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ABSTRACT

Negative symptoms — reductions in expression, rabtn, pleasure and sociability
— are observed across the spectrum of functioryahgses. They have been
identified as a significant predictor of poor outtes following first-episode
psychosis and are a treatment priority for indialduvith lived-experience of
psychosis. However, the mechanisms underlying negaymptoms remain poorly
understood. This thesis aims to contribute to euteustanding of negative

symptoms in the early phase of psychosis usingxaaninethods approach.

Participants in the EDEN study (n = 1006) weredetd up for 12 months
following acceptance into UK Early InterventionRsychosis services. Negative
symptom severity data were modelled using lateagscgrowth analysis, allowing
latent classes comprising individuals with simpatterns of change in negative
symptoms severity over time to be identified. Petais of latent class membership
were ascertained and the relationship between ivegatmptom trajectories and
concurrent social recovery explored. Subsequetdpscripts of qualitative
interviews conducted with a subsample (n = 24hefdohort were analysed
thematically. Comparisons were made between theuats of members of the
identified latent classes. Experiences and peraomdgrstandings of negative
symptoms, psychosis, treatment and recovery wegg®ed, providing insights into
potential mechanisms underlying negative symptamastiaeir relationship with

social recovery.

The quantitative and qualitative findings were gntded and interpreted in relation
to existing research and theory. Together theyiméal the development of a
conceptual model of negative symptoms and theatiogiship with poor social
recovery following first-episode psychosis. The miagliggests that active
psychological processes may be important to negagmptoms and their
contribution to poor social recovery. It is proptskat offering tailored
psychosocial interventions at the earliest stagéisafrder — after the onset of non-
specific negative symptoms but before the emergehadenuated positive

symptoms — may be warranted to improve outcoméswolg psychosis onset.
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Chapter One — Background

1.1. GENERAL OVERVIEW

Negative symptoms are a common and disabling featischizophrenia and other
psychotic disorders which often go untreated (Katkick, Fenton, Carpenter, &
Marder, 2006) despite being a treatment prioritysirvice-users (Sterk, Winter van
Rossum, Muis, & de Haan, 2013). Negative symptormsharacterised by
reductions in functioning in five key domains: egggion, speech, motivation,
pleasurable emotions and social interest. Theseitdedre referred to in the
literature as affective blunting, alogia, avoliti@anhedonia and asociality

respectively.

The research described in this thesis concerndimegymptoms as they manifest
during the first psychotic episode and its afteimalegative symptoms were
previously considered residual symptoms of chreolizophrenia (Pfohl &
Winokur, 1982; J. S. Strauss, Carpenter, & Barllay4) and the majority of early
negative symptoms research focused on this popual@tlontague, Tantam, Newby,
Thomas, & Ring, 1989). However, it is now cleartthegative symptoms are not
specific to those who meet diagnostic criteriasichizophrenia, nor to chronic
presentations. Negative symptoms are observedsattrespectrum of functional
psychotic disorders (Lyne et al., 2012; Macmillamle 2007) and typically emerge
early in the course of psychosis, often duringpgreelromal phase (Hafner, Loffler,
Maurer, Hambrecht, & an der Heiden, 1999; Yung &3dcry, 1996).

This thesis will advocate a biopsychosocial appndaaunderstanding negative
symptoms. The literature on negative symptoms éraded to prioritise biological
explanations (Tarrier, 2006), with much researdbretiedicated to identifying
biological correlates of negative symptomatologyli, Fone, Steckler, & Horan,
2014). Correspondingly, treatment research infteid has largely focused on
identifying pharmacological agents capable of aonating negative symptoms
(Davis, Horan, & Marder, 2014; Marder, Daniel, A{piAwad, & Keefe, 2011).
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Unfortunately, this approach has been slow to yietuilts; the mechanisms
underlying negative symptoms remain poorly undedtand effective
pharmacological treatments for negative symptome Ipaoved elusive (Erhart,
Marder, & Carpenter, 2006; Foussias, Siddiqui, &kay Agid, & Remington, 2015).

A growing body of evidence suggests a role for psyagical and social factors in
the maintenance of negative symptoms, sparkingdstén the use of psychosocial
interventions to treat negative symptoms (Kern,n@JyHoran, & Marder, 2009).
Early research suggested that cognitive behavioheahpy for psychosis may be an
effective treatment for negative symptoms (Wykesek Everitt, & Tarrier, 2008).
However, a recent meta-analysis found that morenteeethodologically rigorous
research does not support this conclusion (Velttadral., 2015). Interventions
specifically designed to target the psychologicaderpinnings of negative
symptoms are likely to be required in order to adeely treat these debilitating
symptoms. Improved understanding of the psychoktaztors relevant to negative
symptoms will be important in facilitating the désgment of interventions capable
of meeting this aim. This thesis aspires to contalio such improvements in

understanding.

This opening chapter aims to situate the rese&atfollows within the wider
literature. The chapter begins by defining psychasid schizophrenia. Next, an
overview of the history of negative symptoms isyidled and contemporary
definitions and measurement of negative symptomsliscussed. Existing
theoretical models of negative symptoms are thelned and currently available
treatment options reviewed. Next, the rationalestanly intervention in psychosis is
set out and an argument for the importance of fogusn negative symptoms within
the context of early psychosis presented. Fintlly rationale for the current
research is summarised and the overarching resdasign and structure of the

thesis are outlined.
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1.2. PSYCHOSIS AND SCHIZOPHRENIA

Experiences sometimes thought of as indicativesg€iposis include seeing, hearing,
smelling, tasting or feeling things that other geago not, believing things that
others find strange, and speaking in ways thatrsttied hard to follow (The British
Psychological Society, 2014). Many of those whoehthese kinds of experiences
are not distressed by them and never come int@cowith mental health services
(Johns et al., 2014, Peters, Day, Mckenna, & Orpba889). However, where these
experiences are distressing or impact significamtiyunctioning, those experiencing
them may seek professional help, or others may iseektheir behalf. When
individuals come into contact with mental healthvgmes, these experiences may
come to be thought of as symptoms of a disordetemmaded ‘hallucinations’,
‘delusions’ and ‘thought disorder’ respectively.lldainations, delusions and

thought disorder comprise the category of ‘psyahsymptoms’.

Psychotic symptoms are not specific to any onergiafic category but occur across
a range of psychiatric disorders (as well as maggmc disorders (Cummings,
1985)). They are characteristic features of thézegrenia-spectrum diagnoses
including schizophrenia, schizoaffective, schizatygnd delusional disorders
(World Health Organisation, 1992), and also feainrthe diagnostic criteria for
non-schizophrenia spectrum disorders including laipdisorder and unipolar
depression (ibid.). Schizophrenia is the most compwychotic disorder, estimated
to effect more than 21 million people worldwide (idoHealth Organisation, 2016).
As such, it is often considered prototypical ofgsstic disorders (Barnhill et al.,
2014; Freudenreich, 2016).

The most recent fifth edition of tH&agnostic and Statistical Manual of Mental
Disorders(DSM-5; American Psychiatric Association, 2013)diive symptom
domains characteristic of schizophrenia: (1) dels; (2) hallucinations, (3)
disorganised speech, (4) grossly disorganisedtatarac behaviour, and (5)
negative symptoms. Negative symptoms are definddmtihe DSM-5 as
‘diminished emotional expression’ (understood tworporate blunted affect and

alogia) and ‘avolition’ (understood to encompas®twation, asociality and
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anhedonia) (Millan et al., 2014). In order to mederia for schizophrenia, an
individual must present with symptoms from at léa&t of the five domains, at least
one of which should be (1), (2) or (3). Thus theMdS considers negative
symptoms to be neither necessary nor sufficienafdiagnosis of schizophrenia.
However, the emphasis placed on negative symptorieidiagnosis of
schizophrenia has varied considerably over timeraageg to prevailing views of the

nature of the disorder (Tandon et al., 2013).

1.3. NEGATIVE SYMPTOMS: A BRIEF HISTORY

1.3.1. Negative Symptoms and Schizophrenia

Deficits in line with those now classified as negatsymptoms have been
considered important features of schizophreniaesihe earliest descriptions of the
disorder. Kraepelin, in his description of dememptiaecox (1971/1919), describes
weakening of ‘the main springs of volition’ resalgiin ‘emotional dullness, failure
of mental activities, loss of mastery over volitiaf endeavour, and of ability for
independent action’ as the core of the disordec,(Z895). Similarly, Bleuler
(1950/1911) considered ambivalence, abnormalifiedfect, and disturbance of
volition to be among the fundamental symptoms -s¢hgresent in every case and
during every period of illness — of the ‘group oh&ophrenias’ (Heckers, 2011).
This early emphasis on negative symptoms withircidgsons of schizophrenia is
reflected in the first two versions of the DSM winiglaced substantial emphasis on

negative symptoms in the diagnosis of schizophréraadon et al., 2013).

