to explain behaviour and distress in terms of coping and survival 

mechanisms produced as a response to differing contexts. The role of personal meanings derived 

from these contexts is central to the outcomes, such that cultural, social, political and historical 

meanings, which shape personal meanings, are central to the understanding put forward by this 

framework. The PTM framework aims to fulfil the role of administrative, service related and 

research functions that diagnosis currently provides whilst steering away from replacements for 

current diagnostic terms. It encourages the development of a shared language between 

professionals and those with lived experience of mental distress. 

However, recent commentaries on this framework have argued that these patterns seem to be 

very similar to diagnoses73. Additionally similarly to the construction of categories within the DSM 

the PTM framework was constructed using a board of experts who reviewed evidence, a process 

which the framework itself criticises as biased. How systematic or comprehensive this review was  

was not reported as the methods of the review were not published73. Unlike the publication of 

the DSM there was no peer review or consultation on the changes and proposals that have been 

made in the PTM framework before its publication. This has led to criticisms that this should have 

happened before a professional body (DCP) supported its publication and dissemination73. The 

document also spans over 400 pages and along with complex ideas and language has been 

described as difficult to read and inaccessible73. 

Given all of the above the best way to describe and the best language to use in reference to 

people’s experiences continues to be debated. However there does seem to be a large voice of 

people calling for a change from the current system. 

2.4.3 Changing the name of schizophrenia: evidence from previous name changes 

Given that any changes from the current system of classification are likely to involve a change in 

the name, this section will look to outline the current evidence from previous name changes of 

mental health diagnoses. Lasalvia, et al. 87 conducted a literature review to explore the pros and 

cons of renaming schizophrenia as outlined in current research and debate. They found that this 

wouldn’t be the first time that a psychiatric diagnosis underwent a name change. They also found 

that previously there have been mostly positive results.  They report that in Japan they changed 

the name of schizophrenia from “mind-split-disease” to “integration dysregulation syndrome” 

which lead to significantly more patients and family members being told their diagnosis. 

Psychiatrists explained that the new term was easier for them to use to explain and inform 
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patients about their difficulties. Psychiatrists also found that “integration dysregulation 

syndrome” was a better term for discussing treatment and gaining consent as well as treatment 

adherence. Significantly a reduction in stigma and better social integration was also reported. 

However it was also found that when the new term was paired with psychoeducation 

emphasising the biogenetic explanations of schizophrenia this lead to an increase in negative 

stereotypes, particularly ‘criminal’ connotations. This was concluded to be because the 

implication that symptoms were out of people’s control may lead to the perception that people 

would be unpredictable or dangerous.  Additionally South Korea changed the name from “mind-

split-disease” to “attunement disorder” and this was found to be associated with less prejudice 

and stigma. However the new term was not adopted by users and the general public, possibly 

because the old term was more understandable to people and the new term was not87. Also Hong 

Kong and Taiwan changed the name from “mind-split-disease” to “dysregulation of thought and 

perception” however there is less available information about the changes in these countries 

currently available, although there appears to be less stigma in Hong Kong in particular87.  

When looking at the current literature on the validity and utility of schizophrenia as a diagnosis, 

would a simple name change to address stigma be enough? Bentall 88 states that merely changing 

the name of schizophrenia is unlikely to have too much effect. Primarily due to the fact that 

schizophrenia may not be a valid concept in itself, but also because any reduction in negative 

stigma when moving to a new term is likely to be short lived. Given this, a change in how 

experiences related to psychosis are grouped, may be a better way forward. Therefore would a 

step towards another system of classification be more appropriate? The next chapter introduces 

the psychosis subgroups. The aim of the psychosis subgroups is that linking terms directly to 

biopsychosocial causes may lead to greater understanding and acceptance of people’s 

experiences. Whether this is the case will then be explored in research outlined in chapters 5-7. 
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Chapter 3: Psychosis Subgroups 

Chapters 1 and 2 have outlined the current system of diagnosing schizophrenia, the criticisms of 

this system and the issues surrounding testing its validity and utility. This chapter will outline the 

Kingdon and Turkington 1 model of psychosis subgroups, how they were developed and the 

current evidence surrounding them.  

3.1 Introduction to the Development of the Psychosis Subgroups 

The psychosis subgroups were developed in response to the criticisms of the current system 

discussed in chapter 1 and 2; that schizophrenia as a diagnosis covers a very heterogeneous group 

of symptoms in clinical practice and its utility and validity as a grouping has been questioned. The 

psychosis subgroups were developed based on clinical intuition in line with Kendell 15's first 

validator of clinical syndromes (as seen in Figure 1.1). These clinical subgroups arose specifically 

from clinical observation and are based on the aetiological models outlined in chapter 2. The 

psychosis subgroups are; drug-related psychosis, traumatic psychosis, sensitivity psychosis (later 

named as stress sensitivity psychosis)40 and anxiety psychosis1.  These subgroups are based on a 

biopsychosocial, vulnerability stress model of people’s experiences68, are formulation informed 

and derived from a cognitive-behavioural based understanding of schizophrenia. Kingdon and 

Turkington 1 hypothesise that common experiences leading up to a first onset of psychosis may be 

grouped into common pathways to people’s experiences. They echo Garety, et al. 54 who conclude 

that the aetiological factors leading to psychosis may include a vulnerable disposition, life events, 

adverse environments, illicit drug use and periods of isolation. 

3.1.1 Drug-related psychosis subgroup 

The primary factor leading up to first onset of psychosis in the drug-related psychosis subgroup is 

the use of an illicit drug. In one of their early descriptions of the psychosis subgroups Kingdon and 

Turkington 1 report that these are commonly hallucinogenic drugs; cocaine, amphetamines, LSD 

or ecstasy with some evidence that high levels of cannabis use may also be a factor. Whilst drug 

use is present during the weeks leading up to the first onset of symptoms, the symptoms then 

continue to occur even after drug use has stopped for some time. As noted in chapter 2 there is 

now support for the hypothesis that drug use may lead to symptoms of psychosis. Evidence 

indicates that drug use may lead to a distinct presentation of symptoms with increased positive 
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symptoms, fewer negative symptoms, more social relationships and a higher risk of aggression89. 

Additionally, treatment responses may differ from those who have not used drugs, both in terms 

of medication and talking therapies90,91. In fact substance induced psychotic disorder is already a 

category in the DSM-5 and ICD-10, however whilst the ICD-10 does not specify a time limit for the 

category, DSM-5 states that the category can only be used for episodes that only last for one 

month after stopping drug use. It is hypothesised that this psychosis subgroup may have re-

occurrence of positive symptoms of psychosis, especially hallucinations and paranoia as well as 

poorer engagement with services and on-going drug use which may need to be addressed by any 

treatment provided.  People who meet criteria for this psychosis subgroup may also have a more 

disrupted family setting but better social relationships that may in fact be unhelpful in terms of 

stopping drug use.  

The criteria for the drug-related psychosis subgroup can be seen in  Figure 3.1 below. 

 Figure 3.1 Criteria for drug-related psychosis subgroup 

3.1.2 Traumatic psychosis subgroup 

Kingdon and Turkington 1 describe traumatic psychosis as being on a continuum with borderline 

personality disorder (BPD) and posttraumatic stress disorder. The main criteria for this psychosis 

subgroup is that of trauma in childhood such that a disruption in development and coping occurs. 

Positive symptoms of psychosis are likely to be related to the abuse, such as hearing a voice of an 

abuser making threatening and/or derogatory comments. It is hypothesised that people are likely 

to also experience features of BPD such as impulsivity or fear of abandonment92. As noted in 

chapter 2 there is now great support for a causal link between childhood trauma and psychosis. It 

is hypothesised that such trauma had an effect on emotional development and sense of self and 

others. Treatment may therefore need to focus on developing coping skills and addressing 

feelings of self-blame and low self-esteem that may be present as well as treatment for any 

positive symptoms of psychosis that someone may be experiencing.  

 Use of hallucinogens/stimulants (amphetamine, cocaine, 

LSD, ecstasy and cannabis) in the two weeks before 

onset. 

 Age of onset in teens or 20s.  

 Tend to be sociable with good peer interactions. 
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Figure 3.2 Criteria for traumatic psychosis subgroup 

3.1.3 Stress sensitivity psychosis subgroup 

People in the stress sensitivity subgroup are hypothesised to first develop experiences as 

adolescents with a gradual onset of symptoms. This onset may appear to be related to a 

breakdown in coping skills due to life stresses that are present at this time of life such as leaving 

home, starting work or academic study. Either large pressures are experienced due to previously 

performing very well and trying to maintain a perfect performance or coping skills may have 

always been under developed leading to difficulties as everyday stresses increase into adulthood1. 

Periods of isolating from others may be apparent and positive symptoms of psychosis may initially 

take the form of personalisation of events and experiences. For example beliefs of other people 

talking about them or that music lyrics are referencing them in particular.  Negative symptoms 

may also be prominent and socialisation may be very difficult. Care givers maybe very present in 

the person’s life, possibly with high expressed emotions which may be impacting on the person’s 

difficulties. Treatment may need to focus on developing coping skills and developing an 

understanding of their experiences, as well as possibly family work if care givers are prominent in 

the person’s life.  

Figure 3.3 Criteria for stress sensitivity psychosis subgroup 

3.1.4 Anxiety psychosis subgroup 

The anxiety psychosis subgroup is characterised by people who experience significant symptoms 

of psychosis later in life, often navigating early development well but then later experiencing 

significantly stressful life events. It is hypothesised that these events lead to a difficulty in coping 

 Experience of childhood sexual or emotional abuse. 

 Would meet criteria for borderline personality disorder. 

 Age of onset in teens or 20s. 

 Relationships tend to be chaotic. 

 Abusive hallucinations may be present. 

 Less sociable. 

 Age of onset in teens or 20s. 

 Insidious onset of more than one month. 
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which is resolved by externalising this stress through the development of delusional ideas. This 

may mean that the stressor may take on spiritual or magical meaning or be explained through 

others targeting the person and paranoid explanations. Whilst relationships with others may have 

previously been good, symptoms may lead the person to isolate themselves from others1. 

Treatment may need to prioritise relationship building as quite fixed beliefs may be present and 

teaching of coping skills as well as understanding and normalising their experiences.  

Figure 3.4 Criteria for anxiety psychosis subgroup 

3.1.5 Additional criteria 

It is envisioned that the drug-related psychosis subgroup and the traumatic psychosis subgroup 

can be co-existing. Also the criterion for the drug-related psychosis subgroup and the traumatic 

psychosis subgroup would supersede an allocation of the anxiety psychosis subgroup or the stress 

sensitivity psychosis subgroup. Therefore, the anxiety psychosis subgroup and the stress 

sensitivity psychosis subgroup would only be given if the drug-related psychosis subgroup and the 

traumatic psychosis subgroup criteria do not apply. The anxiety psychosis subgroup and the stress 

sensitivity psychosis subgroup are believed not to co-exist with any other subgroup. 

3.2 Current Evidence Surrounding the Psychosis Subgroups 

These psychosis subgroups may overcome some of the difficulties experienced by other 

classifications as they describe factors influencing the onset of psychosis. Therefore the psychosis 

subgroups can be expected to be stable over the course of episodes or where enduring. They may 

also fill the gap left by the removal of the subgroups from the DSM-5 schizophrenia criteria. In 

fact, many of the other changes seen in DSM-5 appear to be a move in the direction of the 

proposed subgroups. For example, the removal of the need for delusions to be bizarre now brings 

this more in line with the anxiety psychosis subgroup. With early onset psychosis attracting a 

diagnosis of schizophrenia and late onset that of delusional disorder, these new groups may be 

describing those of the stress sensitivity psychosis subgroup and the anxiety psychosis subgroup 

 Good peer relationships in early adolescence. 

 Age of onset 30s or later. 

 Onset is likely to be acute – less than one month. 

 In many cases individuals may have experienced a 

stressful life event immediately preceding onset. 
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proposed. Additionally the changes in the criteria for schizo-affective disorder stating that mood 

disturbance must be a lifetime pattern, rather than short episodes, brings this category closer to 

the traumatic psychosis subgroup. Finally, as noted above although not included under the 

schizophrenia and other disorders chapter, there is drug and alcohol related psychosis in the drug 

related disorders section of DSM-5. This category only allows for it to be applied for one month, 

but may in fact be aligned with the drug-related psychosis subgroup.   

Investigations into these subgroups have found them to be a more acceptable and 

understandable label for peoples’ experiences. Kingdon, et al. 68 found initial support for the 

validity of these subgroups, but importantly, they also found that the terminology and 

descriptions were more acceptable and more fitting to peoples’ experiences than that of 

schizophrenia. This was found across patients, care co-ordinators and consultant psychiatrists. In 

further work, Kingdon, et al. 93 found that, in a group of medical students, the new terms and 

descriptions led to less stigmatisation and negative assumptions about the groups of people they 

described.  

Work undertaken to examine the validity and reliability of these subgroups has shown initial, 

supportive results. Kinoshita, et al. 40 describe the development of a Structured Clinical Interview 

for Psychosis Subgroups (SCIPS) which was shown to be applicable and effective in both research 

and clinical settings. Kinoshita 41 developed the SCIPS to explore whether it is possible to classify 

and validate these subgroups and found that the measure had good inter-rater and test-retest 

reliability and concurrently validity.  

The psychosis subgroups may be a way of bringing together the aetiological models discussed in 

chapter 2 into hypothesised groups. These psychosis subgroups are based on what was seen by 

the developers in clinical practice from psychological formulations. They have been proposed as a 

starting point to allow for further research and shaping to explore whether such aetiological 

groups exist. In fact these subgroups interestingly appear to match what Dudley, et al. 82 found 

when asking people what they thought caused their psychosis. As noted in chapter 2 they found 

four categories of explanations; drug use, traumatic experiences in adulthood, personal sensitivity 

and developmental vulnerabilities which, apart from the trauma in adulthood, may be seen to 

replicate the subgroups proposed.  

Bentall 17 states that an aetiological view of psychotic symptoms encourages the discovery of 

patient stories and engages with people in a much greater way than an assessment of symptoms 

for a diagnosis. Such a model may lead to treatments being more tailored to the hypothesised 
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causes of peoples’ needs. This could, for example include a new approach to prescribing 

medications and more psychological therapies which, although included in National Institute for 

Health and Care Excellence (NICE) guidelines, are often not provided or easily available in many 

clinical services.  

These psychosis subgroups were initially developed based on the current classification of 

schizophrenia but have since been explored using the broader term of psychosis more prevalent 

in clinical practice and research. However it is likely that the term psychosis will not cover all the 

difficulties experienced by people meeting the psychosis subgroup criteria. As first noted by 

Bleuler 28 prominent difficulties may also include negative symptoms and difficulties with social 

cognition which may not be captured by the term ‘psychosis’.  Additionally, these terms and their 

descriptors do not set out discrete symptom groupings by which they could be diagnosed.  Unlike 

the current diagnostic system whereby symptoms are used to make a diagnosis, these terms look 

at antecedents which may provide information about why current experiences may be happening. 

This may then be used to guide treatment, thus representing a move away from the classic 

medical diagnostic system but not quite based on a full individual formulation. This approach may 

sit between these two poles of the current system and the proposed alternatives.  

3.3 Summary 

This chapter has introduced the psychosis subgroups, how they were developed and some of the 

initial research behind their validity and utility. The next few chapters will outline the research 

conducted to explore their validity and utility in more detail.  
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Chapter 4: Methodology 

Chapters 1-2 have outlined the research area, discussing how psychiatric diagnosis and 

schizophrenia in particular are classified and the current debate about the methods used. Chapter 

3 then introduced the psychosis subgroups, the utility and validity of which will be further 

explored throughout the studies described in chapters 5-7. Chapter 4 will discuss the 

methodology used throughout the studies, specifically focusing on the research aims and how 

they were addressed. 

4.1 Approaches to Research in Mental Health 

Research in mental health most often involves the generating and testing of theories to try and 

understand what is happening and why when someone experiences mental health difficulties. In 

relation to mental health classification, this has followed a logico-deductive method whereby 

experts in the area have developed theories based on their knowledge and experience and then 

tested out specific hypotheses. To enable such testing, first the phenomena, in this case mental 

health difficulties must be sufficiently described to allow for the hypotheses to be defined94 and a 

taxonomy developed. Hypotheses about these phenomena can then be developed and tested.  

A review of research methods used in the development of the current system of mental health 

classification revealed two main methods that have worked alongside each other. The first 

method was research involving various approaches to test out hypothesised categories in clinical 

and non-clinical populations. This was the “real –world” testing of the DSM-5 categories. This was 

done primarily using interrater agreement tests of the different diagnoses contained in the DSM-5 

using relevant measures developed for each diagnosis95. Confirmatory factor analyses of mental 

disorders were used to look at comorbidity and the structure of common mental disorders96. This 

included explorations of the associations of mental health classifications with neural substrates, 

biomarkers, cognitive and emotional processing abnormalities, symptom similarities, course of 

the illness and treatment response97. These approaches were designed to test the concurrent, 

construct and criterion validity of the proposed classifications.  

The second method examined the face and construct validity of the DSM-5 via working groups. 

These working groups consisted of experts in the area, representing different specialities in 

mental health95. These working groups conducted literature reviews and examined previously 

published papers in their specific areas. The opinions of the experts were then combined to create 



Chapter 4. 

36 

 

a publication which was then reviewed in a series of consultations with interested stakeholders. 

These two methods used both quantitative and qualitative approaches, the benefits and critiques 

of which will be outlined below.  

4.1.1 Epistemological background of research approaches 

Quantitative and qualitative research approaches have developed from differing epistemological 

stances which guide the methods used. This context will be briefly outlined below by exploring 

the paradigms of positivism, constructivism and pragmatism and their links to research 

methodologies.  

 Positivism: The epistemological stance of positivism is that the nature of the world can be 

known through observable measurements. Thus meaning that our observations of the world are 

trustworthy and can be objective, given certain contingencies. Positivist research paradigms often 

focus on quantitative data collection, using the measurement of observable variables to test out 

hypotheses98.  

 Constructivism:  The epistemological stance of constructivism is that the truth is a 

construct of human interpretation, therefore it is subject to the language we use, the meaning we 

give it and the instruments we use to measure it. Therefore our observations of the world are 

purely subjective and will be biased due to the individuality of the people perceiving the 

phenomenon being studied. This then means that multiple realities exist to be studied and there 

is no one ‘true’ reality. Constructivist research paradigms therefore focus on qualitative data 

collection often with a focus on the researcher as an active participant in the research due to the 

interpretation they give98.  

 Pragmatism:  The epistemological stance of pragmatism is one which values the outcome 

and consequences of research without necessarily needing to make any claim about whether or 

not such outcomes are an accurate description of reality. This stance comes from a belief that the 

best way of knowing the world is through finding out what works in what situations. In this way it 

is not of central importance how a phenomenon is researched, but rather what that research 

leads to and whether or not it is helpful. Given this, pragmatic researchers often use a mixture of 

methods based on the research question99. 

Pragmatism is often seen as a middle ground between the poles of constructivism and positivism, 

although this balance can often be difficult to achieve as it tries to bring together diverse ways of 

working99.  
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4.1.2 Quantitative approaches 

Quantitative approaches are generally associated with numerical data that allows the researcher 

to examine the variables within a process in terms of how often they occur, their magnitude and 

how these may vary over time and in comparison to other variables94. They most commonly 

involve the use of statistical analysis to test specific hypotheses and the focus is on accuracy and 

precision of measurement100. Quantitative approaches follow a deductive, logical method, testing 

pre-existing theories rather than generating theory specifically. The aim of the researcher is to be 

an objective observer of the phenomenon being examined100. This approach focusses on being 

able to generalise results to a wider population and therefore due to this and the use of statistical 

analysis, sample size and its ability to represent the population becomes important. Data 

collection involves measurement of phenomenon using replicable designs that are detailed at the 

outset of the research. Criticisms of this approach include the reductionist nature of narrowing 

the focus of an investigation down to measurable variables with the possible exclusion of 

individual variations and contexts98. Additionally the role of the researcher in any interpretations 

made and research design decisions is often not openly discussed.  

4.1.3 Qualitative approaches 

Qualitative approaches look to explore opinions and views expressed by the people involved in a 

phenomena98. They often involve non-numerical, verbally presented data which may be used to 

generate theories and explore how individuals understand experiences. Data is explored in the 

context it is found and the perspective of those involved is at the centre therefore generalisability 

is not a main concern100. Data collection usually takes the form of interviews, focus groups or 

open-ended questionnaires and the design may evolve over the course of the research. This 

approach is at times criticised for personal interpretations made by researchers which a 

quantitative approach would see as introducing researcher bias100.  

4.1.4 Mixed methods approaches 

Mixed methods approaches involve the use of both quantitative and qualitative methods to 

explore a research question. Here the data from both of the approaches outlined above, 

numerical and verbal is mixed. This can be done in several ways, data can be merged, connected 

or embedded to form a picture of the problem in a different way than when looking at each types 

of data in isolation. This can be done in a single study or across multiple studies with the aim of 

providing a more comprehensive picture of the phenomenon being studied and overcoming some 
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of the criticisms experienced by the individual approaches.101 One of the central criticisms of 

mixed method approaches is the ‘incompatibility thesis’100 which argues that mixed methods 

attempt to combine two distinct research approaches that, due to their differing paradigms, are 

incompatible with each other; their stances are too different to be brought together 

harmoniously.  

Bergman 99 however argues against the distinction between quantitative and qualitative methods 

stating that they are not dichotomous categories, that there is much cross over between the 

methods and therefore the distinction may not always be that helpful in research. Howe 102 also 

argues that the incompatibility criticism does not take into account the many similarities between 

the quantitative and qualitative approaches and puts forward a pragmatic view point that the 

incompatibility thesis is refuted by many researchers successfully combining approaches. He 

states that staunchly adhering to positivist and constructivist underpinnings of quantitative and 

qualitative approaches would indeed make them incompatible. However research has developed 

past this point to include more post-positivistic and pragmatic approaches which are the more 

sophisticated variants of realism and therefore should lead to a move away from the 

incompatibility argument100. 

4.2 Methodology Employed Across this Thesis 

Each research approach discussed above may be used to address different types of research 

objectives and therefore when choosing a methodological approach the aim of the research 

becomes the central deciding factor. 

4.2.1 Research aim 

The main aim of this research project was to investigate the validity and utility of the psychosis 

subgroups. Given this the following research questions103 were developed: 

a) Do the psychosis subgroups have adequate validity in a clinical population? (study 1) 

b) Do experts believe the psychosis subgroups are valid and useful? (study 2) 

c) What are Experts by Experiences’ (EBE) views of the psychosis subgroups and how do they 

make decisions about their utility and validity? (study 3)  

The research aim identified both quantitative and qualitative research questions. Study 1 looks to 

test specific hypotheses to examine the validity of the psychosis subgroups and therefore 

identifies a quantitative approach. Whereas the questions investigated in studies 2 and 3 explore 
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opinions and study 3’s question focuses on developing an understanding of how decisions are 

made and therefore may be theory generating. Given this, a mixed methods approach to this 

research was implied.  

4.2.2 Theoretical background to methodology used  

The central theme to the criticisms of the term schizophrenia in the literature was that of validity 

and also utility, views on which varied across texts, professions and epistemological stances. 

Given there are differing epistemological stances to research, discussed above, it is necessary to 

outline where this research project sits given the literature base and importantly to explore the 

researcher’s epistemological stance. Through the researcher’s background in psychology and 

research a pragmatic approach to the opposing research paradigms of positivist and constructivist 

philosophies has been developed. In brief, this means that of central importance to the 

researcher is the research question itself and the methodology which would suit it best. It is the 

researcher’s opinion that whilst there will always be one ‘truth’ this truth may be experienced, 

interpreted and researched in many differing ways. Therefore to explore what is happening in the 

real world, the research methodology needs to suit what is being explored, by whom and in what 

way. Indeed two differing ways may lead to differing answers, neither or which are untrue but 

both of which are parts of the real world picture.  

4.2.3 Mixed methods model used in this thesis 

As Bentall 17 states, any arbitrary list of symptoms, if clearly defined, could be found to be reliable. 

This is different from it being valid or useful in any way. Given the main area of investigation was 

the validity and utility of the psychosis subgroups and the discussion in chapter 1 on the differing 

types of validity and utility, it became apparent that different stakeholders may provide differing 

data that would need to be explored to provide a full answer to this question. The logico-

deductive nature of the psychosis subgroups’ development via clinical intuition also led to a 

potentially circular investigation. Whereby testing whether the psychosis subgroups existed using 

the pre-specified criteria may only prove that these characteristics exist, and not necessarily that 

they form discrete or exclusive groups in reality. Therefore exploration using more than one 

source and method may lend support as to whether or not they are valid groupings. Three main 

stakeholders who use the terms schizophrenia and psychosis and may therefore use the psychosis 

subgroups were identified by the research questions; researchers, service users and clinicians. 
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 Based on the researcher’s pragmatist stance, a mixed methods project was developed which 

aimed to explore the validity and utility of the subgroups from each of these stakeholder 

viewpoints in the way most appropriate for each. Central to a mixed methods approach is the 

epistemological view that whilst there are multiple perspectives, there is only one reality. Given 

this there are limits to the usefulness of any form of data as its usefulness will depend on the 

method, source and research question99.  Therefore to successfully explore reality, a multifaceted 

approach from different data sources is necessary104. A  mixed methods approach specifically 

allows data collection and analysis to be more connected to the focus of each part of research and 

its specific question99.  

Stakeholders also provide a natural source of data triangulation whereby any interpretations can 

be tested for validity and further complementary information may be gained 105. Triangulation can 

also be seen as a way of bringing together the different project methodologies 106.  Each 

stakeholder view is explored using the best methodology for that group with the results from 

each stakeholder being compared. Thus additionally using triangulation of methodology to allow 

for discussion of the main research question. These two forms of triangulation (data and 

methodology) can be used as a test of convergent validity by manipulating possible confounding 

variables such as those found in the method of data collection itself or in a specific population 104. 

Triangulation is a technique that can be used to inform judgement and does not in itself 

guarantee completeness 105. Using multiple methods can be said to increase the chances that any 

flaws due to gaps or weak evidence will come to light. This may be seen for example when 

psychiatric diagnoses are researched and validated using only clinical data and clinical expertise, 

yet missing out a service user perspective. This may in turn lead to the feeling often expressed by 

service users that they feel psychiatric diagnoses are often meaningless to them or don’t fit with 

their experiences.  

Bazeley 107 states that as there are many different ways of mixing methods it is important to fully 

define how mixed methods will be used within any project and how these methods will be used 

together. The specific methods used in chapters 5-7 and why there were used is outlined in more 

detail below. This study used a component mixed method design 107. The different methods were 

set up to run as side-by-side research projects (studies 1-3) all looking at the same research aim 

with the different stakeholders. The individual results of these were then explored by the 

researcher in the form of summary and commentary of the results. The conclusions made about 

the main research question where then explored as a whole (chapter 8). An alternative approach 

would have been to complete the studies using different methods and then analyse all the data in 
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a single analysis. However the methodologies used for each study all had quite specific guidelines 

for analysis and therefore collection and analysis for each stakeholder group followed the 

methodology used, thus allowing each study to be true to its own design requirements. Indeed 

the straying of researchers from individual methodological assumptions and rules has been 

argued to amount to a corruption of the methods in some mixed methods studies 107 and 

therefore attention to the correct use of methodologies across each study has been a primary 

concern throughout this research. This was particularly the case with the qualitative studies as it 

was important to the researcher that this wasn’t just an add-on providing supplementary 

information to a main quantitative study. Rather it was the intention of the researcher that each 

stakeholder view was given an equal footing and importance. This then allowed for the 

triangulation of the results to be used in the original meaning of the term triangulation in 

research, “with a view to providing corroborating evidence for the conclusion drawn” 107. A 

primary criticism of this method however has been that differing methods will provide different 

information, for example people may express different views in a private versus public setting and 

therefore, whilst this information may provide more depth, it may not actually be corroborative 

evidence 107. The interpretation of different forms of information and whether they agree or 

disagree may be quite complex and subjective in itself. To address this in this study, the different 

forms of methodology and their strengths and weaknesses will be taken into account during the 

interpretation of any results. For example the different opinions and why they may be expressed 

in a confidential online survey versus a face to face interview will be kept in mind and implications 

of this discussed. Given the pragmatic stance of the researcher this method of triangulation will 

provide, where an agreement in the findings of each stakeholder study is not found, a more in 

depth understanding to the differing viewpoints and concepts surrounding the area. This in itself 

may be of great importance in the future research of this area which, as already described, 

contains many differing viewpoints. 

4.2.4 Reflexivity 

Malterud 108 states that a researcher’s background will affect almost every process when 

conducting research, from what they choose to investigate and how they conduct investigations 

through to the conclusions they make.   One of the main criticisms of qualitative research has 

been that of researcher bias and subjectivity which may be possible across the research 

methodology109. Reflexivity of qualitative researchers has been developed as a way of not only 

limiting these possible biases but also to make researcher attributes and their possible impact on 

the research obvious to allow for external review. Malterud 108 defines reflexivity as “an attitude 



Chapter 4. 

42 

 

of attending systematically to the context of knowledge construction, especially to the effect of 

the researcher, at every step of the research process” 108  p. 484. Through this the researcher has 

made explicit the choices made in the development of the research to the reader. Guidelines 

developed by Cohen and Crabtree 110 to promote reflexivity that were followed throughout the 

project included: 

 Dialogue with multiple researchers to develop an understanding of the research and its 

context  

 Reflexive journaling in the form of notes and memos kept throughout the research 

 Reporting research perspectives and beliefs in any disseminations 

In line with the final point the author has firstly outlined their epistemological stance. Additionally 

it is noted that the author is a psychology graduate working within a research team exploring the 

efficacy of Cognitive Behavioural Therapy (CBT) for psychosis. The research project was developed 

as a response to the author joining this team and reading about the psychosis subgroups as part 

of the posts introductory reading. This lead to a desire to investigate these subgroups further as 

they appeared to have face validity when assessing people with psychosis. It is noted that this 

came from a wish to advance the treatment of people with psychosis and provide them with 

more understanding and support as this was a need often expressed to the author during 

research assessments. This preconception about the use and value of the psychosis subgroups by 

the researcher was therefore important to note and balance throughout the research project. 

This was addressed through the use of supervision with Professional Experts without a pre-

existing involvement with the psychosis subgroups and also consultation with EBE throughout the 

project.  

4.2.5 Use of Experts by Experience 

A central element of the design of the studies throughout this thesis and the reflexivity of the 

researcher has been the collaboration with EBE. EBE for this project have been defined as people 

with a lived experience of psychosis. Such experience brings a perspective not available to the 

researcher themselves. Involvement of EBE in research about their experiences has been noted as 

a basic right to enable the expression of their views and opinions111. Additionally it can be 

extremely beneficial to support researcher reflexivity through dialogues enabling differing 

viewpoints to be expressed and shared within the research team.  
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All studies within this project had EBE involvement at differing levels. In study 1, the protocol and 

all documents were reviewed by a service user researcher from the University of Manchester as 

part of the peer review process of the University of Southampton Ethics review. In study 2, the 

development of replicated protocols and documents for an EBE sample was completed in 

collaboration with a service user researcher who was a visiting member of the Faculty of Medicine 

at the University of Southampton. The service user researcher who collaborated on the 

development of the replication of study 2 was also a member of the research team for study 3, 

providing advice and opinions from the outset of the research design process, through the 

conducting of the research to the evaluation and conclusions that were drawn.  

4.3 Overview of Studies 1-3 

4.3.1 Study 1.  Validity in a Clinical Population: Investigating the validity of the psychosis 

subgroups within a multi-centre therapeutic intervention trial (SCIPS in FOCUS). 

Study 1 focused on the research question: 

a) Do the psychosis subgroups have adequate validity in a clinical population?  

This study explored the main research aim from the viewpoint of clinicians and researchers and 

investigated whether the  Kingdon and Turkington 1 model of the psychosis subgroups was upheld 

in a clinical population that was part of the Focussing On Clozapine Unresponsive Symptoms 

(FOCUS) Trial.  

This was a descriptive research objective which identified that a quantitative, non-experimental 

design should be used. An experimental design would not have been appropriate as the variables 

being examined either could not be manipulated (age of onset of psychosis) or could not ethically 

be manipulated (experience of traumatic events).  

Several approaches to examine this research objective could have been taken. One would have 

been a longitudinal approach whereby people either experiencing the criteria identified in the 

different psychosis subgroups or not were followed up over time to see if they experienced an 

onset of psychosis. Whether this process met the specific proposals being made by the model of 

the psychosis subgroups could then be explored. This would allow for the testing of the direct 

relationship between the psychosis subgroup criteria and the outcomes being proposed. 

However, the model of psychosis subgroups is at this time in its initial stages of being defined and 

researched. Such a longitudinal study would require large resources and commitment from both 
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the participants and the researchers, such that it may not be feasible or advisable until further 

evidence in support of the psychosis subgroups has been found to justify such an investment.  

Another approach would be a factor analysis. Here the different criteria needed for allocation of 

the proposed psychosis subgroup would be examined to see if they do indeed fall into the 

specified subgroups. However, again due to the initial stages of the psychosis subgroups 

development, the proposed criteria for the psychosis subgroups have not been confirmed fully. 

Development of the psychosis subgroups may lead to identification of different criteria that may 

be more relevant in the proposed mechanisms behind the formulations of the psychosis 

subgroups. Relevant measures to examine the different criteria of the psychosis subgroups have 

not yet been fully validated. Additionally a large population would be needed for this type of 

research which may be therefore more appropriate for later stage research.  

 Taking all of these factors into account a cross-sectional design was chosen within a pre-existing 

research population. This allowed for the initial testing of hypotheses in a clinical population, 

without excessive burden on participants through completion of lots of non-validated measures, 

and without additional research costs. This did however mean that there were certain limitations 

on how the study could be designed. The population was predetermined, participants were 

classified as having treatment-resistant schizophrenia and most of the measures used in this study 

were from those already being collected as part of the FOCUS research trial. This method 

provided access to a large clinical sample that may not have otherwise been possible and access 

to large amounts of research data that included clinical formulations. This meant that through the 

addition of just two measures relevant to the psychosis subgroups specific hypotheses relating to 

the concurrent, construct and criterion validity of the psychosis subgroups could be examined.   

4.3.2 Study 2. A Delphi Study with Experts: Are the psychosis subgroups useful and valid? 

Study 2 focused on the research question: 

b) Do experts believe the psychosis subgroups are valid and useful?  

This objective identified a qualitative approach in that it explored expert opinions. Two types of 

experts where defined in this study; Professional Experts (PE) and EBE. One of the main 

considerations when looking at how to design such a study was how best to access this 

population. PE tend to be busy people who therefore may be hard to engage in a research study 

of this type. Geographically they may be very spread out and may not be able to travel to engage 

in research. They will most likely however have access to sufficient electronic resources as part of 
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their work and may therefore be able to engage in online research. Given this, several 

methodologies were possible.  

Firstly interviews could be conducted via either telephone or video calling. Interviews are a 

flexible way of investigating opinions which allow for direct questioning of peoples views100. They 

allow for expansion upon and clarification of specific items in the moment by further questioning 

from an interviewer that other, fixed approaches do not. Additionally in video interviews non-

verbal cues may also be available for interpretation as well as changes in spoken cues in 

telephone interviews. However arranging and conducting interviews can be a time consuming 

process, even for those done at a distance via telephone or video calling. Additionally PE may 

need some information prior to the interview therefore increasing the burden expected of them. 

This may reduce the recruitment potential as participants may not be willing to engage readily in 

this type of research.  

 Another method therefore would be a survey design. Surveys are likely to be a familiar process 

for PE who would be able to engage in a survey about complex topics without too much difficulty. 

They also have the advantage that the participant would be able to complete them in a time and 

place of their choice and could stop and start if they needed to. They provide a layer of separation 

between the researcher and the participants which may enable participants to more freely 

express their opinions than they may feel comfortable doing in a face to face interview.  Internet 

surveys also have the advantage of being able to easily reach a large population at relatively little 

cost. However it was identified from the existing research that some quite polarised views about 

mental health classification exist and therefore it was anticipated that differing views may be 

found in several areas of the validity of the psychosis subgroups. Whilst some initial research had 

been completed by Kingdon, et al. 68 not much detail had been found. Therefore a standard 

survey design may not be suitable as the areas relevant to the views of PE were not well 

established. It was anticipated that any analysis of a survey may show a wide range of opinions, 

about which it may be hard to draw specific conclusions.  

This study therefore used a modified Delphi method, involving both qualitative and quantitative 

methods via an online survey to explore experts’ opinions. This method allowed for multiple 

rounds of a survey to be conducted in a systematic way, with the aim of trying to find any areas 

where a consensus in opinion could be found. Additionally free text responses enabled further 

exploration of any differences of opinions.   
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This study design was particularly relevant to PE and was designed to best enable their 

participation however the study was also completed with EBE to allow for a direct comparison to 

the opinions expressed by PE. This meant that the EBE sample in this study may be limited to 

those with access and ability to complete online surveys about a fairly complex topic. This meant 

it was also important to explore EBE opinions further, which was the aim of study 3. 

4.3.3 Study 3.  A Qualitative Study with Exprts by Experience: Participant Opinions of 

Psychosis Subgroups (POPS) 

Study 3 focused on the research question: 

c) What are Experts by Experiences’ (EBE) views of the psychosis subgroups and how do they 

make decisions about their utility and validity?  

This study was designed specifically to facilitate the understanding of EBE views. This research 

question was not hypothesis driven and looked to explore the opinions of a population. This 

population had different considerations at the forefront of the research design. To enable EBE to 

engage in research of this kind, electronic or postal methods may not be appropriate due access 

to such resources and skills needed to engage in this form of research possibly not being available 

to all who may wish to take part. Face to face interviews therefore became the most appropriate 

form of data collection for this objective. This method allowed participants to be supported, 

where necessary, through further explanation and expansion of different areas. It also allowed 

the researcher to probe in more detail within the context of interviews themselves. Focus groups 

were excluded as a method as it was felt that some participants may not feel comfortable sharing 

their opinions in a group setting. Interview research however can be conducted and analysed in 

many different ways.  

Thematic Analysis (TA) is a way of describing qualitative data through a process of coding and the 

generation of themes or patterns within the data. It is a very flexible approach and is often seen 

as a simple way of reducing large quantities of data into reportable findings. However this process 

has often been criticised for remaining at a descriptive level, rather than providing a source of 

interpretation of peoples’ experiences100.  

Interpretative Phenomenological Analysis (IPA) seeks to explore the perspectives and experiences 

of an individual and their world. IPA studies questions about significant issues and processes in 

people’s lives. IPA aims to detail how people makes sense of those experiences through the 

identification of themes detailing psychological concepts and abstractions112. The relationships 
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between these themes are then explored by the researcher based heavily on what is found within 

the data. The aim is to provide a written account of the interpretations of the experiences found 

within the data to provide a description of the phenomenon being investigated.   

Grounded Theory (GT) on the other hand is a methodology designed to generate theory based on 

an on-going process of data comparison and interpretation. It uses several levels of data coding, 

to direct the research process and guide theoretical sampling and questioning of further data 

collection. It is purported that this process allows for the generation of theory that is ‘grounded’ 

and comes directly from the data enabling the description and explanation of the basic social 

processes found in human experience. Given the nature of the findings from studies 1 and 2 a GT 

methodology was chosen for study 3. This is because it enabled the researcher to move beyond 

description and interpretation of the findings to a theoretical level whereby an understanding of 

the processes that influenced decision making when looking at the validity and utility of the 

psychosis subgroups could be developed. This enabled the research to move from the level of 

looking at what was happening to a proposal as to why it may be happening. This meant that the 

findings across all the studies were also able to be drawn together to explore any conclusions in a 

cohesive manner.  

4.4 A Grounded Theory of Decision Making in Psychosis Diagnosis 

Whilst this project uses a variety of sources and methods to explore the validity and utility of the 

subgroups across settings, triangulation of the findings was used to build up an overall picture of 

the subgroups. Fielding 104 additionally states that any incorporation of findings from mixed 

methods must be informed by theory, therefore a GT methodology was used to integrate the 

findings across all the studies in chapter 8. This meant that studies 1 and 2 also formed part of a 

theoretical sample to develop a theory of decision making when receiving and providing a 

diagnosis to people with psychosis.  

4.5 Summary 

This chapter has outlined the mixed methods design that was employed throughout this thesis, 

the strengths and limitations of this approach and how these were addressed throughout the 

design and completion of this research. Chapter 5 will now discuss Study 1: Validity in a clinical 

population. 
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Chapter 5:  Validity in a Clinical Population 

Study 1: 

Investigating the Validity of the Psychosis Subgroups within a multi centre 

Therapeutic Intervention Trial: SCIPS in FOCUS 

5.1 Chapter Overview 

As outlined in chapter 4 one of the main ways of assessing the validity of current psychiatric diagnosis is 

through testing whether or not groupings and criteria can be found in clinical populations.  Therefore 

this chapter outlines the investigation completed in study 1 to explore the concurrent, construct and 

criterion validity of the psychosis subgroups in a clinical population.  

5.2 Introduction 

Chapter 3 introduced that the psychosis subgroups were developed by Kingdon and Turkington1 in line 

with the first stage of Kendell’s15 criteria for validating clinical syndromes. This stage is the development 

of the description and identification of a syndrome. To enable this Kinoshita 41 developed the Semi-

structured Clinical Interview for the Psychosis Subgroups (SCIPS) which specifies the clinical descriptors 

needed to identify the psychosis subgroups. Preliminary research has concluded that this measure has 

adequate reliability and validity40,41. However it is not currently a widely used tool and replication of 

these findings is needed. Additionally describing and identifying a syndrome only covers one of the six 

criteria specified by Kendell15. Criterion validity is also needed, specified as the “demonstration of 

boundaries or ‘points of rarity’ between related syndromes”15  p. 47 and an “association with some more 

fundamental abnormality”15  p. 47 such as a psychological factor.    

5.2.1 Research Question 

The research question explored in this study was ‘Do the psychosis subgroups have adequate validity in 

a clinical population?’ Given this question a descriptive design was used.
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5.3 Research Methods 

5.3.1 Research design 

The research was conducted using a cross-sectional, non-experimental design to explore the concurrent 

and criterion validity of the psychosis subgroups and the construct validity of the SCIPS measure in a 

clinical population.  

5.3.2 Data collection 

The study population consisted of participants who had taken part in the Health Technology Assessment 

(HTA) Trial: Focussing on Clozapine Unresponsive Symptoms (FOCUS). The FOCUS research trial was a 

randomised controlled trial investigating the efficacy of cognitive behavioural therapy for people with 

confirmed treatment-resistant schizophrenia. A total of 486 participants were recruited from five sites 

across the UK (Manchester, Glasgow, Edinburgh, Newcastle and Southampton) and were classed as 

treatment resistant after their symptoms were not resolved by an adequate trial of clozapine. The 

following inclusion and exclusion criteria were used for the FOCUS participants: 

5.3.2.1 FOCUS inclusion criteria 

a) A criterion level of persistent symptom severity despite an adequate trial of clozapine in terms 

of dosage, duration and adherence (as used by Honer et al.113)  

b) Treatment of clozapine at a stable dose of 400mg or more (unless limited by tolerability) for at 

least 12 weeks, or if currently augmented with a second antipsychotic that this has been given 

for at least 12 weeks, without remission of psychotic symptoms, or have discontinued clozapine 

due to adverse reactions (including agranulocytosis) or lack of efficacy in the past 24 months 

c) presence of at least one psychotic symptom with severity ≥4 (for hallucinations/delusions) or ≥5 

(for suspiciousness/grandiosity) on the Positive And Negative Syndrome Scale (PANSS)114 in 

addition to a PANSS total score of at least 58, which is equivalent to a clinical global impression 

(CGI) of being at least mildly ill 115 

d) be in contact with mental health services and have a care coordinator 

e) either meet ICD-10 criteria for schizophrenia, schizoaffective disorder or delusional disorder or 

meet entry criteria for an Early Intervention for Psychosis service (operationally defined using 

PANSS) in order to allow for diagnostic uncertainty in early phases of psychosis 
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f) Aged at least 16 years old 

g) Competent and willing to provide written, informed consent 

5.3.2.2  FOCUS exclusion criteria 

a) Primary diagnosis of alcohol/substance dependence, where this is clearly the cause of their 

psychotic symptoms  

b) Developmental disability 

c) Non-English speaking 

d) Current receipt (or within the last 12 months) of structured cognitive behavioural therapy (CBT) 

from a qualified psychological therapist in accordance with NICE guideline recommendations (as 

opposed to more generic psychosocial interventions) 

5.3.3 Ethical considerations 

Permission to gather data from this sample and use data collected as part of this research trial was 

gained from the trial management. Ethical approval was gained from the National Research Ethics 

Committee (REC) and the University of Southampton Ethics board.  

5.3.4 Measures 

All measures can be found in Appendix C. 

5.3.4.1 SCIPS 

Participants were invited to complete the SCIPS as part of their research assessments for the FOCUS 

Research trial which were completed with an RA.  The SCIPS is an eight item, researcher administered 

questionnaire looking at the factors leading up to peoples’ first onset of psychosis. The measure 

presupposes that participants have been screened for experiences of psychosis. The items cover 

psychosocial factors and co-morbid conditions which have been associated with psychosis to allow for 

the classification of a specified psychosis subgroup: either traumatic psychosis, drug-related psychosis, 

anxiety psychosis or stress sensitivity psychosis.   

All items on the SCIPS are scored as either 1=present or 0=absent with the exception of item 3.2. which 

used the CTQ data and also has a rating of declined to answer. The scoring of the SCIPS is split into two 

sections, the first section (items 1.1-2.2) identifies between the anxiety psychosis subgroup and the 

stress sensitivity psychosis subgroups through a series of five questions looking at psychosocial factors 
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leading up to first onset of psychosis. A score of three or more items being present leads to an allocation 

of anxiety psychosis, whereas three or more items absent leads to an allocation of stress sensitivity 

psychosis. Items 3.1. - 3.3. distinguish between drug-related psychosis and traumatic psychosis. If 

criteria for either of these subgroups were met then they were allocated over and above whether or not 

the criteria for anxiety psychosis or stress sensitivity psychosis had been met. Kinoshita 41 found inter-

rater reliability kappa coefficients of 0.93 and concurrent validity kappa coefficients of 0.73 for the SCIPS 

during its development. 

5.3.4.1.1 SCID II 

The Borderline Personality Disorder section of the Structured Clinical Interview for DSM-IV Axis II (SCID-

II)116 was added to section 3.3. of the original SCIPS to screen for characteristics of Borderline Personality 

Disorder (see Appendix A). The SCID-II is a self report screening questionnaire consisting of 113 items. It 

is constructed to have a low threshold for a positive response and then the interview will probe for 

further examples and evidence leading to a score of 0=inadequate information, 1= symptom clearly not 

present, 2=sub-threshold or 3= threshold for criteria met117. This research only used the nine questions 

corresponding to BPD. Test-retest reliability for this portion of the questionnaire in inpatient 

populations has shown a kappa of 0.5117. Cronbach’s α is used to measure a scales internal consistency. 

For the sample used in this study the SCID BPS items showed α = 0.741 indicating a good level of 

reliability for this measure. 

5.3.4.1.2 The Childhood Trauma Questionnaire 

 The Childhood Trauma Questionnaire (CTQ)118 was also used in place of section 3.2. as this was a 

measure already being completed as part of the FOCUS research trial. This ensured that participants 

were not being asked on multiple occasions about trauma, which may have added to their burden whilst 

taking part in the research. The CTQ is a 28 item retrospective questionnaire examining different areas 

of childhood abuse; emotional neglect, emotional abuse, physical neglect, physical abuse, and sexual 

abuse. Participants can complete the questionnaire themselves responding to items on a six point scale 

ranging from never true to very often true. Test-retest reliability ratings ranging from 0.79- 0.86  and 

internal consistency reliability coefficients ranging from.66 to.92 have been found118. The data provided 

from the main study team for this measure was the sub-scale totals therefore further information about 

the reliability in this sample will be published by the main study group. The CTQ was looked at using its 

five subscales; Emotional Abuse, Sexual Abuse, Physical Abuse, Emotional Neglect and Physical Neglect.   
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5.3.4.2 Therapist allocations 

Half of the participants of the FOCUS Research Trial were offered nine months of one to one therapy 

which included a personal longitudinal CBT formulation. From this formulation therapists were then 

asked to use the psychosis subgroup criteria found in Appendix B to allocate a psychosis subgroup to the 

participants they saw in therapy.  

5.3.4.3 Demographic and clinical features 

Demographic and clinical features of the participants were collected using variety of semi-structured 

clinical interview tools and self-report questionnaires. These measures were completed as part of an 

interview in FOCUS Trial with an RA. The interview included the following measures:  

The Positive and Negative Syndrome Scale (PANSS)114, a 30 item scale which provides a comprehensive 

assessment of psychiatric symptoms in adults. It covers seven items on a positive scale, seven items on a 

negative scale and 16 on a general psychopathology scale. Each item is rated on a scale from 1=absent 

to 7 = extreme over the past two weeks. Inter-rater reliability correlations on 0.83-0.87 have been 

found119. Inter-rater reliability throughout the FOCUS study was assessed every four months, for further 

detail see publications by the main study group120,121. The PANSS can be interpreted in different ways 

and for this analysis the five factor model of the PANSS items122  was chosen. The distribution of PANSS 

items across the subscales can be seen in Appendix A. Additionally the differences in PANSS positive 

items were explored across the psychosis subgroups.   

The Psychotic Symptom Rating Scales (PSYRATS)123: unusual beliefs and voice hearing scale, a 17 item 

measure assessing the dimensions of auditory hallucinations and delusional beliefs in the domains of 

frequency, preoccupation, location, loudness, conviction, amount of unpleasant content, severity of 

unpleasant content, amount of distress, intensity of distress, degree and impairment of control. Inter-

rater reliability correlations have been found of 0.74-1.00 and test-retest reliability coefficients of the 

subscales have been found of 0.70124. The sample used in this study showed α = 0.886 indicating a good 

level of reliability for this measure. The PSYRATS was looked at using its seven subscales split into 

hallucinations and delusions: hallucinations total, emotional characteristics of hallucinations, physical 

characteristics of hallucinations and cognitive interpretations of hallucinations, then delusions total, 

emotional characteristics of delusions and cognitive interpretations of delusions. 

 The Calgary Depression Scale for Schizophrenia (CDSS)125 is a measure of depression specifically 

designed for the use with people with a diagnosis of schizophrenia. It is a nine item measure. Eight items 

are rated via questions asked of the participant and the ninth item is rated via the interviewers 
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observations. Items are rated from 0=absent to 3=severe. Inter-rater reliability correlations of 0.895 

have been found126. The sample used in this study showed α = 0.746 indicating a good level of reliability 

for this measure. 

The Anxious Thoughts Inventory (AnTI) 127 is a multi-dimensional, self report measure of generalised 

worry. This study used the meta-worry (worry about worry) subscale to assess levels of anxiety in this 

sample. This subscale has seven items each rated from 1=almost never to 4=almost always. All of the 

AnTI subscales have been found to have good psychometric properties with alphas ranging from 0.75 to 

0.84). The sample used in this study showed α = 0.776 indicating a good level of reliability for this 

measure. 

The Personal and Social Performance Scale (PSP) 128 is a clinician rated scale looking at four domains of 

personal and social functioning; socially useful activities, personal and social relationships, self-care and 

disturbing and aggressive behaviours. Information gathered throughout the completing of the FOCUS 

assessments was used to rate this measure. Each domain was rated on a six point Likert scale ranging 

from absent to very severe. The combination of the ratings across the four domains was then used to 

give a total score ranging from 1-100 of overall functioning with 1 representing a lack of autonomy in 

basic functioning and 100 representing excellent functioning in all four domains. Test-retest reliability 

coefficients for the PSP in stable patients diagnosed with schizophrenia of 0.79 have been found129. The 

sample used in this study showed α = 0.582 indicating a poor level of internal consistency in this study.  

The Process of Recovery Questionnaire (QPR)130 is a 15 item self report measure of recovery. 

Participants rate a range of statements about recovery, developed by service users, on a Likert scale 

ranging from “strongly disagree” to “strongly agree”. Test-retest reliability correlations of 0.769-0.874 

have been found. The total score only was provided by the main study team for this measure, therefore 

further information about the reliability in this sample will be published by the main study group 

A demographics questionnaire was also completed collecting; age, gender, ethnicity, diagnosis,  

duration of illness, duration of untreated psychosis, level of education and opinions about causes of 

participants mental health problems.  

For all questionnaires higher scores indicate a worse symptomatology except the PSP and the QPR 

where a lower score indicates worse symptomatology. 
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5.4 Analysis 

5.4.1 Analysis Plan 

5.4.1.1 Primary Analysis 

i. Concurrent validity of the psychosis subgroups 

The main analysis examined the concurrent validity of the subgroups by looking at the agreement found 

between two ways of allocating the psychosis subgroups in a clinical population; SCIPS research 

assistant (RA) allocations and therapist allocations based on psychological formulations. To complete 

this the Kappa Measure of Agreement was used to see if a good level of agreement was found. Altman 

131 guidelines for the interpretation of kappa values were used of < 0.20 = poor, 0.21- 0.40 = fair, 0.41-

0.60 = moderate, 0.61-0.80 = good, 0.81-1.00 = very good. This measure looks at inter-rater agreement 

and can interpret how consistent the ratings between the RA SCIPS ratings and therapist allocations are. 

5.4.1.2 Secondary Analysis 

ii. Construct validity of the SCIPS measure 

 The SCIPS data was examined to explore whether it showed distinctive profiles across the measure’s 

items and if so whether these concurred with the proposed features in the model of the psychosis 

subgroups. 

The scoring of the SCIPS measure means that some items will always specify particular subgroups or 

make one more likely to be allocated, therefore this analysis explored whether any unexpected profiles 

of the SCIPS items, contrary to the scoring and psychosis subgroup model were found.  This meant 

exploring items 1.1-2.2 of the SCIPS. 

The stress sensitivity psychosis subgroup (SSP) and anxiety psychosis subgroup (AP) are allocated 

based on the responses to items 1.1-2.2 of the SCIPS. If a participant scores 1 on a majority of these 

items, an allocation of anxiety psychosis subgroup is made, whereas if they score 0 a majority of these 

five items, an allocation of stress sensitivity psychosis subgroup is made. For anxiety psychosis subgroup 

onset of 30 years or above, duration of onset of less than one month, a major life event being present 

within three months of the onset of symptoms which disrupted sleep, good social relationships and 

good intimate relationships was expected. For sensitivity psychosis subgroup onset before the age of 30, 
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duration of onset of greater than one month, no major life events, poor social relationships and poor 

intimate relationships was expected.  

As there were five items used in the scoring but only three needed for an allocation of a psychosis 

subgroup, some of the items may be more strongly associated with an allocation of a psychosis 

subgroup than others. Analysis therefore looked at whether items 1.1-2.2 were associated with the 

allocation of the psychosis subgroups as expected.  

For the drug-related psychosis subgroup (DRP) item 3.1, drug use being present in the two weeks prior 

to the onset of symptoms was used to allocate this subgroup. If this was found this psychosis subgroup 

was allocated. 

For the traumatic psychosis subgroup (TP) item 3.2 the experience of childhood sexual abuse or 

physical abuse and item 3.3, meeting the criteria for BPD was used to allocate this subgroup. If this was 

found this psychosis subgroup was allocated. 

For the drug-related and traumatic psychosis subgroup (DTP) item 3.1, drug use being present in the 

two weeks prior to the onset of symptoms in addition to item 3.2, the experience of childhood sexual 

abuse or physical abuse and item 3.3, meeting the criteria for BPD were needed to allocate this 

psychosis subgroup. If this was found this psychosis subgroup was allocated. 

As the drug-related psychosis subgroups, traumatic psychosis subgroup, drug-related and traumatic 

psychosis subgroup were always allocated if the items needed were reported by the participants, items 

1.1-2.2 were not used to allocate these psychosis subgroups. Therefore no predictions about the SCIPS 

scoring for the psychosis subgroups were made.  

iii. Criterion validity of the psychosis subgroups 

Questionnaire data was examined to explore whether distinctive demographic and symptom profiles 

would be identifiable across the psychosis subgroups when looking at within group and between group 

features. 

This analysis was exploratory as no previous research has been conducted in this area. Therefore no 

presupposed profiles were available.  Associations between the psychosis subgroups and the 

demographic and symptom measures were explored to examine whether there were any associations 

with other psychological features, in line with Kendell 15’s 6th criterion.  
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Non-parametric tests were used throughout the analysis due to skew found within the data of each of 

the psychosis subgroups, meaning the data was non-normally distributed as may be expected in a 

clinical sample.  

Criterion validity of the psychosis subgroups and the construct validity of the SCIPS was examined using 

Kruskall-Wallis tests to compare more than two groups and Mann-Whitney tests for comparing two 

groups using continuous data. Fishers exact test or Pearson Chi-square were used for categorical data. 

Fishers exact tests were used where there were expected group sizes of less than five. 

P values of less than 0.05 are considered as statistically significant. Given the differing number of 

participants found across the different psychosis subgroups the results will describe only those 

differences where there is a notable effect size (>.30)132 . This is because some results may be significant 

due to large sample sizes but the actual difference between the groups may actually be very small. 

However, for smaller sample sizes there may be a notable difference between the groups shown by the 

effect size that has not had the statistical power to reach significance.  Data was analysed using SPSS for 

windows version 22. Effect sizes were calculated using the formulas 𝑟 = 𝑍 √𝑁⁄  132 for continuous data 

tested using Kruskall-Wallis or Mann-Whitney U tests,  𝑊 = √𝑥2

𝑁⁄   for  Chi-square tests were a 

goodness of fit was used and the phi coefficient (φ) or Cramer’s V as calculated by SPSS were used for 

Chi-square tests using 2 by 2 or 2 by 3 tables respectively. Effect sizes were classed using values of 

above .3 as a medium effect size and .5 as a large effect size133. 

5.5 Results 

5.5.1 Characteristics of the sample 

In total 355 of 487 participants from the FOCUS trial completed the SCIPS. The frequencies of psychosis 

subgroup allocations given by the RAs can be seen in Table 5.1 below.  
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Table 5.1 SCIPS allocation of psychosis subgroups 

Allocation Drug-related 

psychosis 

Traumatic 

psychosis 

Stress Sensitivity 

psychosis 

Anxiety 

psychosis 

Drug-related and 

Traumatic psychosis 

N (%) 119 (24.4%) 17 (3.5%) 151 (31.0%) 61 (12.5%) 7 (1.4%) 

191 of 242 therapist allocations were received, Table 5.2 below shows the frequencies of the psychosis 

subgroups allocated.  

Table 5.2 Therapist allocation of psychosis subgroups 

Allocation Drug-related 

psychosis 

Traumatic 

psychosis 

Stress Sensitivity 

psychosis 

Anxiety 

psychosis 

Drug-related and 

Traumatic psychosis 

N (%) 51 (26.7%) 61 (31.9%) 53 (27.7%) 18 (9.4%) 8 (4.2%) 

Tables found in Appendix E show the reasons given for RA and therapist missing data. 

5.5.2 Concurrent validity of the psychosis subgroups 

The data collected from the SCIPS and therapist rating led to 143 matched pairs, i.e. just those 

participants with both SCIPS and therapist psychosis subgroup allocations. The allocations of the 

psychosis subgroups in this sample can be seen in Table 5.3Error! Reference source not found. below. 

There was a raw agreement level between the two types of ratings of 50.4%, where both the therapist 

and the SCIPS were allocating the same psychosis subgroup. A Kappa Measure of Agreement statistic 

showed a kappa value of 0.34 and a significance value of p<0.001, therefore indicating a fair level of 

agreement131.   

When looking at how often the SCIPS and therapist agreed it appears that the drug-related psychosis 

subgroup showed the most agreement (22.4%) with the drug-related and traumatic psychosis subgroup 

showing the worst agreement (0.0%). The trauma subgroup showed very little agreement (4.2%) and 

often when the therapists were allocating the traumatic psychosis subgroup the RA SCIPS was rating the 

stress sensitivity psychosis subgroup (16.8%).   

 

 



Chapter 5. 

59 

 

Table 5.3 Therapist and SCIPS classifications 

 

RA SCIPS classification 

Total DRP TP SSP AP DTP 

Th
er

ap
is

t 
cl

as
si

fi
ca

ti
o

n
 

DRP N 32 0 4 3 1 40 

%  22.4 0.0 2.8 2.1 0.7 28.0 

TP N 8 6 24 7 1 46 

%  5.6 4.2 16.8 4.9 0.7 32.2 

SSP N 8 1 28 2 0 39 

%  5.6 0.7 19.6 1.4 0.0 27.3 

AP N 1 1 4 6 0 12 

%  0.7 0.7 2.8 4.2 0.0 8.4 

DTP N 4 0 2 0 0 6 

%  2.8 0.0 1.4 0.0 0.0 4.2 

Total N 53 8 62 18 2 143 

%  37.06 5.59 43.35 12.59 1.40 100.0 
Drug-related psychosis (DRP), Traumatic Psychosis (TP), Stress Sensitivity Psychosis (SSP), Anxiety Psychosis (AP) 
and Drug-related and Traumatic Psychosis (DTP). 

5.5.3 Construct validity of the SCIPS measure 

Table 5.4 below shows the descriptive data relating to the proportion of the SCIPS items found across 

the psychosis subgroups. 

The drug-related psychosis subgroup (DRP) was found to have more participants with an age of onset 

below 30 (p<0.001, W-0.88), a duration of onset of one month or more (p<0.001, W=0.38), no major life 

event (p<0.001, W=0.64), good social relationships (p<0.001, W=0.66),  no trauma disclosed on the CTQ 

(p<0.001, W=0.39) and not meeting SCID BPD criteria (p<0.001, W=0.91).  

The traumatic psychosis subgroup (TP) was found to have more participants with an age of onset of 

below 30 (p=0.002, W=0.76) good intimate relationships (p=0.002, W=0.76). No difference in the 

responses to the other SCIPS items were found.  
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Table 5.4 SCIPS Items by psychosis subgroup showing within group comparisons using Chi Square or 
Fishers Exact tests 

 DRP TP SSP AP DTP 

                N (%) 119 (34%) 17 (5%) 151 (43%) 61 (17%) 7 (2%) 

1.1 Age of Onset  
Below 30 

30 and above 
Missing 

110 (92.4%) 
7 (5.9%) 
2 (1.7%) 

15 (88.2%) 
2 (11.8%) 

0 

143 (94.7%) 
8 (5.3%) 

0 

23 (37.7%) 
38 (62.3%) 

0 

7 (100%) 
0 
0 

P <0.001 0.002 <0.001 0.055 b 
W 0.88 0.76 0.89 0.25  

1.2 Duration of Onset       
Less than one month 
One month or more 

Missing 

35 (29.4%) 
78 (65.5%) 

6 (5.0%) 

7 (41.2%) 
10 (58.8%) 

0 

24 (15.9%) 
125 (82.8%) 

2 (1.3%) 

33 (54.1%) 
27 (44.3%) 

1 (1.6%) 

1 (14.3%) 
6 (85.7%) 

0 
P <0.001 0.467 <0.001 0.439 0.059 

W 0.38 0.18 0.68 0.10 0.71 

1.3 Major Life Event       
                               Yes  

No 
Missing 

21 (17.6%) 
95 (79.8%) 

3 (2.5%) 

4 (23.5%) 
11 (64.7%) 
2 (11.8%) 

13 (8.6%) 
132 (87.4%) 

6 (4%) 

24 (39.3%) 
36 (59.0%) 

1 (1.6%) 

1 (14.3%) 
6 (85.7%) 

0 
P <0.001 0.071 <0.001 0.121 0.059 

W 0.64 0.47 0.82 0.20 0.71 

2.1. Social Relationships 
Poor 

Good 
Missing 

20 (16.8%) 
98 (82.4%) 

1 (0.8%) 

10 (58.8%) 
7 (41.2%) 

0 

47 (31.1%) 
104 (68.9%) 

0 

6 (9.8%) 
54 (88.5%) 

1 (1.6%) 

3 (42.9%) 
4 (57.1%) 

0 
P <0.001 0.467 <0.001 <0.001 0.706 

W 0.66 0.18 0.38 0.80 0.14 

2.2. Intimate Relationships 
Poor 

Good 
Missing 

42 (35.3%) 
76 (63.9%) 

1 (0.8%) 

2 (11.8%) 
15 (88.2%) 

0 

91 (60.3%) 
58 (38.4%) 

2 (1.3%) 

2 (3.3%) 
59 (96.7%) 

0 

1 (14.3%) 
6 (85.7%) 

0 
P <0.001 0.002 0.007 <0.001 0.059 

W 0.29 0.76 0.22 0.93 0.71 

3.1 Drug Use      
Yes 
No 

Missing 

119 (100%) 
0 
0 

0 
17 (100%) 

0 

0 
151 (100%) 

1 (0.7%) 

0 
61 (100%) 

0 

7 (100%) 
0 
0 

P a a a a b 

3.2 CTQ Trauma Disclosed 
Yes 
No 

Not Completed 

41 (34.5%) 
56 (47.1%) 
22 (18.5%) 

17 (100%) 
0 
0 

75 (49.7%) 
44 (29.1%) 
32 (21.2%) 

28 (45.9%) 
17 (27.9%) 
16 (26.2%) 

7 (100%) 
0 
0 

P <0.001 b <0.001 0.113 b 

W 0.39  0.41 0.31  

3.3 SCID BPD Criteria Met 
Yes 
No 

Missing 

5 (4.2%) 
109 (91.6%) 

5 (4.2%) 

17 (100%) 
0 
0 

2 (1.3%) 
142 (94.0%) 

7 (4.6%) 

0 
61 (100%) 
1 (1.6%) 

7 (100%) 
0 
0 

P <0.001 b <0.001 b b 

W 0.91  0.97   

aNo test calculated for this item as it leads to an automatic allocation of a psychosis subgroup b- No test calculated 
for this item as all participants responded within one category only 
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The stress sensitivity psychosis subgroup (SSP) was found to disclose more trauma (p<0.001, W=0.41) 

and most did not meet the SCIPS BPD criteria (p<0.001, W=0.91). Participants had more good social 

relationships (p<0.001, W=0.38) than poor which was unexpected and although they had significantly 

more poor intimate relationships this only had a small effect size (p=0.007, W=0.22). All the other items 

varied as expected. 

The anxiety psychosis subgroup (AP) only showed the expected differences in social relationships 

(p<0.001, W=0.80) and intimate relationships (p<0.001, W=0.93).  There was no significant difference in 

age of onset, duration of onset or major life events although this was expected. 

The drug-related and traumatic psychosis subgroup (DTP) did not vary greatly in response to any of the 

SCIPS items. 

5.5.3.1 Between group comparisons of SCIPS items 

Table 5.5 shows the between group comparison of the SCIPS items.  

Notably for age of onset the anxiety psychosis subgroup had a significantly lower proportion of 

participants with an estimated age of onset of below 30 than the drug-related psychosis subgroup 

(p<0.001,  φ = 0.615) the traumatic psychosis subgroup (p<0.001, φ =0.417) and the drug-related and 

traumatic psychosis subgroup (p=0.002, φ = -0.381) as was proposed in the psychosis subgroup model.   

Notably duration of onset only showed a significant difference with a medium effect size with the stress 

sensitivity psychosis subgroups (p<0.001, φ =0.395) as was expected as a function of the SCIPS tool. 

Notably major life event only showed a significant difference with a medium effect size with the stress 

sensitivity psychosis subgroups (p<0.001, φ =0.367) as was expected as a function of the SCIPS tool. 

Notably for social relationships the traumatic psychosis subgroup had a significantly higher proportion 

of participants with poor social relationships than the drug-related psychosis subgroup (p<0.001, φ = -

0.334) and the anxiety psychosis subgroup (p<0.001, φ = 0.499). Additionally although the difference 

between the stress sensitivity psychosis subgroup and the anxiety psychosis subgroup was significant, it 

only showed a small effect size (p<0.001, φ = 0.220) when a medium or large would have been expected 

due to the scoring of the SCIPS. 
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Notably for intimate relationships the stress sensitivity psychosis subgroup had a significantly 

higher proportion of participants with poor intimate relationships than the traumatic psychosis 

subgroup (p<0.001, φ =-0.305). The drug-related psychosis subgroup had a significantly higher 

proportion of participants with poor intimate relationships than the anxiety psychosis subgroup 

(p<0.001, φ =0.356). 

For CTQ trauma disclosed  and SCID BPD criteria met no psychosis subgroups other than those in 

which BPD criteria was necessary varied significantly with notable effect sizes except the anxiety 

psychosis subgroup which showed a significant difference with the drug related and traumatic 

psychosis subgroup for CTQ trauma disclosed (p=0.025, V = 0.329). 

5.5.4 Criterion validity of the psychosis subgroups 

5.5.4.1  Demographic data 

Appendix F shows the demographic details of the SCIPS sample across the psychosis subgroups. 

Notable differences are that the drug-related psychosis subgroup had more males than females, 

as did the stress sensitivity psychosis subgroup. Gender across the other psychosis subgroups did 

not appear to have different proportions of male and females. The demographics also showed 

that the sample was made up of primarily White British participants, who were middle aged. The 

main diagnosis given across the psychosis subgroups was schizophrenia, except the drug–related 

psychosis subgroup and the traumatic psychosis subgroup which also had a larger proportion of 

participants with a diagnosis of paranoid schizophrenia. Average age of onset for all the psychosis 

subgroups was around 20 years old, except the anxiety psychosis subgroup which was 33 years. 

Across the whole sample the average duration of illness was 216 months and the average 

duration of untreated psychosis was 12 months. The whole sample were on average more likely 

to believe that their mental health problems were caused by life stress and experiences (70% 

average belief rating) than biological or genetic causes (40% average belief rating). The median 

level of education was similar across the psychosis subgroups at 11 and 12 years, equivalent to 

completing secondary school education. 

5.5.4.2 Between group comparisons of demographic data 

Ethnicity and diagnosis were split into new dichotomous variables: white/non-white and 

schizophrenia/other diagnosis and then also schizoaffective disorder/delusional disorder. Fishers 

exact tests were completed to see if ethnicity or diagnosis varied significantly across the psychosis 

subgroups but no differences were found.  
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Gender differed significantly between some of the psychosis subgroups (p<0.001). The drug-

related psychosis subgroup had a significantly larger proportion of males than the traumatic 

psychosis subgroup (p<0.001, φ = 0.337) the stress sensitivity psychosis subgroup (p<0.001, φ = 

0.221) and the anxiety psychosis subgroup (p>0.001, φ = 0.311).  

Appendix G shows the between group comparisons for the continuous data.  

Age of onset differed significantly across all of the psychosis subgroups (p<0.001) and the anxiety 

psychosis subgroup had a significantly higher estimated age of onset than all of the other 

psychosis subgroups. The differences were very significant with large effect sizes, with the 

exception of the drug-related and traumatic psychosis subgroup which had a medium effect size. 

Years in education showed a significant difference across the psychosis subgroups (p=0.020). 

Notably the drug-related and traumatic psychosis subgroup reported significantly fewer years 

spent in education than the trauma (p=0.050, r=-.41) and the anxiety psychosis subgroup 

(p=0.013, r=-.32). 

Duration of illness showed a significant difference across the psychosis subgroups (p=0.003), 

although all the effect sizes of the differences found between the psychosis subgroups were 

small. 

There were no significant difference across the psychosis subgroups found for duration of 

untreated psychosis or beliefs about the cause of their mental health. 

5.5.4.3 Between group comparisons of symptom data 

5.5.4.3.1 Psychosis symptom measures  

Table 5.6 below shows the psychosis symptom measure subscales that had a significant difference 

across the psychosis subgroups. 

PANSS total score showed a significant difference was found in the total scores across the 

psychosis subgroups (p=0.001). Notably the traumatic psychosis subgroup had a significantly 

higher PANSS total score than the drug-related psychosis subgroup (p<0.001, r=-.33), the anxiety 

psychosis subgroup (p<0.001, r=-.44) and the drug-related and traumatic psychosis subgroup 

(p=0.039, r=-.42).  
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PANSS positive subscale showed a significance difference across the psychosis subgroups 

(p=0.044). Notably the traumatic psychosis subgroup showed a higher PANSS positive subscale 

score than the anxiety psychosis subgroup (p=0.003, r=-.33). 

The excitement subscale showed a significant difference across the psychosis subgroups 

(p<0.001). Notably the traumatic psychosis subgroup had a significantly higher excitement 

subscale score than the anxiety psychosis subgroup (p<0.001, r=-.41). Additionally the drug-

related and traumatic psychosis subgroup had a significantly higher excitement subscale score 

than the anxiety psychosis subgroup (p=0.007, r=-.33).  

The emotional distress subscale showed a significant difference across the psychosis subgroups   

(p<0.001). Notably the traumatic psychosis subgroup showed significantly higher emotional 

distress subscale score than the drug-related psychosis subgroup (p<0.001, r=-.40) and the anxiety 

psychosis subgroup (p<0.001, r=-.42).  

The negative and disorganised subscale did not show a significant difference across the psychosis 

subgroups.  

The positive items of the  PANSS 114 had four out of the seven items with significant differences 

across the psychosis subgroups.  

Hallucinations differed significantly (p=0.001) with the traumatic psychosis subgroup having 

notably significantly higher hallucination scores than the drug-related psychosis subgroup 

(p<0.001, r=-.36), the stress sensitivity psychosis subgroup (p=0.001, r=-.36) and the anxiety 

psychosis subgroup (p<0.001, r=-.40).  

Excitement differed significantly across the psychosis subgroups (p<0.001) with the traumatic 

psychosis subgroup having notably significantly higher excitement scores than the anxiety 

psychosis subgroup (p<0.001, r=-.50).  