The DSM-1 (American Psychiatric Association, 198&2jed nine subtypes of
schizophrenia, the first of which was describebeiag characterised by “reduction
in external attachments and interests and by inmmveent of human relationships
... usually accompanied by apathy and indifferendednely by conspicuous
delusions or hallucinations” (p. 26). This ‘simp&ibtype of schizophrenia,
characterised predominantly by what would comeet@riown as negative

symptoms, was removed in DSM-III, reintroduced @ND-1V, and removed again
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in DSM-5 (Fortea et al., 2016). The diagnosis ohfde schizophrenia’ is retained
in the most recerinhternational Classification of Diseas@€<D-10; World Health
Organisation, 1992), thus preserving the possyatitmaking a diagnosis of
schizophrenia on the basis of negative symptomeealdowever, simple
schizophrenia is an extremely uncommon diagnoss &here it continues to be
employed (Fortea et al., 2016; Serra-Mestres €2@00); negative symptoms are
rarely identified clinically in those who have radso presented with psychotic
symptoms.

The term ‘negative symptoms’ has its origins innoagy (Pearce, 2004). Early
epilepsy researchers drew a contrast between symspto/olving a loss of normal
functioning (such as paralysis and loss of sensgtwhich they termed ‘negative’,
and symptoms involving an excess of functioninglisas abnormal movements and
hallucinations), which they termed ‘positive’. Contersial psychiatrist
Snezhnevsky (1904 —1987) was the first to apply tdniminology to the symptoms

of schizophrenia (Malaspina et al., 2014). Negasimptoms were a decisive
feature of Snezhnevsky’s ‘sluggish schizophreniagdosis, since discredited due to
its role in the wrongful detention of political didents during the Soviet era
(Smulevich, 1989).

Snezhnevsky'’s typology of schizophrenia symptoms eeveloped and refined by
Strauss et al. (1974) who delineated three symptasses: ‘positive symptoms’,
‘negative symptoms’ and ‘disorders of personaltr@fships’. They defined positive
symptoms as ‘disorders of content of thought arrdgpeion, certain types of form
of thought (e.qg., distractibility) and certain betoars (e.g., catatonic motor
disorders)’. Negative symptoms were defined asntohg of affect, apathy, and
certain kinds of formal thought disorder, such la€king'. Disorders of personal
relationships were described by Strauss et alkias@Meehl’s (1962) concept of
‘interpersonal aversiveness’, encompassing soeal| flistrust and expectation of

rejection.
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Strauss et al. (1974) suggested that these symgtmters might reflect distinct
pathological processes within the schizophrenialsyme. This suggestion was
enthusiastically embraced by researchers attemfaiegplain marked heterogeneity
in the clinical presentation, course and outcomscbfzophrenia. Crow (1980; 1985)
proposed that schizophrenia could be divided wdistinct syndromes: ‘Type I
schizophrenia, characterised by a predominancesfipe symptoms and an acute
course, and ‘Type II’ schizophrenia, characterisg@ predominance of negative
symptoms and a chronic course. He suggested tlpet Tschizophrenia might have
a neurochemical origin responsive to antipsychwoiclication whereas Type I
schizophrenia was more likely to be the resulttafctural brain changes and

therefore invulnerable to pharmacological interi@ms.

Also concerned with delineating distinct subtypésahizophrenia, and noting
negative symptoms’ lack of specificity, CarpenteK&kpatrick (1988) introduced a
distinction between ‘primary’ and ‘secondary’ negatsymptoms. Primary negative
symptoms are defined as those negative symptommrsiey directly from the
neurobiological pathology presumed to underlie zmbinrenia. Secondary negative
symptoms are those negative symptoms that canpaiead by other aspects of the
disorder, for instance responses to positive symptaepression, medication or
environmental under-stimulation. Drawing on thistidiction, Carpenter et al. (1988)
suggested a subtype of schizophrenia charactdrsdte presence of negative
symptoms that are both primary and enduring (ptefeemt least 12 consecutive
months) which they designated the ‘deficit syndroribey have argued that the
deficit syndrome may represent a separate ‘dised@si@h the schizophrenia

syndrome (Kirkpatrick, Buchanan, Ross, & Carperzé01).

Following the 1980s ‘renaissance’ of interest igateze symptoms (Andreasen,
1982), negative symptoms research has grown caabiggFigure 1.1). Much of
this research has been stimulated by the assatia¢ioveen negative symptoms and
a range of adverse outcomes (Stahl & Buckley, 20@dye recently, recognition of
the failure of the new generation of atypical asyighotics to offer appreciable

benefits for negative symptoms (Murphy, Chung, P&rkMcGorry, 2006) has led to
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a renewed focus on negative symptoms as a therapauget (Erhart et al., 2006;
Kirkpatrick et al., 2006).

1000
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1988 |
1989 |
1990
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1983
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Figure 1.1. ‘Citations per year using the terms fJagive symptoms” and
“schizophrenia” reproduced from Cohen, Mitchell, ®vevag (2014).

1.3.2. Negative Symptoms Beyond Schizophrenia

While the negative symptom construct was initialgveloped in the context of the
study of schizophrenia, its trans-diagnostic rabeeahas become increasingly
recognised (Foussias, Agid, Fervaha, & Remingt0t42 The occurrence of
negative symptoms in affective psychoses has lessnwidely studied than in
schizophrenia-spectrum disorders and some haveosagmegative symptoms to be
specific to non-affective psychoses (Montague ¢t1889; Reddy, Mukherjee, &
Schnur, 1992). However, more recent evidence stgtest negative symptoms do
occur in individuals diagnosed with affective psgsés but less commonly than in
those diagnosed with non-affective psychoses (letrad., 2012). Further, negative
symptoms have been found to be a feature of clidigaression (Gerbaldo et al.,
1995) as well as neurological disorders such asifsam’s disease, Alzheimer’s
disease, Huntingdon’s disease, frontal-lobe dera@mtd traumatic brain injury
(Foussias et al., 2014; Winograd-Gurvich, Fitzgér@eorgiou-Karistianis,
Bradshaw, & White, 2006), and are observed in yquewple at high risk of
psychosis (Azar et al., 2016; Yung et al., 2005).
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1.4. DEFINING AND MEASURING NEGATIVE SYMPTOMS

1.4.1. Clinical Rating Scales for Negative Symptomeasurement

The scientific measurement of negative symptomsneented with the publication
of the Brief Psychiatric Rating Scale (BPRS; OvefaGorham, 1962). The BPRS
includes just two negative symptom items: ‘emotlamighdrawal’ and ‘blunted
affect’. This was followed in the 1980s by the depenent of a number of
instruments measuring negative symptoms more byo@dithese, the Scale for the
Assessment of Negative Symptoms (SANS; Andrea€i8®)land the negative
subscale of the Positive and Negative SyndromeeIP#ANSS; Kay, Fiszbein, &
Opler, 1987) have proved most popular and endyhayder & Kirkpatrick, 2014).
Both measures require the researcher to rate aspiettte participant’s behaviour on
a series of anchored severity scales using infeomatbtained via a clinical

interview and reports of caregivers and/or family.

Whilst there is significant overlap in the contefhthese older rating scales, there is
also some divergence. Fenton & McGlashan (1992)pened the content of eight
published negative symptom rating scales and febadonly blunted affect was
included by all instruments. In an attempt to ceuthis lack of consistency,
participants in the National Institute of Mentalditd's Consensus Development
Conference on Negative Symptoms published a consestatement (Kirkpatrick et
al., 2006) stating that they considered bluntedcffalogia, avolition, asociality and
anhedonia to fall within the domain of the negasyeptom construct. This

definition of negative symptoms has been widely eroed.

The authors of the consensus statement recommémelede of the SANS and
PANSS to measure negative symptoms (ibid.). Howekiey also recognised the
limitations of these measures, including the indo®of items not considered to
belong to the negative symptom construct (such@setrelated to cognitive
impairments and disorganisation) and the reliamcbahavioural observations to

measure ostensibly experiential phenomena suchheslania. As such, the
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consensus statement advocated the developmenpaodved instruments to measure

negative symptoms. Since this call, three newddihiating scales have been

developed: the Clinical Assessment Interview fogatere Symptoms (CAINS;

Kring, Gur, Blanchard, Horan, & Reise, 2013), theeBNegative Symptom Scale
(BNSS; G. P. Strauss et al., 2012), and the Moftecdive-Social Scale (MASS;
Trémeau et al., 2008). The content of the SANS, BENCAINS, BNSS and MASS

are summarised alongside each other for compainsdable 1.1.

Table 1.1. Content of first- and second-generatiamcal rating scales for the
assessment of negative symptoms.

SANS PANSS CAINS BNSS MASS
(Negative subscale)
Affective Blunted affect Expression: Blunted affect Spontaneous
flattening Facial and smiles
gestures
Coverbal hand
gestures
Alogia Poor rapport Expression: Alogia Number of
Vocal prosody guestions asked
Lack of spontaneity/ and speech by interviewer
flow of conversation
Reported verbal
interaction
Avolition- Emotional withdrawal = Motivation/ Avolition Grooming/
Apathy pleasure: hygiene
recreation,
vocational
Anhedonia- Passive social Motivation/ Anhedonia Participation in
Asociality withdrawal pleasure: groups/
social Asociality activities
Attentional Difficulty in abstract Distress
impairment thinking

Stereotyped thinking

SANS = Scale for the Assessment of Negative Symptoms; PANSS = Positive and Negative
Syndrome Scale; CAINS = Clinical Assessment Interview for Negative Symptoms; BNSS = Brief
Negative Symptom Scale; MASS = Motor-Affective-Social Scale

28




The second-generation clinical rating scales imgrawv older scales by including
only item content in line with modern conceptioisiegative symptoms, omitting
items measuring attentional impairments, cognitiNvculties or disorganisation.
Additionally, the CAINS and BNSS seek patient répaf reductions in pleasure,
sociability and motivation, thus relying less héawn behavioural observation to
gauge the degree of experiential deficits. Convwerdee MASS focuses solely on
observable behaviour, operationalising avolitiod agociality as staff reports of
grooming and hygiene and participation in actigitithe MASS’s authors exclude
anhedonia from the negative symptoms domain ogritnends that, in laboratory
conditions, individuals diagnosed with schizophagmave been found to report as
much pleasure in response to pleasurable stimteakhy controls. The CAINS
and BNSS account for these findings by distingmgHhietween consummatory and

anticipatory pleasure (see section 1.5.2 for dsoasof this distinction).