Grandiosity differed significantly across the psychosis subgroups (p=0.035) although all difference 

between the psychosis subgroups only had small effect sizes. 

Hostility also differed significantly across the psychosis subgroups (p=0.036) with the drug-related 

and traumatic psychosis subgroup showing notably significantly higher hostility scores than 

traumatic psychosis subgroup (p=0.043, r=-.41)  

The delusions, conceptual disorganisation and paranoia/suspiciousness PANSS items did not show 

a significant difference across the psychosis subgroups.  
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PSYRATS subscales three out of the seven subscales showed a significant difference across the 

psychosis subgroups and higher scores indicate worse symptomatology. 

Hallucinations total score showed a significant difference across the groups (p<0.001) with the 

traumatic psychosis subgroup showing notably significantly higher hallucinations total score than 

the drug-related psychosis subgroup (p<0.001, r=-.37), the anxiety psychosis subgroup (p<0.001, 

r=-.36) and the drug-related and traumatic psychosis subgroup (p=0.043, r=-.42).  

The hallucinations emotional characteristics subscale also showed a significance difference 

across the psychosis subgroups (p=0.016) with the traumatic psychosis subgroup showing notably 

significantly higher hallucination emotional characteristics subscale scores than the drug-related 

psychosis subgroup (p<0.001, r=-.35) and the drug-related and traumatic psychosis subgroup 

(p=0.009, r=-.52).  

The hallucinations physical subscale also differed across the psychosis subgroups (p=0.024) with 

the traumatic psychosis subgroup showing notably significantly higher scores than the drug-

related psychosis subgroup (p=0.01, r=-.31) and the anxiety psychosis subgroup (p=0.005, r=-.33).  

There were no differences found across the scores for the Hallucinations cognitive interpretations 

subscale, the delusions total subscale, the Delusions emotional characteristics subscale and the 

delusions cognitive interpretations subscale.  

5.5.4.3.2 General symptom data 

Error! Reference source not found. below shows the general symptom measures that had a 

ignificant difference across the psychosis subgroups. 

The Anxious Thoughts Inventory (AnTI) showed a significant difference across the psychosis 

subgroups (p=0.004) however all of the effect sizes of the differences between the psychosis 

subgroups were small. 

The Calgary Depression Scale for Schizophrenia (CDSS) showed a significant difference across the 

psychosis subgroups (p<0.001). Notably the traumatic psychosis subgroup had higher CDSS scores 

than the drug-related psychosis subgroup (p<0.001, r=-.42), the stress sensitivity psychosis 

subgroups (p<0.001, r=-.33) and the anxiety psychosis subgroup (p<0.001, r=-.33).  
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The Personal and Social Performance Scale (PSP) showed a significant difference across the 

psychosis subgroups (p=0.029). Notably the traumatic psychosis subgroup had significantly lower 

PSP scores than the anxiety psychosis subgroup (p=0.003, r=-.34) and the drug-related and 

traumatic psychosis subgroup (p=0.036, r=-.43) indicating worse symptomatology.  

The Process of Recovery Questionnaire (QPR) showed a significant difference across the 

psychosis subgroups (p=0.001) however all of the effect sizes of the differences between the 

psychosis subgroups were small. 

The Childhood Trauma Questionnaire (CTQ) showed significant differences across the psychosis 

subgroups on all of the subscales. 

The emotional abuse subscale showed a significant difference across the psychosis subgroups 

(p<0.001) with the traumatic psychosis subgroup having notably significantly higher scores than 

the drug-related psychosis subgroup (p<0.001, r=-.47), the stress sensitivity psychosis subgroup 

(p<0.001, r=-.37) and the anxiety psychosis subgroup (p<0.001, r=-.51). The drug-related and 

traumatic psychosis subgroup had significantly higher emotional abuse scores than the anxiety 

psychosis subgroup (p=0.032, r=-.30). 

The physical abuse subscale had a significant difference in scores across the psychosis subgroups 

(p<0.001) with the traumatic psychosis subgroup having notably significantly higher scores than 

the drug-related psychosis subgroup (p<0.001, r=-.42), the stress sensitivity psychosis subgroup 

(p=0.001, r=-.30) and the anxiety psychosis subgroup (p<0.001, r=-.41). 

The sexual abuse subscale had a significant difference in the scores across the psychosis 

subgroups (p<0.001) with the traumatic psychosis subgroup having notably significantly higher 

scores than the drug-related psychosis subgroup (p<0.001, r=-.51), the stress sensitivity psychosis 

subgroup (p<0.001, r=-.38) and the anxiety psychosis subgroup (p<0.01, r=-.52).  

The emotional neglect subscale had significantly different scores across the psychosis subgroups 

(p=0.023) however all of the effect sizes of the differences between the psychosis subgroups were 

small. 

The physical neglect subscale had a significant difference across the psychosis subgroup scores 

(p=0.005) with the traumatic psychosis subgroup having notably significantly higher scores than 

the drug-related psychosis subgroup (p<0.001, r=-.33), the stress sensitivity psychosis subgroup 

(p<0.001, r=-.30) and the anxiety psychosis subgroup (p<0.001, r=-.41). 
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5.6 Discussion 

5.6.1 Concurrent validity of the psychosis subgroups 

The primary investigation of this study was whether the psychosis subgroups had concurrent 

validity in a sample of participants classified as having treatment resistant schizophrenia.  RA 

SCIPS allocations and therapist allocations were used to test this. However, the RA SCIPS and 

therapist allocations showed only a fair level of agreement and therefore it cannot be concluded 

that the psychosis subgroups have shown concurrent validity in this study. Looking at the data this 

could have been for a number of reasons. Firstly the most striking observation about the different 

allocations given by the RAs and therapists is that the RAs only allocated very few participants as 

being in the traumatic psychosis subgroup compared to the therapist allocations.  

An initial hypothesis for this discrepancy centres around the measurement of traumatic psychosis 

subgroup used for this study. Firstly, there has been some debate (highlighted in the therapist 

training for this study as well as in the experts’ Delphi study in Chapter 6 of this thesis) around 

whether or not meeting the BPD criteria would be a necessary specification for a trauma related 

psychosis subgroup. Some therapists voiced the opinion that this would set the bar too high. 

Therefore therapists may not have been fully utilising this criteria when using their clinical 

expertise to allocate psychosis subgroups, leading them to identify more people as fitting the 

trauma related group.  

However an alternative or perhaps co-existing hypothesis is that the RAs had difficulty rating BPD 

criteria using the tool provided. Indeed the RAs, although given training in the use of the SCIPS 

questions, do not have a background in assessing BPD and the SCID-II questions were among 

those most often brought to the supervision phone call with the study team. Additionally a 

supervision point for the FOCUS study was that psychologically-minded RA’s often underscored 

participants’ behaviours. At times scoring participants’ behaviour was reported as feeling 

pathologising especially on more unfamiliar items. Many discussions focused on rating what you 

see rather than normalising or formulating why someone may be displaying a behaviour. 

Therefore another hypothesis may be that the RAs were actually under allocating participants in 

this sample to the traumatic psychosis subgroup by underrating the SCIPS BPD criteria due to 

some of the items being more unfamiliar and perhaps feeling more pathologising.  

Another important factor to take into consideration in hypothesising about any differences found 

in the psychosis subgroup allocations is how the data for the allocations was collected. For the 
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RA’s they were completing a variety of interview and self-report questionnaires with participants, 

often within a very limited timescale and without much time to develop a relationship with 

participants. Therapists on the other hand were asked to base their allocations on their clinical 

formulations which were built throughout individualised therapy completed over many months. 

Therefore the information shared in these settings may have differed. Participants may not have 

felt comfortable disclosing BPD criteria or trauma to an RA in a second or third meeting, whereas 

this may have been more possible in a therapy setting.  

Alternatively some therapists may not have always asked directly about trauma if it was not 

disclosed or if the therapy was concentrating on other areas. In fact when looking at the CTQ 

scores in more depth it can be seen that there was indeed a very high rate of trauma reported in 

this sample. This leads to the conclusion that future research may be needed as to whether a 

traumatic psychosis subgroup would need BPD criteria as a criterion and how this may be best 

assessed in a tool such as the SCIPS. From the cross tabulation of SCIPS and therapist psychosis 

subgroup allocations it could be seen that when the SCIPS isn’t allocating trauma but the 

therapists rating is, the most likely SCIPS psychosis subgroup allocation would be the stress 

sensitivity psychosis subgroup. 

The drug-related and traumatic psychosis subgroup also accounted for a very small proportion of 

this sample. This may be due to the fact that this is a very infrequently occurring subgroup or it 

may be related to any possible difficulties in trauma allocations in this sample, interestingly none 

of the SCIPS and therapist allocations agreed in the matched pairs sample.  

5.6.2 Construct validity of the SCIPS measure 

It was proposed that the SCIPS would be found to have construct validity in a sample of 

participants classified as having treatment resistant schizophrenia. Whether distinctive profiles 

could be found across the measure’s items that concurred with the proposed features in the 

model of the psychosis subgroups was explored. 

Overall there appears to be inconsistent findings. The drug-related psychosis group had quite a 

large sample of 119 participants and there were many differences found across the items of the 

SCIPS. This may indicate that the SCIPS items would be useful in distinguishing the characteristics 

of the drug-related psychosis subgroup.  

Importantly, the traumatic psychosis subgroup had only a small sample of just 17 participants. 

Contrary to the proposed model for traumatic psychosis subgroups, a majority of participants had 
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good intimate relationships. However, when compared to the other psychosis subgroups, 

participants were more likely to have had worse social relationships.  The traumatic psychosis 

subgroup did not vary greatly on many other items but this may have been due to the small 

sample size, or may be indicative of issues with the SCIPS.  

The stress sensitivity psychosis subgroup had the largest size of 151 but an unexpectedly large 

proportion of participants had experienced trauma. This finding may therefore link in with the 

above discussion about the allocation of the traumatic psychosis subgroup and strengthen the 

conclusion that the SCIPS may not distinguish well between the stress sensitivity and traumatic 

psychosis subgroups. Additionally significantly more participants in the stress sensitivity psychosis 

subgroup experienced good social relationships which was not expected as this psychosis 

subgroups was proposed to be characterised by people who experienced difficulties in both 

intimate and social relationships.  

Both the stress sensitivity psychosis subgroup and the traumatic psychosis subgroup were 

proposed to have difficulties in relationships. But these results show that the traumatic psychosis 

subgroup had proportionately more good intimate relationships, whereas the stress sensitivity 

psychosis had proportionately more good social relationships. It may be that there is a difference 

in relationship functioning that may distinguish these two psychosis subgroups. However these 

are preliminary findings which would need to be explored by future research using specific 

hypothesis testing to draw any conclusions about this finding.     

The anxiety psychosis subgroup also had a relatively small sample size of 61. It showed 

proportional differences on only two items with more participants with good social and intimate 

relationships. This may indicate that the main differentiating factor for this psychosis subgroup 

could be relationships. However when looking at why it may not have varied for the major life 

event criteria this could be due to the measure used (the social readjustment rating scale: 

SRRS134). During the supervision phone calls it was often noted that the SRRS didn’t cover life 

events reported as happening within three months of the onset of psychosis and leading to a 

change in sleep. Some participants were noting incidents that weren’t on the list but that they felt 

had impacted on their development of psychosis such as work stress, being released from prison 

and a close friend dying. Future research may wish to explore how major life events related to the 

onset of psychosis are measured.  



Chapter 5. 

73 

 

Finally the drug-related and traumatic psychosis subgroup had a very small sample size of only 7 

participants and therefore all significant results should be interpreted with caution and would 

need to be replicated by future research. 

When looking at the between group comparisons of the SCIPS items it could be seen that age of 

onset and intimate relationships may be the best items to distinguish between the stress 

sensitivity psychosis subgroup and the anxiety psychosis subgroup. As these items were the only 

ones to show a large effect sizes.  

The comparisons between the stress sensitivity psychosis subgroup and the anxiety psychosis 

subgroup for social relationships on the other hand only showed a small effect size. This may 

therefore indicate that this item did not distinguish these groups well. Social relationships may 

however distinguish participants who had experienced trauma.  

Both duration of onset and major life events did not appear to be very good predictors of the 

psychosis subgroups as they did not vary much across the psychosis subgroups. They also only 

showed medium effect sizes between the stress sensitivity psychosis subgroup and the anxiety 

psychosis subgroup when large differences would have been expected due to their association 

with the allocation of the psychosis subgroup scoring. 

5.6.3 Criterion validity of the psychosis subgroups 

It was proposed that the psychosis subgroups would be found to have criterion validity in a 

sample of participants classified as having treatment resistant schizophrenia. Therefore it was 

explored as to whether distinctive demographic and symptom profiles would be identifiable 

across the psychosis subgroups when looking at within group and between group features.  

When looking at the demographics of this sample ethnicity is important. The sample in this study 

was primarily white British which may have implications for the generalisability of the findings of 

this study. It may be that different results would be found across different ethnicities and further 

research would need to explore this. Additionally there was a fairly long duration of psychosis, 

216 months, which may need to be taken into account when thinking about the reliability of 

reporting for some participants. The SCIPS asks questions about factors around the time of onset, 

which for the participants in this sample was often many years ago.  

Overall the main finding from the results was that the traumatic psychosis subgroup was the only 

psychosis subgroup with clear differences shown across several symptom measures.  What may 

be concluded from this is that this group of participants appear to be highly traumatised and 
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experience high levels of symptomatology and distress. It may be hypothesised that the high 

levels of symptoms and distress may be related to the high levels of trauma experienced in this 

psychosis subgroup. However it may also be related to the experience of BPD symptoms, or other 

confounding factors that weren’t measured or controlled for in this study. This may lead to the 

conclusion that a group with a population meeting trauma and BPD criteria is significantly 

different from the rest of this sample. These findings lend support to the proposal that the 

traumatic psychosis subgroup may be a separate psychosis subgroup as it may be said that this 

subgroup has been shown to have criterion validity. 

This finding may have significant implications for clinical practice. If experiences of trauma and 

psychosis can be linked in future research to higher levels of symptomatology and distress then 

this may be important for service delivery. More support and interventions may be needed for 

this group of people to enable their recovery. They may be an especially important group for early 

intervention in psychosis or they may need more tailored interventions which address their 

history of trauma. In fact, recent literature has criticised the lack of focus on trauma interventions 

for those who have experienced both trauma and psychosis135,136.  Whilst there have been some 

attempts to address post-traumatic symptoms these have often been in isolation to psychotic 

symptoms136. Small scale studies looking at therapies addressing both psychosis and trauma 

symptoms have recently been published using CBT and Acceptance and Commitment therapies 

with positive results135,136. The results from this study, highlighting the high symptomatology 

associated with high levels of trauma and BPD symptoms may lend further support to the need to 

research more treatment options for this group of people.  

5.6.4 Limitations 

The first point to note with the analysis in this study is the amount of calculations completed. This 

dramatically increases the likelihood that a type I error will occur, whereby the probability of 

getting a significant result is increased due to the amount of calculations completed. A Bonferroni 

correction, whereby a more conservative p value would have been used, was not completed due 

to the fact that this is an exploratory study, looking to generate future hypotheses about the 

psychosis subgroups.  This means that all results need to be interpreted with caution and would 

need to be replicated via specific hypothesis testing investigations. 

Another important point to note is that the analysis looking at the investigations exploring the 

construct validity of the SCIPS and the criterion validity of the psychosis subgroups was that these 

were conducted using the RA SCIPS allocations only, however the primary analysis did not show 
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the SCIPS measure to have concurrent validity with the therapist rating and therefore it cannot be 

concluded that the SCIPS measurements are in themselves valid. As noted, future research 

looking at the psychosis subgroups found by the therapist allocations and further exploration of 

the validity of the SCIPS and therapist rating methods may therefore be needed and all results 

using the SCIPS psychosis subgroups cannot be concluded with any certainty.  

As noted, the SCIPS measure itself has some inherent limitations which may have impacted on the 

ability of these investigations to assess the validity of the psychosis subgroups. Firstly the SCIPS 

presupposes an experience of psychosis. This was overcome in this study by the inclusion criteria 

of having a confirmed diagnosis of schizophrenia, schizoaffective disorder or delusional disorder 

or meeting the entry criteria for an Early Intervention for Psychosis service. Secondly the scoring 

of the SCIPS means that a psychosis subgroup will always be allocated. It has been designed so 

that the scoring structure means that when you have not experienced any of the circumstances 

asked about in the questions an allocation of stress sensitivity psychosis will be made. This has the 

implication that all people experiencing psychosis will be allocated to one of the four psychosis 

whether or not any or more than one of the psychosis subgroups fit with their experiences. 

Finally there is some evidence that the addition of the SCID II BPD scale may have led to some 

variation in the RA ratings. The trauma rating and the BPD rating on the original version of the 

SCIPS needs a significant level of expertise in diagnosis and assessment of BPD characteristics and 

trauma experiences for participants, with little guidance available from the questionnaire. 

Therefore the CTQ ratings and the BPD subscale of the SCID II were used in this study. However, 

the RAs inexperience and lack of expertise in rating using the SCID II may have led to some 

variation in this area in particular. Additionally BPD characteristics often present in complex ways, 

not are necessarily suited to being captured in a brief assessment. This may mean that items 3.2. 

and 3.3 of the SCIPS may need some further development to make them more reliable across 

raters, or some level of predefined expertise for the use of the SCIPS may be needed.  

5.7 Conclusion 

This study explored the following research questions: 

i.  Does this model of psychosis subgroups have adequate concurrent validity?  

ii. Does the SCIPS have adequate construct validity? 

iii. Does this model of psychosis subgroups have adequate criterion validity?  

Three investigations were completed 
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5.7.1 Concurrent validity of the psychosis subgroups 

 Concurrent validity between the RA SCIPS allocations and the therapist psychosis subgroup 

allocations was not found as the two rating methods did not show good level of agreement.   

5.7.2 Construct validity of the SCIPS measure 

When looking at the construct validity of the SCIPS measure there did appear to be some 

differences in the items found across the different psychosis subgroups. However this was not 

always found and additionally some unexpected findings contrary to the scoring of the SCIPS were 

found which may question its construct validity.  

5.7.3 Criterion validity of the psychosis subgroups 

The traumatic psychosis subgroup may show sufficient criterion validity to be a separate group 

however possible issues with the validity of the SCIPS have been raised and therefore this result 

would need to be replicated.  Criterion validity for the other psychosis subgroups was not 

sufficiently upheld and although some differences were noted, replication would be needed.  

Therefore future research in this area should further explore the validity of the SCIPS as well as 

the criteria of the psychosis subgroups themselves. For example a factor analysis looking at the 

items covered in the SCIPS in a different population would be helpful in concluding whether the 

measurement and scoring of the SCIPS is valid.  

  

 



Chapter 6. 

77 

 

Chapter 6: A Delphi Study with Experts 

Study 2: 

Experts Opinions: Are the psychosis subgroups useful and valid? 

6.1 Chapter Overview 

So far chapter 5 has outlined the investigation completed in study 1 to explore the concurrent, 

construct and criterion validity of the psychosis subgroups in a clinical population. This chapter 

moves on to look at the opinions on the validity and utility of the psychosis subgroups of 

Professional Experts (PE) and Experts by Experience (EBE). 

6.2 Introduction 

As stated in Chapter 4 two key stakeholders in the classification and use of terminology to 

describe psychosis are the people with a professional expertise working with people experiencing 

psychosis and those with lived experience of receiving a psychosis diagnosis. However within and 

across the different groups of professionals such as psychiatrists, psychologists, nurses, social 

workers and occupational therapists, debates about the use and classification defining the 

terminology used have been prevalent for years. This has recently come into greater focus with 

the publication of a new version of the Diagnostic and Statistical Manual of Mental Disorders 

(DSM-5)34 and the Power Threat Meaning Framework12 which may be said to occupy different 

ends of the spectrum.  As discussed in Chapter 2 the most commonly used approach in psychiatry 

are manuals such as the ICD-107 and DSM-534. However commentaries within psychiatry have 

highlighted the limitations of psychiatric diagnosis such as the classifications being imperfect and 

impersonal137 and others have gone on to call for the abolishment of the use of such formal 

psychiatric systems138. A full discussion of this debate can be found in chapter 2.  

One important implication of such a debate is the impact this then has on services and the people 

who are treated by them. Professionals can disagree about diagnoses and the differing 

perspectives on diagnosis. This can lead to challenges both in multidisciplinary approaches to 

services and for the service users at the centre of these debates.  
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Therefore the opinions of experts about the utility and validity of Kingdon and Turkington’s1 

model of psychosis subgroups were explored in this chapter. Experts were defined as both PE, 

who were clinicians working in the area of psychosis and EBE, who were people with lived 

experience of psychosis. 

6.3 Research Questions 

The research question in this study was “Do experts believe the psychosis subgroups are valid and 

useful?” This central question was broken down into the following areas: 

a) What are experts’ views of the construct validity of the psychosis subgroups? How does 

the proposal fit with their current knowledge and theoretical frameworks? 

b) What are experts’ views of the content validity of the psychosis subgroups, i.e. do the 

psychosis subgroups cover all aspects or do they miss or exclude any important details? 

c) What are experts’ views of the face validity of the psychosis subgroups, i.e do they look 

correct and make sense to the experts? 

d) What are experts’ views of the clinical utility of the psychosis subgroups? Do they think 

they would be clinically useful in terms of description and communication or not? 

6.4 Research Methods 

6.4.1 Design 

A modified Delphi study design was used139.  The aim of a Delphi study is to examine the level of 

consensus among experts on a specific topic. Through controlled feedback during rounds of 

responding, experts are shown how their responses relate to the distribution of the responses 

across the whole group and are allowed to change their responses or justify their position if their 

opinion remains outside of the most common responses140. The aim of this process is to develop a 

group consensus, however it is not always possible to achieve this. Indeed, sometimes differing 

opinions or more than one consensus across a group of experts can be very informative to 

understanding concepts.  

Delphi studies are often used to forecast and predict events, however in recent years they have 

also been used in health and social care to systematically analyse expert opinions on a variety of 

topics including components of CBT141, elements of early intervention services142, treatment in 

first episode psychosis143 and service users preferences for treatment144. In this study experts 
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were asked to comment on the construct, content and face validity of the subgroups as well as 

the predicted clinical utility of the terms. 

A Delphi study was been chosen because of its advantages above interviews, focus groups, single 

surveys or questionnaires in that it allows for the anonymity of participants, which may not be 

possible in group meetings139. This facilitates the voicing of opinions without any fear of 

judgement or consequence. Another advantage is the ability to give controlled feedback allowing 

for group discussion and the examination of opinions outside of a group consensus. Delphi studies 

can be conducted electronically which enables all participants to contribute as much as they may 

wish and in their own time (within a deadline). This may not always be possible even in the best 

run face to face meetings. Its electronic nature means that experts from across a large 

geographical range may be approached and also time and expenses are reduced140. 

Often in Delphi studies a literature search is conducted at the beginning (prior to the first round of 

questions) to develop a specific closed question based questionnaire, often asking how much the 

participant agrees or disagrees with a series of statements 141,142,145. However, for this topic there 

is no literature base which specifically examines the proposed subgroups. Therefore the first 

round differed from the format of some other Delphi studies in that it was conducted by asking 

chosen experts in the field to answer specific open questions in a modified Delphi format. 

6.4.2 Ethical considerations 

The main ethical consideration in this study was participant responses being recognisable in 

consensus rounds that would be shared amongst participants and in any published reports. To 

protect anonymity the only identifiable information that was collected about participants was 

their email addresses and their demographic information. Email addresses were kept separately 

to any responses given and were only used to send out the questionnaires and check whether 

participants have responded. Anonymity of the responses was also checked before sending out 

the questions in round two. The researchers wrote the questions ensuring that any phrases that 

may be closely related to any particular individual were screened for possible breaches of 

confidentiality.  Ethical approval was gained from the University of Southampton Ethics Board.  

Within the EBE Delphi an additional consideration with this participant group was highlighted; the 

possible emotional impact thinking about diagnosis may have for participants. As this was an 

online study participants could discontinue at any time if they became distressed. Also signposting 

for sources of support were included in a debrief page whenever anyone finished the survey. The 
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study protocol, survey and all of the statements were also reviewed by a service user researcher 

with experience of psychosis for their readability and with consideration of any potential adverse 

effects taking part in the survey may have. Ethical approval was also gained from the University of 

Southampton Ethics Board as a separate application. 

6.4.3 Samples 

6.4.3.1 Professional Experts 

Experts in psychosis internationally were approached via email using existing email groups and 

email addresses collected from professionals’ websites (academic or clinical websites describing 

the professional’s role and with contact details provided) and invited to take part in the study. 

518 emails were successfully delivered (meaning an out of office or message failed to deliver 

response was not received). Participants were also invited to forward the email on to any 

colleagues who may be interested in taking part.  

6.4.3.1.1 Inclusion/exclusion criteria  

The experts in this study were defined as trained/in-training staff with experience working with 

people with psychosis. Participants needed to meet the following criteria to take part in the study: 

a) Have a minimum training level of either junior doctor, trainee clinical psychologist, CBT 

therapist, grade 6 nurse, qualified social worker or qualified occupational therapist 

b) Have at least a year’s experience working with people with severe and enduring mental 

health difficulties and/or worked in-depth with at least 6 people with psychosis, including 

completing a comprehensive assessment and piece of therapeutic work 

No other exclusion criteria were applied. 

The qualification levels specified were chosen as they represent the people who are likely to be 

using formulations and in-depth assessments. An additional level of experience was used to 

ensure that people have adequate level experience of working specifically with psychosis. 

6.4.3.2 Experts by Experience 

 EBE internationally were approached via existing networks in the area of psychosis and mental 

health to take part in the study. These were primarily social media pages on Facebook and Twitter 

and also online forums. Posts were made on pages from a generic profile created on the various 
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platforms which included a web link to the online survey.  Participants were also invited to 

forward the questionnaire to others that they felt may be interested in it.  

6.4.3.2.1 Inclusion/exclusion criteria 

Participants needed to meet the following criteria to take part in the study: 

a) Have experienced a diagnosis of schizophrenia, schizoaffective disorder or other diagnosis 

where psychosis is a primary feature 

b) They must have access to be able to complete the survey online in English and provide an 

email address 

No other exclusion criteria were applied.  

6.4.4 Development of the measures 

The questions for round 1 of the study were developed by the study team made up of the PhD 

researcher, a consultant psychiatrist and a clinical psychologist. These were based on the areas 

identified by the research question. They were then piloted on colleagues who were currently 

using the subgroups as part of their involvement in the study outlined in chapter 5. These 

questions can be seen in Table 6.1 (see Appendix H for a copy of the full questionnaire). 

Table 6.1 Round 1 Questions 

Question  Questions generated 
Area of 
validity/Utility 

Question 1 

Please comment on whether you think the proposed 
psychosis subgroups fit with the people you see. Intuitively 
do you recognise these groups from your clinical 
experience? Face Validity 

Question 2 
Are there any aspects that the current proposed subgroups 
miss out or do not cover? Content Validity 

Question 3 

Given your training/professional background, please 
comment on whether these subgroups fit with your 
theoretical understanding of psychosis? Construct Validity 

Question 4 
Do you know of any work that would support, contradict or 
develop upon the proposed subgroups? Construct Validity 

Question 5 

How useful do you think the proposed subgroups would be 
in terms of communicating and describing people’s 
experiences with service users, colleagues and in research? Utility 
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Question 6 

Can you think of any terms that would better describe any of 
the psychosis than those currently being proposed? 
(Trauma, drug-related, stress sensitivity and anxiety) Face Validity 

Question 7 Any other comments Not Applicable 

The qualitative responses generated by PE in round 1 were then analysed using thematic analysis 

(TA) to generate the questions for round 2 (see Appendix I). 35 questions in all were generated as 

can be seen in Table 6.2 below. Each statement was reviewed by the study team and then 

classified as to which research objective it most related to in terms of validity and utility. 

Table 6.2 Round 2 Statements 

Statement Area of 
Validity/Utility 

1. I recognise these subgroups based on my clinical experience Face Validity 

2. The subgroups make sense and appear correct Face Validity 

3. The subgroup reflect psychosocial formulations, linking current 
experiences to causal factors 

Construct Validity 

4. The subgroups may help people make sense of their experiences  Utility 

5. The subgroups are a better alternative to current terms such as 
schizophrenia 

Utility 

6. The subgroups are less stigmatizing than current terms Utility 

7. The subgroups fit with my theoretical understanding of mental 
health problems 

Construct Validity 

8. The subgroups fit with a stress vulnerability model of mental 
health 

Construct Validity 

9. The subgroups fit with a bio-psycho-social model of mental health Construct Validity 

10. The subgroups account for the major causes of psychosis Content Validity 

11. The subgroups are more explanatory than current diagnoses Utility 

12. The subgroups need to be more closely linked to current 
symptoms 

Content Validity 

13. The subgroups may provide people with psychosis with more hope 
of recovery 

Utility 

14. The subgroups may be more acceptable to people experiencing 
psychosis 

Utility 

15. The subgroups may help to normalise people’s experiences Utility 

16. Depression should be included as a precipitant to psychosis Content Validity 

17. Adult trauma is missing and is an important precipitant Content Validity 

18. The subgroups do not cover what is currently maintaining people 
experiences and this should be included 

Content Validity 

19. People with primarily negative symptoms are not described Content Validity 
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20. Individual formulations should be used instead of the subgroups Utility 

21. The subgroups would be useful alongside individual formulations Utility 

22. The subgroups do not account for biological factors Content Validity 

23. The trauma criteria is too narrow and should include other forms 
of trauma 

Content Validity 

24. The subgroups need to include information about prognosis Content Validity 

25. The BPD criteria in the trauma subgroup is not necessary Content Validity 

26. The subgroups will be difficult to apply retrospectively Utility 

27. It will often be difficult to identify a ‘primary’ factor  Utility 

28. The subgroups are not discrete categories and overlap Construct Validity 

29. It is not possible to categorise people’s mental health problems Construct Validity 

30. Including factors such as trauma and drug use in the names of 
subgroups will lead to unintended negative consequences for 
people 

Utility 

31. Use of past experiences in subgroups may lead to a sense of 
helplessness for people who feel they cannot change current 
experiences due to past 

Utility 

32. Mental health difficulties are a continuum and therefore can’t be 
grouped 

Construct Validity 

33. The causes of mental health problems are not known and 
therefore the subgroups should not be based on precipitating 
factors 

Construct Validity 

34. Anxiety psychosis would be better described as Reactive psychosis Face Validity 

35. Stress Sensitivity psychosis would be better described as 
Adjustment Psychosis 

Face Validity 

The same questions used in round 2 of the PE Delphi study were adapted and used for the EBE 

study by the study team and a service user researcher. Where possible, exactly the same wording 

was used. Although some terms were changed or explained to remove jargon and make all the 

statements understandable to all EBE. The statements used can be found in Appendix J. The only 

items to be removed and not replicated from the PE Delphi were “The BPD criteria in the trauma 

subgroup is not necessary”. It was judged that EBE could not be expected to necessarily know 

what BPD criteria were. Also “Use of past experiences in subgroups may lead to a sense of 

helplessness for people who feel they cannot change current experiences due to past” was 

removed as this was judged to be a replication of item 30. Additionally the service user researcher 

highlighted this question as a possibly sensitive question which may lead to negative thought 

processes for some people. Therefore as a precaution it was removed, as this was an online 

survey the questions were kept as neutral as possible as no feedback to the study team would be 

routinely possible as to how participants felt after completing the questionnaire.  An additional 
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item of ‘I do not understand this question’ was added to the Likert scale to take into account that 

some of the language used was still quite complicated and so comprehension of the questions 

could also be measured. 

In addition to the initial seven questions and statement responses, both PE and EBE participants 

were asked to provide demographic information. 

6.4.5 Procedure 

All rounds of this study were sent out to participants via a website link to the University of 

Southampton’s online survey page “isurvey”. The order of the questions were randomised so that 

order effects would not affect any responses given. 

6.4.5.1 Round 1 

PE were approached via email and provided with a brief introduction, outlining the subgroups and 

their intended purpose. They were then asked for their comments on the seven initial questions. 

Participants were given six weeks in which to respond to the initial email. Within this time they 

were given three reminder emails asking them to complete the questionnaire. After this time, 

responses were collated and reviewed by the research team to generate the second round of 

questions.  The qualitative responses to round 1 were then reviewed for themes using TA and 

these themes were used as the format for the statements used in subsequent rounds.  

6.4.5.2 Rounds 2 and 3 

Both PE and EBE completed rounds 2 and 3 of this study (see Appendix K and Appendix L). PE 

were again approached via email and given the same reminders and time scales in which to 

respond as in round 1. EBE were approached via social media pages.  All participants were also 

invited to forward the questionnaire to others that they felt may be interested in it.  

Participants in round 2 were asked to rate their agreement with these statements on a five or six 

item Likert scale ranging from strongly agree to strongly disagree with the aim of exploring any 

possible consensuses. Responses to round 2 were used to give controlled feedback during round 

3. Round 3 involved resending statements which looked likely to reach a consensus to all 

participants who responded in round 2. Alongside the statements there was an indication of the 

most common responses to each statement. Participants’ then had the opportunity to either 

change their response based on this feedback or give a qualitative response justifying any 

responses that differed significantly from the rest of the group of respondents. 
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In terms of generating a consensus Langlands, et al. 145 guidance was used. Langlands, et al. 145 

specify that: 

 Items with at least 80% of participants rating the item within 2 Likert points on the scale 

used have reached a consensus 

 Items with 70%-79% of participants rating the item within 2 Likert points on the scale 

used should be re-rated by the group at least once to try and reach a consensus 

 Items with less than 70% of participants rating the item within 2 Likert points on the scale 

used have not reached a consensus 

In addition to the questions generated and consensus feedback, participants were invited to 

comment on why they had given the response they did, although this was not a compulsory item. 

These additional comments were analysed using TA.  

6.5 Results 

6.5.1 Demographics 

6.5.1.1 Professional Experts 

A total of 57 PE participants took part in round 1, 71 participants took part in round 2 with 49 of 

these also completing round 3. Table 6.3 below shows the demographic information. 

  



Chapter 6. 

86 

 

Table 6.3 PE Demographics 

Number of years working with 
psychosis 

No. of people with psychosis  worked 
with 

 R1 R2  R1 R2 

2-5 9 9 7-50 22 24 

6-10 9 11 51-100 8 7 

11-15 10 16 100+ 21 28 

16-20 12 11 No response given 6 12 

20+ 14 20    
No response given 3 4    
    

Profession  Area of Work  
Nursing 7 14 Academic 5 4 

Occupational Therapy 1 2 CMHT 11 14 

Psychiatry 11 15 EIP 14 23 

Psychology 31 35 Inpatient 6 3 

Social Work 4 1 Research 12 16 

No response given 3 4 Social Care 0 1 

   Tertiary Psychosis Service 6 5 

   No response given 3 5 

      

Country   Places in UK  
Belgium 0 1 Bristol 0 2 

Canada 2 2 Glasgow 1 4 

Germany 1 2 Hampshire 16 15 

Ireland 0 1 Kent 2 1 

Norway 1 1 London 13 6 

The Netherlands 2 3 Manchester 2 6 

UK 43 52 Newcastle 3 7 

USA 4 5 Merseyside 1 1 

Australia 1 0 Oxford 4 2 

No response 3 4 Sussex 0 1 

   Not specified 1 7 

       

6.5.1.2 Experts by Experience 

In total 34 EBE participants took part in round 2 and 13 of those participants also completed 

round 3.  The demographics can be seen Table 6.4  in below.  
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Table 6.4 EBE Demographics 

Psychosis related Diagnosis  Other additional diagnosis stated 

Schizophrenia 13 Depression 4 

Schizoaffective Disorder 7 Bulimia 2 

Psychosis    5 Social Anxiety disorder 1 

Bipolar disorder 4  PTSD 4 

Borderline Personality disorder with psychosis  1 Generalised Anxiety Disorder 4 

Major Depressive Disorder with psychosis 2 Anxiety 2 

Paranoid Personality Disorder 1 Attention Deficit Disorder 1 

Did not disclose 11 OCD 1 

Multiple diagnoses stated 13   
    

Current Age  Duration of Illness  
20-29 7 0-5 years 14 

30-39 15 5-10 years 4 

40+ 6 10-15 years 4 

Did not disclose 6 15+ years 5 

  Did not disclose 7 

    

Currently experiencing mental health problems Gender  
yes 27 Male 13 

no 2 Female 15 

Did not disclose 5 Did not disclose 6 

    

Current Country of Residence  Ethnicity  
USA 11 American 8 

United Kingdom 10 British 9 

Canada 2 Chinese 1 

Australia 1 Indian 1 

Belgium 1 Irish 3 

India 1 Did not disclose 12 

Portugal 1   
Did not disclose 6   
    

Level of Education    
No formal qualifications 6   
GCSE/ O level qualifications 2   
A level qualifications 5   
Diploma/HND qualification 5   
Bachelor’s degree 7   
Master’s degree or other postgraduate qualification 4   
Did not disclose 5   
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6.5.2 Consensus results 

Professional Experts. Appendix M shows the results of the consensus ratings for both round 2 and 

round 3. When using Langlands, et al. 145 criteria for analysis of the ratings of the round 2 

statements, one of the statements met the criteria to say that a consensus had been reached. 

Nine statements met the criteria of a 70% agreement or above needed to be included into the 

next round. However 23 statements had a more than 50% agreement rating. Also from the 

comments given to the statements it appeared that views about some of the statements were 

polarised, this is discussed further in the TA of the comments. Therefore the study team decided 

to include all statements from round 2 with an agreement of above 50% in to round 3.  

The consensus ratings for round 3 however kept to the Langlands, et al. 145 criteria to ensure that 

a level of agreement accepted by researchers in this field was reached. This lead to nine 

statements reaching a consensus in this study which can be found in Figure 6.1. 

Figure 6.1 Professional Experts: statements reaching a consensus 

 The subgroups fit with a stress vulnerability model of mental health Construct Validity 

 The subgroups are less stigmatizing than current terms Utility 

 The subgroups are more explanatory than current diagnoses Utility 

 The subgroups may help to normalise peoples’ experiences Utility 

 The subgroups are not discrete categories and overlap Construct Validity 

 Adult trauma is missing and is an important precipitant Content Validity 

 The subgroups may be more acceptable to people experiencing 

psychosis 

Utility 

 The subgroup reflect psychosocial formulations, linking current 

experiences to causal factors 

Construct Validity 

 The subgroups would be useful alongside individual formulations Utility 

The above summary shows that the professionals sampled often agreed that the subgroups may 

have some form of utility; they may be more explanatory, less stigmatising and may help to 

normalise peoples’ experiences. They may also be a useful addition to current individual 

formulations.  They also agreed that they may have some construct validity in that they fit with 

current models of psychosis such as the stress vulnerability model and psychosocial formulations. 

However, it was indicated that the professionals generally agreed that the subgroups may be 
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lacking construct validity, in that they are proposed as discrete subgroups. They may also be 

lacking content validity in that a consensus was reached that adult trauma was missing and should 

be included in the subgroups.  

Experts by Experience. The consensus results for the responses from EBE were analysed in the 

same way as for the PE in that the statements for round 3 were also those that met an agreement 

rating of greater than 50%. This was for the same reasons as with the PE study (only a small 

number of statements reaching Langlands, et al. 145 criteria of 70% and polarised views expressed 

in the qualitative responses). Additionally this criteria was used to maintain consistency across the 

two studies. As can be seen from Appendix N this led to 16 statements being carried forward to 

round 3 and a final consensus being found for three statements as seen in Figure 6.2. 

Figure 6.2 Experts by Experience: statements reaching a consensus 

 Trauma experienced as an adult is missing and is an important 

factor 

Content Validity 

 The trauma criteria (which currently includes childhood sexual or 

emotional abuse) is too narrow and should include other forms of 

trauma. 

Content Validity 

 The subgroups do not account for biological factors (such as 

genetics or brain chemistry). 

Content Validity 

Full details of the consensus ratings can be found in Appendix N.  From these results it may be 

concluded that the only consensus reached was that the subgroups did not appear to EBE to have 

very good content validity. They agreed that the trauma criteria is too narrow and should include 

other forms of trauma including adult trauma and that biological factors should also be included 

more obviously.  

Additionally as can be seen in Appendix N, some questions were not understood by some 

participants, notably: 

 The subgroups fit with a stress vulnerability model of mental health, linking individual 

strengths and vulnerabilities and stressful life experiences to causal factors (9%) 

 The subgroups are not separate categories and overlap (6%)  

 The subgroups need to be more closely linked to current symptoms (6%)  

 The subgroups do not cover what is currently maintaining (keeping them going), people's 

experiences and this should be included (12%) 
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 The subgroups fit with a bio-psycho-social model of mental health, using biological 

factors, psychological factors, and social factors to explain the development of symptoms 

(6%) 

Therefore, understanding rather than a disagreement amongst EBE may have affected the 

consensus on these statements. 

6.5.3 Thematic Analysis 

A theoretical TA146 of the participant comments from the Delphi study was completed using the 

research questions to guide the analysis. Analysis remained at a semantic level as a way of 

reducing the comments made to the statements into a concise summary of what was being said in 

the data set.  

The process of analysis followed Braun and Clarke 146's six phases: 

1. The data was read through and initial notes were made 

2. Line by line coding of the data was completed for all the data 

3. Codes were collated and searched for themes, using the research objectives as guides 

4. Themes were reviewed against the data codes and the entire data set 

5. Themes were defined and named using the research objectives as guides 

6. A report explaining the themes was produced 

All analysis was completed using Nvivo 11.  

6.5.3.1 Findings: Professional Experts 

6.5.3.1.1 Construct validity 

Overall the professionals in this sample voice opinions that differed regarding whether or not the 

psychosis subgroups display adequate construct validity. Participants raised specific issues such as 

whether causes are currently well known or not and suggested alternatives to categorisation as a 

way of understanding psychosis.  

Causes of psychosis. There was a differing of opinion expressed across the participants as to the 

causes of psychosis. Some participants expressed that knowing the causes of psychosis would not 

be helpful in recovery; 

“not sure knowing that childhood trauma was a risk factor really helps for recovery” (PE-2-67) 
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Whereas as others felt that causes do not link up to current experiences and that the causes of 

psychosis are not currently known; 

“we don't have 'causes' yet” (PE-2-67) 

However the completely opposite view was also voiced as some participants felt that causes were 

known and should be discussed with clients, this was particularly the case for trauma as a cause of 

later psychosis; 

“we do know the causes and any true diagnosis should state this” (PE-2-51) 

 

Categorisation. There was also a split in opinion across the participants as to whether 

categorisation was a valid construct in mental health however these arguments seemed to focus 

on the usefulness of categorisation. Some participants felt that categorisation is possible; 

“MH difficulties are on a continuum but grouping/classification can help with making sense of the 

experience” (PE-2-10). 

 whereas other felt that categorisation was not useful or needed; 

“personally I wouldn't use any categories clinically if possible” (PE-2-37). 

Other models proposed. Participants also proposed different models as a preference such as a 

continuum model of mental health problems and individual formulations which they felt would be 

of more benefit than diagnoses or the psychosis subgroups.  However there was also a group of 

participants who thought that these models weren’t mutually exclusive and that individual 

formulation and the psychosis subgroups would work well alongside each other. These 

statements were most often found in response to statement 21 “The subgroups would be useful 

alongside individual formulations” which was also one of the statements to reach a consensus.  

6.5.3.1.2 Content validity 

Content validity as a theme contained many differing opinions and subthemes centred on items 

that were missing from the subgroups or content that participants commented on as being 

incorrect.  

Biological factors. A debate as to whether biological factors, such as genetics and physical causes 

of psychosis should be covered more adequately than they currently are by the psychosis 
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subgroups was found within the responses. One view expressed by participants was that the 

psychosis subgroups didn’t refer to biological factors at all and that they should; 

“There is no mention of biological factors in your sub groups so how can it claim to be a bio-

psycho-social model of mental health.” (PE-3-19) 

 whereas another view participants voiced was that biological factors were adequately covered in 

the psychosis subgroups; 

“They are implicit” (PE-2-17) 

However another group of participants responded to say they felt that biological factors would 

not be relevant for the psychosis subgroups; 

“I don't think that accounting for biological factors is necessary for these subgroups” (PE-2-4) 

Depression as a precipitant. Participants were asked in statement 16 whether they thought 

depression was an important precipitant that should be included in the psychosis subgroups and 

the view that it should be; 

“Depression seems a cause as well” (PE-3-55) 

 Was countered by participants who thought it was not needed in the psychosis subgroups; 

“Depression is often present beforehand (as is anxiety or other axis 1 and 2 difficulties); however, I 

think that goes across categories.” (PE-2-52) 

Negative symptoms. Participants expressed varying views about negative symptoms. Responses 

were receiving stating that negative symptoms were not represented by the psychosis subgroups; 

“negative symptoms are not represented and we need to include those experiences” (PE-3-34) 

Whereas another view expressed was that negative symptoms were implied as symptoms of 

psychosis and would be included in specific psychosis subgroups such as stress sensitivity 

psychosis; 

“They are in sensitivity disorder” (PE-3-11) 

However there was also a view that the description of negative symptoms was not needed within 

the psychosis subgroups as the psychosis subgroups were a move away from describing specific 

symptoms as a way describing peoples’ experiences; 
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“Not certain they need to be, and as a term 'negative (and positive) symptoms are still closely 

associated with a diagnosis of SZ” (PE-2-34) 

Prognosis. There was again a split in opinion was to whether participants felt that prognosis 

would be important to include in the psychosis subgroups.  Some felt that prognosis should be 

included; 

“Yes, for example, in my experience, acute psychotic symptoms in the absence of a long prodromal 

period of negative and cognitive symptoms can equal good prognosis.” (PE-2-16). 

Whereas others thought that prognosis for people allocated to the different subgroups would not 

yet be possible; 

“How can they? We don't know for certain anything about prognosis.” (PE-2-5) 

Traumatic psychosis subgroup.  Many participants felt that the need for the traumatic psychosis 

subgroup to meet the criteria for BPD was not necessary and should be excluded; 

“The requirement to meet BPD criteria should be removed” (PE-2-5) 

Additionally many participants agreed that the current trauma criteria are too narrow; 

“The description of trauma should be expanded to include other types of adverse life 

 events” (PE-3-35) 

 Participants felt that other forms of trauma such as physical abuse and neglect should also be 

included but also that other adverse events such has bullying may also need to be included; 

“Physical trauma and neglect are not mentioned and I believe can be linked to psychotic 
experiences” (PE-2-39) 

Adult trauma.  One view expressed by participants was that adult trauma should be included in 

the traumatic psychosis subgroup which currently only allows for childhood trauma; 

“Adult trauma as well as repeated adverse life events should be included” (PE-3-35) 

Whereas a differing opinion that adult trauma would be contained within the stressful life events 

in the anxiety psychosis subgroup was also voiced; 

“I feel this is adequately covered in 'anxiety' subgroup.” (PE-2-52) 

Missing content.  Comments from participants also included other items that they felt were 

missing from the current psychosis subgroups, however these appeared less often in the data 
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than those that were saturated enough to be judged as subthemes. These were split in to specific 

causes of psychosis such as; 

“Need to consider environmental factors, poverty and deprivation” (PE-2-47) 

Also comments expressed by participants indicated that they felt that specific symptoms of 

psychosis should be mentioned; 

“More emphasis could be given to the subjective cognitive changes” (PE-2-17) 

 This subtheme may be linked to the subtheme in face validity, “subgroups are not 

comprehensive”.  

Overall the Content Validity theme highlights that there were differing opinions about what 

content the subgroups should have in terms of criteria for meeting the existing psychosis 

subgroups and also factors that should be added to the existing subgroups.  

6.5.3.1.3 Face validity 

Recognising subgroups. Participants commented that they recognised the subgroups either based 

upon their clinical experience and the clients they worked with fitting the subgroup descriptions 

given; 

“All patients I have worked with would fit in one of these categories.”(PE-3-25) 

Or participants also stated that subgroups matched with their theoretical understanding of 

psychosis; 

“The subgroups fit with my theoretical understanding of some mental health problems” (PE-2-49) 

Additionally at times participants reported the feeling that the subgroups just made sense to 

them; 

“Theoretically they make sense” (PE-2-8) 

Generally there appeared to be support within this subtheme that psychosis subgroups had good 

face validity based on participants’ experience and knowledge.  

Overlap. Participants often commented throughout all rounds of the study that the psychosis 

subgroups appeared to overlap and that they were not independent of each other.  These 

comments were often in response to statement 28 “The subgroups are not discrete categories 
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and overlap” and this statement was one of the few to reach a consensus in the Delphi study. Also 

comments about overlap were seen across the responses to other statements as well and this 

developed into a very well saturated subtheme across round 2 and 3 of the study.  

“They are not independent of each other” (PE-3-9) 

“I see multiple overlaps with my clients” (PE-3-12) 

Subgroups difficult to allocate. In response statement 27 “It will often be difficult to identify a 

‘primary’ factor” participants identified two main difficulties that may hinder psychosis subgroup 

allocations. Firstly that a primary factor may be difficult to identify due to there often being 

several factors present in each individual; 

“I think it will usually be impossible to know what is primary” (PE-2-35) 

Secondly participants stated that it may take time to identify a primary factor due to client 

disclosures in that some clients may not disclose a primary factor such as trauma for a long time 

and this may then affect psychosis subgroup allocation; 

“This may take time to identify, and we might find that we start with a provisional group which 

changes as we get to know people more (e.g., those people/families who report 'no problems' but 

we suspect (and are later told about) abuse or coldness)” (PE-2-52). 

Subgroups are not comprehensive. There was a range of comments stating that the subgroups 

may not be all encompassing and may not allow for the complexity of psychosis; 

“Things are generally more complicated.” (PE-2-35) 

It was commented that the psychosis subgroups may not cover all presentations of psychosis and 

that the causes of psychosis may be more complex than the psychosis subgroups allow for. At 

times participants just stated that “They are too simplistic” (PE-2-49) without expanding on their 

response.  

The last three subthemes point to issues raised by the PE about the psychosis subgroups face 

validity. When looking at the theme of face validity overall it appears that there was a group of PE 

that felt that the psychosis subgroups did have good face validity, but others put forward issues 

with the face validity of the subgroups. For example that they overlap, may be difficult to allocate 

and are not all encompassing.   
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6.5.3.1.4 Utility 

Better than the current system. Many participants expressed the view that the psychosis 

subgroups may be better than the current system. This was for a variety of reasons, for example 

that the psychosis subgroups were just better terms than schizophrenia; 

“They are better than schizophrenia” (PE-3-35) 

 or that schizophrenia was a negative and stigmatised term that shouldn’t be used 

“I think that the term schizophrenia is broadly misunderstood and stigmatised” (PE-2-4). 

 Other statements included reasons for why the psychosis subgroups may be an improvement; 

“They are more helpful than current system” (PE-2-5) 

“much less stigmatising and more hopeful” (PE-2-53) 

“give a clearer understanding of people's experiences than an overall label of "psychosis”(PE-2-58) 

 

Descriptions of utility. Opinions of the usefulness of the psychosis subgroups appeared to vary. 

One opinion expressed was that a name is needed for people’s difficulties and that psychosis 

subgroups may fit this need; 

“some service-user wish to have a name for what their problem is, and I don't feel they should be 

denied this wish” (PE-2-29). 

Another view was that the psychosis subgroups may be useful in terms of helping people to make 

sense of their experiences and also by guiding treatment; 

“would enable the person to make sense of what has happened” (PE-2-55) 

“also this could lead to more appropriate forms of treatment and psychological therapies” (PE-2-

12) 

  Areas of limited utility were identified by some participants who felt that the psychosis 

subgroups may just be a useful tool for developing conversations with people about their 

experiences; 

“more an heuristic for asking question on more details” (PE-2-18) 

Whilst another view expressed was that the psychosis subgroups would only ever be useful for 

administrative purposes; 
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“Except for administrative purposes (and even then it is not always necessary) categorisation is 

best avoided clinically” (PE-2-37) 

Finally it was also questioned whether the psychosis subgroups would have any utility at all; 

“not sure it would add anything”; “What would it add? How would it benefit the person?” (PE-2-

29) 

Name change. Participants also expressed polarised views as to whether a change in the name of 

schizophrenia was needed or not. One view was that the name needed to be changed; 

“its about time for a change in the terminology” (PE-2-59) 

 whereas other felt it shouldn’t as some people like the current diagnostic system and felt their 

clients did as well; 

“Some clients like and accept the medical model diagnostic system” (PE-2-9) 

Stigma. Three viewpoints were present in discussions around the psychosis subgroups and 

stigma. Firstly that the psychosis subgroups would be an improvement, that a move to the 

psychosis subgroups would lead to a reduction in stigma as they may provide more understanding 

of people difficulties; 

“subgroups that give an indication of a cause of someone's difficulties may move someway away 

from misinterpretation and stigma” (PE-2-4) 

Secondly that any name change would be linked to previous names and misunderstandings and 

therefore stigma would develop unless further public education was provided; 

“if categories are changed from current terms, then stigma will re-attach” (PE-3-4). 

Finally there was also a group of participants who felt that the use of distinguishing criteria such 

as drug use and experiences of trauma and the use of the term psychosis itself may lead to the 

psychosis subgroups being in fact more stigmatising than current terms; 

“Traumatic psychosis seems a more stigmatising term” (PE-2-35) 

“The fact that you focus on illicit drugs actually may perpetuate stigma” (PE-2-47). 

Utility was the most saturated theme and comments given were predominantly participants 

stating that they felt the psychosis subgroups may be useful in different areas. However as can be 

seen there were still others who questioned the utility as well.  
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6.5.3.2 Summary 

Across all the participant responses there appeared to be those that either agreed with the 

validity and utility of the psychosis subgroups, were questioning them, or who completely 

disagreed with the subgroups. Indeed at times participant responses appeared to become very 

emotive with participants either encouraging efforts to develop the psychosis subgroups “you're 

heading in the right direction. keep going” (PE-2-20) or alternatively appearing to feel quite 

strongly that the psychosis subgroups were not correct, using what may be seen as emotive 

language “Another platitude”, “Premature and ill-conceived” (PE-2-69). 

6.5.3.3 Findings: Experts by Experience 

6.5.3.3.1 Construct validity 

Categorisation. There were differing opinions found across the participants’ responses as to 

whether people felt that categorisation of mental health experiences was a good or a bad thing. 

One view expressed was that having a named category helped then to know what was happening 

and how to treat it; 

“It's important to categorize for identification and treatment” (EBE-2-12) 

whereas others felt that categories could stigmatise and were not valid concepts; 

“Without a falsifiable theory of causation or proof that diagnostic categories are discrete 

experiences, diagnostic categories are worthless. Mental healthcare is not physical medicine and 

shouldn't try to imitate it until it has the tools to do so.” (EBE-2-22) 

Individual formulation. When asked about their opinions on individual formulation some 

participants liked this option, feeling that they would be more personalised and would be treating 

them as a person and their individual symptoms; 

“The more individualized the better. Not everyone is easy to understand” (EBE-2-29) 

However others felt that individual explanations would be too complex and would also possibly 

involve disclosing information they may not be happy to share with everyone; 

“explanations would be too long winded” (EBE-2-31) 

Causes of psychosis. Participants also had differing opinions as to the causes of their experiences. 

One view expressed by EBE was that the causes are currently not known; 
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“The exact causes are not yet known and likely to be multi-factorial.” (EBE-2-19) 

 whereas others identified causes not included in the psychosis subgroups such as feeling chosen 

by God to hear voices or just being born with psychosis; 

“I feel 'chosen' to have psychosis” (EBE-2-34) 

 Another opinion expressed by participants was that the causes of psychosis would not be useful 

to know as they may create a blame for their experiences and shift focus away from recovery; 

“Having something to blame is detrimental to my recovery. I have noticed many Schizophrenics 

focus on the cause & not How to Deal With the Reality of the Situation.” (EBE-2-32) 

6.5.3.3.2 Content validity 

Missing content. Many areas of missing content were discussed by the participants, mostly in 

direct response to the statements. Most of these were not saturated enough to form their own 

subtheme, however will be discussed here under the heading ‘missing content’ to highlight the 

main areas of opinion. There were differing views as to whether biological factors would be 

needed in the psychosis subgroups “It only looks at social factors” (EBE-2-3), as was also the case 

with prognosis; 

“We want to know, or at least have idea, about what may happen in the future” (EBE-2-2). 

 Some participants felt that symptoms rather than the cause should be the focus of interventions; 

“It really doesn't matter how it started. The main thing should be what symptoms you experience, 

and how they affect your life.” (EBE-2-3) 

 whilst still others felt that not all the causes of psychosis are accounted for by the psychosis 

subgroups; 

“am not sure whether all causes of psychosis are accounted for” (EBE-2-26) 

There were quite a few comments stating that the trauma criteria was too narrow and should 

include other forms of abuse such as physical abuse and neglect, as well as adult trauma which 

was seen to be missing; 

“Can think of many other forms of trauma that could onset a psychosis.” (EBE-2-9) 

“Trauma that happens as an adult is not included.” (EBE-3-6) 
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Incorrect content. Even though the statement asking about BPD criteria was removed from the 

statements in this survey some participants still identified this criterion of the traumatic psychosis 

subgroup as being incorrect; 

“Other descriptors are wrong; I'm not in any way BPD” (EBE-2-34) 

6.5.3.3.3 Face validity 

Identify with subgroups. Some participants felt quite strongly that they identified with the 

psychosis subgroups and fit a specific subgroup that they could identify themselves; 

“Sensitivity psychosis resonates with me” (EBE-2-31) 

“There is one subgroup which describes my own experience very well” (EBE-2-26) 

Comments also expressed the opinion that others they knew would fit a psychosis subgroups as 

well.  

Don’t identify with subgroup. Some participants felt that they either did not fit any of the 

psychosis subgroups or that they were not sure where they would fit; 

“I do not find that I fit neatly into any of the categories” (EBE-2-25). 

 When they were not sure this was often due to the participant feeling like they fit more than one 

psychosis subgroup.  Other comments expressed the opinion that the factors used to group the 

psychosis subgroups would not be exclusive to developing psychosis; 

“I know people who have suffered very severe childhood sexual abuse or emotional abuse who 

don't hear voices” (EBE-2-34) 

Participants also commented that they felt that schizophrenia appeared to be a better option for 

them than the psychosis subgroups; 

“I think a label of simply 'schizophrenia' is more helpful for me than trying to sub-categorize it” 

(EBE-2-34). 

Not comprehensive. Some participants expressed the view that the psychosis subgroups were not 

comprehensive in that they did not appear to cover the complexity of their experiences of 

psychosis in two ways; they did not appear to cover all the experiences and causes possible; 

“I don't think they are all encompassing though. Surely schizophrenia can occur outside the bounds 

of these descriptors.” (EBE-2-1) 
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 and also that they just appeared to be too simplistic to account for their experiences; 

“Too much of an over simplification” (EBE-2-32) 

Difficult to allocate. Difficulties in allocating the psychosis subgroups was voiced as well by 

participants. This was due to either difficulties in remembering that factors leading up to 

experiences of psychosis; 

“A lot of people can forget what lead them to a state of psychosis.” (EBE-2-1) 

 having a more than one factor and being unsure therefore which would be the primary factor; 

“The trouble I have is I simply don't know what the 'primary factor' was - it seems to be a 

combination of things.” (EBE-2-34) 

 and also feeling that the subgroups overlapped and are not discrete categories; 

“In my case there was a lot of overlap between the groups.” (EBE-2-6) 

6.5.3.3.4 Utility 

Due to their being only a small number of comments on utility these have been split two 

subthemes. Firstly one where participants stated that the psychosis subgroups would be an 

improvement and secondly comments stating that participants did not feel the psychosis 

subgroups represented an improvement in utility.  

Psychosis subgroups an improvement. Several participants felt that the subgroups would be an 

improvement upon the current diagnostic system in various ways. Participants voiced that they 

felt that the psychosis subgroups were more hopeful and acceptable terms than their current 

diagnoses; 

“they provide hope and understanding” (EBE-2-27) 

“Also recognising a cause would make them much more acceptable” (EBE-2-31) 

 and also that they were more helpful in terms of providing better understanding and reasons 

which may support access to treatment and help them to not feel alone in their experiences; 

“Shows reasons not just a clinical name” (EBE-2-2) 

Participants also stated that they felt the psychosis subgroups may be less stigmatising than the 

current terms; 
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“Much less stigmatising as schizophrenia is often used as an insult.” (EBE-2-2) 

 and felt that they were an improvement on the term schizophrenia which was described as a very 

negative term which some felt needed to be changed; 

“It definitely needs a revamp” (EBE-2-22). 

Psychosis subgroups not an improvement. However other participants did not feel that the 

psychosis subgroups were an improvement. In fact some participants felt that the use of the 

terms trauma and drug-related may actually lead to higher levels of stigma than the current 

terms; 

“drug-related psychosis is pretty stigmatizing” (EBE-2-15) 

This was also the case for the use of the term psychosis; 

“I think many people regard the term psychosis negatively and link it with the term psychopath.” 

(EBE-2-16) 

 In addition some people felt that it would be a move away from medical criteria which currently 

enabled them to access treatment and therefore their treatment options may be removed or 

limited by the psychosis subgroups; 

“if you want schizophrenia to be a non-medical experience that is just like everybody else's 

experiences and therefore no reason to treat people or support them with needed medical 

treatments and social services” (EBE-2-8). 

Finally some participants also felt that the need to disclose facts about their past may be difficult 

for them, especially if those facts were then included in their label for everyone to see when they 

may not want everyone to know; 

“The trouble with your terms is they force me to divulge more information than I would like; e.g. 

that I have been sexually abused, which is a secret from my family” (EBE-2-34). 

6.5.3.4 Summary 

Similarly to the PE, EBE appeared to either agree with the utility and validity of the psychosis 

subgroups, be unsure or to completely disagree with them. At times views were quite polarised. 

In fact in one of the online forums additional chats were set up with people discussing which 

subgroups they felt they fit into and discussing further their views on their utility and validity.  
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6.6 Discussion 

The main finding from both the PE and EBE arms of this study was that views were divided about 

the psychosis subgroups. This was both further explained and explored by the use of the 

additional comments that some participants chose to leave. 

6.6.1 Construct validity  

In the PE study three statements relating to construct validity reached a consensus. From this it 

may be concluded that the PE’s who took part in this study felt that the psychosis subgroups do fit 

with a stress vulnerability model of mental health and that they reflect psychosocial formulations. 

However there was also a consensus agreement that the psychosis subgroups overlap and are not 

discrete categories. There was not however a consensus reached for the other five statements 

looking at construct validity and the responses to these statements appear to show that this may 

be due to differing opinions amongst PE’s as to whether people’s mental health problems should 

be categorised or not,  whether we know the causes of people’s mental health problems well 

enough to be able to group them based on aetiological factors and whether or not the psychosis 

subgroups adequately cover the biological factors of psychosis to be called a bio-psycho-social 

model of psychosis.  

In the EBE study none of the statements exploring construct validity reached a consensus. From 

the EBE comments it appears that there was a split amongst the participants as to whether or not 

they felt that categorisation of their experiences was a good thing and there seemed to be some 

participants who felt that the focus on the causes of experiences was not valid, in that they felt it 

may not cover all causes or the causes are not sufficiently understood. Others also felt that 

focusing on causes may not be helpful.  

6.6.2 Content validity 

In the PE study only one statement relating to content validity reached a consensus, that adult 

trauma is missing and should be included. However as can be seen in the TA of the comments, 

some people did still feel that adult trauma would be included in the anxiety psychosis subgroup. 

Responses to many of the content validity statements showed varied opinions of what should be 

included or not. Prognosis, negative symptoms, biological factors and the trauma criteria all did 

not reach a consensus and comments appeared to be split between whether these areas are 

already included, are not needed or that they are missing and should be included.  
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In the EBE study three statements relating to content validity were the only statements to reach a 

consensus. Firstly these statements indicated that the participants felt the trauma criteria needed 

to include adult trauma and that other forms of trauma are currently not included in the 

psychosis subgroups and should be. Secondly comments stated that the psychosis subgroups do 

not adequately account for biological factors. Thirdly there were other comments stating that 

prognosis, symptoms and other causes, that EBE felt were missing from the current psychosis 

subgroups, as well as the BPD criteria for the traumatic psychosis subgroup being incorrect.  

6.6.3 Face validity 

In the PE study none of the statements looking at face validity reached a consensus. However 

participant comments appeared to indicate that several participants did feel that whilst they did 

recognise the subgroups, they also felt that they overlapped. They also expressed that they may 

at times be difficult to allocate due to this overlap and finding a primary factor. 

Additionally in the EBE study none of the statements exploring face validity reached a consensus. 

From the EBE statements it appears that there was a split in participant opinions as to whether 

they felt the psychosis subgroups fit their experiences or not. Some participants felt that they 

were not complex or comprehensive enough and also that may be difficult to allocate due to 

memory problems, knowing what factor would be primary and overlap between the psychosis 

subgroups.  

6.6.4 Utility 

In the PE study five statements relating to utility reached a consensus. It was agreed that the 

psychosis subgroups are less stigmatising, more explanatory, may be more normalising and 

acceptable as well as being useful alongside individual formulations. However the analysis of the 

participant comments highlight that some participants felt that there may be some ways in which 

the psychosis subgroups may actually be more stigmatising, may not be needed or may only have 

limited utility. 

Overall it appears that there was most support for the utility of the psychosis subgroups and that 

there was some agreement in terms of the construct validity of the psychosis subgroups being 

aligned with current accepted models of mental health difficulties. However a consensus was not 

reached for most of the items and the analysis of the comments in response to the statements 

highlighted polarised opinions across the participants.  
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In the EBE study none of the statements exploring utility reached a consensus. Again the EBE 

comments showed a split in opinions with some participants stating they felt the psychosis 

subgroups would be more useful in terms of being more acceptable and understandable, less 

stigmatising and providing access to more treatments, whereas others felt they may be more 

stigmatising, would need them to disclose too much information and may reduce access to 

treatment. 

6.6.5 Strengths and limitations 

The PE study was able to achieve a reasonable sample size when compared to published Delphi 

studies in the area141,145, with representation from PE with good levels of expertise from a range 

of areas both across the UK and some international input. However, it may be considered that the 

inclusion of pre-qualification participants may have broadened the sample beyond professional 

experts. The additional criteria of at least a year’s experience or six in depth cases was added to 

the inclusion criteria to ensure that pre-qualification participants had an adequate level of 

experience working with people with psychosis. However whether this would fully meet the 

concept of an expert in psychosis may be an area for debate.  Only 20 out of 128 participants 

(16%) across rounds 2 and 3 had worked with less than 20 cases, with the 48 (38%) of participants 

saying that they had worked with hundreds of people with psychosis. Additionally the 103 (80%) 

of participants had more than 6 years of experience working with people with psychosis. Given 

this, there seemed to be a satisfactory level of experience across the participants to meet the 

level of experts in psychosis and importantly there were no systematic differences in the 

responses from participants with less experience. The EBE replication of the PE Delphi study 

provides a comparison of these two stakeholder views. However the EBE Delphi had a much 

smaller sample size therefore one caution when interpreting these results is that this may lead to 

the results not be very readily generalizable to the varied population of people who experience 

psychosis. Delphi studies with a similar sample size have been published in this area141,147,148 and 

this study gives an important message about what this sample of participants thought about the 

psychosis subgroups. Additionally the demographics showed that a range of EBE from different 

countries, educational background and diagnosis took part but that the generalisability of these 

results may still be limited by the small sample size. In a larger sample, more statements may 

have reached the consensus criteria and therefore the EBE comments in response to the 

statements aid understanding of the opinions found in this sample.  
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Both studies in round 3 used statements that only reached a greater than 50% consensus level in 

round 2. This was a deviation from the criteria specified by Langlands, et al. 145 that was 

completed to ensure that as much detail as possible was collected in round 3. This included asking 

participants to justify when their response was contrary to the most popular in round 2. 

The TA remained at a semantic, rather than latent or interpretive level. This was done as the aim 

of the analysis was to summarise and describe what the participants were saying in response to 

the statements posed, rather than developing the analysis to the latent level, whereby the 

underlying assumptions and conceptualisations would have been identified. This was not 

completed as this was beyond the scope of the aims of this study; looking at clinicians opinions on 

the psychosis subgroups’ utility and validity, rather than why they hold these opinions. 

Additionally the responses given were often quite short and in direct response to a specific 

statement, for example “usually multifactorial” (PE-2-53) which could only be interpreted in the 

context of the original statement being responded to. This means that comments also need to be 

analysed taking the original statements into account. When statements focus on a specific 

critique of the subgroups, such as finding a primary factor, this has meant that there has 

understandably been more comments about primary factors than may have been made in a more 

open, exploratory question about PEs’ views on the subgroups.  

The results of this study highlight the variety of opinions held by both PE and EBE, neither group 

appeared to have one set opinion about the causes, ways of describing and classifying psychosis. 

Such splits in opinions, as highlighted by the participants’ responses, may have important 

implications for discussion around diagnosis and classification in clinical practice. As previously 

discussed in the introduction to this chapter such differing views may lead to PE disagreeing 

amongst themselves when discussing care in a multi-disciplinary setting. Additionally it may lead 

EBE to disagree with PE when decisions are being made about their care.  Given that there isn’t 

indisputable evidence around the validity and utility of any classification or mental health 

diagnosis, such differing opinions may need to be carefully managed in clinical practice to enable 

patient centre care based on best evidence. Future research may therefore wish to explore how 

best these differing opinions may be addressed and managed in clinical practice. 

This Delhi study was designed specifically to enable the exploration of PE views. The methodology 

was chosen to allow for the best sample of PE to participate, using online surveys which may not 

be accessible to all those with EBE. Therefore Chapter 7, a Grounded Theory study, was designed 

to explore in more detail EBE opinions on the psychosis subgroups.  
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6.7 Conclusion 

The findings of this study highlight the differing opinions around categorisation of mental health 

problems and the best ways of describing psychosis related experiences. In fact when the 

psychosis subgroups appeared to be going against what participants thought of as correct this led 

to quite negative responses. Overall it may be concluded that a consensus was not gained on 

many items due to polarised views amongst the EBE and PE participants. When EBE participants 

felt they identified with and felt the psychosis subgroups were an improvement their responses 

were very positive; “Nobody wants to be alone and in the dark about something their own mind 

cannot control. It would be of tremendous help.” (EBE-2-29). In fact on one discussion board a 

member set up their own thread inviting other members to discuss which psychosis subgroup 

they felt they identified with. A conversation ensued with members talking about how they found 

the psychosis subgroups much better than their current diagnoses. However when EBE 

participants did not feel like the psychosis subgroups fit their experiences their responses at times 

became quite negative, which was interpreted as conveying the depth of feelings produced in the 

participants with one participant stating “These are real illnesses and people lose their lives. They 

are not "experiences." (EBE-2-8). This may have important implications for understanding how 

people may work in clinical practice if differing opinions are held and will be discussed in further 

detail in chapter 8. 

Additionally the theoretical and semantic nature of TA meant that the qualitative part of this 

study only explored participant views on a very limited level. Therefore future analysis and 

research may wish to focus on exploring PE views in different ways and different or additional 

information may be gained.   
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Chapter 7: A Qualitative Study with Experts by 

Experience 

Study 3: 

Participant Opinions of Psychosis Subgroups (POPS) 

Chapter 6 described study 2, a Delphi study exploring Professional Expert (PE) and Expert by 

Experiences’ (EBE) views of the psychosis subgroups. This chapter will outline study 3, which used 

a Grounded Theory (GT) design to explore the views of EBE. The key concepts and core category 

found across these interviews will be described and a model of how EBE make decisions about 

their diagnosis will be introduced. 

7.1 Introduction 

The classification models discussed so far have primarily been based on PEs’ interpretations of 

how to group subjective descriptions of psychosis symptoms. Little research has examined the 

views of the people who experience symptoms. The British Psychological Society (BPS) have 

stated that people experiencing psychosis should be considered experts on their own experiences 

and that it is important to respect each individual’s own understanding of their experiences77. This 

perspective has been the central tenant of the ‘hearing voices movement’ in the UK. The Hearing 

Voices Network (HVN) is a network of people with lived experience of symptoms of psychosis. 

They aim to support each other to understand and develop from their experiences, rather than 

being diagnosed with an illness149.  

Qualitative research with EBE in the area of psychosis has focused in recent years on the 

subjective nature of how symptoms are experienced150, accessing treatment151, how treatment is  

viewed152 and experiences of recovery from psychosis153. Boydell, et al. 154 conducted a literature 

review of qualitative studies looking at first episode psychosis and found research across five 

different areas: the subjective experience of psychosis, views on intervention services, the 

experience of help seeking, gaining and maintaining employment, and the importance of peers. 

These studies contained EBE views, professional, carer and family’s viewpoints from different 

countries across the world. Whilst this project was not a systematic review, and therefore may be 
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open to research bias, in that the search terms were predefined, the researchers aimed to use 

these predefined search terms to allow their conclusions to be comparable across countries. 

Boydell, et al. 154 state that qualitative research is important to contribute to our understanding of 

the complex social processes and subjective experience of serious mental illness.  

Pitt, et al. 155 considered the impact of diagnosis from the perspective of EBE via a user-led study 

where EBE controlled all stages of the research. Using interpretative phenomenological analysis 

they developed a model that described the utility of diagnosis in terms of being able to access 

treatment, name the problem and provide social inclusion. However their model also identified 

how a diagnosis of psychosis can lead to disempowerment, labelling and social exclusion due to 

stigma surrounding a diagnosis. Such qualitative analysis grounds the model developed in the 

experiences of the people they aim to describe and provides a basis for understanding the 

problem to PE who may never have experienced similar circumstances. User-led, qualitative 

research therefore provides a unique perspective that is vital for PEs to enhance the development 

of a true understanding of the people with whom they work. However it can be argued that this 

process may not be enough and that rather than EBE input being an add-on or something that 

runs alongside PE work, EBE should be involved in all stages of the development of an 

understanding of mental health in a collaborative and at times leading role. 