The MASS'’s reduction of negative symptoms to carbshaviours was motivated
by the authors’ desire to create an objective gatiethod uncontaminated by the
rater’s subjective global impression. The excellatdr-rater reliability achieved
(item level intra-class correlations (ICCs) randredan 0.87 to 1 (Trémeau et al.,
2008)) would suggest that the authors’ effortsrotisubjectivity were successful.
The inter-rater reliability of the MASS comparesdarably to other measures of
negative symptoms, including the PANSS negativescaile (ICC = 0.80; Peralta &
Cuesta, 1994), SANS (ICC = 0.84; Andreasen, 198&)@AINS (ICCs = 0.67-0.94;
Kring et al., 2013). However, the construct validhf the MASS is questionable;
reduced participation in activity groups could eefl many factors other than
asociality, and avolition could manifest in a vayrief behavioural changes in
addition to reduced grooming and hygiene. Thusetiea trade-off to be made
between greater objectivity (and thus reliabilay)d better construct validity.
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1.4.2. Other Paradigms for Negative Symptom Measuneent

In addition to the new clinical rating instrumefas negative symptoms, a number
of objective laboratory measures are emerging. @b paradigms offer a number
of potential benefits over clinical assessmentduing limiting the problems of
inter-rater reliability, rater-drift, and floor arailing effects that often affect clinical
rating scales (Foussias et al., 2015). Laborat@ggsures of blunted affect and
alogia include video-based automated analysisadifaxpressiveness and
expressive movements, as well as acoustic analf/ie rate of speech and vocal
prosody (Cohen & Elvevag, 2015; Cohen, Alpert, i#nDinzeo, & Docherty,
2008; Gard, Kring, Gard, Horan, & Green, 2007). drabory measures of anhedonia
and avolition include tests of emotional experieimceesponse to stimuli and
computer-based measurements of task effort anekefimst computations (Horan et
al., 2015). These new paradigms are still in thityesdages of development and their
external validity remains unclear. Nonetheless tiepyesent promising future
opportunities for more nuanced investigations efliehavioural and motivational

constituents of negative symptoms.

There have also been recent efforts to developrgptirt measures of negative
symptoms. The Motivation and Pleasure Scale SgibR€MPS-SR; Llerena et al.,
2013) is a self-report version of the CAINS develdor use as a screening tool
where circumstances preclude the administratianainical interview. The initial
intention of the MPS-SR’s authors was to assedb@dle negative symptoms
covered by the CAINS, however the poor convergadtdiscriminant validity of the
items assessing blunted affect and alogia ledetio tamoval from the final version
of the measure (Park et al., 2012). Another sgbremeasure, the Self-Evaluation
of Negative Symptoms (SNS; Dollfus, Mach, & Morel&D16) provides a more
complete assessment of negative symptoms, withsisessessing affective blunting
and alogia in addition to avolition, anhedonia asdciality. The item content of the
SNS was developed from descriptions of the expeei@f negative symptoms given
by individuals diagnosed with schizophrenia durfimgus groups. The aim was not

to design a measure that could serve as a proxgbkerver-rated measures, but to
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encourage the service-user’s perspective on tlegiative symptoms to be

considered a valuable outcome in itself.

Mirroring the poor convergent validity of the iterssessing blunted affect and
alogia removed from the MPS-SR, SNS items assessinagional range were found
not to correlate significantly with correspondirignical rating scale items. The
authors explain this discrepancy by noting thattvidnéeing assessed via observer
ratings of blunted affect and alogia — limited eegwivity — is distinct from the
emotional experience of the participant. The on& &Bim that did correlate with
observer-rated blunted affect (“It is difficult fpeople to know how | feel”),
suggests that individuals with schizophrenia ate tbaccurately report reductions

in their emotional expression when these are iregubout explicitly.

1.4.3. Negative Symptoms: Unitary or Multidimensiomal Construct?

Negative symptoms have most often been treateduagay construct by
researchers, justified by their having consisteatherged as a single factor in
studies of schizophrenia symptomatology (Blanclaf@ohen, 2006). However,
there is an emerging consensus that they may ber lobiracterised as a
multidimensional construct, comprising at least separable factors (Messinger et
al., 2011). A review of factor analytic studiestloé SANS found the most
commonly identified factor structure to comprisedactor indicated by blunted
affect and alogia, and another by apathy, avoljtamociality and anhedonia
(Blanchard & Cohen, 2006). These two factors haenlreferred to as ‘diminished
expression’ and ‘withdrawal’ (or sometimes ‘dimimesl experience’, ‘diminished
motivation’, ‘apathy’ or ‘social amotivation’ depdimg on how this second factor is
conceptualised). Studies using other negative sympheasures, including the
PANSS (Liemburg et al., 2013), CAINS (Kring et &013) and BNSS (G. P.
Strauss et al., 2013a), have also arrived atwuosfactor structure (though see
Garcia-Portilla et al., 2015).
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Strauss et al. (2013b) studied the clinical prestents of individuals given a
diagnosis of schizophrenia and identified two sobgs of patients with distinct
negative symptom profiles. One subgroup presentddsymptoms predominantly
from the diminished expression domain, another wrgdominantly motivational
deficits. The two groups differed significantly oreasures of functioning,
premorbid adjustment, clinical course, deficitsatial cognition, sex and ethnicity.
Such findings have led some to suggest that thesswbdomains of negative
symptoms may have distinct aetiologies (Foussi&e&ington, 2010) and thus

may respond to different treatments (Foussias.€2@15).

1.5. MODELS OF NEGATIVE SYMPTOMS

Researchers have proposed a number of theoretam#lmof negative symptoms in
a bid to explain the nature and causes of thesegohena. These models can be
grouped into three broad categories: neurodevelofahaeurocognitive and
cognitive. This section will outline key modelsra#gative symptoms from each of
these categories and the evidence in support of.the

1.5.1. Neurodevelopmental Models of Negative Sympts

Neurodevelopmental models of negative symptomsgs®phat these symptoms are
a direct manifestation of the neuropathology atcre of schizophrenia. Whilst this
theory was implicit in the earliest accounts ofisophrenia, it was first clearly
articulated by Crow in his writings on the distioct between Type | and Type I
schizophrenia (1980; 1985). Crow hypothesisedribgative symptoms are the
result of irreversible structural brain changessealby an unknown pathological
process. This theory was a response to early esdehan association between
negative symptoms and increased ventricle sizaelsas negative symptoms’ lack
of response to anti-psychotic medications. Subsgqueuroimaging studies have
uncovered associations between negative symptocthalarormalities in grey and
white matter volumes in several regions includimg prefrontal cortex, thalamus,

precentral cortex and inferior parietal gyrus (Asatral., 2014). Furthermore, there
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is some evidence implicating dysfunctional neunauitry in negative symptom
maintenance — most consistently frontotemporalfestttocorticostriatal circuits
(Millan et al., 2014).

Cornblatt et al. (Cornblatt et al., 2003; Lencz,itBpAuther, Correll, & Cornblatt,
2004) proposed that negative symptoms are thetrelsuhderlying brain
abnormalities with a significant genetic compon@ethaps contributed to by early
insults such as viral infection or environmentaing. They suggest that, prior to the
onset of psychosis, this underlying neuropathologyifests as negative-like
symptoms and other non-specific behavioural distacks. In the absence of a
trigger that causes positive symptoms to emergsgetinon-specific disturbances
might come to be viewed as symptoms of schizotygmdizoid or avoidant
personality disorders. In cases where positive sgmgp are triggered, schizophrenia
is fully expressed and the disturbances stemmirggtly from the underlying
neuropathology manifest as negative symptoms. aitisin this model, negative
symptoms represent a direct manifestation of tbigical vulnerability to
schizophrenia. This biological vulnerability is pased to be the primary cause of

the social disability associated with psychosis.

Cornblatt et al.’'s model is supported by evideinzd hegative symptoms often
emerge before the onset of even attenuated positimptoms (Manuel Cuesta,
Peralta, Gil, & Artamendi, 2007; Hafner et al., 29Yung & McGorry, 1996), and
that those diagnosed with schizophrenia often mitria for schizotypal, schizoid
and avoidant personality disorder before the ooftte disorder (Solano & De
Chévez, 2000). Further, structural brain abnormealiire evident early in the course
of psychosis (Steen, Mull, Mcclure, Hamer, & Liefn@n, 2006) and have been
found to predate the onset of positive psychotio@pms in longitudinal studies of
high-risk individuals (Pantelis et al., 2003).

Evidence of structural brain abnormalities at #asly stage of disorder, before
prolonged exposure to psychiatric medicationslaarty better evidence that these

abnormalities may have a role in symptom expressian similar evidence obtained
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in those with chronic psychosis. However, it remrsainclear whether such brain
abnormalities cause negative symptoms. Given thgative symptoms typically
emerge before positive symptoms, it remains passitat these brain changes are a
consequence of negative symptoms. A further pddgils that both negative
symptoms and their associated brain abnormaliteggiphenomena of a currently

unknown process.

The contention that it is an underlying vulnerapito psychosis that is the primary
cause of the social disability associated witls gupported by evidence that negative
symptoms predict poor longer-term functional outesrm those at high risk of
psychosis, whether or not they go on to develojtigessymptoms (Lin et al.,

2011). However, the claim that this vulnerabilgynieurobiological in nature is in
need of verification. It is possible that the vuhdality to psychosis giving rise to
negative symptoms and their associated adversermetcis conferred by
psychosocial factors rather than neurobiology.

1.5.2. Neurocognitive Models of Negative Symptoms

Neurocognitive models suggest that negative symgpiam the result of cognitive
impairments in specific domains. A number of thetsrhave suggested that
impairments in the cognitive mechanisms that undegpal-directed behaviour may
be at the core of negative symptomatology. Foaims#, Frith (Frith, 1987; Frith &
Done, 1988) proposed that individuals who presetit megative symptoms retain
the capacity for stimulus driven actions perfornredesponse to changes in the
environment but have reduced capacity for spontaewilled’ actions intended to
bring about particular goals. He hypothesisedwialke theintentionto act is present
in those with negative symptoms, the translatiothsf intention into action is

disrupted due to faulty neural circuitry linkingetbrefrontal cortex and striatum.

Research investigating the neural substrates @ltrivegsymptoms lends some
support to this theory; the frontotemporal and fooorticostriatal circuits, the neural

circuits most consistently linked to negative syomps$, are thought to play important
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roles in the planning and organisation of goalaid behaviours (Millan et al.,
2014). Further, research carried out by Velligaal 2008, 2009) suggests that
external cues can be successfully employed to proxdpviduals with negative
symptoms to initiate and complete behaviours thaitld/not otherwise have been
carried out. This supports the contention that spwous but not stimulus-driven

actions are disrupted in those diagnosed with sghiznia.

Barch & Dowd (2010) developed Firth’s theory by gesting that negative
symptoms are the result of difficulties using in@rrepresentations of emotional
experiences, anticipated rewards and future goajsiile behaviour. Their model
draws on the affective neuroscience literaturengigg the neural basis of the
processes involved in converting internal represtétis to behaviour. These
processes include ‘liking’ (hedonics), ‘wantingéyard prediction), cost-benefit
analysis (the ability to represent the value ofdbcome, compute the effort
involved in achieving the outcome, and weigh the &gainst each other), and

generating and executing a plan appropriate toceaelthe intended outcome.

Barch & Dowd noted that those with negative symalo not seem to have any
difficulty ‘liking’ since the hedonic responsestbbse with negative symptoms are
comparable to those of controls when measuredioriddory conditions (Gard et al.,
2007; Kring & Moran, 2008; Trémeau, Antonius, Ngl8utler, & Javitt, 2014).
However, there is evidence that individuals witbrpinent negative symptoms may
have impaired reward anticipation, since they mrefditure life events will be less
pleasurable in comparison to healthy controls desiding them just as rewarding
when they occur (Dowd & Barch, 2012; Gard et @002). This has been
conceptualised as anhedonia in schizophrenia cemgra deficit imanticipatory
pleasure (pleasure related to the anticipatiomiiré events) but nabnsummatory

pleasure (pleasure when engaged in an enjoyallgt\gct

Impairment in reward anticipation may confer deé§ich ‘wanting’, impacting the
outcome of cost-benefit analyses. If an individi@aés not believe that performing
an action will be rewarding then they are unlikilydeem even limited effort to be
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worthwhile in achieving it. However, there is almerging evidence that negative
symptoms may be associated with abnormalitieserasessment of the cost of
engaging in the actions necessary to obtain a teagaoutcome. Gold et al. (2013)
found that whilst those with elevated negative stoms were willing to make more
effort for a higher value monetary reward, theyevesss likely than healthy controls
to exert more effort when offered a 100% chanceewhrd than when offered a 50%
chance of receiving the same reward. The authgrethgsise that this unexpected
finding might be explained by a higher chance ofar increasing the salience of
the effort required to achieve it in those withthlgvels of negative symptoms. As a
result of this increased salience, the perceivagtakequired might neutralise the

value attributed to an increased chance of reward.

Whilst Bard & Doward limit their model to the withalval subdomain of negative
symptoms, Foussias & Remington (2010) suggesirti@dirment in the translation
of internal representations into action may alsatode core of affective blunting
and alogia. Foussias & Remington propose thateglative symptoms, including
those within the diminished expression domain pdrenotypic manifestations of a
pervasive reduction in appetitive drive. Howeveaytrhann et al. (2015) found that
greater propensity to choose not to engage in gingbut effortful behaviour was
associated with the withdrawal subdomain of negagiumptoms, but not with
diminished expression. This suggests that the egrotive underpinnings of

diminished expression may not be identical to trafseithdrawal.

Indications of the possible neurocognitive undempigs of diminished expression
are provided by research demonstrating that indalglgiven a diagnosis of
schizophrenia show deficits in the affective andrstive capacities involved in
empathy. Derntl et al. (2009) found that, relatwdealthy controls, individuals
meeting diagnostic criteria for schizophrenia sh®ficits in emotion recognition,
emotional perspective taking and affective resparsss. Contrary to the authors’
expectations, those presenting with predominanatinegsymptoms were less
impaired in these domains than those with predomtipasitive symptoms. This
finding might prompt the hypothesis that negatiymgtoms function as a
mechanism for coping with intense affective statetose experiencing
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schizophrenia accompanied by intact affective respeness. However, the very
small numbers in the subgroups compared (n = h#osubgroup with predominant
negative symptoms) prevent firm conclusions fronmépelrawn. In a subsequent
study exploring the neural correlates of empatHicidg in schizophrenia (Derntl et
al., 2012), decreased amygdala activation was feacdrrelate with negative
symptom severity. Thus, it remains possible théitdgin emotion processing may

be relevant to understanding affective blunting/andlogia.

1.5.3. Cognitive Models of Negative Symptoms

Cognitive models of psychopathology posit that, Isthiiological and social factors
may create vulnerability to psychopathology, llysfunctional beliefs and
appraisals that are its most proximal causes. @ggmodels of positive symptoms
have received a good deal of research attentiomandow supported by a
substantial evidence-base (Garety & Freeman, 2da8;son, Cohen, & Berry,
2010). Cognitive models of negative symptoms orother hand, have been
developed only relatively recently and are thupsuged by a less comprehensive

(though growing) evidence-base.

Whilst formal cognitive models of negative symptoans a relatively recent
development, the idea that beliefs and appraisaistme relevant to understanding
negative symptoms is not new. Bleuler (1950/19143 the first to suggest that
presentations that might today be described astinegaymptoms may represent the
individual's attempts to defend themselves againgearable levels of stress
(Kingdon & Turkington, 2005). This idea was deveddfby Strauss et al. (1989)

who proposed that negative symptoms often refletbtecoping in difficult
psychological and social circumstances, the preatisiee core of all subsequent
cognitive models. Strauss et al. suggest that negggmptoms can helpfully be

seen as understandable, and in some circumstaedespp even adaptive, responses

to the experience of psychosis (Table 1.2).
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Table 1.2. Psychological factors proposed by Ssaisal. (1989) to contribute to

negative symptoms.

Psychological Contributor  Description

Fear of relapse

An individual whose positive symptoms are exacerbated in
stimulating environments may stop participating in valued
activities to protect themselves from the pain of relapse.

Loss of hope and self
esteem

A person who suffers from repeated psychotic episodes and
experiences social and occupational decline may simply give
up on life due to loss of hope and positive self-image.

Possibility of
impulsive/bizarre
behaviour

Apathy and withdrawal may serve to protect against public
displays of bizarre or impulsive behaviour that might prove
socially or personally destructive.

Problems finding a new
identity

A person for whom being unwell has become central to their
identity may withdraw due to difficulty establishing an
identity distinct from their psychosis.

Guilt for past dysfunction

An individual who has experienced psychosis might feel guilt
for their behaviour whilst unwell. This guilt may lead to
withdrawal and demotivation.

Threat of
complex/stressful social
situations

Social and occupational situations are extremely stressful for
some who have experienced psychosis. Negative symptoms
might serve to reduce the threat of entering such stressful
situations.

Helplessness due to
overwhelming barriers to
success

For some, barriers to improvement may seem
insurmountable. Giving up in such circumstance might be
adaptive in so far as it allows the individual to recruit help
from others.