Such research highlights the different world views or perspectives often known as the emic and 

etic perspectives. The emic perspective is known as the insider perspective which involves 

becoming part of that group, whereas the etic view is that of an outsider156. Each of these 

perspectives may bring with them their own unique perspectives and observations about the 

same group and therefore the viewpoint of the observer is important to take into account when 

making conclusions based on just one of these perspectives.  

As discussed in chapter 2 Dudley, et al. 82 used a Q sort design to explore what EBE felt had caused 

their psychosis, but research looking at EBE views on diagnosis, its utility and the cause of their 

psychosis is relatively sparse. This is surprising given that EBE are one of the key stakeholders that 

would be using any diagnosis. Therefore this study aimed to explore EBE views of the psychosis 

subgroups. This was done using GT to explore the basic social processes (BSP) used by EBE when 

reflecting on the utility and validity of the psychosis subgroups.  

7.2 Grounded Theory 

GT is a research method which outlines; 
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“explicit strategies for data collection and analysis and aims to produce an inductively driven 

theory of social or psychological processes grounded in the material from which it was derived”157, 

p.132. 

GT develops theory which is induced from the data and aims to discover BSP and provide an 

explanatory model to enable understanding of peoples’ experiences158 and human interactions159. 

This is done by asking two questions of the data as it is collected.  Firstly ‘what is the main aim of 

concern for the people involved and how is this being resolved’ and secondly ‘what one category 

does this incident indicate’?160  

GT involves an iterative process of concurrent data collection, coding, conceptualising and 

theorising which continues until no new themes, categories or relationships are being 

discovered161. This process is called constant comparative analysis (CCA) and is a systematic 

process by which data across incidents is compared during different stages of coding and theory 

development159. The first description of GT was developed by Glaser and Strauss (1967) in their 

book “The Discovery of Grounded Theory”162. From this time Glaser and Strauss developed slightly 

differing versions of GT and a third approach has been developed by Charmaz 163 using a 

constructionist approach. A brief outline of the different forms these approaches take will be 

outlined below before introducing the GT design used in this study.  

7.2.1 A brief background to Grounded Theory 

Glaser came from a background in quantitative methods and as such generated a method of 

rigorous codifying of data which he states leads to the emergence of theory that is grounded in 

the data163. Strauss on the other hand held as centrally important his view that humans are active 

agents in their worlds. This lead to more emphasis on the subjective nature of knowledge as 

viewed through language used and actions taken by people. Both authors used these perspectives 

to jointly generate a method of explaining studied processes in terms of new theoretical models. 

A model which, rather than being deductively produced and tested, emerges from the data itself.  

Glaser in his writings after the publication of “The Discovery of Grounded Theory” holds true to 

his initial ideas that GT is a method of discovery where categories emerge from the data and are 

analysed in terms BSP163. He outlines a structured method of coding at different levels alongside 

the use of CCA and memoing to discover a core category around which a new theory is hung. 

Strauss and Corbin however, moved away from the emphasis on CCA and developed a new set of 

technical procedures to guide the analytic process163,164. These procedures define a structure for 
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axial coding in terms of the context and process found within the data which it is argued by Corbin 

and Strauss 164 provides a more transparent and replicable method of analysis. Glaser 160 however 

maintains that such a structure means that data is forced into coding categories, rather than 

allowing categories to emerge from the data inductively. Glaser goes on to state that that axial 

coding narrows the area of observation, forcing the enquiry down predetermined routes.  

Meanwhile a third, constructivist perspective on GT has been developed by researchers who 

wanted to move away from the positivist background that Glaser and Strauss represented163. 

Charmaz 163 described this approach as acknowledging how participants social location, 

perspectives and situation shape the data157. Charmaz highlights the description by Glaser and 

Strauss of GT as an adaptable method which researchers can use in a variety of ways across a 

variety of research areas. Such is GT that the design processes are not neutral and as a method it 

can be guided by the assumptions of the research and the researcher163. 

7.2.2 Grounded Theory used in this study 

As this author’s first foray into the world of GT a Glaserian approach was adopted after much 

reading of the topic area and discussion with experts who have completed research using GT. The  

Glaserian emphasis on BSP seemed to fit the research question which aims to look at the 

processes EBE were going through when deciding whether or not the psychosis subgroups or a 

diagnostic label fit their experiences. The Glaserian165 method emphasises the experience of 

trusting the data to produce categories that emerge from it, without predefined structures. 

Glaserian GT, with this emphasis, aims to prevent against forcing the data via the use of any 

predefined structure which was an area for concern as a novice.  The Glaserian model felt more 

able to protect against this and appeared to be a process whereby the researcher would become 

fully immersed in the data and would develop theoretical sensitivity throughout the analysis. This 

was also a personal choice, as a learning experience to follow the guidelines as first outlined by 

the original authors.  

7.3 Research Methods 

7.3.1 Research question 

At the outset of this study the research question was: 
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What are Experts by Experiences’ (EBE) views of the psychosis subgroups and how do they make 

decisions about their utility and validity? 

In line with the design of GT, what emerged from this initial question was a much broader concept 

which will be explained in the later sections. Throughout the description of this study below the 

terms interviewer and researcher will be used. It is to be noted that the author was both the 

interviewer and researcher, therefore the terms are being used to describe the type of work being 

completed during different parts of the study.  

7.3.2 Recruitment 

EBE were recruited to take part in the study via their mental health care team (community or 

inpatient clinicians) who introduced the study to them. Clinicians could refer them at their 

request or EBE could self-refer into the study via posters and leaflets displayed in the waiting 

rooms of their local mental health care teams. Additionally participants were recruited via an 

“opt-in” letter sent out to participants who had participated in previous psychosis studies and had 

expressed an interested in being contacted about future research. EBE were sent a letter 

(Appendix O) outlining the study, with a study leaflet, and a freepost envelope so they could 

return the opt-in slip if they were interested in taking part. EBE was defined for this study as 

someone with an experience of being diagnosed with schizophrenia, schizoaffective disorder or 

another disorder where psychosis is a primary feature.  

7.3.2.1 Inclusion criteria 

1. Has experience of a diagnosis of schizophrenia, schizoaffective disorder or other disorder 

where psychosis is a primary feature 

2. Aged 18 years old and above 

3. Is willing and able (has capacity) to provide written informed consent 

4. Is able to engage in an interview conducted in English 

No other exclusion criteria will be applied. 

A brief description of the demographics of the participants can be found in Appendix P. Initially 

recruitment followed a purposive sampling approach, whereby participants who met the inclusion 

criteria outlined above were approached, however as the data analysis progressed a theoretical 

sampling approach was taken which is described in more detail below. 
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7.3.3 Collecting data 

Data was collected using a semi-structured interview.  An interview guide was developed using 

Leech 166 as a guide which included prompt questions to guide the interview (Appendix Q). These 

were taken initially from the study aims and were in line with the research questions in study 1 

and 2 in that they explored whether EBE believed the psychosis subgroups had adequate: 

 construct validity, (i.e. fits with their experiences and beliefs) 

 content validity, (i.e. covers all aspects and did not miss out or exclude any important 

details) 

 face validity, (i.e. looks correct and makes sense to them based on their experiences) 

 utility and usefulness in terms of description and communication 

Once completed the interviewer made field notes about the interview before leaving the room. 

This included noting down thoughts about the interview and the participant. Occasionally notes 

were made during the interview but so as not to disrupt the interview process these were kept to 

a minimum. In line with GT, after each interview, data was transcribed and analysed and the 

content reviewed. CCA of the codes being developed across interviews was undertaken. 

Theoretical sampling then guided the updating of the interview guide in line with what was being 

found. This meant that the prompts were updated after each interview. Interviews continued 

until no new codes were being found and the prompts were therefore no longer being updated. 

The data was then further analysed using theoretical coding to develop the concepts. This process 

is outlined in more detail in section 7.3.6 below. Once the concepts were fully saturated (i.e. no 

more new properties were being found and the concepts appeared fully developed) interview 

data collection was concluded. Twelve interviews in all were conducted each lasting a maximum 

of one hour. Interviews were conducted in a place of the participant’s choosing, either in their 

local mental health team base or their home.  

7.3.4 Ethical considerations 

Ethical approval for this study was granted by the University of Southampton, Faculty of 

Medicine’s ethics board and the University of Southampton sponsored this study, providing the 

governance and insurance. In addition NHS Research Ethics Committee (REC) approval was 

granted via the Health Research Authority (HRA) as well as local NHS Research and Development 

approvals.  
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The main risks identified to those taking part in the study were connected to the interview 

process. To reduce burden participants were made aware that they did not have to answer any 

questions if they didn’t want to and could take breaks from the questions whenever they wished. 

The length of the interviews were tailored to the participant’s tolerance, with the maximum time 

allowed being one hour. One participant did take breaks throughout the interview due to feelings 

of anxiety. However when offered the option to discontinue, after a break, they chose to continue 

and requested two more breaks where neutral topics were discussed. The language of the 

interview guide was also carefully constructed, with the support of qualified clinical professionals 

and a service user researcher. Additionally, a risk protocol for managing any distress caused by 

the interview was produced. This included gaining a risk assessment prior to interview from the 

participant’s care team, with the participants prior consent, to highlight any possible areas of risks 

(e.g. suicidality). Throughout the interview, signs of distress were monitored and at the end of the 

interview participants were asked how they found taking part. All participants were given a 

debriefing sheet which included sources of support should they experience any distress after the 

interview (Appendix R). The interviewer had experience completing in-depth interviews with this 

participant group and had completed training in supporting participants with distress in this 

setting, including managing disclosures and risk assessments. Clinical supervision was on hand 

from the interviewer’s supervision team whenever an interview was taking place.  

Participation in the research included participants giving written informed consent after reading 

an information sheet provided at least 24 hours before the interview and having had a discussion 

with the interviewer about what the study would entail (Appendix S). Participants were free to 

withdraw from the study at any time with no impact on their current care or treatment. 

Additionally participants were able to withdraw their data from the study up to one week after 

their interview had been completed. Participants were informed of this during the consent 

process and reminded of this at the end of their interview. Telephone and email contact details 

were given to enable them to do this. They were only able to withdraw their data up to one week 

after the interview due to analysis being completed between each interview. No participants 

contacted the team to withdraw their data and when asked at the end of the interview no 

participants reported any concerns about the information they had provided.  

Given the sensitive nature of the interviews, all data and information disclosed was treated as 

sensitive and remained within the research team. Participant pseudonyms were allocated to 

maintain participant confidentiality. All data, written, electronic and audio was stored in line with 

the NHS confidentiality and information governance procedures and all electronic information 
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was encrypted, including the use of encrypted audiorecorders. Participants were informed during 

the consent procedure that pseudo anonymised quotes may be taken from their interviews and 

reported in any of the research publications, including a PhD thesis. To maintain the 

confidentiality of these quotes all sensitive information such as names of people and places were 

removed and replaced with generic descriptions such as “psychiatric hospital” and no quotes 

containing information that would enable identification of the participant will be published, such 

as very detailed descriptions of experiences that are likely to be unique to that person. Therefore 

all quotes used in this study were reviewed by the research team, including a service user 

researcher to examine their suitability.  

7.3.5 Reflexivity 

As discussed in section 4.2.4. researcher reflexivity is a key component of most qualitative 

research and indeed this is the case in GT164 to reduce any possible researcher bias or 

assumptions. Therefore two areas for consideration were identified: 

1. How can the data be explored and analysis grounded in the data to ensure that prior 

knowledge and assumptions do not lead to a ‘forcing’ of the data to fit these 

assumptions? 

2. How can the research be conducted in a non-biased way so as not to be looking only for 

confirmatory data supporting the ideas of the psychosis subgroups and be objective to 

allow for full consideration of any criticisms? 

Throughout this study the researcher had to keep reflexivity in mind, especially exploring how the 

researcher’s role as an assistant psychologist (with a background in psychological theory and 

clinical work with people with mental health difficulties) and current role of exploring peoples’ 

experiences of the psychosis subgroups may impact on the conduct of the research. Additionally it 

is noted that one of the key authors of the research and development surrounding the psychosis 

subgroups was the main supervisor of the PhD research. This in itself meant that the research was 

coming from a particular view point, which may differ from those being found within the data and 

may indeed at times conflict with what was being reported by EBE. 

The above considerations were addressed specifically throughout this study in the following ways. 

Firstly field notes and memos160,163 were kept throughout the research process. These included all 

thoughts and considerations that the researcher had whilst completing the data collection, 

analysis and theory generation. These field notes and memos became part of the research data 
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and were reviewed for assumptions and possible bias so that this could be explicitly noted. 

Additionally, a supervisor with an expertise in GT165 but without an expert knowledge of mental 

health or prior understanding of the psychosis subgroups was found for guidance throughout the 

study. Supervision involved conversations about the data being collected and the design being 

used. Discussions allowed for further understanding and context to be added to the research that 

would not be biased or have the same preconceptions as the researcher.  

Guidance of this nature was also provided by a service user researcher, with experience of 

psychosis, who was appointed and provided input throughout the research process, from the 

study setup. The service user advised on all documents produced such as the ethics application 

and the information sheets, including designing the advertising materials. Throughout analysis 

they read the transcripts and after each interview a discussion of the codes being produced and 

the interview guide alterations was completed. Notes and audio recording of supervision 

meetings and all discussions were made and reviewed by the researcher.  

Service user input played a vital role providing an ‘inside voice’ or the emic perspective, 

highlighting when assumptions based on professional knowledge may have been made. This was 

apparent at times when different interpretations of processes happening in the interviews were 

made. One such incident occurred when one participant was responding to a majority of the 

questions with the answer “I don't know”. This was interpreted by the interviewer as possibly 

being a function of their mental health difficulties, perhaps due to cognitive difficulties when 

generating an answer. On reading the transcripts, the service user researcher perspective was 

that these responses often came after long questions from the interviewer and may have been 

due to the participant not understanding the question, rather than not being able to respond. An 

additional insight from the service user researcher was that at times, in their own experience, she 

may have responded with the answer ‘I don’t know’ so as to avoid having to explain that she did 

not want to answer the question. This led to the interviewer becoming more conscious of how 

questions were phrased in interviews and also at times exploring whether the participants’ 

responses were due to comprehension, not wanting to answer the question or not having an 

opinion on the question asked.  

7.3.6 Data collection 

As discussed in section 7.2 GT is an iterative process, at each stage of data analysis comparisons 

between and within the data are made as more data is collected and new concepts generated 

(CCA). The description below seeks to convey the iterative nature of data analysis in a linear 
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format. Figure 7.1 below summarises the terminology used throughout this research in relation to 

the coding processes described whereas Figure 7.2 gives an overview of the application the GT 

design. 

 

 Figure 7.1 Model of the GT data coding and terminology used 
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Figure 7.2 Model of the GT process used 
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participant and her daughter was removed. During transcription memos were noted. All data 

analysis was completed in Microsoft Word 2013 and using NVivo 11.  

7.3.6.1 Theoretical sampling 

Data collection in this study was initially purposive. Participants with an experience of a diagnosis 

relating to psychosis were recruited via their care team. A central tenet of GT is theoretical 

sampling, whereby “the analyst jointly collects, codes, and analyses his data and decides what 

data to collect next and where to find them, in order to develop his theory” Glaser 167  p. 36. 

Consequently, the interview guide was updated between interviews and as codes and categories 

developed. Later participants were identified from a list of referrals, targeting recruitment based 

on the categories that were identified in the earlier interviews. This included approaching people 

who refuted their current diagnosis, those who may be allocated to a specific psychosis subgroup, 

such as traumatic psychosis and drug-related psychosis and those of a younger age group, a more 

recent diagnosis and those with an older age of onset.  

One important point to note about the participant sample is that many of the participants had a 

prior relationship with the interviewer in that they had taken part in the FOCUS research study 

described in study 1 and in which, the interviewer was the main research assistant. This was 

because they were sent an opt in letter as people being known to want information about future 

research, having already completed FOCUS. Theoretical sampling also focused on ensuring that 

the sample was not all participants who knew the interviewer. It was ensured that at least 50% of 

the sample did not have prior experience of working with the interviewer to reduce the possibility 

of any bias in participant responses due to a prior relationship with the interviewer. It may have 

been possible that a prior relationship and willingness to complete more research with the 

interviewer may have led these participants to be less likely to express negative views about the 

psychosis subgroups. During analysis these transcripts were explored for any differences from 

transcripts of those who had not taken part in FOCUS and no overall differences where noted 

between the two groups of transcripts. All participants were also informed that opposing views 

and difficulties with the psychosis subgroups were needed to ensure that the research was being 

completed correctly and negative views were also directly probed for in all interviews. 
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7.3.7 Data analysis 

7.3.7.1 Constant Comparative Analysis 

CCA is a central tenet of GT. It is a process that involves comparing what is being found 

throughout the analysis. Glaser 167 describes three types of comparisons; incidents to incidents, 

concepts to more incidents and concepts to concepts. Incident to incident comparisons look for 

similarities and differences across the data to enable the whole picture to be generated and 

captured. Concepts to more incidents enables the generation of new theoretical properties of 

categories and the generation of more hypotheses to be tested out within the data analysis and 

collection process. Finally concept to concept comparisons allows for the identification of the best 

fit for concepts that will become substantive codes and then categories. All three comparisons 

were used throughout the data analysis. This enabled verification, correction and saturation of 

the codes and categories.  

7.3.7.2 Open coding 

Once completed, transcriptions were reviewed to gain an overview of the data and then coded for 

the first stage of the CCA. This coding was initially open coding160.  Open coding involves line by 

line coding of each interview. Data was given codes according to what happens in each incident. 

Codes remained as close to a description of the data as possible and where appropriate “in-vivo” 

codes were applied using the participants own language.  

Table 7.1 Example of open coding 

Interview 2 Ben Codes 

the thing about schizophrenia is, the word, it describes all the symptoms in 
one go, as one illness er this is trying to separate the illness into different 
parts, into different illnesses if you like to explain away certain symptoms 
whereas schizophrenia encapsulates everything I go through, the  word 
schizophrenia erm if I was to say, I was saying traumatic psychosis that 
brought on all my symptoms it wouldn’t be accurate same with the other two 
above 

Memo: words are important to convey to others “everything he has gone 
through” therefore they need to be accurate, they need to match ALL he has 
gone through, can’t minimise or leave out important bits.  

In vivo code: 
encapsulate 
everything 

 

accurate 

Questions were asked of the data and codes were given to explore the concepts that were 

developing such as “what does this incident indicate?”, “what is happening here?” Such questions 

were used to ensure that coding was at a conceptual rather than purely descriptive level, thereby 
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generating a conceptual code. CCA was then used to verify, correct and saturate the codes. Once 

this process was completed these conceptual codes were used to develop the substantive codes. 

Glaser describes substantive codes as the “categories and properties of the theory” 165  p. 163;  these 

codes are made up of category names and descriptions of their properties. 

Table 7.2 Example of the generation of substantive codes 

In-vivo Codes Conceptual 
Codes 

Properties Substantive codes 
(categories) 

 

encapsulate 
everything 

 

accurate 

 

Fits 

 

Make sense 

Correct 

 

Specific 

 

Accurate 

 

Identify with 

 

 

 

 

Matching with own 
experiences 

 

Matching to own knowledge 

 

 

 

 

 

 

 

Reasoning 

7.3.7.3 Adopting gerunds as substantive codes 

Glaser 167 identifies ‘gerunds’ (a verb form which functions as a noun and often ends in –ing) as 

explaining the process and change shown in the data; two functions of BSPs. Gerunds help to 

identify the action happening in the data and move beyond more general terms about an event 

being described163. Charmaz 163 argues that identification of gerunds helps to foster theoretical 

sensitivity by identifying all action in the data however small and their use is seen as pivotal point 

of GT.  

In this study, the terms found in the conceptual coding were explored using their gerunds. 

Synonyms and antonyms were also considered to fully understand the conceptual properties that 

were being explored in the data. The next period of analysis focused on sorting through the 

conceptual codes, asking questions of the codes themselves, e.g. “what does this code mean?”, 

studying the synonyms and antonyms and checking this new information against the data. This 

process was recorded in memos, diagrams and tables and led to the identification of substantive 

categories represented in the form of gerunds.   
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Table 7.3 Example of exploring the conceptual codes 

Conceptual codes Gerund Synonym Antonym 

Convincing others 

Storytelling 

Sharing experiences 

Communicating Information, correspondence, 

message, disclosure, narrative, 

statement, gesture, transmit, 

pass on, report, convey, speak, 

signal, recount, describe, allude,  

Quiet, denial, 

disagreement, 

silence, 

concealment, 

cover, 

suppression, 

withholding  

7.3.7.4 Memoing  

Memoing was used throughout the research. Memoing involved noting the discussions of 

questions asked of the data, both in individual coding of the transcript and in discussions in 

supervision and with colleagues. Such memos formed part of the data collected and were then 

also coded for concepts and formed part of the concept and theory development163.  

Figure 7.3 Example of a memo exploring gerunds after reading a transcript 

Memo: 14/12/2016 Exploring Gerunds 

Ben Line 287 - conveying truth, conveying knowledge - conveying severity of experiences, 
conveying accurate description of experiences. 

Conveying - synonyms: express, communicate, suggest, mean, put across, put into words, get 
across 

It seems that perhaps a lot of the storytelling may seem to fit with people trying to convey, 
express, give meaning to others about their experiences - it’s a shared process, conveying to 
someone else. Shared truths... shared knowledge. 

7.3.7.5 Selective coding  

Through this process coding then moved onto second level coding, described by Glaser 160 as 

selective coding. This process involved limiting the coding to properties related to the concepts 

found. These concepts should all be related to the core category. Selective coding involved the 

verification and saturation of the substantive codes alongside further memoing. 
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7.3.8 Theory development  

The final stages of analysis were concerned with the integration of the previous stages into a 

theoretical model164 which was centred around the core category and accounted for the BSP 

being described167. Whilst GT is an iterative process, these final stages also included theoretical 

coding, advanced memos, diagrams and theoretical sorting. 

7.3.8.1 Theoretical coding  

Theoretical coding is the third level of coding described by Glaser in his book “Theoretical 

Sensitivity”167. He states that these codes are used to “conceptualize how the substantive codes 

may relate to each other as hypotheses to be integrated into the theory” 167  p. 55. Glaser describes 

these codes as weaving the story, which has been fractured by coding, back together again. This 

allows for the process of integrating the substantive codes and memos together, to achieve a 

parsimonious theory.  

7.3.8.2 Diagramming  

Another important tool in GT is that of diagramming. Diagramming involved creating a visual 

representation of the categories, their properties and the relationships between them. At the 

beginning of the research diagramming formed tentative ideas about how the concepts may be 

grouped together: 

Figure 7.4 Example of a diagram of substantive codes 
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But by the end of the process the diagram formed the main description of the theoretical model 

that had evolved. 

7.3.8.3 Theoretical sorting  

Theoretical sorting is one of the final stages of GT and involved sorting of memos collected 

throughout analysis to form the basis of the theory that was then to be written up167. These 

memos, and their sorting, provided the integration of the theory directly from the data itself. 

Sorting in this study was also completed for the substantive codes themselves as no cohesive 

model was readily emerging to the researcher. This involved using Roget’s Thesaurus168 which 

uses classifications of words and phrases. These classifications allowed for the sorting and 

grouping of data, codes and memos into new groups. These groups had previously not been 

explored by the researcher which added an additional level of understanding to the data. It added 

a new perspective that guided the understanding of the data. Roget’s classifications are based on 

what the words are intending to mean and takes them to a more conceptual and theoretical level. 

From this, and final sorting of memos, a new model was then produced which lead to the 

beginning of writing up the theory.  

7.4 Development of a Grounded Theory 

So far, this chapter has outlined the context of this study and the GT design used. It will now move 

on to describe the GT of “uncertain knowing” that came from these processes. This will be 

presented in a narrative style to guide the reader through the theory that emerged from 

interviews with EBE. The theory is described in model form in figure 7.8. below, but such a model 

may be a simplification of the BSP found, the complexity of which are described throughout the 

rest of this chapter using the stories of the EBE. 

7.4.1 Identifying a core category  

A core category is said by Glaser160 to develop from the open coding and CCA of the concepts 

through further theoretical sampling in interviews. The core category in this study emerged quite 

early on, although memos and discussions show a difficulty in identifying the precise properties of 

this category and its relationship to the data. A quote from the participant Adam highlights the 

difficulties discussed: 
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“I didn’t know that, no one told me, you know I had no idea, I had two sources of er knowledge 

one was the television, which was rubbish and the other one was school which wasn’t much 

better, no one really knew though, you know about how I was feeling” 

[Adam, Interview 1] 

In the above quote, several different forms of knowing are described; self-knowing about how the 

participant is feeling, knowledge gained from others and how this knowledge is gained. A memo 

completed during open coding outlines some of the thoughts about knowing as a core variable. 

Figure 7.5 Memos looking at the development of the core category  

Memo: 08/12/2016 – coding Adam transcript 

What is the difference between describing, explaining and understanding as codes? 

A lot of description - wanting me to understand - communicating via describing experiences and 
emotions and why he thinks this has happened. Why is it important for me to understand all this 
in this depth? I'm not going to treat or be getting him treatment  - is it about helping himself to 
understand through talking to others? Is it about other people knowing his 'truth'? - Uncertain 
truths?   

Memo: 09/12/2016 – coding Adam transcript 

Adam "most people don’t know what it’s like" line 440 coded in lack of understanding - is this 
why so much explanation and storytelling with emotional description is needed - to make 
people understand? Why would this be needed? To gain support/treatment.... this is the link at 
the moment between the map understanding and communicating.... interesting! 

The idea of uncertain truths were discussed in supervision and it was from this that the core 

category of knowing developed. The main question that developed from the data was “how can 

people have knowledge about an uncertain truth?” Peoples’ experiences of psychosis are not fully 

understood, however mental health treatment and research comes from the perspective that 

there is a “truth” of experiences out there to be found. But as this research has shown so far, this 

truth is as yet unknown. Therefore the BSP that emerged from the data were the different forms 

of “knowing” surrounding this unknown truth of an experience of psychosis.  

Memos and data collection also started to come from literature used as part of the theoretical 

sampling in the area of truth: 
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Figure 7.6 Memo based on theoretical sampling of literature about truth 

Memo: 05Jan2017 Bergman 2008 

pg 31 Knowledge implies a true understanding of something where truth is independent of 
perspective. Truth should not be reduced to what is believed to be true. There will always be 
variations between what people believe to be true, but there is a truth.  

This involved the discovery, when re-reading the early edition of Kingdon and Turkington 169 ‘s 

description of the psychosis subgroups, of the opening paragraph of their book as seen in Figure 

7.7. 

Figure 7.7 Memo based on Kingdon and Turkington 169  

Memo: We are trying to resolve the anxiety produced by not really knowing what schizophrenia 
is by putting an order to it, making predictions, informing others, naming it, to try and reduce 
fear. David says at the beginning of his 1994 book:  

"Knowledge, understanding, and fear are bound together, so that the fear of the unknown is 
perhaps the greatest fear of all. If people know what they are faced with, they can devise a 
strategy to cope with or even overcome it. And even if they are faced with an overwhelming 
situation, they can at least adjust psychologically to the consequences they can see developing. 
Not knowing, just fearing, is commonly the situation both with those suffering from 
schizophrenia and those caring for and about them. Providing a framework, however tentative, 
on which they can base an understanding of the confusing and frightening experiences of 
schizophrenia would seem likely to provide reassurance, reduce anxiety, and ease feelings of 
depression; in other words, it may have direct therapeutic potential. In an investigation of 
coping strategies described in more detail later, Carr (1988) goes still further and suggests "the 
admittedly speculative notion that the timely introduction of a plausible objective explanation 
for subjectively inexplicable experience could perhaps inhibit the development of delusional 
beliefs, the basic characteristic of madness" (p.341)  " (p.9). 

This led to more weight behind “knowing” as the core category about which the other concepts 

were centred.   
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Figure 7.8  Model of “uncertain knowing” 

 

The model shown in figure 7.8 above illustrates how EBE resolved the problems they came across 

when experiencing psychosis and receiving a diagnosis. Each part of this model and how people 

may move through it will be explained in the following sections.  Storytelling was a conceptual 

code that was seen throughout the model and which seemed to serve different purposes across 

the different incidents of its occurrence. Therefore storytelling as a code will be described 

throughout the substantive codes described below. 
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7.5 Gaining Knowledge – “self-knowing” and “new knowing” 

Gaining Knowledge was a BSP that was found across all transcripts and formed the starting point 

of the model. This substantive code was split in two, to account for the two different ways in 

which people gained their understanding. One was “self-knowing”, which was based on 

experiences the participants had, how they made sense of these and how they explained why 

they were happening. These explanations tended to be very individual to the person and their 

experiences. It was their way of making sense in their own words and often involved storytelling: 

“I was terrified and what happened was I became the second coming to get my power back, you 

know? I mean, it’s, well it’s a simplistic answer”  

[Adam, Interview 1] 

The other substantive code was then that of “new knowing”, which was gained from other 

sources of information. These included talking to others, reading information about the terms 

being used to name their experiences and information from other sources such as TV and the 

media:  

“I’d read and read and I read about bi-polar, schizoaffective and schizophrenia and personality 

disorders there was like all of those”  

[Emily, Interview 5] 

Throughout the transcripts incidences of Gaining Knowledge were very descriptive. Participants 

elaborated on their own experiences, their explanations of these and the knowledge they gained 

from experiences. Participants also described how they gained knowledge from sources external 

to themselves and their experiences. Gaining Knowledge was made up of four concepts; noticing, 

describing, explaining and lack of understanding.  

7.5.1 Noticing 

One of the first steps in Gaining Knowledge involved the concept of noticing. Both the participants 

and others around them needed to notice that something was happening for the participants. It 

could then be discussed and acknowledged. 

“mine was gradual and I said to my husband about it but he didn’t really get it” 
[India Interview 9] 

Participants described how the start of their psychosis was at times not noticeable as it was a 

gradual process and difficult to pin point when things started to become difficult.  
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“I guess it did start in adolescence erm but wasn’t recognisable at the time as being any severe 

mental health”  

[Emily, Interview 5] 

Whereas it was felt that it also took a while for others to notice that things were difficult for the 

participants. Noticing, by both the participants and others, often led to a delay in Gaining 

Knowledge: 

“my sister she got iller and iller and my mum wouldn’t accept it or didn’t know, didn’t realise and 

she only got help when she was 14”  

[Kelly, Interview 11] 

7.5.2 Describing 

There was a great deal of descriptive detail across the interviews. Storytelling became a large 

code with many examples. Participants were telling their stories to the interviewer in detail. They 

were describing the severity of their symptoms and relating anecdotes about living with their 

symptoms. These stories were elicited without prompting and often not in relation to the 

questions being asked. This information therefore appeared to be very important for the 

participants’ process of resolution of their experiences of psychosis. 

As can be seen from the memo below, the amount of description at times felt overwhelming. It 

therefore became necessary to understand the reasons why people felt such depth was needed. 

Figure 7.9 Memo exploring describing 

Memo: 09/12/2016 Coding Adam Transcript 

sooo much storytelling.... not sure I can just code it all has storytelling, some of it line 647, I'm 

just reading it thinking WHY are you telling me this! Telling me stories of his life before he 

became unwell, emphasising how he was and the stress he put himself under... does this link to 

explaining why he became unwell, telling me his story to put in context why mental health 

experiences are understandable... are MH experiences currently perceived as not being very 

understandable by others (general public) and therefore it becomes important/needed for a lot 

of description and explanation for others to understand peoples 'truths'.  

Storytelling - is there more than one thing happening when people are storytelling - are they 

'just' explaining and describing - why else is Adam storytelling? 

Memo: 15/12/2016 
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Storytelling: describing, explaining via storytelling - giving examples from own experience to 

convey what they are trying to say - could a label ever do this effectively??? 

 

As with all the conceptual codes within Gaining Knowledge there were examples of “self-

knowing” and descriptions of “new knowing”. Describing within “self-knowing” outlined the 

severity of symptoms people experienced and their impact as highlighted by Delia and Ben; 

“you know because it affects the whole of your life, if you’re abused as a child, the whole of your 

adult life’s affected, the whole of your childhood is affected and well my abuse started when I was 

3 years old and it affects the whole of your life, you know, something like that you never get over” 

[Delia, Interview 4] 

“Remote voices might be, I’d be talking to you now and several hours later, I’ll think you’re sat by 

me, and you’re talking about something totally different and I’d hear it all, me talking and you 

talking but I wouldn’t see anything and erm I call that remote hearings symptoms”  

[Ben, Interview 2] 

Describing within “new knowing” involved the participants relating their experiences of Gaining 

Knowledge about their experiences from other people and other sources. Examples of this are 

highlighted in Lisa and Jack’s interviews; 

“erm I said that to [psychiatrist] erm and he said I should be prepared to move out with just a 

letter I said not on your life, letters can be altered right, but that form is a legal document which 

means you can move back in again erm he said my belief system was wrong”  

[Lisa, Interview 12] 

“where the WebMD has a list of symptoms erm that does make quite a lot of sense yeh”  

[Jack, Interview 10] 

 

7.5.3 Explaining  

As well as describing symptoms and experiences, storytelling was a way of participants explaining 

their behaviour, feelings and understanding of the causes of their experiences. Participants linked 

specific examples from their past with explanations about why experiences had happened. Such 

“self-knowing” explanations were often based on past knowledge of what causes mental health as 

demonstrated by Adam, Ben and Hannah; 
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“sometimes I was awake for 60 hours at major functions, at major functions that, I was awake 

from Friday to Sunday night you know no sleep at all and er you wanna know why I crashed? You 

can’t do that! You know and I sort of look back at it and I think oohh dear”  

[Adam, Interview 1] 

“erm I think, I think because I was bullied, other people shied away from me and in so doing I 

thought they hated me and in so doing it erm give me a give me a what I considered a real sense 

of what  people want from me”  

[Ben, Interview 2] 

“well in my reality I was meditating and focusing on my pineal gland so opening up my third eye 

and it, I feel like psychosis may be linked to that as well”  

[Hannah, Interview 8] 

“New knowing” also contained examples of explaining which were gained from other’s 

explanations. It became apparent that an explanation for experiences was very important for the 

participants, they wanted any label of their experiences to provide a comprehensive explanation 

for why this was happening to them and they did this for the researcher by grounding their 

explanations in personal examples through storytelling.  

“I saw a video the other day about it like psychosis like being a mystical sort of like thing and like a 

shamanic sort of journey”  

[Hannah, Interview 8] 

“Fran: erm I don’t know, you know, cos I remember [psychiatrist] giving me a erm urine infection 

cos I said oh no there’s nothing wrong with me, it’s because I was on the er drugs and I, you know, 

and I developed, I don’t know what I said I’d developed, its wasn’t schiz, schizophrenia and she made 

me take a urine infection 

Interviewer: hmmm like a urine test 

Fran: yeh a urine test, not infection ((laughs)) I don’t know about infection ((laughs)) but she yeh, I 

did a urine test and she said you’ve got no drugs in your system, that this is your diagnosis”  

[Fran, Interview 6] 

7.5.4 Lack of understanding 

Participants also spoke about experiencing a lack of understanding, based on gaps in their own 

knowledge and others. This was related to two types of experience. Firstly a lack of understanding 
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of the participants’ themselves. This was an anxiety provoking situation for the participant where 

they did not know what was happening to them and which led to trying to seek answers. Secondly 

participants referred to a lack of understanding of others which led to experiences of prejudice 

and stigma. Also some participants spoke about feeling that even professionals don’t fully 

understand why they are experiencing their symptoms. 

As an example with regards to “self-knowing” Adam stated: 

 “I didn’t know that no one told me you know I had no idea, I had two sources of er knowledge one 

was the television, which was rubbish and the other one was school which wasn’t much better, no 

one really knew though”  

[Adam Interview 1] 

Within “new knowing” Ben and Emily said: 

 “well, if they really got to the bottom of schizophrenia and there’s a lot they still don’t know erm if 

they got to the bottom of it…” 

[Ben, Interview 2] 

 “no unless they’re working within er that kind of sector they they see what they see on tv which is 

like paranoid schizophrenia kills man and you like oh god those paranoid schizophrenia”  

[Emily, Interview 5] 

This lack of understanding was often described as a distressing experience which led to 

participants trying to find answers to resolve this distress as Adam described: 

“I was told it was schizophrenia but I wasn’t given information about what that 

meant. That would have been really useful, you know, cos I would’ve read it through 

and thought right okay, you know that’s what’s wrong with me you know” 

[Adam, Interview 1] 

7.5.5 Summary of Gaining Knowledge 

The descriptions by the participants of Gaining Knowledge led to theoretical sampling exploring 

concepts of how we gain knowledge, what knowledge really is and different theories of 

knowledge. Within the transcripts participants spoke about the process of Gaining Knowledge via 

first noticing the experiences that were happening for them. This first noticing came with 

explanations based on their own prior knowledge which then led to gaining additional knowledge 

from external sources. However, within psychosis, knowledge appears to have an additional level 
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of complexity. One of the primary experiences of psychosis is an altered understanding and 

interpretation of experiences. These are known as delusions, hallucinations and conceptual 

disorganisation. People may be using knowledge in a way that is difficult for others to understand. 