1.5.3.1. Kingdon & Turkington’s Cognitive Model dfegative Symptoms (Kingdon

& Turkington, 1994, 2005)

Drawing on the ideas of Strauss et al. (1989), Homg& Turkington developed an

early cognitive model of negative symptoms. The eledggests that active

attempts to cope with the stress imposed by alteeeckeptions, cognitive deficits,

impaired identity and the expectations of othery b@at the core of negative

symptomatology. It is proposed that reductionsxpressivity might reflect

demoralisation and hopelessness, that avolitioftmé&flect a reaction to

overwhelming pressure and repeated failure, antdsth@al withdrawal might be a

mechanism for decreasing stress by reducing owarkttion. Kingdon &

Turkington emphasise the protective nature of negatymptoms, stressing the

importance of convalescence in the psychologicalitig process. They note that
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healthy individuals often respond to unpleasariirfge, concentration difficulties,
etc. by taking a break or switching to anothenatgti In contrast, those with
schizophrenia are often encouraged to stubbornsepere with tasks despite
frustration and setbacks. They suggest that nowvally sufficient time for
recuperation following a psychotic episode may @mglnegative symptoms by

increasing the perception of failure.

On the basis of this model, they encourage clingiaorking with people with
negative symptoms to sanction avoidance and sét g@dl below an individual’s
capability. While the model has not been the sulgédirect empirical verification,
trials of cognitive behavioural therapy based @atiment manuals incorporating
Kingdon & Turkington’s cognitive model of negatisgmptoms have been
completed. These found significant effects on negatymptoms at both one year
(Turkington et al., 2006; Turkington, Kingdon, & fher, 2002) and five year
follow-ups (Sensky et al., 2000; Turkington et 2D08). However, since these trials
were not accompanied by process evaluation, ibigassible to establish which
components of these complex interventions ledeadauctions in negative
symptoms observed. As such, caution must be exeraisinterpreting these results
as providing support for Kingdon & Turkington’s nmedebf negative symptoms.

1.5.3.2. Beck et al.’s Cognitive Model of Negatisgmptoms (Beck, Rector, Stolar,
& Grant, 2008; Beck & Rector, 2005; Rector, Beck,&tolar, 2005)

Beck et al.’s cognitive model takes its start fremdence of an association between
negative symptoms and cognitive deficits. Howeualike neurocognitive models
which propose that specific cognitive deficits aatiofor negative symptoms

directly, Beck et al.’s model asserts that neuradoge impairments are indirectly
associated with negative symptoms via their impacan individual's beliefs and
expectancies. According to the model, sufferingroeognitive impairments
increases the likelihood of discouraging life ex@eces such as academic and social
difficulties. These experiences of ‘failure’ resuita cognitive set characterised by
dysfunctional beliefs and negative expectanciessé&ltbeliefs and expectancies lead
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the person to disengage from other people anditesivn an attempt to avoid
further painful experiences. Thus, in common witheo cognitive models of
negative symptoms, Beck et al.’s model concepteslegative symptoms as
understandable but maladaptive attempts to cogeasliterse circumstances. The

model is depicted graphically in Figure 1.2.

Dysfunctional Beliefs and
Fa Negative Expectancies L

Discouraging life  / \ Sacial and
events . occupational
. avoidance

o

Neurocognitive

Negative Symptoms

L J

Impairments

Figure 1.2. Diagrammatic representation of Becllés cognitive model of
negative symptoms.

The dysfunctional beliefs and negative expectarttiesght to be particularly
relevant to the manifestation of negative symptorkide: defeatist performance
beliefs (over-generalised negative conclusions ath&usignificance of imperfect
performance), social distancing beliefs (negatiuaes towards social
affiliations), low expectancies for pleasure, acaape and success, and perception
of limited cognitive resources. The model suggdssthe relationship between
these beliefs and negative symptoms is bidirectjovigh negative symptoms

serving to reinforce the negative expectanciesqeeg to underlie them.

Empirical evidence for the relevance of dysfunaiorognitions to negative
symptoms is beginning to accumulate, with defegestormance beliefs having so
far received most research attention. The reldtipnisetween defeatist performance
beliefs and negative symptoms first received erogiisupport over a decade ago

and was found to be independent of depressionitiy®symptoms (Rector, 2004).
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At the time of writing, eleven further studies Haekn conducted investigating the
association between defeatist performance belredsnagative symptom severity.
Ten of these were included in a recent meta-area(@ampellone, Sanchez, &
Kring, 2016) assessing the strength of the relahgnbetween negative symptoms
and defeatist performance beliefs; the meta-arsmahgsiealed a small but significant
effect. Further, Grant & Beck (2009) demonstrateat tlefeatist performance beliefs
partially mediate the relationship between cogritimpairment and negative
symptoms, as predicted by the model.

However, Campellone et al.’s meta-analysis fourad ¢imly 5% of variance in
negative symptoms could be explained by varianakefeatist performance beliefs.
This would suggest that these beliefs play no niwee a small role in the
manifestation of negative symptoms. Since defepéigbrmance beliefs are only
one type of dysfunctional cognition hypothesisetiéaelevant to negative
symptoms, this finding does not present a majoliege to Beck et al.’s model.
Nonetheless, it does caution against seeking tesouplify the mechanisms

underlying negative symptoms.

Social distancing beliefs are another dysfuncti@oginition whose relevance to
negative symptoms has received empirical suppodiabdistancing beliefs
encompass negative attitudes towards social dihfia and a preference for solitary
occupations. These beliefs have been found to le otonmon among those with
schizophrenia than non-psychiatric controls (BlamdhMueser, & Bellack, 1998).
Further, a longitudinal study by Grant & Beck (2D#l@émonstrated that baseline
asocial beliefs, but not neurocognitive difficutier poor emotion perception,
predicted later social disengagement. The magnivfitias effect was greater than
that of the prediction of future attitudes to sbeilagagement from previous social
functioning, suggesting that asocial beliefs migjlaty a greater role in fostering

asocial behaviour than vice versa.

Paralleling findings of decreased expectationdedgure but intact hedonic
capacity, an experience sampling study by Oorsehak (2013) found evidence for
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greater asocial beliefs despite unaffected sogp¢mence in those with psychosis
compared to healthy controls. Participants wereast report their emotional
experience and behaviour at unpredictable timetp@icross six consecutive days.
All participants displayed comparable emotionapoeses to the company of others,
but those with psychosis (particularly those wiidjhier levels of negative

symptoms) were more likely to express that theyld/puefer to be alone when in
company, and to choose to spend time alone. Tiaéniy would suggest that
asociality in psychosis is not driven by reduceplacaty for enjoying the company of

others, but by asocial attitudes despite intacaciy for enjoyment.

Findings regarding hedonic capacity incorporatéd meurocognitive models can
also be interpreted as supporting Beck et al.’sehd&rguably, the deficit in
anticipatory pleasure in schizophrenia discusseddwyocognitive researchers is
better understood in terms of dysfunctional belie&n reduced cognitive capacity.
Strauss & Gold (2012) call attention to the faetttih is not just measures of
anticipatory pleasure but all measures of non-caifieeling, including retrospective,
hypothetical, and trait measures, that suggestetipleasure in individuals given a
diagnosis of schizophrenia. On the basis of thiesknigs, they argue that apparent
anhedonia in those with psychosis should be atetto dysfunctional beliefs about
the likelihood of obtaining pleasure and a consagteduction in pleasure-seeking
behaviour. Thus anhedonia in schizophrenia mighiditer understood as a
consequence of low expectations for pleasure thagfiait in the capacity for

pleasure, anticipatory or otherwise.

1.5.3.3. Staring et al.’s Cognitive Model of NegagiSymptoms (Staring, ter
Huurne, & van der Gaag, 2013)

Staring et al. developed an extension of the cognodel proposed by Beck et al.
within their cognitive behavioural therapy for néga symptoms treatment manual.

The model as depicted in Staring et al. (2013¢mwoduced in Figure 1.3.
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Impairment: Psychoses Primary interpretation:
Reduced l Negative expectations
cognitive _ Setbacks, _| about cognitive capacities, e.g. memory,

competencies internal and concentration, energy levels
Reduced extern.al loss- Negative expectations
behavioral > EXperiences > about agency, performance and

competencies (e.g. identity, social skills
Reduced capacities, N ) i
e 1.Jce > education, > egative .gxpectatllons
emotional work about the ability to enjoy and
competencies relationships) experience positive emotions

l

Secondary -
interpretation: Avoidance:

Negative self-image,

self-stigmatization,

expectation of social
exclusion

Withdrawal, less expression,
inactivity, defeatist attitude,
thought and emotion suppression

Figure 1.3. Staring et al.’s cognitive model of agge symptoms reproduced from
Staring, ter Huurne, & van der Gaag (2013).

The model preserves a central role for negativeegions but also grants an
important role for internalised stigma. Starin@ketsuggest that individuals with
experience of psychosis might be especially vubilerto internalising stigmatising
beliefs about mental ill-health as a result ofshthacks and losses that often
accompany the disorder. They argue that this sigifast might contribute to
expectations of discrimination and social exclusleading to demoralisation and
thus to the manifestation of negative symptomsdé&ivee cited for the inclusion of
stigma in the cognitive model of negative symptonctudes research demonstrating
that high levels of self-stigmatising beliefs imganction with good insight predict
demoralisation, hopelessness, low self-esteemamdjliality of life (Cavelti,
Kvrgic, Beck, Rusch, & Vauth, 2012; Lysaker, RoeY&nos, 2007; Staring, Van
der Gaag, Van den Berge, Duivenvoorden, & Muldé09. Further support for the
inclusion of self-stigma in the model is providgdabpath analysis demonstrating

that internalised stigma increases avoidant cogitijactive social avoidance via
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decreased hope and self-esteem in those diagnadesiohizophrenia-spectrum
disorders (Yanos, Roe, Markus, & Lysaker, 2008).

In addition, the range of discouraging experierggsthesised to give rise to
dysfunctional cognitions is extended within Stargt@l.’s model. Whilst Beck et al.
focus on the potential for social and occupatidagdires to negatively impact an
individual's cognitive set, Staring et al. suggestt loss of identity and lessening of
previous capabilities might also be relevant. Fentthe factors proposed to
contribute to discouraging experiences are expabdgdnd neurocognitive
impairments to include impairments in behaviourad amotional functioning. These
extensions of Beck et al.’s model, whilst intuitiveound, remain in need of

empirical verification.

1.6. TREATING NEGATIVE SYMPTOMS

1.6.1. Pharmacological Treatments

Antipsychotic medications remain the central pibathe treatment of psychosis and
schizophrenia (National Institute for Health ande&CBxcellence [NICE], 2014).
However, whilst antipsychotic medications are dffecin reducing positive
symptoms, they have proved relatively ineffectiveaducing negative symptoms
(Tandon, Nasrallah, & Keshavan, 2010). The intréidncof the second-generation
antipsychotics was accompanied by much anticipaifanbreakthrough in negative
symptom treatment (Fleischhacker, 1995). Howevailsithose marketing second-
generation drugs often claim that they bring abibatter negative symptom control
than conventional antipsychotics” (Sernyak & Rossht) 2007), they have not been
found to be consistently superior to first-gen@mtntipsychotics in this regard
(Leucht et al., 2009).

The modest improvements in negative symptoms samstbbserved in those
treated with antipsychotics are likely conferredyiy indirectly via their effect on

positive symptoms. Improvements in negative symgtdoring antipsychotic
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treatment tend to coincide with improvements inifpas symptoms (Tandon,
Ribeiro, DeQuardo, & Goldman, 1993), and studies tlave attempted to establish
a direct effect of antipsychotics on primary negasymptoms have produced
inclusive results (Murphy et al., 2006). Furthermyaxtrapyramidal side-effects of
antipsychotic medication are acknowledged to cbuate to secondary negative
symptoms (Carpenter et al., 1988). Thus, for aipaythotic medication to have a
net benefit on negative symptoms, decreases irntimegaymptoms must offset
increases in negative symptoms due to extrapyrdmide-effects (Tandon et al.,
2010).

The limited efficacy of antipsychotics in treatinggative symptoms has led
researchers to investigate a range of potentiahpdeological adjuncts to
antipsychotic medications. There is some evidehatadding antidepressants to
antipsychotics may result in improvements in negasymptoms (Rummel-Kluge,
Kissling, & Leucht, 2006). There is also prelimipavidence of a beneficial effect
of a number of other agents, including dehydroaepiasterone, deprenyl,
galantamine, Ginkgo, methylene blue, naltrexonkegiene, pergolide and essential
fatty acids (Murphy et al., 2006). However, curhgtiiere is no conclusive evidence
supporting the use of any adjunct agent in thdanreat of negative symptoms. This
is reflected in the absence of recommendationthiuse of adjunct
pharmacological agents for the treatment of negatymptoms from NICE
guidelines (2014).

1.6.2. Non-Pharmacological treatments

The inadequacy of currently available pharmacoklgi®atments for negative
symptoms makes the development and implementatiefiextive psychosocial
interventions all the more important. Non-pharmagadal treatments whose
effectiveness in reducing negative symptoms has be®stigated include art
therapies, social skills training, cognitive renaatin therapy, cognitive behavioural
therapy and exercise. The evidence in supportaf ehthese intervention types will

be reviewed in turn.
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1.6.2.1. Art therapies

Art therapies involve working with a trained thesdio use artistic media, including
visual arts, music, dance and drama, as a formpmession and communication to
address emotional confusion or distress (Dartoh32The British Association of
Art Therapists, n.d.). NICE first included a tentatrecommendation to consider
offering art therapies to individuals presentinghmegative symptoms in the 2009
update of their guidelines for the treatment ofgb®sis and schizophrenia (NICE,
2014). This recommendation was based on the fisdifigix small-scale trials
(Priebe et al., 2013) and was accompanied by dardilirther research.

Since the 2009 NICE guidelines were published, lawge trials of art therapies in
schizophrenia have been completed. Crawford ¢2@12) randomised 417
outpatients to receive 12 months of either weekbup art therapy plus standard
care, weekly group activity sessions plus standard, or standard care alone. At
follow-up, the three arms did not differ signifitBnon any of the primary outcomes,
including negative symptom severity. Attendanckath the art therapy and activity
groups were low. The study’s authors concluded thhiist art therapy may benefit
‘a few highly motivated’ people, offering art thesato individuals diagnosed with
schizophrenia in community settings does not leadchproved outcomes. Similarly,
Priebe et al. (2016andomised 275 participants to receive either &sléactive
control) or body psychotherapy, a form of art tipgréacilitated by a qualified dance
movement psychotherapist. The study found that lpsgghotherapy was no more
beneficial for negative symptoms than was the abiritervention. Despite these
findings, the recommendation to consider offeringleerapies to individuals
presenting with negative symptoms was retainetier2014 version of the NICE

guidelines.
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1.6.2.2. Social skills training

Social skills training consists of teaching des@jtedevelop a range of skills
important in interacting successfully with othek®pelowicz, Liberman, & Zarate,
2006). These skills include assertiveness, contrersskills, medication control,
job-hunting, recreational skills, family communiicait and conflict resolution
(Morales Vigil, Orellana, Garcia, & Correa, 2015he techniques used to teach
these skills include goal setting, modelling, bebakal rehearsal with corrective
feedback, positive reinforcement, and homeworknimoarage generalisation of
skills learnt (Kurtz & Mueser, 2008).

Although the primary goal of social skills trainirggimprovement in psychosocial
functioning, it has also been found to be effectiveeducing negative symptoms. A
meta-analysis of randomised controlled trials ali@lcskills training for individuals
diagnosed with schizophrenia-spectrum disordemsechout by Kurtz & Mueser
(ibid.) found a medium average effect on negatiwaoms. However, most of the
evidence for the effectiveness of social skillsnirag in alleviating negative
symptoms is from non-UK trials (Elis, Caponigrok&ing, 2013) and NICE
currently recommend that social skills training @ldanot be routinely offered to
those experiencing psychosis (NICE, 2014). Giverréhatively large evidence-base
for social skills training as practiced in otheuntries, further UK-based research
investigating the effectiveness of social skillring as a treatment for negative

symptoms is warranted.

1.6.2.3. Cognitive Remediation Therapy

Cognitive remediation therapy (CRT) aims to enharuagmitive processes with the
goal that improved cognition will lead to improvemt®in daily functioning (Wykes,
Huddy, Cellard, McGurk, & Czobor, 2011). While themary target of CRT is
improved cognition, some studies have found evideri@an effect on negative
symptoms (Bellucci, Glaberman, & Haslam, 2003; @kguour & Scott, 2012). A

meta-analysis of trials of CRT in schizophreniagasgied that the average effect on
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negative symptoms is minimal (Wykes et al., 20hb)yever the results of a recent
analysis suggest that this finding may be an artefainadequate measurement of
negative symptoms (Cella, Reeder, & Wykes, 20Igréstingly, it has been
suggested that the effect of CRT on daily functigninay be mediated by reductions
in negative symptoms, not by improvements in cogni(Farreny, Aguado, Ochoa,
Haro, & Usall, 2013). This suggests that the merdmas by which CRT leads to
improvements in negative symptoms may be distimoechfthose that bring about

improvements in cognitive functions.

1.6.2.4. Cognitive Behavioural Therapy

Cognitive behavioural therapy for psychosis (CBdeYyeloped from similar
approaches used to treat common mental healthgmslduch as depression. Like
other forms of cognitive behavioural therapy, CB3 puilt on the principle that it is
not the events we experience that determine hoveglgbut the way we interpret
and respond to these events. According to cogmigdels of positive symptoms,
misattribution of unusual experiences triggeredtogssful life events can account
for psychotic symptoms themselves, and understaadaib unhelpful reactions to
these experiences for the distress and dysfunaseaciated with them (Freeman,
Garety, Kuipers, Fowler, & Bebbington, 2002; Gar&yipers, Fowler, Freeman, &
Bebbington, 2001; Morrison, 2001). Thus, intervgnio change how an individual
interprets and responds to unusual experiencest maghce symptoms, lessen

distress and improve functioning.

The primary focus of CBTp is typically reducing ttess associated with positive
symptoms and most trials have investigated its ohpa negative symptoms only as
a secondary outcome (Wykes et al., 2008). Wykes 'stfrequently cited meta-
analysis (ibid.) investigated the impact of CBTpaorange of outcomes and found
evidence of a moderate beneficial effect on negatijymptoms when measured as a
secondary outcome. However, a more recent metgsasdboking specifically at

the effect of CBTp on negative symptoms found thel@d effect of CBTp on
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negative symptoms to be small (Velthorst et all®)0Larger effects were found to

be associated with earlier year of publication laweer study quality.