This is illustrated in the substantive code Shared Knowing described below. 

7.6 Communicating – Shared Knowing 

The BSP of Shared Knowing is a dyadic process through which participants described how their 

knowledge is shared with others and the experience of how other people share their knowledge 

with them. Two concepts became apparent within this BSP; sharing and convincing.   

7.6.1 Sharing 

The importance of talking to others was emphasised by the participants as they felt it helped 

healing and understanding. Not keeping their experiences to themselves was an important 

process. It was part of them discovering, through communication with others, what was 

happening for them as described by Delia; 

“cos that is very important, to talk about problems, cos that is the first step, if you talk about it 

with someone professional, that is the first step to recovery” 

[Delia, Interview 4] 

 Through this process of sharing they also found “new knowing” from others and a sense of 

belonging. This is also discussed in Reasoned Knowing as people discovered others who had had 

similar experiences as Adam explains: 

“I mean some of my friends have also had severe mental illnesses and er we have no problem 

talking about schizophrenia and all that, we’re sort of in the club you know” 

 [Adam Interview 1] 

Participants also described how relationships effected this process of sharing knowledge as 

outlined by Delia: 

“Delia: erm possibly erm obviously when it first happened I did, the first five years or so after I was 

raped was very very difficult to talk about and the childhood abuse I didn’t talk about for 20 odd 

years 
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Interviewer: and so when when you first became unwell in your 20s if someone had told you then 

that they felt you had traumatic psychosis how do you think you would’ve taken that? 

Delia: I would’ve denied it 

Interviewer: you would’ve said no, okay, what what do you think made you more able to talk about 

it in as time went on? 

Delia: erm just getting the right people to talk to 

Interviewer: okay so specific professionals or people 

Delia: hmm yeh, people I felt I could trust, [psychiatrist name] not being one of them ((laughs)) 

Interviewer: okay you had to have a good relationship with the people you were working with 

Delia: yes 

Interviewer: okay 

Delia: [care coordinator name] was one of them when I met her”. 

[Delia, Interview 4] 

For Delia relationships effected whether or not information was shared with others. Other 

descriptions, such as Jack’s below eluded to sharing different information with different people: 

“it depends on who you were talking, if it’s just someone at the pub, you’re not gonna like go into 

great details but it’s a lot easier to say like, I burnt out and so I’m back home now sort of thing, 

erm and there’s nothing wrong with that, especially in a lot of cases, but there’s some people that 

I felt it was better that they knew more erm but then its kind of felt a bit scary to say, of, yeh I had 

psychosis”  

[Jack, Interview 10] 

The difficulty of the process for some people at some time points was also explored by 

participants. Some experiences were difficult to share with others, particularly if they felt others 

may have a “lack of understanding” or if the experiences had been particularly distressing as 

described by Jack and Emily; 

“I suppose it’s the same, it depends who you are, because as I said like the first few months I didn’t 

really say it at all and then now I’m very open talking to people” 

 [Jack, Interview 10] 
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“I never told anybody cos I felt if I told somebody then they’d ruin it and it would all go wrong so it 

wasn’t until I was about like 19 I actually told somebody and they were like that’s not right Emily 

((laughs)) that’s not normal” 

[Emily, Interview 5] 
 

The style of sharing also had an impact, participants described how when they received their 

diagnosis clinicians seemed worried or reluctant to tell them. Adam in particular described how 

he felt he did not have enough information, or that the clinician felt they were telling him 

something so bad that they couldn’t really face telling them properly.  

“I mean the trouble with schizophrenia it takes a long time for them to make a diagnosis or attach 

a diagnosis to you erm I was in [rehabilitation unit] and I’d been, hang on, about 9 months I’d been 

in mental hospitals for about 9 months and I think they are reluctant to give you a diagnosis of 

schizophrenia, because, well because they they don’t want to stigmatise er put a label on you so 

you you I am a paranoid, I am a  paranoid schizophrenic ((laughs)) it’s horrible to be called, to be 

called that because of the press and their attitude towards it all. It’s really sad isn’t it that you 

know” 

[Adam, Interview 1] 

“I  cornered a doctor and said what’s my diagnosis and she went welllll ermm welll erm mmmmm 

mmm schizophrenia and I was like oh, but I got nothing else no information, I have had to go to 

her and ask her what my diagnosis was I’d been in hospital for about five months at the time I was 

in [inpatient psychiatric unit] for about four months and I was in [rehabilitation unit] for about a 

month and then I got a diagnosis but you know I I was told it was schizophrenia but I wasn’t given 

information about what that meant. That would have been really useful, you know, cos I would’ve 

read it through and thought right okay, you know, that’s what’s wrong with me you know and er 

and then it it you you you gotta start, it’s like if you have open heart surgery, you have a period of 

illness, its extremely painful, you get better, then you start rebuilding your life and it’s the same 

with mental illness you know you you you get it, your ill for a while, you recover and you start 

rebuilding” 

[Adam, Interview 1]  
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7.6.2 Convincing 

Part of the process of participants sharing their experiences with others also included at times a 

feeling that they were needing to convince others, either of what was happening for them, or that 

their way of understanding it was correct. At times participants explored how they found others 

were not fully understanding what their experiences meant for them. This was evident in the use 

of superlative language when communicating to the researcher the severity of their situation. 

Some participant stories were described to emphasise the severity of their distress and to try and 

communicate how horrible it have been.  

“I had the patients saying terrible things about me the most horriblest things you could imagine” 

[Ben, Interview 2] 

“I mean, this is, this really happened, I, I, I got all this persecuted from some people, not a part of 
the illness” 

“it was very very traumatic” 
“it was horrible, and the fear really, really pushed me” 

 [Adam, Interview 1] 

The problem described by participants was that in mental health and especially with experiences 

called psychosis, the perception of “illness versus reality” becomes open to interpretation. There 

could be differing opinions found depending on whether you were the person doing the 

experiencing or the person being told about the experiences. Participants used storytelling to try 

and convince others of their view point, giving specific examples of what had happened to them 

and descriptions of how things felt very real, but often this view wasn’t held by others; 

“erm anxieties one of those ones you can’t prove you’re having it” 
[Kelly, Interview 11] 

“I mean but generally the er the possession things real for me, it really is” 
[Charles, Interview 3] 

 How information is shared and the knowledge that the person you are talking to brings with 

them, may affect how a resolution is reached. This is discussed further in Reasoned Knowing.  

7.6.3 Summary of Shared Knowing 

Shared Knowing was the BSP through which people communicated their “self-knowing” to others 

and gained “new knowing” from them. How this knowledge was shared, whether people felt able 

to share, whether they felt understood by others and were convinced by the new knowledge 

leads into the process of Reasoned Knowing. 
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7.7 Reasoning – Reasoned Knowing 

Reasoned Knowing was the BSP resulting from Gaining Knowledge and then Shared Knowing. This 

was a process whereby the EBE assimilated all the knowledge they had at this point and began a 

decision making process about it. This tended to be based on whether the “new knowing” fit or 

matched the “self-knowing”, whether it made sense and whether they felt they had enough 

information about the experiences they were having. These concepts were coded into identifying 

and making sense. 

7.7.1 Identifying 

Identify was one of the main concepts that participants explored when reasoning about the 

knowledge available to them. Participants described a process of deciding whether or not “new 

knowing” and the way it is shared matched and agreed with their current “self-knowing”. This 

involved deciding whether the knowledge looked accurate and correct, as well as describing a 

feeling that it was right and feeling a connection to the knowledge given. Identifying statements 

were found across the interviews; 

“I sort of connect with that a little bit more” 

[Charles, Interview 3] 

“yeh I mean I could identify with that” 

[Fran, Interview 6] 

“well after you read them I can recognise something of myself in them” 

“anxiety psychosis doesn’t really gel well because I’ve never experienced, I’ve experienced 

psychosis and I’ve experienced anxiety but not the two together” 

 [Ben, Interview 2] 

“Emily: to be honest I prefer the old style with the erm symptoms listed erm it fits for me  

Interviewer: yeh and was there anything particularly helpful that you found about having 

symptoms listed? 

Emily: erm just identifying with them” 

[Emily, Interview 5]  

“erm it just fits how I felt” 

 [India, Interview 9] 



Chapter 7.  

139 

 

7.7.2 Making sense 

 Within the BSP of Reasoned Knowing participants also explored the concept of making sense. This 

is where participants reasoned whether or not the new knowledge being shared with them made 

sense based on their “self-knowing”. This concept involved several criteria which included 

whether or not the information covered everything, whether it was specific to their experiences 

and was parsimonious. Whether it added to their “self-knowing” so that it helped them to make 

sense of and explain their experiences, to help them resolve the unknown aspects of their 

psychosis symptoms.  

“it’s not just like out there crazy stuff, it’s more like erm quite hard to explain but it makes sense” 

[Charles, Interview 3] 

 “I think they’re all very good because they just describe what, they are as easily as that, no 

problem you know, they just, you don’t have to sort of look at it and think oh what does that 

mean” 

 [Delia, Interview 4]  

“Emily: traumatic and drug make sense but the other two seem a bit kind of vague  

Interviewer: okay so you feel more sure about the last two than the first two? 

Emily: yeh, they they they are what they are saying they are, traumatic or drug you know, but 

stress sensitivity is like, what is that, you know  

Interviewer: less understandable? 

Emily: yes definitely 

Interviewer: okay and the same with anxiety or  

Emily: well that’s a bit misleading as well isn’t it what’s it called 

Interviewer: anxiety psychosis 

Emily: well I mean, what would that mean to somebody if anyone didn’t know they’d think oh they 

just they had anxious”  

[Emily, Interview 5] 

7.7.3 Summary of Reasoned Knowing 

Participants explored how the BSP of Reasoned Knowing used their “self-knowing” about their 

experiences and “new knowing” shared with them via the people they meet to make a decision 

about whether or not they identified with the knowledge and it made sense to them. The 

outcome of this Reasoned Knowing became one of the most difficult areas of the theory to clarify. 
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Participants described very passionately the emotional impact the outcome of Reasoned Knowing 

could have; the fear, the frustration, the disbelief or the relief that it could lead to.  Theoretically 

conceptualising what led to these different emotions involved a period of analysis focusing on 

different gerunds and synonyms, revisiting the text and theoretically sampling other texts and 

models. Through this, the process that participants were describing was coded as either a state of 

Resolution or Discord.  

7.8 Resolution – Agreed Knowing 

For some participants the outcome of Reasoned Knowing was a state of Agreed Knowing, 

whereby the “new knowing” and the “self-knowing” for both parties agreed through the dyadic 

process of Shared Knowing. This state was described as being a pleasant experience.  EBE felt 

understood and believed and felt that there was hope. This came as others knew what was 

happening and had helped them in turn to understand their experiences. 

7.8.1 Understanding 

There were two different types of understanding described by participants. The first one was the 

terms themselves being used to describe their experiences being understood. This was important 

for participants as when they felt they understood the terms being used, they then felt they had a 

better understanding of their experiences. The terms were adding meaning and describing their 

experiences. 

“well it just explains what it is, its more understandable than paranoid schizophrenic, I mean what 

does that describe for god’s sake, it doesn’t describe nothing does it” 

[Delia, Interview 4] 

Such an understanding led to the feeling that their experiences were less frightening, that they 

were more understandable: 

“I’d say the subgroups more understandable and people wouldn’t people would, wouldn’t be so 

worried about it” 

[India, Interview 9] 

This also led to a feeling of being understood by others, that they would receive support from 

others for their experiences, because others understood what was happening. This lead to a 

feeling of participants being more hopeful about their future. 
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“I kind of felt relief that I was understood erm and that because I was understood I could be 

treated correctly” 

[Emily, Interview 5] 

7.8.2 Being believed 

Another important element of Agreed Knowing was that of being believed by other people. 

Experiences of psychosis are by their very nature unshared experiences. Participants described 

how validation of these experiences was very helpful and positive. This included being believed by 

others about the things that they were experiencing and that others were taking what 

participants said seriously.  

 

“I know it kind of was really a relief when they said schizophrenia cos I already believed that’s 

what I had” 

 “kind of a relief in a way to be diagnosed” 

“I think it, ((sigh)) I don’t know the good thing about schizophrenia ((laughs)) the good thing about 

it erm if you go to the doctors and you say oh I’m not well, they take it seriously” 

[Emily, Interview 5] 

7.8.3 Belonging 

Another part of Agreed Knowing was that of belonging. A sense of not being alone in your 

experiences, that other people also had similar experiences. As is described by Gary 

 

“Gary: its not a label its k, you know some type, some type of group, rather than just being labelled  

Interviewer: hmmm and so does that feel better being in a group rather than just having a label? 

Gary: well you don’t feel alone then  

Interviewer: oh okay 

Gary: fighting it by yourself you know hmmm 

Interviewer: so it makes you feel as though your part of a group with other people  

Gary: yeh” 

[Gary, Interview 7] 
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7.9 Discord – Disputed Knowing 

However, the alternative to Agreed Knowing was discord or Disputed Knowing. This substantive 

code was described by participants as being associated with an increase in negative emotions. 

Participants felt not believed, not listened to, misunderstood and experienced a lack of hope 

about the future. It was a place where both sides were still trying to convince the other of their 

point of view and felt that the other didn’t see the “truth” of the situation; what they were being 

told didn’t match their experiences, it didn’t make sense to them. This at times was described as a 

very negative, frightening place where other’s points of views were imposed upon them, leading 

to conflict with their own beliefs and understanding. 

7.9.1 Disagreeing 

At times participants’ simply described disagreeing with what others were telling them about 

their experiences:  

“they’re talking about something else” 

[Lisa, Interview 12] 

This lead to participants feeling as though they weren’t being listened too, that they were just 

being labelled without others taking the time to fully listen to what was happening to them and 

come to a shared understanding of the situation: 

“Interviewer: because yours didn’t kind of match exactly? 

India: no it didn’t and now I’m penalised because of that, they’ve just kind of just gone with it 

instead of actually looking more into it” 

 [India, Interview 9] 

As with the other conceptual codes within Disputed Knowing disagreeing was associated with very 

negative emotions for the participants: 

“Horrible because it denigrates my feelings” 

 [Lisa, Interview 12] 

7.9.2 Not being believed 

Along with disagreeing with others Disputed Knowing included experiences described by the 

participants of not being believed by others about their experiences and again this was a very 

negative outcome for some participants: 
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“my beliefs are provable except for one erm which breaks my heart because I could never prove it 

erm there was a lack of understanding from the professionals about [belief area] and things erm 

and they treated me as if I was too cocky, how could I possibly know these things” 

[Lisa, Interview 12] 

Not being believed was described as being very hurtful, even years after the event had occurred: 

“see that’s what’s so hurtful right, I held beliefs that that [belief], now I’m qualified as a 

[profession] so I should know” 

“now he obviously didn’t know about the form right but he was prepared to criticise my belief 

system based on his lack of knowledge, but when somebody says to you there’s a form, right, they 

know that there’s a form, why are they disbelieved?”  

[Lisa, Interview 12] 

Such an experience was sometimes believed to be because of the personal opinions of others, 

people who were responsible for making decisions. This is shown in an example from Emily who 

felt that she was not being believed and rather being judged due to others around her not liking 

her as a person:  

 
“Interviewer: yeh, why, why do you think they were doing that? 

Kelly: I don’t think they liked me  

Interviewer: okay 

Kelly: I think they thought it’s the kind of thing, you get people with mental health problems from 

all kinds of backgrounds but they thought, I think they thought I was making a scene because 

when I arrived I was so anxious, I was running around, running around, touching touching 

touching the walls and touching the wall erm and they grabbed me and said look if you wanna talk 

just tell us, but I didn’t want to talk about it, I just wanted to run around, run around, run around 

and  (its difficult) cos when my mum came to visit me she said you know I got a really bad feeling 

like, the nurses like, they didn’t like you and they really didn’t like me erm  

Interviewer: and do you think that could have then impacted on on you getting a diagnosis? 

Kelly: I think so cos they wanted me to have be under personality disorder  

Interviewer: oh okay 

Kelly: erm 

Interviewer: and and why do you think they would have wanted that? 

Kelly: cos they thought I was kind of acting out, making a scene that kind of thing” 

[Kelly, Interview 11] 
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Participants described experiences of not being believed as very negative. They specifically 

described feeling as though they were being judged and that others were not listening to how 

they felt.  

 
“it made the hysteria worse because I was suffering so much with no end in sight and those people 

that were supposed to be helpful were turning against me for want of a better phrase  

((participants voice here is emotional and cracking in places)) They were making it worse” 

[Lisa, Interview 12] 

7.9.3 Misunderstanding 

Finally within Disputed Knowing was the conceptual code of misunderstanding. Here participants 

described both feeling misunderstood by others: 

“they just assume that, well, they just tar everyone with the same brush and n, every case is 

different but they just do it on, oh its psychosis she can’t drive for three months” 

[India, Interview 9] 

and not understanding what others were saying to them: 

“I’ll be quite straight with you I’ve never quite understood exactly what schizoaffective disorder is, 

all I’ve been told is one symptom is, that you feel like someone else is moving your body, someone 

else is controlling that, generally that’s all I’ve heard, erm I can’t remember any other symptoms 

of schizoaffective disorder unfortunately” 

[Charles, Interview 3] 

Such misunderstandings led to feelings that they weren’t being helped or given the correct 

support: 

 

“I believe that I have neurosis right and I’ve never had any treatment or help for that” 

 “which has been really quite mind blowing erm yet when I’ve had experiences like that I’ve never 

had any help” 

[Lisa, Interview 12] 
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7.10 Johari’s Window 

Movement through the model from “self-knowing” to either Disputed Knowing or Agreed 

Knowing can be represented by Johari’s Window. Johari’s Window was first described by Luft and 

Ingham 170 as a model of self-awareness and a way of processing information as seen in Figure 

7.10. 

Figure 7.10 Johari’s Window 

 

Within this model, understanding about the self and others is mediated by information that is 

known from each perspective. A modified version of Johari’s window was developed to represent 

movement through the GT of “uncertain knowing” (Figure 7.11).  
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Figure 7.11 Modified Johari’s window showing movement through the model of “uncertain 

knowing” 

 

 

 

 

 

 

 

 

 

 

When theoretically coded using this model, each transcript could be represented in terms of how 

participants moved around this modified Johari’s window. 

Most started off describing how, when they first experienced symptoms, they were in a state of 

fear. They did not know what was happening and at times neither did the people around them as 

described by Adam in these two quotes; 

“it goes on and on and on and I never had a problem sleeping, I never had a problem sleeping but 

when I woke up the gut wrenching fear would start and its in here ((clutching middle of stomach 

below ribs)) so feel it, its not up here ((pointing to head)) its in your chest.” 

“I didn’t know that no one told me you know, I had no idea, I had two sources of er knowledge, 

one was the television, which was rubbish and the other one was school which wasn’t much 

better, no one really knew though you know about how I was feeling” 

[Adam, Interview 1] 
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Here Adam is describing how at the beginning of his experiences of psychosis he felt very afraid, 

that he and others did not know or notice what was going on and that this left him with a 

disabling sense of fear.  

This area was often seen prior to contact with services and Emily describes feeling very fearful 

before first disclosing her experiences to someone. 

“when I was in my early teens I always had a fear of [belief] like beyond fear you know really 

irrational fear or I don’t know actually its quite rational but ((small laugh)) and I wanted to 

[specific behaviour] erm but I thought I need to get books out the library, this was before it was on 

the internet and if you get books out the library I thought the government would probably be 

monitoring my library card so I can’t and that was thinking like in my early teens er thinking that 

the government were tracking my bank card things like that so you know and I never told anybody 

cos I felt if I told somebody then they’d ruin it and it would all go wrong so it wasn’t until I was 

about like 19 I actually told somebody and they were like that’s not right Emily ((laughs)) that’s 

not normal” 

[Emily, Interview 5] 

Participants found that talking to others and disclosing their experiences was difficult to do in this 

state of fear. At times they described becoming stuck, with both themselves and others not 

knowing why their experiences were happening. 

The other sections of Johari’s window relate to the substantive codes of Resolution and Discord. 

Resolution occurred when participants felt that both ‘you know’ and ‘I know’. Discord happened 

when participants felt that either ‘you know’ but ‘I don’t know’ leading to them not 

understanding their experiences or ‘you don’t know’ but’ I know’ and participants feeling that 

others weren’t believing them. Some transcripts contained more than one area of the modified 

Johari’s window. Through gaining more experience, understanding or information participants 

described moving from states of fear, to feeling as though others knew what was going on but 

they themselves didn’t fully understand, through to resolution and a place where they felt 

understood by others and themselves. 

Luft and Ingham 170 describe how the different areas of Johari’s window relate to different 

behaviours and ways of communicating. This was also seen in the transcripts. When people felt 

they were misunderstanding the situation they often became anxious and unsure of why they 

were having such experiences. Though they were compliant with mental health treatments, they 
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often still suffered and felt conflicted, as they felt their experiences were real whilst 

understanding that other people thought that this was just part of an illness. When people felt 

not believed by others, they responded very negatively towards mental health services and 

treatments. Some participants described not wanting to take medication or not telling 

professionals about their symptoms, others became frustrated and angry at services for not 

treating them in the way they felt they should be treated.  

When looking at the transcripts in relation to Johari’s window and the different stages of self-

awareness one transcript was distinct from the others. In GT this is described as a negative case. 

7.11 Finding the “negative case”  

Corbin and Strauss 164 describe a negative case as 

“Cases that stand out in contrast to the main findings. Though a researcher can continue to collect 

data, searching for the negative case, finding that negative case does not necessarily negate the 

analyst’s conceptualization. Often, the negative case represents a dimensional extreme or 

variation on the conceptualization of data.” p.295 

Therefore a negative case could be the exception that proves the rule or adds additional 

information to the model. In this case Charles was the outlier in the data who appeared to be in 

resolution, whilst not agreeing with the mental health professionals’ opinion of his experiences. 

He didn’t understand what professionals meant when they said that he had schizoaffective 

disorder but this didn’t result in an increase in negative emotion.  

“it’s how you define mental health it really, it’s really is, that’s the most important thing you could 

understand, is it’s not what everyone else thinks, as well it’s what you personally think, what’s 

personal experiences to you” 

[Charles, Interview 3] 

He didn’t feel misunderstood or not believed. He was happy that they just had differing opinions. 

He followed mental health professionals’ advice, whilst maintaining that he understood his 

experiences differently to them.  

“it’s a gift, just embrace it, take it for what it is, try and understand it, if you can’t understand it 

don’t worry about it, cos someone else will, its fine” 

[Charles, Interview 3] 
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He seemed to have come to a place of acceptance where, although he wasn’t particularly happy 

about the professional view, it wasn’t causing him any angst. He felt that people should be 

allowed to develop their own personal explanations of their experiences, whilst acknowledging 

that people still need to have a language to be able to communicate with others. 

However this example raised quite a few questions. Would Charles still feel the same way if he 

felt the treatment being prescribed was giving him very negative side effects? Would he feel the 

same if his experiences were leading him to behave in ways that others found worrying or 

dangerous? Would this then mean that he became upset or distressed? What if he started to 

experience more distressing symptoms in the future, would he still feel the same? This negative 

case highlights that it is possible for people to have different understandings without them 

causing conflict. Charles appeared to be able to hold more than one understanding of his 

experiences and tolerate the uncertainty or not knowing which was the “truth”. People may 

therefore be able to hold and contain the possibility of uncertainty within such a complex topic of 

psychosis, where the truth is currently not known and only hypotheses exist. This was labelled 

“holding uncertain truths”. This was explored as a middle ground between resolution and discord, 

where two alternative opinions could be held simultaneously, without causing distress for either 

party.  

7.12 Discussion 

This study started off looking to explore EBE views of the psychosis subgroups and how they made 

decisions about whether the psychosis subgroups had adequate validity and utility. What 

emerged from this process was a model exploring how EBE not only made decisions about the 

psychosis subgroups but diagnosis in general. This may have important implications for the wider 

context, outside this study, in which mental health diagnoses are used.  

The theory of the middle ground and holding “uncertain knowing” would appear to fit with model 

of individual formulations used within psychology whereby generic models of understanding 

people’s difficulties are used alongside individual explanations to create a shared understanding 

between the client and a professional171.  

However a counter argument to individual formulation is that of ease of communication, access 

to services and benefits. Without a specific label or diagnosis, with each person having an 

individual understanding and explanation, how can information be easily shared and 

communicated with others. In fact, if such an explanation included personally sensitive 
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information that may be difficult to share, people may not always want to use such explanations. 

Therefore labels or diagnoses may always be needed. 

Read, et al. 46 argues that a range of evidence-based possible explanations should be discussed 

with people and their families and alongside that a range of possible treatments options. In this 

they appear to be arguing for more choice for the people with experiences of psychosis, rather 

than one explanation being given by medical professionals. Could either of these examples be the 

middle ground that this negative case may be pointing to? 

7.12.1 Strengths and limitations 

This study used a sample of 12 EBE who were happy and able to participate in an interview about 

a fairly complex topic. They were able to articulate their views and describe their experiences. All 

participants were living independently in their own homes and were not experiencing severely 

distressing symptoms at the time of interview. The interviews were also only completed at one 

time point. These limitations may mean that the results of this study may need replicating, the 

model may need further testing with more people, at different stages of their experiences and 

perhaps over more than one time point. Given this, this study has produced a substantive theory, 

rather than a formal theory that could be used across abstract concepts and in different 

situations. Further research may also look into whether this model could be used in other 

circumstances to explore BSP where the “truth” of a situation is unknown. This may then enable 

this theory to be brought to the level of a formal theory.   

Additionally the theory resulting from this study doesn’t look directly at the psychosis subgroups, 

but rather people’s experiences of diagnosis in general. This is a factor of using GT, whereby the 

data and discussions dictated the final destination of the research. However this model may prove 

beneficial when exploring how to implement or describe the psychosis subgroups to people. If 

people have very different viewpoints or “self-knowing” it may be counterproductive to argue 

against their views and may it be more beneficial to come to a place of differing opinions where 

both sides’ opinions are respected through holding “uncertain knowing”.  

7.13 Summary 

This chapter has outlined the data collection and analysis of interviews with EBE to explore their 

views of the psychosis subgroups. It has explained how this initial research aim led on to the 

discovery of a core concept of “knowing” and how one comes to “know” what their experiences 
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are and what that means. Within the arena of mental health diagnoses, this knowledge is 

disputed. It is proposed that the categories within this analysis highlight the basic social process of 

managing a situation where the “truth” of a situation is unknown. Chapter 8 will go on to describe 

a GT of “uncertain knowing” using theoretical sampling from studies 1 and 2 to add to the analysis 

outlined in this chapter and provide a summary and conclusion about the research conducted as a 

whole. 
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Chapter 8: Discussion and Conclusion using a Grounded 

Theory of Uncertain Knowing 

The chapters so far have outlined the problem being researched and the investigations that have 

been completed. This chapter will give a brief summary of the findings of studies 1-3 and then 

bring together the findings using the Grounded Theory (GT) of “uncertain knowing” that was 

outlined in chapter 7. 

8.1 Introduction 

The central aim of this thesis outlined in chapter 4 was to explore the validity and utility of the 

psychosis subgroups. Chapters 5-7 described how this was completed over three studies using 

both quantitative and qualitative methods. Throughout each of these individual studies an 

underlying question, not addressed in the original aim became apparent, how do people make 

decisions about what is valid and useful when looking at psychiatric diagnosis? This led to chapter 

7 and the GT study exploring this question in more detail. 

8.2 Summary of the Findings of Studies 1-3 

8.2.1 Study 1: Validity in a Clinical Population 

This study looked primarily at whether or not concurrent validity between two ways of allocating 

the psychosis subgroups could be found; therapist allocations based on clinical formulations and 

research assistant (RA) allocations based on an interview. Concurrent validity was not found and 

this may have been for a few different reasons. Firstly the psychosis subgroups may not be a valid 

concept in the population sampled. However, both the therapists and RAs were using the same 

criteria to allocate the psychosis subgroups, so therefore, even if the psychosis subgroups weren’t 

valid concepts, the same criteria should have been found using both allocation methods. As noted 

in chapter 1 Blashfield 5  states “there is no guarantee that a reliable system is valid, but assuredly 

an unreliable system must be invalid”5. Therefore the findings in study 1 may indicate an issue 

with the reliability of the measures used to allocate the psychosis subgroups and also point to 

another possible reason for the lack of concurrent validity; the different approaches used. It is 

possible that the information gathered during the generation of a clinical formulation in therapy 
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(which would have involved a period of building therapeutic alliance and engagement) may have 

been very different from that divulged during a half hour interview with an RA. This could be due 

to the formulation perhaps focusing on issues prevalent to the participant or because the 

participants may have been more likely to divulge information about relationships and trauma in 

this setting.  

Additionally this study investigated the construct validity of the SCIPS and criterion validity of the 

psychosis subgroups. Neither of the hypotheses surrounding these questions were upheld 

consistently across the psychosis subgroups, although criterion validity for a traumatic psychosis 

subgroups may be indicated. 

8.2.2 Study 2: A Delphi Study with Experts 

Study 2 looked at the opinions of both Professional Experts (PE) and Experts by Experience (EBE) 

of the psychosis subgroups using a modified Delphi study. A split in opinions within both of these 

groups was found. Very few statements reached a consensus across both samples. Qualitative 

analysis of the first round and comments from the second and third rounds highlighted differing 

opinions for most statements. For most of the opinions stated, the opposite opinion was also 

voiced. Importantly where divergent views were expressed, from both PE and EBE, these were 

often associated with strong emotions.  

8.2.3 Study 3: A Qualitative Study with Experts by Experience 

Study 3 looked to explore EBE opinions of the psychosis subgroups in more depth. The 

methodology chosen was Grounded Theory (GT) which enabled the development of a model 

based on the basic social processes (BSP) described by the participants. Participants were asked 

how they were making decisions about whether the psychosis subgroups were valid and accurate. 

Participants’ responses covered not only the psychosis subgroups but how they felt about 

diagnosis in general. This led to the final model showing the process of how EBE made decisions 

and developed an understanding of their experiences of psychosis. Participants moved through 

this model either to a place of resolution where their own knowledge and the knowledge gained 

from others matched and they felt understood, or to a place of discord where these two sources 

of knowledge did not match. One case however (the negative case) showed how a participant was 

neither in a state of resolution or discord. He held his own views and knew that others had 

differing views, without experiencing the feelings of negative emotion and discord described by 
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the other participants in a similar situation. This was called “uncertain knowing”; the ability to 

think about two differing opinions without having to discard one or the other. 

8.3 Theoretical Sampling of Studies 1-2 

Glaser 165 describes a “basic tenant” of GT being that “all is data” p.8.  Meaning that all “incidents” 

that come a researchers way about a process or theory can be used as part of theoretical 

sampling to test the theory being developed. The theory of “uncertain knowing” developed in 

Chapter 7 was therefore used to bring together the findings of studies 1 and 2 enabling a cohesive 

comparison of the three chapters. Guidance set out by Fielding 104, described in Chapter 4, was 

used to provide an interpretation of the findings of the differing methods used across this 

research project. It also enabled the conclusions found in studies 1 and 2 to be considered at a 

conceptual level.  

Studies 1 and 2 both show how, when differing opinions are staunchly held, the outcome is 

discord and disagreement. Study 1 showed that when two differing approaches are applied to a 

problem (psychological formulation and diagnostic checklists) there is a possibility that differing 

knowledge is gained which will not match the other view. This highlights the difficulty of looking 

at the same problem from two different viewpoints or conceptual stances, as can be seen 

currently within mental health classification debates. Whilst there is not a mutually exclusive split 

between the professions of psychology and psychiatry, those who view psychosis as a medical 

problem versus those who view it as a psychological reaction to life experiences understand 

psychosis in very different ways. This leads them to explain and develop differing treatments 

based on these conceptual understandings or self-knowledge of their model of mental health. A 

person’s professional teaching, life and clinical experiences lead them to understand psychosis in 

a particular way, which then understandably shapes their professional opinions. This is 

highlighted in study 1 where two differing methods of allocating the subgroups were used, one 

based on psychological formulation and the other based on psychiatric classification methods. It 

could be hypothesised that the differences found between these two methods was due to them 

following these different approaches, focusing on and collecting different information, which 

therefore led to different allocations of the psychosis subgroups. 

 Study 2 showed how negative emotions were often expressed when people were found to be in 

disagreement with the new knowledge being presented to them. The statements given were 

often justified using examples from the person’s own experience or professional knowledge. 



Chapter 8. 

156 

 

Demonstrating that the new knowledge given in the psychosis subgroups didn’t appear to be 

fitting with their self-knowledge.  

8.4 A Grounded Theory of Uncertain Knowing 

The GT described in Chapter 7 of “uncertain knowing” is a dyadic process whereby an individual 

makes decisions about their experiences. This process starts with their own self-knowledge and is 

added to by the new knowledge gained from other sources. These two knowledge sources are 

mediated by how these are communicated to the person themselves and to others. After a 

reasoning process this then leads to a place of resolution or discord with others about their 

understanding of their own experiences. This process is relevant both to people experiencing 

psychosis as well as those around them (e.g. clinicians, family members and the wider public). 

Each individual goes through a process of deciding whether new information fits with what they 

already know. The difficulty arises when there is disagreement. As with many areas of life, 

disagreement can be accompanied by negative emotions. Being told your beliefs are wrong, 

whether about your experiences of psychosis or your professional knowledge can be seen as an 

attack on that person’s understanding and beliefs.  

The negative case in this model, showed how this outcome may not be inevitable; a middle 

ground may be possible. In this middle ground, an acknowledgment is made that both sides may 

be exploring different areas of an unknown truth. Within psychosis, there is no one known truth 

about what the experiences are and why they happen, there is debate and uncertainty. A middle 

ground acknowledging this and accepting differing opinions may lead to a more harmonious 

experience for people with psychosis.  

8.5 Theoretical Sampling of Established Theory 

Theoretical sampling of established theory began by reading psychological theories of knowledge 

and information processing. Three theories in particular appeared to lend support to the GT of 

“uncertain knowing”.  

Self-verification theory is described by Swann and Buhrmester 172 as the hypothesis that people 

strive for coherence by maintaining consistent self-views. Self-views are developed very early in 

life based on people’s experiences and learning. Further information gathered is then selectively 

sought out that confirms this self-view, therefore maintaining consistency rather than regularly 

changing self-views based on new information. This theory can be seen as a parallel to the GT of 
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“uncertain knowing” and may add additional insight into the struggle demonstrated by those 

individuals who found themselves in discord. If new information can’t be assimilated and doesn’t 

fit with a predefined self-view, self-verification theory would indicate that the person may 

strongly reject this new information. The implication therefore of others trying to impose their 

knowledge or beliefs on someone for whom that information doesn’t fit with their self-view may 

be the negative reactions seen across the studies in this project.  

Schema theory describes how individuals group and store information in order to process new 

information more quickly and easily. Certain “facts” learnt about the world are stored together, 

for example facts about cars may be that they are fast, expensive and exciting. These bits of 

information are then used automatically to make decisions and judgements about new 

information being gained47. There may be times when new information is gained that doesn’t 

automatically fit with the existing schema, in these instances either the new information is 

rejected, the original schema may be updated or new schema may develop about a new category 

of information173. These three outcomes appear to mirror the outcomes found in the GT of 

“uncertain knowing” of discord, resolution or the middle ground respectively and therefore may 

lend some support and information to this theory. 

Parallels can also be found with Festinger 174’s theory of cognitive dissonance. Cognitive 

dissonance theory states that when two items of information do not psychologically fit together 

(i.e. they are not consistent) a person will try to make them more consistent. This may be done for 

example by assimilating new information into a self-view. However, as the world is a complex 

place, such adjustments are not always possible and the dissonance may remain, leaving the 

person in a psychologically uncomfortable position. This theory again may fit with the GT of 

“uncertain knowing” in that when new knowledge given to a person fits with their own self-

knowledge it is easily assimilated and leads to resolution. However when this information doesn’t 

fit, when there is dissonance, this leads the person to reject this information as false or makes 

them feel the other person isn’t fully appreciating their view point, leading to discord.  