Early trials of cognitive therapies specificallystigned to target negative symptoms
(CBTn) have shown promising results however. Grdat), Perivoliotis, Stolar &
Beck (2012) carried out a randomised controlleal (RCT) of a cognitive therapy
designed to target negative symptoms and poor psycial functioning in
chronically low-functioning individuals given a diaosis of schizophrenia. The
therapy was based on Beck et al.’s cognitive motiekgative symptoms and aimed
to challenge dysfunctional beliefs about pleascognitive abilities, performance
and social functioning. Participants who receiveagltrial intervention showed
significantly greater reductions in avolition-apathan the control group, as well as

clinically significant improvements in functioning.

A non-controlled pilot trial of CBTn based on Stayiet al.’s cognitive model of
negative symptoms also produced encouraging resilitscally important changes
in negative symptoms were observed and there Waga within-group effect size
on the PANSS negative subscale (Staring et al3RELUrther, reductions in
dysfunctional beliefs were found to partially mediahange in negative symptoms,
lending support to the cognitive model underlyihg intervention. However, a
significant proportion of variation in negative sgtam change was unexplained by
the mediating variables considered, highlighting glaps that remain in our

understanding of the mechanisms underlying negatmagtom change.

The MOVE programme (Velligan, Maples, Roberts, &ddlin, 2014) is a further
promising intervention for negative symptoms. MOME multicomponent
psychological intervention for persistent negasymptoms based on a model that
combines neurocognitive and cognitive explanatminsegative symptoms. Key
components of the intervention include antecedentrol (using external cues to
prompt specific behaviours), identifying and addneg deficits in anticipatory
pleasure, enhancing emotional processing, skillsling to address social and other
skills deficits, and cognitive and behavioural teicues designed to target
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dysfunctional beliefs. A recent pilot RCT of MOVE& individuals with persistent
negative symptoms found a medium effect of thervetietion immediately post
treatment (Velligan et al., 2015). It remains tosken whether these encouraging
findings will be supported by larger trials, andeilier any effects are maintained

post-treatment.

1.6.2.4. Exercise

Exercise is defined within health research as glaysictivity that is planned,
structured and repetitive, performed with the otoyecof improving physical fithess
(Caspersen, Powell, & Christenson, 1985). Exetluégsebeen observed to be an
effective add-on treatment for individuals with plgsis, leading to improvements
in a variety of domains including negative symptoifso independent meta-
analyses of the effects of exercise interventionson-affective psychosis have been
recently published. Firth et al. (2015) examineal effects of exercise in individuals
diagnosed with a non-affective psychotic disordesxperiencing a first episode of
psychosis. They found a medium effect on negatwepsoms of interventions
incorporating exercise of moderate-to-vigorousrisiy. Dauwan et al. (2016)
examined studies of exercise interventions (inclgdioga) in individuals diagnosed
with schizophrenia-spectrum disorders and alsodaimedium effect of exercise
on negative symptoms. Yoga and aerobic exercise foeind to be comparably

effective in reducing negative symptoms.

These results suggest that exercise interventi@araong the most effective
currently available for negative symptoms. Moreggeralitative evidence suggests
that exercise interventions can be popular withngppeople experiencing a first-
episode of psychosis provided they are tailorethiéandividual and incorporate
adequate social support (Firth et al., 2016). Harethe mechanisms through which

exercise interventions influence negative symptoensain unclear.
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1.7. FIRST-EPISODE PSYCHOSIS AND EARLY INTERVENTION

Psychosis usually emerges during adolescence lgraghrithood with 80% of first
psychotic episodes occurring before age 30 (SKidrsster, 2004; van Os & Kapur,
2009). However, for many years community servidesnoneglected early
psychosis, focusing instead on treatment-resigsythosis and the rehabilitation of
individuals who had developed severe and chromaldiity (Birchwood, McGorry,

& Jackson, 1997; Marshall & Rathbone, 2011). Ashsebronic presentations
tended to dominate the attention of both cliniciand researchers. Over the past two
decades there has been a shift towards a greafsortion of therapeutic resources
being allocated to individuals in the early phasigsychosis, in particular the first
psychotic episode and its aftermath. This has beeampanied by a corresponding
shift in research focus towards the identificationderstanding and treatment of

first-episode psychosis (FEP).

Increased interest in the early phase of psychueasslargely a response to research
indicating that the first few years following psydis onset may represent a ‘critical
period’ during which ‘biological, psychological apdychosocial influences are
developing and show maximum plasticity’ (Birchwodadd, & Jackson, 1998).
Contemporary orthodoxy held that treatments fochegis were merely palliative
and could not influence the ‘natural history’ oéttlisorder (McGlashan &
Johannessen, 1996). However, research demonstinatatiuch of the symptomatic
and psychosocial deterioration that follows theebid psychosis occurs relatively
early on — within the first few years — and theatgaus (Birchwood et al., 1997,
1998). Further, it was observed that the early plodipsychotic disorders are highly
responsive to treatment relative to more chrongs@ntations (Lieberman et al.,
1993). Thus it was hoped that providing prompttiresnt of the first episode might
favourably influence the trajectory of the disorbgrpreventing or reducing early

symptomatic and functional decline (Birchwood et 8997, 1998).

The critical period hypothesis inspired a sizeddaldy of research on the relationship
between psychosis outcomes and duration of untgetgchosis (the time between
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the first threshold psychotic symptom and commeresgraf appropriate treatment).
Studies consistently found shorter duration of estied psychosis to be associated
with better outcomes, both symptomatic and funetigMarshall et al., 2005). This
research provided the empirical justification fetadlishing specialist Early
Intervention in Psychosis (EIP) services offeringgnsive, time-limited support to
young people with FEP. Whilst there is a lack afisietent operationalised criteria to
define the FEP population (Breitborde, Srihari, &¥ds, 2009), in the context of
EIP services (and the research reported in th@ghi is used to refer to those
presenting to mental health services with psychsytmptoms for the first time.
Unlike the narrower concept of ‘first-episode sciplarenia’, an established
diagnosis is not necessary to classify an indididsaxperiencing FEP, allowing for
early diagnostic uncertainty (Department of Heab01).

In 2000, the UK government made the commitment‘#iiayoung people who
experience a first episode of psychosis, suchlagaehrenia, will receive the early
and intensive support they need’ (Department ofltHea000, p. 119). This
commitment led to the implementation of the EIR/®er model throughout England
in the ensuing years. EIP services are now widesipreEurope and Australia, and
increasing in the United States (Birchwood et2014). EIP services aim to provide
age and phase appropriate care, incorporating @tadogical, psychological, social
and occupational interventions (Department of He&001; NICE, 2014).
Treatment is provided in community settings orghevice-user’'s own home,
employing a modified version of the assertive catheapproach to maximise
engagement (ibid.). EIP teams seek to normalissualexperiences and offer hope
for recovery, aiming to promote social recovenaddition to achieving symptom
control (Birchwood et al., 2014). Services are fdeshon a core set of values
including respect for the strengths of those exgmeing psychosis, promotion of
social inclusion, provision of responsive, perseniced care, and involvement of

family and friends wherever possible (Bertolote &Gbrry, 2005).

Whilst the theoretical rationale for early intertien is compelling, empirical
support for EIP remains somewhat limited (MarsBaRathbone, 2011). Qualitative
research suggests that the service provided bydalRs is valued by both service-
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users and their families (Lavis et al., 2015; Lestaal., 2011). Further, a systematic
review and meta-analysis of RCTs of EIP treatmedicated that EIP results in
reduced hospital admissions, reduced symptom s$gwrd improved relapse rates,
as well as improving access to and engagementseithces (Bird et al., 2010). The
most recent Cochrane review of EIP services (Mdr&éhRathbone, 2011) agreed
that there is some evidence for the effectivenéspecialised EIP services.
However, these reviews were limited by a paucitgwdilable trials and by the
methodological quality of the trials included; fostance the OPUS trial (Petersen et
al., 2005), recognised by the Cochrane reviewetsakargest and highest quality
trial of EIP, did not blind assessors to treatnaluication, introducing a substantial

possibility of bias.

Improving functional outcomes following FEP is amportant ambition of EIP
services. Studies that have considered the impdgiffoon functional outcomes
provide some support for a beneficial impact of EfBwler et al., 2009a; Major et
al., 2010; Singh et al., 2007). Nonetheless, ratsscial recovery among those who
receive treatment from EIP services remain stubdipdowv (Hodgekins et al., 2015a;
Morgan et al., 2014). Further, it is questionablethier any gains made whilst under
the care of EIP services are sustained; followtudies suggest that positive effects
observed immediately after EIP treatment are nohtai@ed post discharge (Csillag
et al., 2015; Marshall & Rathbone, 2011). For ins&g in the OPUS trial the
beneficial impact of EIP on both symptoms and gdldactioning observed at the
end of 2 years of treatment (Petersen et al., 28@S)no longer evident 3 years later
(Bertelsen et al., 2008). At 10 year follow-up,yob#% of the OPUS cohort met
criteria for full recovery (both symptomatic andhéional), and only 20% were

engaged in either full- or part-time employmeneducation (Austin et al., 2013).

Thus whilst the EIP model offers benefits over cartional approaches to treating
psychosis, scope for improving outcomes followigPHemains considerable. The
factors that influence recovery from FEP are ndyfunderstood but it has been

suggested that negative symptoms may play a centea(ibid.). Elevated negative
symptoms have been found to be a significant ptedaf poor functional outcomes

following FEP in both short and longer-term follayg-studies (Austin et al., 2013;
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Hodgekins et al., 2015a; Milev, Ho, Arndt, & Andsea, 2005). Conversely, low
levels of negative symptoms early in the courspsythosis have been found to be a
significant predictor of good symptomatic and fuowcal recovery at five years
(Albert et al., 2011). As such, targeting early ateége symptoms as part of EIP

treatment might be an important means of improaatgomes following FEP.