These three pre-existing theories appear to link and describe the processes occurring in the GT of 

“uncertain knowing”. These theories are well established within psychology and may be useful 

when future testing and examination of the GT of “uncertain knowing” is completed.  
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8.6 Clinical Implications of the Model 

As discussed in chapters 1-3 the current psychiatric classification system, its utility and validity is 

currently a hotly debated topic across mental health and the professions of psychology and 

psychiatry. This has at times led to a divide between opposing viewpoints and disagreements 

about the best approach to use. May 175 describes the view point that psychiatric diagnosis 

removes the historical and social context of distress and locates it as a problem within the 

individual, an illness and something wrong with that person, rather than an aspect of their 

experience and coping. The effect of this, May 175 argues, is a self-fulfilling prophecy where people 

can resign themselves to  a lifetime of treatment and periods of distress.  

However Lawrie 176 argues for psychiatric classification stating that just because the term 

schizophrenia is currently misused and misunderstood this is not a reason to abandon it. He cites 

the research and progress made about understanding possible genetic and biological causes 

underlying schizophrenia and possible treatment courses in comparison to those for bi-polar 

disorder or brief psychotic disorder. Lawrie 176 therefore suggests that rather than removing, 

replacing or redefining classifications further research and education about what schizophrenia is 

should be conducted with the aim to eliminate the current misuses and problems with the 

diagnosis.  

But the outcome of such debates in practice is an era where professional arguments may be said 

to distract from the central focus of the distress experienced by individuals themselves. Such that 

deciding and arguing about who is right and what model fits bests can become divisive and not at 

all helpful for those trying to understand their experiences and the clinicians on the ground trying 

to make the best treatment decisions. In a recent response to the publication of the Power Threat 

Meaning (PTM) framework Salkovskis and Sutcliffe 73 stated that “These are complex matters not 

best dealt with by polemics.” An important view stated in another EBE response to the debates 

being held was  “How is that going to help anyone who is actually caught in these factional politics 

for the right to define and manage other people’s distress?”177 Whilst it is important to keep in 

mind the exploration for valid and useful ways of describing people’s distress, it is of central 

importance not to lose sight of what is currently best for those experiencing this distress, their 

views and opinions. 

Agreement about what is happening in a situation and being able to assimilate new knowledge 

within what they currently believe and understand will help people feel as though they are on the 

right track and are understanding the situation. When people, whether clinicians, family members 
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or people experiencing psychosis are in resolution and agree about what they believe psychosis is, 

it may logically follow that they would find similar routes to treatment and support that are likely 

to be aligned with their beliefs. However when this does not happen and people end up in discord 

there could present a much trickier situation both within clinical teams, family situations and for 

people experiencing psychosis. It could lead to the rejection of others’ points of view and isolation 

or enforcing of one person’s view point above the views of others. These situations could lead to 

a breakdown in communication and engagement with the people around them and may be 

associated with very negative feelings towards others who don’t appear to be respecting their 

points of view.  

The negative case in the GT study showed that there needn’t be a dichotomous split between 

discord and resolution, that differing beliefs about psychosis could exist harmoniously when 

neither side was trying to assert their beliefs on the other. In a time when there is no irrefutable 

evidence about what psychosis is and the best way to resolve it, it stands to reason that differing 

beliefs will occur. Given this an important clinical implication to arise from this theory is that of 

“uncertain truths”, or holding differing viewpoints alongside each other. For someone first 

experiencing psychosis however this may in itself be an uncomfortable thing to do. When seeking 

professional medical help it can be difficult to hear that there is no set answer and no easy 

solution to ones problems. As one EBE has recently publically commented “No decent mental 

health professional would say that the aetiology of mental health disorders is understood” 73 but 

in this situation an alternative may be needed to support understanding for people in very 

distressing situations. It may take skilled conversations with people experiencing psychosis, 

possibly at different stages of their journey to help them understand the possible explanations.   

Also important would be supporting this person’s ability and space to share their own 

understandings of what is happening to them and how these may or may not fit with what the 

professionals are telling them. This would also need a more equitable relationship, one where 

there is no expert and patient but that two experts in different fields, EBE and PE. Both experts 

could then come to an understanding that is helpful for both parties, or to an understanding that 

they both hold differing opinions but will still work together to support that person’s recovery. 

This hypothesis however would need to be tested by further research. It would need to be 

explored both with professionals and people with psychosis to see if it would be an acceptable 

and useful way of working.  

The views of service users, clinicians and carers on the experience of receiving a mental health 

diagnosis has been recently explored by Perkins, et al. 178 using a systematic review of current 
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qualitative literature to develop a model of factors important to consider in clinical practice. They 

found three main themes. Firstly external factors such as stigma, culture and support available. 

Secondly internal factors such as the services users understanding and help seeking. Thirdly 

service provision factors such as the functional value of the diagnosis in terms of accessing 

services and treatment. These factors were found across a process starting from how the 

diagnosis is decided upon, the communication of the diagnosis and the use of the diagnosis. They 

state that an “individualised, collaborative, and holistic approach”p.1 is needed to ensure a positive 

experience for people being diagnosed. Negative feelings arose from not feeling as though they 

had received sufficient information whereas feeling knowledgeable led to a sense of control, 

meaning and hope. Similarly to the GT model produced in this thesis, the model produced by this 

systematic review highlights how the process of assessing, delivering and receiving a diagnosis of 

a mental health problem can influence the outcome for both the service user and professional. 

Highlighting this as an area to be carefully considered in clinical practice.  

Two of the key issues surrounding the diagnosis of schizophrenia discussed in this project were 

those of stigma and people disagreeing with their diagnosis, feeling it didn’t fit them. This theory 

may affect the latter but may not be effective at tackling the first. In fact, without clear answers 

the general public and people’s understanding of psychosis may become even harder to 

comprehend, perhaps leading to psychosis becoming more mysterious and worrying. But, sticking 

to one answer when the real truth of what psychosis is, is unknown, comes with its own 

disadvantages as well.  

8.7 Limitations of this Thesis 

This thesis explores one alternative to the current diagnosis of schizophrenia, the psychosis 

subgroups described by Kingdon and Turkington 1. During this exploration a lack of consensus and 

evidence to support the validity and utility of these psychosis subgroups was found. Whilst this 

does lend support to the conclusion that the psychosis subgroups may not be useful or valid, 

these findings may be a factor of the methodology used.  

Two of the studies in this thesis used qualitative methods to explore peoples’ opinions. This 

method highlighted the diverse and opposing views currently held by both professionals and 

service users about what schizophrenia is and the best ways of describing and classifying it. This 

method led to the exploration of a different topic area, that of how people make decisions about 

what is valid and useful in terms of diagnosis, rather than focusing specifically on the psychosis 

subgroups. This developed originally from research where it became evident that there were 
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additional, underlying issues with the current system of diagnosis that the psychosis subgroups 

may not necessarily be able to fully address. However it did mean that the focus of the thesis was 

broadened beyond its original main aim. 

Study 1 used quantitative methods in the form of a cross sectional design. This enabled an 

efficient initial exploration of the validity of the measures being used to allocate participants into 

psychosis subgroups. However this method of investigation has some limitations. Firstly, this 

study incorporated multiple calculations therefore any conclusions must be drawn with caution, 

and no causality could be inferred from these findings due to the cross sectional nature of the 

study. A second limitation relates to the data collection methods. Two differing data collection 

methods were used to allocate the psychosis subgroups; research assistant ratings utilised the 

SCIPS and the therapists used formulation based allocations.  This may have led to different 

information being collected. Also, as noted in chapter 5, the additions of the CTQ and the SCID II 

section of borderline personality disorder may have led to some complications in measuring some 

items of the psychosis subgroups. 

The GT produced in chapter 7 and elaborated on in this chapter remains at the level of a 

substantive theory. Substantive theories relate to one specific area, in this instance how decisions 

about the utility and validity of diagnoses are made. Whereas a formal theory would be raised to 

the level of human experience across contexts and situations162. The GT produced in this thesis 

remains at an initial level and would require further exploration and sampling across situations 

before it may qualify as a formal theory.  

Whilst one of the strengths of this thesis is the use of several stakeholder views, the views of an 

additional but equally important stakeholder; carers, friends and loved ones, were not explored in 

this thesis. This was partly due to the initial nature of the exploration in this thesis which aimed to 

keep a narrow focus to allow for initial collection of views. However the views of carers should 

not be excluded and must be included in any future research into the psychosis subgroups.  

8.8 Future Research 

Further exploration of the validity and utility of the psychosis subgroups is warranted. This may be 

undertaken in a number of areas. Firstly, identifying accurate and valid ways of measuring and 

recording the aetiological factors used to allocate the psychosis subgroups to ensure that the 

measures used (SCIPS, CTQ, SCID II) are in fact accurately representing the psychosis subgroup 

criteria. For instance, ensuring that childhood trauma is reported consistently and the level and 
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type of childhood trauma experienced are carefully considered. Secondly, longitudinal studies 

could examine further any possible causal links between the aetiological factors proposed by the 

psychosis subgroups and onset of psychosis. Factor analysis could also be used to see if the 

aetiological factors proposed do fall into the discrete psychosis subgroups.  

Alternatively future research may wish to further explore the Grounded Theory proposed. This 

could be approached in a number of ways. Different aspects of the theory should be explored, for 

example by further theoretical sampling with clinicians or carers to test key hypotheses. Due to 

time constraints of this project the model has not been tested or explored with the participants 

whose data was used to create it. Going back to the original participants, or a new sample of EBE 

would allow for further testing of whether the model fits with their experiences and beliefs. 

Another important test of the model would be an extension of the theoretical sampling. Firstly 

this could be done with carers, friends and relatives of people who have experienced a diagnosis 

of psychosis. The research outlined in this thesis did not include this group of stakeholders who 

also have a key role and involvement in this process. Perkins, et al. 178 in their systematic review of 

people’s experiences of mental health diagnosis highlight how carers often feel excluded from the 

process, despite at times being great influences and supports for the people who are being 

diagnosed. Exploration of whether carer views fit or add additional information to the model is 

therefore an important area of future research. Theoretical sampling could also be expanded in to 

different conceptual areas, outside of diagnosis, where truths may be unknown, such as the 

teaching and sharing of religious beliefs. This may enable the elevation of the theory to a formal 

level.  

Certain elements of the model should be explored further and tested to allow for further 

examination of the processes that may be underlying them and how they may influence clinical 

practice. One of these is how communication may mediate the outcome for people in terms of 

later resolution or discord. Perkins, et al. 178 highlight that communication about diagnosis is a 

vital aspect of whether diagnosis is experienced in a positive or negative way. They recommend a 

collaborative approach allowing for the discussion and exploration of EBE experiences as part of 

the diagnosis process. Given that communication was highlighted as a key part of the GT model 

produced in this thesis and by Perkins, et al. 178 further research is proposed to explore how 

diagnosis may be best communicated in clinical practice. Further aspects of the GT model could 

be formalised and clarified, for example what the concepts of discord or resolution are, how they 

may be measured and the outcomes associated with each for EBE. If this theory is to be useful in 

clinical practice it would also be important to explore how this theory could be operationalised, 
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what might it look like if it was implemented in clinical practice and what outcomes it may have. 

For example how may “uncertain knowing” affect how clinicians communicate to people first 

experiencing psychosis. People experiencing psychosis for the first time and their loved ones 

understandably want answers as to what was happening to them. Would this model encourage 

clinicians and EBE not to given one clear answer but rather to encourage to explore options and 

give their own understanding of their experiences as well? How may this be received by people 

experiencing distress and their loved ones, would they expect professionals to give them clear 

answers? Would this process be comforting and supportive to people who may feel more listened 

to and understood or would it increase anxiety and frustration if ready answers aren’t provided? 

Ethically would this exploration of possible explanations be the best thing to do where there 

aren’t clear answers known yet? Would and should practice differ depending on people’s ability 

to be able to comprehend complex information which may be impaired by difficulties linked to 

experiencing psychosis? Further interviews and opinion seeking on how the model may be 

implemented in practice may be needed to understand these issues and more that may become 

apparent. In the future research may wish to attempt to implement a form of collaborative clinical 

practice where more than one message is explored with people experiencing psychosis, along 

with their own understandings to create a shared understanding for each individual. The impact 

of this for not only the individuals themselves and their loved ones, but also PE, access to services 

and treatment options would be important to explore in such future research. 

Finally it may be necessary to explore how the use of the psychosis subgroups, their focus on 

aetiological models and psychosocial explanations may address or exacerbate some of the issues 

raised in the GT. Would the use of the psychosis subgroups in clinical practice allow for greater 

discussion and collaboration with EBE and their carers? Would it lead to more people moving 

through the model to resolution or a middle ground? This could be done by using the psychosis 

subgroups as one of the explanatory models used with people experiencing psychosis for the first 

time. Their reactions and thoughts on the psychosis subgroups and their later discord or 

resolution should be examined in comparison to psychiatric diagnosis and other models such as 

psychological formulation.   

8.9 Discussion 

This thesis has highlighted some of the issues and debates surrounding the validity and utility of 

the current psychiatric classification system. The methodology used throughout this exploration 

has aimed to create a pragmatic, comprehensive and systematic way of exploring validity and 



Chapter 8. 

164 

 

utility in this area. Whilst other methods may have been used, this approach importantly aimed to 

place in equal standing the three stakeholders identified; researchers, professionals and service 

users. The methods used to explore each stakeholder view were chosen and tailored to the 

specific needs of each group via the use of mixed methods. This has not lead to a conclusive 

decision about the validity and utility of the psychosis subgroups but has outlined how such an 

exploration may be possible. This may enable similar evaluations of the debates currently being 

held to replicate this methodology to ensure that premature decisions about validity and utility 

are not made. It was central to the research aims to seek out and explore alternative views and 

opinions, ensuring that data confirming the hypotheses was not selectively found. This thesis 

therefore positions itself within the current important debate surrounding how classifications in 

mental health are validated and just as importantly how their usefulness is judged. The use of a 

pragmatic, comprehensive and systematic methodology may help debates within this area to 

remain in the scientific realm and avoid the discord produced when professional opinions are 

personally discussed.  

8.10 Conclusion 

Many responses to the psychosis subgroups were positive and although no concrete conclusions 

about their validity and utility were found in this project, that doesn’t rule them out. For those 

that found them useful, they either added something to their understanding or fit with their 

experiences more accurately than the current options available to them. However, through the 

process of exploring the validity and utility of the psychosis subgroups the wider issue of debates 

and disagreements in mental health classification and the implications this may have, came to the 

fore. The GT of “uncertain truths” puts forward an argument for allowing differing opinions about 

the experience of psychosis to coexist, and to use these alongside the self-knowledge of the 

people experiencing psychosis to best support them to live fulfilling lives. 
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Appendix A SCIPS interview 

SCIPS v1 17.03.2014 

Semi-structured Interview for Psychosis Sub groups (SCIPS) 

In this questionnaire we are exploring the factors leading up to peoples’ first experience of 

symptoms of psychosis. It is looking at the idea that people may experience symptoms for 

different reasons that may be identifiable in the time just before their symptoms started. The 

questionnaire will take around 15 minutes to complete. 

Item Score 

1. Onset of Psychosis 
What were the first symptoms of psychosis you ever 
experienced? 
(if not already known) 

 
 

N/A 

1. How old were you when you first experienced psychosis? 
 

Under 30 
30 and over  

0 
1 

2. How long did it take from when you first noticed that 
something was wrong to the peak of your first episode? 

Prompt: Did it develop quickly – within 1 month or 
gradually, taking more than one month 

Equal to or more 
than one month 
Less than one 
month 

0 
 
1 

3. Was there any particular event that made you upset or 
stressed in the 3 months before the symptoms started? 
(identify items using Social Readjustment Rating Scale and 
Questionnaire)  

If the life change unit of life event is more than 40 ask: 
o Did this event happen within 3 months of the 

onset of your psychotic symptoms? 
o Was there any change in your sleeping pattern 

just after the event? 

None, or minor life 
event 
 
 
 
No to either or both 
 
Yes to both 

0 
 
 
 
 
0 
 
1 
 

2. Social Functioning N/A 

1. I would now like to ask you about your early teens, 
from the ages of 12 to 15 years. 
- Did you stay by yourself almost every day, or did you 
often get together with friends at, or after school?  
- Would you describe yourself as withdrawn or 
isolated? Or did you get together with friends 
frequently? 

If withdrawn/isolated ask: 
- After that period, in your later teens and early 20s did 

you become more sociable? Were you still withdrawn 
or isolated or did you start getting together with 
friends more frequently? 

 
 
 
Moderate or good 
relationships 
 
 
Poor social 
relationships 
 
Moderate 
relationships 

 
 
 
1  
(go to  
2-2) 
 
0 
 
 
1 
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2. Pre-morbid close relationships 
What was your marital status when your 
symptoms first started? 
 

If single: 
Had you previously ever had someone you 
would describe as a boy or girlfriend?  
 

If yes: 
Had you ever dated a girl/boyfriend 
constantly for more than 6 months? 
Had you ever lived with a partner for more 
than 1 month?  

If not single 
 
 
 
 
If no 
 
 
 
Yes to either 
 
No to both 
 

1 
 
 
 
 
0 
 
 
 
1 
 
0 

3.  Factors Related to Psychosis 
 

 

1. Usage of illicit drugs and their association 
with psychotic symptoms 
Have you ever used any kind of illegal drugs? 
 
 

If Yes: 
What kind of drugs have you used? 
Stimulants/Hallucinogens: 
Amphetamines (yes/no) 
Cocaine (yes/no) 
LSD (yes/no) 
Ecstasy (yes/no) 
Cannabis (yes/no) 
Others : 
 

If used hallucinogens listed above: 
Were you taking them in the 2 weeks before 
the psychotic symptoms started? 

 
 
No 
(confirm via other 
sources if possible) 
 
 
If not used any of 
the hallucinogens 
listed 
 
 
 
 
 
Yes 
 
No 

 
 
0 
 
 
 
 
0 
 
 
 
 
 
 
 
1 
 
0 

2. Existence of early traumatic experience 
 
To be taken from the CTQ. 
SA of 6 or above 
EA of 9 or above 

CTQ not completed 
 
No traumatic 
experience 
 
Traumatic 
experience 

0 
 
 
1 
 
 
2 
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3. Borderline Personality Disorder (SCID) 
A pervasive pattern of instability of 
interpersonal relationships, self-image, and 
affects and marked impulsivity beginning by 
early adulthood and present in a variety of 
contexts, as indicated by five (or more) of the 
following: 

  

 

a) Have you often become frantic when you thought 
that someone you really cared about was going to 
leave you? 

 

What have you done? 

Have you threatened or pleaded with him/her? 

Ask for several 

examples. 

Frantic efforts to 
avoid real or 
imagined 
abandonment (do 
not include suicidal 
or self-mutilating 
behaviour). 

3 = several 
examples. 

1 

 

2 

 

3 

b) Do your relationships with people you really care 
about have lots of extreme ups and downs? 

 

If unsure: Were there times when you thought they 
were everything you wanted and then other times 
when you thought they were terrible? How many 
relationships have been like this? 

A pattern of unstable 
and intense 
interpersonal 
relationships 
characterised by 
alternating between 
extremes of 
idealisation and 
devaluation. 

3 = either one 
prolonged 
relationship or 
several briefer 
relationships which 
the pattern occurs 
at least twice. 

1 

 

2 

 

3 
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c) Does your sense of who you are often change 
dramatically?  

Are you different with different people or in 
different situations so that you sometimes don’t 
know who you really are? 

If unsure: Have there been lots of sudden 
changes in your goals, career plans, religious 
beliefs, and so on? 

Ask for several 
examples.   

Identity 
disturbance: 
markedly and 
persistently 
unstable self-image 
or sense of self 
(does not include 
normal adolescent 
uncertainty). 

3 = acknowledges 
trait. 

1 

 

2 

 

3 

d) Have you often done things impulsively?  

What kinds of things?  

For example: buying things you really couldn’t 
afford, having sex with people you hardly knew, 
drinking too much or taking drugs, driving 
recklessly etc. 

 

If YES how often does it happen and what kinds 
of problems has it caused? 

Ask for some 
examples. 

Impulsivity in at 
least two areas that 
are potentially self-
damaging (do not 
include suicidal or 
self-mutilating 
behaviour). 

3 = several 
examples 
indicating a pattern 
of impulsive 
behaviour/ 

1 

 

2 

 

3 

e) Have you tried to hurt or kill yourself or ever 
threatened to do so? 

 

If unsure: Have you ever cut, burned, or 
scratched yourself on purpose? 

If YES, ensure they occurred outside of a 
Depressive Episode, (i.e., it is often a habitual 
thing that has happened throughout life.) 

 

Recurrent suicidal 
behaviour, 
gestures, or threats, 
or self-mutilating 
behaviour. 

 

3 = two or more 
events (when not 
in a Major 
Depressive 
Episode). 

1 

 

2 

 

3 
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f) Do you have a lot of sudden mood changes? 

 

How long do your mood changes last and how often 
do they occur? 

 

 

Affective instability 
due to a marked 
reactivity of mood 
(e.g., intense 
episodic dysphoria, 
irritability, or anxiety 
usually lasting only a 
few days and only 
rarely more than a 
few days). 

3 = acknowledges 
trait. 

1 

 

2 

           3 

g) Do you often feel empty inside? 

 

 

 

 

Chronic feelings of 
emptiness. 

3 = acknowledges 
trait. 

1 

2 

3 

h) Do you often have temper outbursts or get so angry 
that you lose control?  

 

Do you hit people or throw things when you get 
angry? 

Do even little things get you very angry? 

If YES, Does this happen often? 

Inappropriate, 

intense anger or 

difficulty controlling 

anger (e.g., frequent 

displays of temper, 

constant anger, 

recurrent physical 

fights). 

 

3 = acknowledges 
trait and at least one 
example OR several 
examples. 

1 

 

2 

 

3 
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i) When you are under a lot of stress, do you get 
suspicious of other people or feel especially 
spaced out? 

 

 

Transient, stress 
related paranoid 
ideation or severe 
dissociative 
symptoms 

3 = several 
examples that do 
not occur 
exclusively during a 
Psychotic Disorder 
or a Mood Disorder 
with Psychotic 
Features. 

 

1 

2 

3 

Borderline Personality Disorder  

AT LEAST FIVE ITEMS ARE CODED “3” indicates 

BORDERLINE PERSONALITY DISORDER 

 

 

Yes 

 

No 

 

 

1 

 

0 
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SCIPS Score Sheet 

Subgroup Participants Score Rating Classification Met? 

Drug Related 3-1 =  If Yes (1) = Drug 
Related 

Yes/No 

Trauma Related 3-2 = 

3-3 =  

If Yes (1) to both = 
Traumatic  

Yes/No 

If Drug related and/or Traumatic criteria met stop here 

Anxiety 
1-1 = 
1-2 = 
1-3 = 
2-1= 
2-2= 

Number 
of items 
rated at 1 
=   

Number of items 
rated as 1 is equal to 

or more than 3 = 
Anxiety 

Yes/No 

Stress Sensitivity 
1-1 = 
1-2 = 
1-3 = 
2-1= 
2-2= 

Number 
of items 
rated at 0  
=   

Number of items 
rated as 0 is equal to 

or more than 3 = 
Stress Sensitivity 

Yes/No 

 

Classification = Drug related / Traumatic / Anxiety / Stress Related 

(Delete as applicable) 
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The Social Readjustment Rating Scale and Questionnaire 
 (Life Change Unit >= 40) 

Life Experience  Life Change Units 

Death of spouse 100 
Divorce 73 

Marital separation 65 

Jail term 63 

Death of close family member 63 
Personal injury or illness 53 

Marriage 50 

Fired at work 47 

Marital reconciliation 45 
Retirement 45 

Change in health of family member 44 

Pregnancy 40 

Sex difficulties 39 

Gain of new family member 39 

Business readjustment 39 

Change in financial state 38 
Death of close friend 37 

Change to different line of work 36 

Change in number of arguments with spouse 35 

Large mortgage 31 
Foreclosure of mortgage or loan 30 

Change in responsibilities at work 29 

Son or daughter leaving home 29 

Trouble with in-laws 29 
Outstanding personal achievement 28 

Wife begins or stops work 26 

Begin or end school 26 

Change in living conditions 25 

Revision of personal habits 24 

Trouble with boss 23 

Change in work hours or conditions 20 

Change in residence 20 

Change in schools 20 

Change in recreation 19 

Change in church activities 19 

Change in social activities 18 
Small loan 17 

Change in sleeping habit 16 

Change in number of family get-togethers 15 

Change in eating habits 15 
Vacation 13 

Christmas 12 

Minor violation of the law 11 
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Appendix B  Therapist psychosis subgroup rating criteria 

Therapist psychosis subgroup criteria  

PSYCHOSOCIAL SUBGROUPS 

Traumatic psychosis Experience of childhood sexual or emotional 

abuse. 

Would meet criteria for borderline personality 

disorder. 

Age of onset in teens or 20s. 

Relationships tend to be chaotic. 

Abusive hallucinations may be present. 

Drug-related psychosis Use of hallucinogens/stimulants 

(amphetamine, cocaine, LSD, ecstasy 

and cannabis) in the two weeks before 

onset. 

Age of onset in teens or 20s.  

Tend to be sociable with good peer 

interactions. 

Sensitivity psychosis Less sociable. 

Age of onset in teens or 20s. 

Insidious onset of one month or more. 

Anxiety psychosis Good peer relationships in early adolescence. 

Age of onset 30s or later. 

Onset is likely to be acute – less than one 

month. 

In many cases individuals may have 

experienced a stressful life event 

immediately preceding onset. 

Notes: 

Drug-related and traumatic subgroups can be co-existing. They also supersede an allocation of anxiety or stress sensitivity. Therefore, 
anxiety and stress-sensitivity should only be given if drug related and traumatic criteria do not apply. Anxiety and stress-sensitivity 
should not co-exist with any other subgroup. Please allocate the subgroup you think ‘fits’ the person you saw best. If you experience 
any difficulties in allocating a subgroup please use the comments space to explain them, whilst maintaining research assistants 
blinding. Therefore comments may be along the lines of ‘not enough information known’ or ‘does not meet acute onset criteria’. These 
comments will be used to support the further development of the subgroup descriptions.  
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Appendix C FOCUS questionnaires 

Removed due to copyright restrictions. Please see references in main text. 
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Appendix D PANSS five-factor model 

Positive: 
 

P1. Delusions, 
P3. Hallucinations,  
P5. Grandiosity,  
P6. Suspiciousness/Persecution,  
N5. Difficulty in abstract thinking,  
G1. Somatic concern,  
G9. Unusual thought content,   
G12. Lack if insight and judgement 
G16. Active social avoidance 

Negative: P2. Conceptual Disorganisation 
N1. Blunted affect 
N2. Emotional withdrawal 
N3. Poor rapport 
N4. Passive/apathetic social withdrawal 
N6. Lack of spontaneity and flow of conversation 
G7. Motor retardation 
G8. Uncooperativeness  
G13. Disturbance of volition 
G16. Active social avoidance 

Disorganised: P2. Conceptual disorganisation 
N5. Difficulty in abstract thinking 
N7. Stereotyped thinking 
G5. Mannerisms and posturing 
G9. Unusual thought content 
G10. Disorientation 
G11. Poor attention 
G12. Lack of judgement and insight 
G13. Disturbance of volition 
G15. Preoccupation 

Excitement: P4. Excitement 
P5. Grandiosity 
P7. Hostility 
N3. Poor rapport 
G4. Tension 
G8. Uncooperativeness 
G14. Poor impulse control 
G16. Active social avoidance 

Emotional 
Distress: 

P6. Suspiciousness/persecution 
G1. Somatic concern 
G2. Anxiety 
G3. Guilt feelings 
G4. Tension 
G6. Depression 
G15. Preoccupation 
G16. Active social avoidance 
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Appendix E Missing data  

SCIPS missing data reasons: 

Allocation Data not known Refused to answer Data unable to be 

collected 

N (%) 5 (3.8%) 53 (40.1%) 74 (56.1%) 

 

Therapist missing data reasons: 

Allocation Therapist unable to rate No rating received from therapist 

N (%) 13 (25.5%) 38 (74.5%) 
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Appendix F Demographic data by psychosis subgroup 

 All DRP TP SSP AP DTP 

Current Age      
Mdn 42 38 45 44 48 46 

Range 19-70 23-65 20-57 19-70 26-66 39-61 
Gender (N, %) 

Male 253 (71.3%) 103 (86.6%) 8 (47.1%) 102 (67.5%) 36 (59.0%) 4 (57.1%) 
Female 102 (28.7%) 16 (13.4%) 9 (52.9%) 49 (32.5%) 25(41.0%) 3 (42.9%) 

Ethnicity (N, %) 
WB 314 (88.5%) 105 (88.2%) 14 (82.4%) 133 (88.1%) 57 (93.4%) 5 (71.4%) 
WI 1 (0.3%) 1 (0.8%) 0 0 0 0 

WO 14 (3.9%) 5 (4.2) 1 (5.9%) 7 (4.6%) 1 (1.6%) 0 
AI 2 (0.6%) 0 0 1 (0.7%) 1 (1.6%) 0 

AP 3 (0.8%) 1 (0.8%) 0 2 (1.3%) 0 0 
AB 1 (0.3%) 0 0 0 1 (1.6%) 0 
AO 1 (0.3%) 0 1 (5.9%) 0 0 0 
BC 3 (0.8%) 2 (1.7%) 0 0 0 1 (14.3%) 
BO 1 (0.3%) 0 0 1 (0.7%) 0 0 

MWBC 4 (1.1%) 0 1 (5.9%) 2 (1.3%) 0 1 (14.3%) 
MWBA 1 (0.3%) 1 (0.8%) 0 0 0 0 

MWA 1 (0.3%) 1 (0.8%) 0 0 0 0 
MO 5 (1.4%) 2 (1.7%) 0 2(1.3%) 1 (1.6%) 0 

OEG 4 (1.1%) 1 (0.8%) 0 3 (2.0%) 0 0 
No answer 0 0 0 0 0 0 
Diagnosis (N, %) 

DD 5 (1.4%) 1 (0.8%) 0 2 (1.3%) 2 (3.3%) 0 
PS 136 (38.3%) 57 (47.9%) 8 (47.1%) 50 (33.1%) 19 (31.1%) 2 (28.6%) 

SAD 39 (11.0%) 9 (7.6%) 4 (23.5%) 17 (11.3%) 8 (13.1%) 1 (14.3%) 
S 174 (49.0%) 52 (43.7%) 5 (29.4%) 82 (54.3%) 31 (50.8%) 4 (57.11%) 

Age of Onset 
Mdn 20 20 18 20 33 18 

Range 5-50 8-34 7-35 5-38 10-50 14-27 
Years in Education 

Mdn 12 11 11 12 12 11 
Range 3-24 8-19 8-16 9-24 9-24 3-12 

Duration of Illness (month) 
Mdn 216 185 276 240 189 252 

Range 7-576 22-516 36-540 7-576 12-492 156-528 
Duration of Untreated Psychosis (months) 

Mdn 12 12 12 12 6 24 
Range 0-312 0-300 0-264 0-312 0-204 4-312 

MH Belief – Bio 
Mdn 40 50 50 30 50 10 

Range 0-100 0-100 0-75 0-100 0-100 0-100 
MH Belief – Stress 

Mdn 70 75 75 70 70 90 
Range 0-100 0-100 0-100 0-100 0-100 0-100 

White British (WB), White Irish (WI), White Other (WO), Asian Indian (AI), Asian Pakistani (AP), Asian Bangladeshi (AB), 
Asian Other (AO), Black Caribbean (BC), Black Other (BO), Mixed White and Black Caribbean (MWBC), Mixed White and 
Black African (MWBA), Mixed White and Asian (MWA), Mixed Other (MO), Other Ethnic group (OEG), Delusional Disorder 
(DD), Paranoid Schizophrenia (PS), Schizoaffective Disorder (SAD), Schizophrenia (S) 
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Appendix G Between group comparisons of continuous 

demographic data 

Variable 
P p, r 

DRP - 

TP  

DRP-

SSP  

DRP -

AP 

DRP- 

DTP 

TP-

SSP  

TP -  

AP 

TP -

DTP 

SSP – 

AP 

SSP – 

DTP 

AP - 

DTP 

Demographics 

Age of 

Onset 

<0.00

1 

0.238

, 

-.11 

0.446

, 

-.05 

<0.001

, 

-.56** 

0.214

, 

-.12 

0.383

, 

-.07 

<0.001

, 

-.53** 

0.824

, 

-.05 

<0.001

, 

-.54** 

0.402

, 

-.07 

0.001

, 

-.44* 

Years in 

Educatio

n  

0.020 

 

0.861

, 

.02 

0.033

, 

-.13 

0.349, 

-.07 

0.022

, 

-.21 

0.227

, 

-.10 

0.494, 

-.08 

0.050

, 

-.41* 

0.417, 

-.06 

0.008

, 

-.22 

0.013

, 

-.32* 

Duration 

of illness  

0.003 

 

0.031

, 

-.19 

0.001

, 

-.20 

0.930, 

-.01 

0.106

, 

-.15 

0.443

, 

-.06 

0.045, 

-.23 

0.775

, 

-.06 

0.014, 

-.17 

0.802

, 

-.02 

0.260

, 

-.14 

*medium effect size, **large effect size, Bold indicates a p<0.05. 
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Appendix H Round 1 PE full online questionnaire 
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Appendix I Statements produced from Thematic 

Analysis of Round 1 responses 

Statement  

1.  I recognise these subgroups based on 
my clinical experience 

“I do recognize these groups in current 
practice” 
“Immediately when reading the descriptions I 
could think of several patients who I have 
worked with who fit these subgroups”  
“I do recognise these groups from clinical 
experience” 

2. The subgroups make sense and appear 
correct 

“I would say the proposed subgroups seem 
intuitively correct” 
“I think the proposed psychosis subgroups 
makes a lot of sense” 
“makes sense and can recognise subgroups” 
 

3. The subgroup reflect psychosocial 
formulations, linking current 
experiences to causal factors 

“these subgroups reflect common types of 
psychological formulations” 
“a non-stigmatising formulation component” 
“moving towards a more explanatory and 
formulation-driven approach” 
“I think this could be quite useful as it brings 
the formulation to the fore as part of the 
diagnosis.” 

4. The subgroups may help people make 
sense of their experiences  

“I think that these terms could be really helpful 
in helping the client make sense of their 
experiences (e.g. not an illness or a disease)”  
“They could potentially be very useful as they 
incorporate a greater understanding of the 
cause and course of the problems.” 
“They may be helpful in early conversations 
with people about making sense of their 
problems (at the formulation stage).” 

5. The subgroups are a better alternative 
to current terms such as schizophrenia 

“far less judgmental and negative than the 
current labels” 
“Better than the diagnostic categories that are 
there at the moment.” 
“they are a huge advance on schizophrenia” 

6. The subgroups are less stigmatizing 
than current terms 

“they are less stigmatising” 
“Less stigmatising perhaps and more 
explanatory” 
“Very useful and much less stigmatising (and 
more helpful/accurate) than 'schizophrenia'” 
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7. The subgroups fit with my theoretical 
understanding of mental health 
problems 

“The subgroups make a lot of theoretical sense 
as they appear to by the vulnerabilities and 
triggering events which commonly form part of 
the formulation” 
“these do fit with a theoretical understanding 
developed in my training/work experience.” 
“In terms of fitting my theoretical 
understanding of psychosis, I take a broad view 
of what might lead to psychosis that is based 
on a continuum model placing psychotic 
experiences on a continuum with ordinary 
human experiences and thinking. I do not think 
the subgroups make this explicit and therefore 
on balance do not think they fit my theoretical 
perspective.” 

8. The subgroups fit with a stress 
vulnerability model of mental health 

“They fit will with a stress vulnerability model 
and give a good emphasis to trauma.” 
“Fit with stress vulnerability model of psychosis 
i.e. that people have different vulnerabilities 
(stress sensitivity) and are subjected to 
different experiences of stress (trauma). “ 
“fits in with stress vulnerabiloity model” 

9. The subgroups fit with a bio-psycho-
social model of mental health 

“bio-psycho-social in the truest sense” 
“drawing on a biopsychosocial model” 
“not really, they are a  partial psychosocial 
model, missing out the bio-“ 

10. The subgroups account for the major 
causes of psychosis 

“'causes' are much more complex and 
interacting than such a simple classification 
would suggest” 
“they give a better account of some of the 
major causes of psychosis” 

11. The subgroups are more explanatory 
than current diagnoses 

“moving towards a more explanatory and 
formulation-driven approach” 
“Less stigmatising perhaps and more 
explanatory.” 
“Would help give an explanatory model for 
patient and families” 

12. The subgroups need to be more 
closely linked to current symptoms 

“I prefer a symptom approach.” 
“sensitivity does not have any symptoms 
associated with it” 
“what the groupings don't cover is the 
symptomatic presentations between these 
groups” 

13. The subgroups may provide people 
with psychosis with more hope of 
recovery 

“giving them hope that recovery is possible.” 
“I think it validates that their life experiences 
contribute to their psychosis and it's not just a 
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biological disorder that is hopelessly treated 
with powerful meds” 

14. The subgroups may be more 
acceptable to people experiencing 
psychosis 

“welcome the attempt to find more clinically 
useful and acceptable (to service usrs) 
descriptors for psychosis” 
“I think the subgroup labels would be more 
acceptable and useful in communicating with 
service users than the current diagnostic 
labels.” 

15. The subgroups may help to normalise 
people’s experiences 

“Useful with service users and colleagues to the 
degree to which they would further explain and 
normalise some of the potential causes of 
psychosis” 

16. Depression should be included as a 
precipitant to psychosis 

“anxiety psychosis would need rewording I 
think to encompass depression” 
“depression is often part of the 
precipitants/prodromal picture, and not just 
anxiety” 
“psychotic depression?” 

17. Adult trauma is missing and is an 
important precipitant 

“trauma group criteria does not include people 
who experience trauma in adulthood - so then 
I'm not sure where they go.” 
“Trauma in adulthood (e.g. domestic abuse, 
gang experiences, etc.).” 

18. The subgroups do not cover what is 
currently maintaining people 
experiences and this should be 
included 

“In general they do not consider what is 
keeping the problems stuck - this is the main 
reason people seek help” 
“psychological models focus on the processes 
contributing to the development and 
maintenance of distress,” 
“The use of drugs could be considered a trigger 
but may not sufficiently explain the 
maintenance of it” 

19. People with primarily negative 
symptoms are not described 

“Patients with primarily negative symptoms are 

not described” 

20. Individual formulations should be used 
instead of the subgroups 

“individual case by case formulation fits with 
both my training/professional background, 
clincal practice and experience 
I would prefer development of an individual 
descriptors for each presentation, from a finite 
no. of recognised presentations in the field”. 
“i think that formulation always needs to be 
individual.” 
“Surely individual formulations are more 
useful.” 
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21. The subgroups would be useful 
alongside individual formulations 

“I would see it as helpful to link past experience 
with presentation, according  to individual 
history.” 

22. The subgroups do not account for 
biological factors 

“they are a  partial psychosocial model, missing 
out the bio-“ 
“there is a subgroup of patients with 
schizophrenia where there is likely to be a 
separate inflammatory disease process 
ongoing.” 
“Organic factors, e.g. when someone develops 
psychosis after a mini stroke in mid-life.” 

23. The trauma criteria is too narrow and 
should include other forms of trauma 

“Other forms of trauma (particularly bullying)” 
“experience of racism during childhood and 
teens within an educational setting” 
“complicated bereavement” 

24. The subgroups need to include 
information about prognosis 

“no reference to outcome or course of the 
psychosis” 
“the lack of distinction in illness course, 
response to treatment or outcome in those 
with these different subtype” 
“It is important that subgroups should be on 
the basis of saying something about treatment 
required, causes or prognosis” 

25. The BPD criteria in the trauma 
subgroup is not necessary 

“I see a large proportion of people who have 
had trauma, although not all will fit BPD 
criteria.” 
“trauma only to borderline is limiting” 
“I do not think a borderline diagnosis is 
necessary for people who develop psychosis 
after experiencing early traumatic events.” 

26. The subgroups will be difficult to apply 
retrospectively 

“I wonder how they would reliably be 
retrospectively applied.” 
 

27. It will often be difficult to identify a 
‘primary’ factor  

“It is difficult to 'prove' that particular factors 
are primary in this sense, especially when 
people present with several of these factors in 
their history.” 
“It is often not possible to say which is 
primary.” 

28. The subgroups are not discrete 
categories and overlap 

“I think they overlap hugely” 
“many people would fit more than one group, 
e.g. :early adversities, drug use and recent 
stressors like a school exams” 
“Overlap/interaction between different 'causes' 
of psychosis” 
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29. It is not possible to categorise people’s 
mental health problems 

“the purpose is to fit patients into one of the 
categories, I think it may not be entirely 
appropriate” 

30. Including factors such as trauma and 
drug use in the names of subgroups 
will lead to unintended negative 
consequences for people 

“there would be moral 
consequences/connotations attached to drug-
related psychosis,” 
“The additional disadvantage in this 
subgrouping is that patients could be identified 
as to be victims of sexual abuse and having 
history of drug use just by knowing the 
diagnosis. This could potential lead to 
victimisation of patients and subsequent 
development of stigma to these diagnoses.” 
“may inadvertently cause a type of guilt that 
doesn't really apply, i.e. "you have psychosis 
because you did X, therefore it's your fault".” 

31. Use of past experiences in subgroups 
may lead to a sense of helplessness for 
people who feel they cannot change 
current experiences due to past 

 “the danger is also that it can also provide 
sense of helplessness - 'if I am unwell because 
of my childhood then theres not a lot I can do 
to change that'” 

32. Mental health difficulties are a 
continuum and therefore can’t be 
grouped 

“my view of psychosis is heterogenous mix of 
specific experiences which tend to exist on a 
continuum with normal functioning, which tend 
to co-occur to a certain extend, but for which it 
is not possible to meaningfully demarcate 
categories or subgroups” 

33. The causes of mental health problems 
are not known and therefore the 
subgroups should not be based on 
precipitating factors 

“If we use any categories they need to be based 
on the presence or absence of particular 
psychotic phenomena without implying that we 
know what causes that phenomenon for groups 
of people (those causes can only be understood 
for individuals). “ 
“The BPS report 'Understanding Psychosis' 
advocates a 'not knowing' approach with 
respect to the aetiology of psychosis in that 'no 
professional can say with any certainty all the 
different factors that may have contributed to 
someone's problems'.” 

34. Anxiety psychosis would be better 
described as Reactive psychosis 

“Maybe reactive rather than anxiety? It's not 
always seen as anxiety.” 
 

35. Stress Sensitivity psychosis would be 
better described as Adjustment 
Psychosis 

“Adjustment rather than sensitivity (may be 
seen as pejorative, especially by young males).” 
“Adjustment seems a key word, would this be 
preferable to sensitivity?” 
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Appendix J EBE Delphi statements  

1. I recognise these subgroups based on my personal experience. Face Validity 

2. The subgroups make sense and appear correct. Face Validity 

3. The subgroups reflect my understanding, linking current experiences 
to causal factors (factors leading up to experiences which may be 
seen as a cause). 

Construct Validity 

4. The subgroups may help people make sense of their experiences. Utility 

5. The subgroups are a better alternative to current terms such as 
schizophrenia. 

Utility 

6. The subgroups are less stigmatizing than current terms. (Note: 
Stigmatizing is treating or regarding someone in a negative way 
because of the problems they have) 

Utility 

7. The subgroups fit with my understanding of mental health problems. Construct Validity 

8. The subgroups fit with a stress vulnerability model of mental health, 
linking individual strengths and vulnerabilities and stressful life 
experiences to causal factors. 

Construct Validity 

9. The subgroups fit with a bio-psycho-social model of mental health, 
using biological factors, psychological factors, and social factors to 
explain the development of symptoms. 

Construct Validity 

10. The subgroups account for the major causes of psychosis. Content Validity 

11. The subgroups are more explanatory than current diagnoses. Utility 

12. The subgroups need to be more closely linked to current symptoms. Content Validity 

13. The subgroups may provide people with psychosis with more hope of 
recovery. 

Utility 

14. The subgroups may be more acceptable to people experiencing 
psychosis. 

Utility 

15. The subgroups may help to people to view their experiences as no 
different from other peoples experiences 

Utility 

16. Depression should be included as a cause of psychosis. Content Validity 

17. Trauma experienced as an adult is missing and is an important factor. Content Validity 

18. The subgroups do not cover what is currently maintaining (keeping 
them going), people's experiences and this should be included. 

Content Validity 

19. People with primarily negative symptoms (such as lack of energy, 
reduced interest or motivation), are not described. 

Content Validity 

20. Individual explanations of experiences should be used instead of the 
subgroups. 

Utility 

21. The subgroups would be useful alongside individual explanations of 
symptoms 

Utility 

22. The subgroups do not account for biological factors (such as genetics 
or brain chemistry). 

Content Validity 

23. The trauma criteria (which currently includes childhood sexual or 
emotional abuse) is too narrow and should include other forms of 
trauma. 

Content Validity 
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24. The subgroups need to include information about prognosis (what is 
going to happen in the future). 

Content Validity 

25. The subgroups will be difficult to apply if people first experienced 
their difficulties some time ago. 

Utility 

26. It will often be difficult to identify a primary factor. Utility 

27. The subgroups are not separate categories and overlap. Construct Validity 

28. It is not possible to categorise people's mental health problems. Construct Validity 

29. Including factors such as trauma and drug use in the names of the 
subgroups will lead to unintended negative consequences for people. 

Utility 

30. Mental health difficulties are a continuum (blending range of 
difficulties), and therefore cannot be grouped. 

Construct Validity 

31. The cause of mental health problems are not known and therefore 
the subgroups should not be based on causal factors (factors leading 
up to experiences which may be seen as a cause) 

Construct Validity 

32. Reactive Psychosis would be a better name for Anxiety Psychosis Face Validity 

33. Adjustment Psychosis would be a better name for Stress Sensitivity 
Psychosis 

Face Validity 
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Appendix K PE Delphi round 2 and 3 questionnaires 

K.1 PE Delphi round 2 questionnaire 
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K.2 PE Delphi round 3 questionnaire 
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Appendix L EBE Delphi round 2 and 3 questionnaires 

L.1 EBE Delphi round 2 questionnaire 
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L.2 EBE Delphi round 3 questionnaire 
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Appendix M PE consensus results from round 2 and 

round 3 

  

Statement 

Round 2 Round 3 

Agree Neutral Disagree Outcome Agree Neutral Disagree Outcome 

The subgroups fit with a 
stress vulnerability model 
of mental health  83% 10% 7% C

o
n

se
n

su
s 

        

The subgroups are less 
stigmatizing than current 
terms  69% 17% 14% In

cl
u

d
ed

 

ro
u

n
d

 3
 

86% 4% 10% C
o

n
se

n
su

s 

The subgroups are more 
explanatory than current 
diagnoses  75% 15% 10% In

cl
u

d
ed

 

ro
u

n
d

 3
 

86% 8% 6% C
o

n
se

n
su

s 

The subgroups may help to 
normalise peoples’ 
experiences  76% 19% 6% In

cl
u

d
ed

 

ro
u

n
d

 3
 

86% 8% 6% C
o

n
se

n
su

s 

The subgroups are not 
discrete categories and 
overlap  73% 14% 13% In

cl
u

d
ed

 

ro
u

n
d

 3
 

85% 13% 2% C
o

n
se

n
su

s 
Adult trauma is missing 
and is an important 
precipitant  61% 24% 14% In

cl
u

d
ed

 

ro
u

n
d

 3
 

84% 14% 2% C
o

n
se

n
su

s 

The subgroups may be 
more acceptable to people 
experiencing psychosis  66% 25% 8% In

cl
u

d
ed

 

ro
u

n
d

 3
 

83% 15% 2% C
o

n
se

n
su

s 
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The subgroup reflect 
psychosocial formulations, 
linking current experiences 
to causal factors  70% 20% 10% In

cl
u

d
ed

 

ro
u

n
d

 3
 

82% 8% 10% C
o

n
se

n
su

s 

The subgroups would be 
useful alongside individual 
formulations  70% 17% 13% In

cl
u

d
ed

 

ro
u

n
d

 3
 

80% 12% 8% C
o

n
se

n
su

s 

The subgroups may help 
people make sense of their 
experiences  77% 12% 12% In

cl
u

d
ed

 

ro
u

n
d

 3
 

79% 17% 4% N
ea

ri
n

g 

C
o

n
se

n
su

s 

The subgroups fit with a 
bio-psycho-social model of 
mental health  67% 17% 16% In

cl
u

d
ed

 

ro
u

n
d

 3
 

78% 14% 8% N
ea

ri
n

g 

C
o

n
se

n
su

s 

The subgroups are a better 
alternative to current 
terms such as 
schizophrenia  70% 20% 10% In

cl
u

d
ed

 

ro
u

n
d

 3
 

77% 15% 8% N
ea

ri
n

g 

C
o

n
se

n
su

s 

I recognise these 
subgroups based on my 
clinical experience  74% 9% 17% In

cl
u

d
ed

 

ro
u

n
d

 3
 

77% 10% 13% N
ea

ri
n

g 

C
o

n
se

n
su

s 
People with primarily 
negative symptoms are not 
described 60% 24% 16% In

cl
u

d
ed

 

ro
u

n
d

 3
 

76% 18% 6% N
ea

ri
n

g 

C
o

n
se

n
su

s 

The causes of mental 
health problems are not 
known and therefore the 
subgroups should not be 
based on precipitating 
factors  13% 18% 69% In

cl
u

d
ed

 r
o

u
n

d
 3

 

15% 13% 73% N
ea

ri
n

g 
C

o
n

se
n

su
s 

The subgroups fit with my 
theoretical understanding 
of mental health problems  66% 20% 14% In

cl
u

d
ed

 

ro
u

n
d

 3
 

71% 16% 12% N
ea

ri
n

g 

C
o

n
se

n
su

s 

The trauma criteria is too 
narrow and should include 
other forms of trauma  54% 30% 16% In

cl
u

d
ed

 

ro
u

n
d

 3
 

69% 27% 4% N
o

 

C
o

n
se

n
su

s 
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It will often be difficult to 
identify “primary” factor  54% 19% 27% In

cl
u

d
ed

 

ro
u

n
d

 3
 

69% 18% 12% N
o

 

C
o

n
se

n
su

s 

The subgroups account for 
the major causes of 
psychosis  62% 17% 21% In

cl
u

d
ed

 

ro
u

n
d

 3
 

67% 18% 14% N
o

 

C
o

n
se

n
su

s 

Use of past experiences in 
subgroups may lead to a 
sense of helplessness for 
people who feel they 
cannot change current 
experiences due to past 
events 23% 20% 58% In

cl
u

d
ed

 r
o

u
n

d
 3

 

8% 24% 67% N
o

 C
o

n
se

n
su

s 

The subgroups may 
provide people with 
psychosis with more hope 
of recovery  63% 26% 11% In

cl
u

d
ed

 

ro
u

n
d

 3
 

65% 29% 6% N
o

 

C
o

n
se

n
su

s 

The subgroups make sense 
and appear correct 59% 19% 23% In

cl
u

d
ed

 

ro
u

n
d

 3
 

61% 27% 12% N
o

 

C
o

n
se

n
su

s 

It is not possible to 
categorise peoples’ mental 
health problems  14% 22% 64% In

cl
u

d
ed

 

ro
u

n
d

 3
 

12% 31% 57% N
o

 

C
o

n
se

n
su

s 

The BPD criteria in the 
trauma subgroup is not 
necessary  52% 26% 22% In

cl
u

d
ed

 

ro
u

n
d

 3
 

55% 31% 14% N
o

 

C
o

n
se

n
su

s 

Mental health difficulties 
are a continuum and 
therefore can’t be grouped 28% 24% 48% D

is
ca

rd
ed

 

      N
o

 

C
o

n
se

n
su

s 

The subgroups will be 
difficult to apply 
retrospectively 23% 31% 46% D

is
ca

rd
ed

 

      N
o

 

C
o

n
se

n
su

s 

The subgroups need to 
include information about 
prognosis  28% 28% 44% D

is
ca

rd
ed

 

      N
o

 

C
o

n
se

n
su

s 
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Individual formulations 
should be used instead of 
the subgroups  43% 36% 20% D

is
ca

rd
ed

 

      N
o

 

C
o

n
se

n
su

s 

Including factors such as 
trauma and drug use in the 
names of subgroups will 
lead to unintended 
negative consequences for 
people  32% 28% 40% D

is
ca

rd
ed

 

      N
o

 C
o

n
se

n
su

s 

Stress Sensitivity psychosis 
would be better described 
as Adjustment Psychosis  30% 39% 30% D

is
ca

rd
ed

 

      N
o

 

C
o

n
se

n
su

s 

The subgroups do not 
account for biological 
factors  32% 39% 28% D

is
ca

rd
ed

 

      N
o

 

C
o

n
se

n
su

s 

The subgroups do not 
cover what is currently 
maintaining people 
experiences and this 
should be included  34% 39% 27% D

is
ca

rd
ed

 

      N
o

 C
o

n
se

n
su

s 
Depression should be 
included as a precipitant to 
psychosis  38% 33% 29% D

is
ca

rd
ed

 

      N
o

 

C
o

n
se

n
su

s 

The subgroups need to be 
more closely linked to 
current symptoms  28% 37% 35% D

is
ca

rd
ed

 

      N
o

 

C
o

n
se

n
su

s 

Anxiety psychosis would be 
better described as 
Reactive psychosis  35% 34% 31% D

is
ca

rd
ed

 

      N
o

 

C
o

n
se

n
su

s 

 

Consensus reached.  Nearing consensus. 
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Appendix N EBE round 2 and round 3 consensus ratings  

 

  

Statement 

Round 2  Round 3 

A
gr

ee
 

N
eu

tr
al

 

D
is

ag
re

e 

I d
o

 n
o

t 

u
n

d
er

st
an

d
 

O
u

tc
o

m
e

 

A
gr

ee
 

N
eu

tr
al

 

D
is

ag
re

e 

I d
o

 n
o

t 

u
n

d
er

st
an

d
 

O
u

tc
o

m
e

 

Trauma experienced as an adult 
is missing and is an important 
factor.  81% 9% 6% 3% C

o
n

se
n

su
s 

    

C
o

n
se

n
su

s 

The trauma criteria (which 
currently includes childhood 
sexual or emotional abuse) is 
too narrow and should include 
other forms of trauma.  76% 21% 0% 3% In

cl
u

d
ed

 in
 

ro
u

n
d

 3
  

92% 0% 8% 0% C
o

n
se

n
su

s 

The subgroups do not account 
for biological factors (such as 
genetics or brain chemistry).  73% 12% 12% 3% In

cl
u

d
ed

 in
 

ro
u

n
d

 3
 

85% 15% 0% 0% C
o

n
se

n
su

s 

I recognise these subgroups 
based on my personal 
experience.  68% 6% 24% 3% In

cl
u

d
ed

 in
 

ro
u

n
d

 3
 

77% 0% 23% 0% N
ea

ri
n

g 
co

n
se

n
su

s 

People with primarily negative 
symptoms (such as lack of 
energy, reduced interest or 
motivation), are not described.  68% 26% 3% 3% In

cl
u

d
ed

 in
 

ro
u

n
d

 3
 

77% 23% 0% 0% N
ea

ri
n

g 
co

n
se

n
su

s 
The subgroups may help people 
make sense of their 
experiences.  76% 9% 12% 3% In

cl
u

d
ed

 in
 

ro
u

n
d

 3
  

77% 23% 0% 0% N
ea

ri
n

g 
co

n
se

n
su

s 
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It will often be difficult to 
identify a primary factor.  73% 6% 18% 3% In

cl
u

d
ed

 in
 

ro
u

n
d

 3
 

77% 8% 15% 0% N
ea

ri
n

g 
co

n
se

n
su

s 

The subgroups would be useful 
alongside individual 
explanations of symptoms  73% 12% 12% 3% In

cl
u

d
ed

 in
 

ro
u

n
d

 3
 

69% 8% 23% 0% N
o

 
C

o
n

se
n

su
s 

The subgroups reflect my 
understanding, linking current 
experiences to causal factors 
(factors leading up to 
experiences which may be seen 
as a cause).  59% 25% 13% 3% In

cl
u

d
ed

 in
 

ro
u

n
d

 3
 

69% 15% 15% 0% N
o

 C
o

n
se

n
su

s 

The subgroups are more 
explanatory than current 
diagnoses.  59% 16% 22% 3% In

cl
u

d
ed

 in
 

ro
u

n
d

 3
 

62% 15% 23% 0% N
o

 
C

o
n

se
n

su
s 

The subgroups account for the 
major causes of psychosis.  53% 25% 22% 0% In

cl
u

d
ed

 in
 

ro
u

n
d

 3
 

62% 8% 31% 0% N
o

 
C

o
n

se
n

su
s 

The subgroups fit with a stress 
vulnerability model of mental 
health, linking individual 
strengths and vulnerabilities 
and stressful life experiences to 
causal factors  63% 22% 6% 9% In

cl
u

d
ed

 in
 

ro
u

n
d

 3
 

58% 25% 0% 17% N
o

 C
o

n
se

n
su

s 

The subgroups may be more 
acceptable to people 
experiencing psychosis.  64% 18% 15% 3% In

cl
u

d
ed

 in
 

ro
u

n
d

 3
 

54% 15% 31% 0% N
o

 
C

o
n

se
n

su
s 

The subgroups are a better 
alternative to current terms 
such as schizophrenia.  58% 6% 33% 3% In

cl
u

d
ed

 in
 

ro
u

n
d

 3
 

46% 0% 54% 0% N
o

 
C

o
n

se
n

su
s 
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The subgroups need to include 
information about prognosis 
(what is going to happen in the 
future).  55% 12% 30% 3% In

cl
u

d
ed

 in
 

ro
u

n
d

 3
 

46% 23% 23% 8% N
o

 
C

o
n

se
n

su
s 

The subgroups are not separate 
categories and overlap.  67% 12% 15% 6% In

cl
u

d
ed

 in
 

ro
u

n
d

 3
 

38% 46% 15% 0% N
o

 
C

o
n

se
n

su
s 

Including factors such as 
trauma and drug use in the 
names of the subgroups will 
lead to unintended negative 
consequences for people.  64% 12% 21% 3% In

cl
u

d
ed

 in
 

ro
u

n
d

 3
 

38% 23% 38% 0% N
o

 
C

o
n

se
n

su
s 

Depression should be included 
as a cause of psychosis.  50% 28% 22% 0% D

is
ca

rd
ed

 

    

N
o

 
C

o
n

se
n

su
s 

The subgroups need to be more 
closely linked to current 
symptoms.  48% 36% 9% 6% D

is
ca

rd
ed

 

    

N
o

 
C

o
n

se
n

su
s 

The subgroups fit with my 
understanding of mental health 
problems.  47% 25% 28% 0% D

is
ca

rd
ed

 

    

N
o

 
C

o
n

se
n

su
s 

The subgroups do not cover 
what is currently maintaining 
(keeping them going), people's 
experiences and this should be 
included.  45% 36% 6% 12% D

is
ca

rd
ed

 

    
N

o
 

C
o

n
se

n
su

s 
The subgroups fit with a bio-
psycho-social model of mental 
health, using biological factors, 
psychological factors, and social 
factors to explain the 
development of symptoms.  45% 27% 21% 6% D

is
ca

rd
ed

 

    

N
o

 C
o

n
se

n
su

s 
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The subgroups make sense and 
appear correct.  45% 30% 24% 0% D

is
ca

rd
ed

 

    

N
o

 
C

o
n

se
n

su
s 

The subgroups may provide 
people with psychosis with 
more hope of recovery.  45% 21% 30% 3% D

is
ca

rd
ed

 

    

N
o

 
C

o
n

se
n

su
s 

The subgroups are less 
stigmatizing than current terms. 
(Note: Stigmatising is treating 
or regarding someone in a 
negative way because of the 
problems they have )  44% 16% 41% 0% D

is
ca

rd
ed

 
    

N
o

 C
o

n
se

n
su

s 

Individual explanations of 
experiences should be used 
instead of the subgroups.  41% 34% 22% 3% D

is
ca

rd
ed

 

    

N
o

 
C

o
n

se
n

su
s 

Reactive Psychosis would be a 
better name for Anxiety 
Psychosis  41% 34% 19% 6% D

is
ca

rd
ed

 

    

N
o

 
C

o
n

se
n

su
s 

The subgroups will be difficult 
to apply if people first 
experienced their difficulties 
some time ago.  41% 25% 34% 0% D
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ca

rd
ed

 

    

N
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Mental health difficulties are a 
continuum (blending range of 
difficulties), and therefore 
cannot be grouped.  39% 30% 24% 6% D

is
ca

rd
ed

 

    

N
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The subgroups may help to 
people to view their 
experiences as no different 
from other people's 
experiences  31% 31% 31% 6% D

is
ca

rd
ed
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o
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o
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n
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Consensus reached.  Nearing consensus

Adjustment Psychosis would be 
a better name for Stress 
Sensitivity Psychosis.  24% 36% 30% 9% D

is
ca

rd
ed

 

    

N
o

 

C
o
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n
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It is not possible to categorise 
people's mental health 
problems.  24% 21% 48% 6% D

is
ca

rd
ed

 

    

N
o

 

C
o

n
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n
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The cause of mental health 
problems are not known and 
therefore the subgroups should 
not be based on causal factors 
(factors leading up to 
experiences which may be seen 
as a cause).  24% 35% 38% 3% D

is
ca

rd
ed
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o
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s 
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Appendix O POPS opt in letter 

Initial Information Letter 07.04.2016  Version 1 

 

 

 

Department of Psychiatry 
Academic Centre 

College Keep 
4-12 Terminus Terrace 

Southampton 
SO14 3DT 

02380 718520 
DATE 
 
Dear NAME 
 
We are writing to you because at the end of your involvement in [NAME RESEARCH PROJECT] you 
expressed an interest in hearing about further research. We currently have a project we think you may be 
interested in called “Participant Opinions of Psychosis Subgroups (POPS)”.  
Please find further information in the leaflet included with this letter. 
If you would like any further information you can return the opt in slip at the bottom of this letter in the 
FREEPOST envelope provided or contact Lizi Graves on: 
02380 718541 / 07826 945 091 
Lizi.graves@southampton.ac.uk 
Yours Sincerely 
 
Elizabeth Graves 

PhD Researcher 

University of Southampton 

------------------------------------------------------------------------------------------------------------------------------I am 
interested in hearing more about the POPS Research Study and I would like you to contact me to discuss 
this: 

My name is………………………………………………………………………………………………………………………………………… 

My contact number is……………………………………………………………………………………………………………………….. 

The best time to contact me is…………………………………………………………………………………………………………… 

I am happy for you to leave me a voicemail on this number                                                           YES/NO 

I am happy for you to send me a text message on this number                                                     YES/NO 

Local NHS Logo 
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Appendix P POPS demographic data 

 

No ID Age Gender Ethnicity 

Age 
of 
Onset 

Age of 
Diagnosis 

DI 
(months) 

DUP 
(months) 

Current 
Mental 
Health 
Difficulties 

1 Adam 49 Male 
White 
British 30 32 19 2 Yes 

2 Ben 55 Male 
White 
British 15 21 40 6 Yes 

3 Charles 35 Male 
White 
British 23 27 12 4 Yes 

4 Delia 47 Female 
White 
British 21 21 26 0 Yes 

5 Emily 35 Female 
White 
British 13 28 22 15 No 

6 Fran 52 Female 

Mixed 
Black 
Caribbean 
and White 26 28 26 2 Yes 

7 Gary 50 Male 
White 
British 14 46 36 32 Yes 

8 Hannah 20 Female 
White 
British 18 19 2 1 Yes 

9 India 30 Female 
White 
British 29 29 1 0 Yes 

10 Jack 22 Male 
White 
British 21 21 1 0 No 

11 Kelly 36 Female 
White 
British 14 27 22 13 Yes 

12 Lisa 52 Female 
White 
British 37 49 15 12 No 

*DI Duration of Illness, DUP, Duration of untreated psychosis
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Appendix Q POPS interview guide 

Version 2. 06Apr2016 

Interview Guide 

Introductions and consent will already have been completed. 

Turn on Dictaphone with participant’s permission. 

Introduce psychosis subgroups 

- Need for psychosis subgroups for example: 

The following subgroups have been developed as an alternative to the current diagnoses 

of schizophrenia, schizoaffective disorder and other disorders where psychosis is a main 

symptom. We would like to know your opinion on them. 

- Give written copy of subgroup descriptors and read through with participant 

- Answer any initial questions the participant may have. 

Questions to be covered (to be asked in any order): 

- Could you say a bit about whether these subgroups fit with your own experience and 

beliefs about that experience? 

Probe questions: 

o Is there anything in particular that you think fits your experience? 

o Is there anything that you think doesn’t fit? 

 

- Could you say a bit about whether you think these subgroups are correct and do they 

make sense to you? 

Probe questions: 

o What do you think about these terms as an alternative to current diagnoses such 

as schizophrenia? 

o How do you think these compare to the current terms like schizophrenia? 

o What is your opinion of the subgroup names? 

o What do you think about grouping peoples’ experiences in this way? 

 

- Could you say a bit about whether you think anything is missing from these subgroups 

and their descriptions? 

Probe questions: 

o Is there anything that could be added to make sure these subgroups cover 

everyone’s experiences? 

  



Appendix Q 

253 

 

- How do you think you would feel using these subgroups to talk to others about your 

experiences? 

Probe questions: 

o How would you feel using these terms with friends? 

o How about professionals? 

o Or family? 

o Or strangers? 

Conclude interview when all questions have been covered or when interview is approaching one 

hour in length. 

Confirm participant happy with information given – remind about withdrawal. Complete debrief 

with participant. 
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Appendix R POPS debrief sheet 

 

    

Participant Debrief Sheet - Version 2.  07.04.2016 

Study Title: Participant Opinions of Psychosis Subgroups (POPS) 

Researcher: Elizabeth Graves       

ERGO number: 19092 

 

The aim of this study was to explore whether people who have experienced a diagnosis of 

schizophrenia, schizoaffective disorder or another psychotic disorder feel that the psychosis 

subgroups are an acceptable and useful alternative. 

The information you have given will increase understanding of people’s experiences of a diagnosis 

and also inform future work into the psychosis subgroups. 

You can chose to withdraw the information you have given from the study in the next week if you 

change your mind. You can do this by contacting Elizabeth Graves via email 

lizi.graves@southampton.ac.uk or via telephone on 02380 718541. 

The results of this study will not include your name or any other identifying characteristics. 

If you have indicated that you would like to hear about the study results we will write to you once 

the study has been completed. 

If you have any further questions please contact me Elizabeth Graves via email 

lizi.graves@southampton.ac.uk or via telephone 02380 718541. 

If you have any questions about your rights as a participant in this research, or if you feel that you 

have been placed at risk, you may contact the University Research and Governance Office, 

Local NHS Logo 

mailto:lizi.graves@southampton.ac.uk
mailto:lizi.graves@southampton.ac.uk
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University of Southampton, Southampton, SO17 1BJ, Phone 02380 595058, email 

rgoinfo@soton.ac.uk  

If you are experiencing distress as a result of participation in this study you can contact your GP or 

care co-ordinator for assistance. You can also ring the Samaritans helpline 0845 790 90 90, open 

24 hours a day. 

  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Last updated: 07.04.2016     Version number 2 

mailto:rgoinfo@soton.ac.uk
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Appendix S POPS participant information and consent 

forms 

S.1 POPS participant information sheet 

 

    

Participant Information Sheet - Version 2. 07.04.2016 

Study Title: Participant Opinions of Psychosis Subgroups (POPS) 

Researcher: Elizabeth Graves       

ERGO number: 19092 

Please read this information carefully before deciding whether to take part in this 

research. If you are happy to participate you will be asked to sign a consent form. 

What is the research about? 

This research is being carried out by Elizabeth Graves as part of a PhD and is being 

sponsored by the University of Southampton. Recently new psychosis subgroups have been 

proposed as an alternative to the diagnosis of schizophrenia, schizoaffective disorder and 

other psychotic disorders.  This research is looking at whether people who have 

experienced a diagnosis themselves feel that these subgroups are a valid and useful 

alternative.  

Why have I been chosen? 

You have been invited to take part because you have had an experience of being diagnosed 

with either schizophrenia, schizoaffective disorder or another disorder in which psychosis 

is a main feature. You may have been asked by a member of your care team if you would 

like to take part or seen a poster or leaflet about the study. 

 

Local NHS Logo 
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Do I have to take part? 

No. Taking part in this study is completely voluntary. It is up to you to decide whether or 

not you would like to take part.  You may find it helpful to discuss the research with 

someone you know to help you make your decision. You should not feel under any pressure 

to make the decision.  

If you do decide to take part you will be asked to sign a consent form. Even after signing 

you are still free to withdraw from the study, without giving a reason. This will not affect 

any care you are currently receiving or may receive in the future.   

What will happen to me if I take part? 

You will be offered an appointment with a researcher who will talk you through what taking 

part in the study will involve. You will be offered the opportunity to ask any questions that 

you may have and chose whether or not you would still like to take part.  

After this you will be invited to complete an interview with the researcher which will take 

around an hour. This interview will involve learning about what the subgroups are and then 

answering questions about your opinions on them. You do not have to talk about anything 

you don’t want to and you don’t have to answer any questions you don’t want to either.  If 

you would like a shorter appointment or would like your appointments spread over more 

than one session this can be arranged. You will be offered an appointment at a venue of 

your choice, normally your local care team building or your GP practice. 

We can reimburse any travel expenses you incur in order to attend an appointment if you 

provide us with a receipt. Once you have completed this interview your involvement in the 

research will be finished. You will be asked if you would like to receive a final letter outlining 

what the research found at the end of the study. 

Are there any benefits in my taking part? 

It is hoped that by learning from people with an experience of a diagnosis we can explore 

whether or not a change in current diagnosis names to the new subgroups would be helpful. 

As a person with a diagnosis you may benefit from the results and consequences of this 

study. It is possible that the psychosis subgroups may be more meaningful and less 

stigmatising for people and this is what the research is hoping to find out. 

You will be compensated £10 for your time taken in the research interview. 
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Are there any risks involved? 

If you take part in the study it is hoped that you will find talking about the psychosis 

subgroups a positive experience. However, we recognise that some people may find talking 

about their diagnosis upsetting. You will have the opportunity to discuss any concerns you 

have with the researcher and you are free to withdraw from the study at any point. You also 

do not have to talk about anything you don’t want to and you are free to talk to the 

researcher about this.  If you are still upset after the interview you can talk to your care 

team, GP or the Samaritans on 08457 909090. 

Who will know I’m taking part in the study? 

If you chose to take part we will write to your care co-ordinator and/or your GP to let them 

know you are taking part in the research. The only other people that will have access to 

your information will be the research team. 

Will my participation be confidential? 

Your information (written and audio taped) will be confidential. We will not share the 

information you provide with anyone else unless you say it is okay for us to do so. 

The only instance in which the information you provide may be shared is if there is an 

indication that either you or someone else may be at risk of harm. In which case, we would 

need to share this information with another person involved in your care such as your care 

coordinator or your GP. However, we would always discuss this with you beforehand and 

let you know that we were going to speak to someone else.   

All information and data collected during the study will be looked at and shared with the 

research team. It will be stored securely and confidentially in line with the Data Protection 

Act and University of Southampton Policy. 

What will happen to the results of the study? 

After the study we will analyse the results and submit them for publication. Sometimes we 

will submit anonymised quotes from participants’ interviews to explain the ideas 

participants expressed. No one will know these quotes came from you and no personal 

information will be identifiable, but we may quote your words. 

What happens if I change my mind? 

You are free with withdraw from the study at any time without your routine care being 

affected. If you have started an interview the researcher will discuss with you whether you 
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would be happy for any of the information you have provided so far to be used in the study, 

or whether you would like it to be withdrawn. After an interview has taken place your data 

will be made anonymous and analysed. After analysis has taken place it may not be possible 

to withdraw some of the information you have given. You will be asked at the end of the 

interview if you are happy with the information you have given and you can contact the 

researcher to withdraw your information up to one week after your interview has been 

completed. 

What happens if something goes wrong? 

If you have any concern about this study, you should feel free to talk to the researcher. If 

they are unable to resolve your concern you may wish to make a complaint regarding the 

study either to the this study’s supervisor Professor David Kingdon tel. 02380 718520 or 

to the University of Southampton’s  

Research Governance Office, tel. 023 8059 5058, rgoinfo@soton.ac.uk  

Where can I get more information? 

Elizabeth Graves (PhD Researcher) 

07826 945 091 / 02380 718541 

Lizi.graves@southampton.ac.uk  

Professor David Kingdon (Supervisor) 

02380 718520 

 

 

 

 

 

 

 

Last updated: 07.04.2016  Version number 2 

mailto:rgoinfo@soton.ac.uk
mailto:Lizi.graves@southampton.ac.uk
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S.2 POPS participant consent form 

 

    

CONSENT FORM - Version 1.  16.02.2016 

Study Title:  Participant Opinions of Psychosis Subgroups (POPS) 

Researcher: Elizabeth Graves     

ERGO number: 19092 

Please initial the box(es) if you agree with the statement(s):  

 

 

 

 

 

 

I agree that you may inform my care coordinator and/or GP of  

my involvement in the study 

I agree that you may audio record my interview 

 

I understand that statements from my interview may be made  

anonymous and used in future publications 

Name of participant (print name)…………………………………………………… 

Signature of participant…………………………………………………………….. 

Date…………………………………………………………………………………  

 

Local NHS Logo 

I have read and understood the information sheet (version ….. 

dated ……………….) and have had the opportunity to ask 

questions about the study. 

 I agree to take part in this research project and agree for my data 

to be used for the purpose of this study. 

I understand my participation is voluntary and I may withdraw at 

any time. 
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Name of researcher (print name)…………………………………………………… 

Signature of researcher …………………………………………………………….. 

Date…………………………………………………………………………………  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

1 copy for participant, 1 copy for researcher, 1 copy for care team/GP 

 

Date: 16.02.2016   Version Number 1 
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