Unfortunately, negative symptoms in FEP remain wmdsearched and poorly
understood, creating a significant barrier to teeelopment of interventions to
effectively target early negative symptoms. Mosiaieve symptoms research
carried out to date has focused on negative syngtonmdividuals who have been
unwell for many years and who meet diagnostic gat®r schizophrenia. It cannot
be assumed that the findings of research condwdatedoarticipants with chronic
schizophrenia can be applied to the populationiBf¢ervice-users. Current
evidence suggests that negative symptoms are digriess persistent in FEP than
in more chronic psychosis but, when they do sh@nssof persistence at this early
stage, may be of particular prognostic significaf@alderisi et al., 2013; Malla &
Payne, 2005). Further research is needed to buildmderstanding of negative
symptoms as they occur in FEP in order to facditatproved early intervention
strategies.

1.8. SUMMARY AND RATIONALE FOR FURTHER RESEARCH

This chapter has introduced concepts that willdrgral to the thesis and sought to
situate the research carried out within the widieical and academic context.
Initially conceived as a core feature of schizopfagnegative symptoms are now
recognised to occur across diagnostic categortes agsociation between negative
symptoms and poor outcomes following psychosisonasipted considerable
growth in negative symptoms research since thé04%enaissance’. This growth
has been accelerated by the development of a ceunseagarding the parameters of
the negative symptom construct and the creatioreof tools for negative symptom
measurement. A number of theoretical models of tnegaymptoms have been

proposed, supported by a growing (but incompletejence-base. The search for
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effective treatment strategies is ongoing but tlaeeea number of promising non-
pharmacological approaches, including social skil;ing, cognitive therapy and
exercise. The mechanisms through which such tredgmaight bring about

improvements in negative symptoms are not fullyaratbod.

The varying designs of the recently developed tmisiegative symptom
measurement reveal some remaining disagreement igoconceptualisation of
negative symptoms. In particular, it is unclear thiee experiential deficits should be
viewed as essential to negative symptoms, or whetgative symptoms can be
reduced to behavioural deficits and thus adequatelgsured via objective
observations of behaviour. Evidence that individwaith psychosis have intact
hedonic responses and social experience suggasisotiiceptualising negative
symptoms as involving deficits in experiential ceipawould be a mistake. This
conclusion is supported by the limited correspocddretween self-reported
emotional range and observed negative symptomiggveesearch investigating the
experiential dimension of negative symptoms willifag@ortant in clarifying the
phenomenology of negative symptoms, and thus hesetsymptoms are best

conceptualised and measured.

It is becoming increasingly clear that dysfuncticatéitudes and negative
expectancies have a role in the manifestation gatnee symptoms, and may
account for the apparent experiential deficits olesgin those with psychosis. The
acceptance of a central role for dysfunctional d@omms in the manifestation of
negative symptomatology entails that a cognitiveleh@f negative symptoms be
embraced. However, this is not to say that altereahodels of negative symptoms
should be dismissed. Human behaviour is complexamgires multiple levels of
explanation. As in other domains of psychosis pggethology, multi-modal
intervention (incorporating both psychosocial aretimal components) is likely to
be necessary if negative symptoms are to be adsyudated. It is only by taking a
biopsychosocial approach to understanding negatirrgtoms that such treatment

strategies can be successfully developed.
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Most of the currently available evidence regardiegative symptoms concerns
individuals in the chronic phase of schizophreniih relatively little research effort
having been directed towards understanding negayivgtoms as they occur early
in the course of psychosis. Given the associategwéen elevated negative
symptoms during FEP and poor functional outcontesjricorporation of targeted
interventions for those with elevated negative sigmys into the EIP treatment
model has the potential to boost stubbornly lowsatf social recovery. However,
this will only be achieved if we more fully undeastl the early course of negative
symptoms, the factors associated with early negaywnptom persistence, and their

relationship to poor social recovery during thdyephases of treatment.

1.9. THESIS OVERVIEW

1.9.1. Research Design

This thesis aims to provide insights into the eadyrse of negative symptoms in
individuals under the care of EIP services. In otddacilitate a rich, multifaceted
understanding of negative symptoms in FEP, anthenwith the metatheoretical
underpinnings of the research, the thesis takesx@dmethods approach.
Quantitative and qualitative methods are combineal variation on a sequential
explanatory design, in which quantitative and thealitative data are analysed in
separate but contingent phases (QUANQUAL; Cresswell, Plano-Clark,
Gutmann, & Hanson, 2003).

In the first phase, quantitative data from a ldfg® cohort (n = 1006) obtained
using standardised assessment instruments aresadatatistically. In the second
phase, qualitative data in the form of transcrgfts-depth interviews conducted
with a subsample of members of the same cohort2#)=are analysed thematically.
The results of the longitudinal modelling carriad during the first phase are
important prerequisites of the second, informirg plarposive sample of cohort
members whose interview transcripts are analysetidafining groups of

participants with differing negative symptom trdf@ees whose experiences are
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compared. The results of the quantitative and taiale analyses are then integrated
and interpreted in the light of existing researst theory. The overarching design

of the research is depicted in Figure 1.4.

Quantitative Studies

Study 1: Exploring the Study 3: The
Factor Structure of the
Positive and Negative

Study 2: The Course of Relationship between

Negative Symptoms in 2 e e

h J

h 4

Syndrome Scale in a Course and Social

First-Episode Psychosis
First-Episode Psychosis Recovery in First-

Sample Episode Psychosis

Qualitative Studies

¥ v

Study 4: Lived-Experiences and Study 5: Exploring the Lived-Experience
Personal Understandings of of First-Episode Psychosis in Individuals
Negative Symptoms in First-Episode with Differing Negative Symptom
Psychosis Trajectories

Discussion

Interpretation and Integration of Findings

Note. An arrow between two studies denotes theysitithe base of the arrow being
a prerequisite of the study it points towards.

Figure 1.4. Diagrammatic representation of overakbearch design.

1.9.2. Structure of the Thesis

The thesis is divided into four parts. Part One poses the current chapter and one
further chapter addressing methodological issuag.Rvo details the quantitative
research conducted. The three studies reportedrinili®o sought to facilitate the
selection of PANSS items to measure the negatirgtym construct (Chapter
Three), identify distinct trajectories of early agéige symptom progression and
ascertain predictors of the trajectories identifi€apter Four), and examine the
relationship between these early negative symptajadtories and early social
recovery (Chapter Five). Part Three of the thesp®rts the qualitative research
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conducted. The two studies described in Part Téaxeéore the lived-experience of
those whose negative symptoms followed the distioatses identified in Part Two.
The studies address experiences and understarafinggative symptoms
themselves (Chapter Six), and the way in whichviddials with differing early
negative symptoms trajectories make sense of psgrhosis, describe the treatment
they received and the process of recovery (Ch&steen). Parts Two and Three are
intersected by a short bridging section (Interludhbich presents the rationale for the
use of qualitative methods to complement the qtetivte work conducted. Part Four
comprises a single closing chapter (Chapter Eighth focuses on integrating the
quantitative and qualitative findings, relatingrihieo the wider literature, evaluating

their significance and discussing their potentiglaretical and clinical implications.
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Chapter Two — Methodological Considerations

2.1. OVERVIEW

This chapter addresses a number of important igserégining to the methodology
of the research described in the ensuing five @napAfter first outlining the
ontological and epistemological stance underpintinegresearch, the context in
which the data were collected is described anad&tssues concerning secondary
data analysis discussed. Finally, reflexivity isla$sed through reflection on the
impact of my own personal background and beliefd,those of others, on the

research process and findings.

2.2. METATHEORETICAL FOUNDATIONS

All scientific research is underpinned by ontol@jiand epistemological
assumptions: assumptions about the nature of #iigyrbeing investigated and the
means of acquiring knowledge of this reality. Mixedthods research combines
research paradigms whose proponents traditiorely tontrasting ontological and
epistemological positions. As such, whereas thatheoretical position of the
researcher is often taken for granted in quantganvestigations, the adoption of a
mixed methods approach requires that the reseé&as@nlogical and

epistemological positions are explicitly acknowledg

The ontological and epistemological foundationghefresearch described in this
thesis are provided by critical realism. Proponeftsritical realism acknowledge
the existence of an objective reality but assext tlur knowledge of this reality is
conceptually mediated, that is, our understandingeworld is always filtered
through language and concepts that are relativeelaangeable across time, cultures
and individuals (Danermark, Eksin, Jakobsen, & Karlsson, 2002). The critical
realist approach is motivated by a desire to ackedge the untenability of the naive
realist's acceptance of the existence of neutrgiecal ‘facts’, whilst preserving the
possibility of scientific explanation of human pleemena (ibid).
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The critical realist is an ontological realist, tiehe or she accepts the existence of a
reality independent of the observer, but rejeatsetmpiricist’s reduction of reality to
the observable (Collier, 1989). Critical realismezged from the philosophy of
science of Bhaskar (1975, 1979) who assertedttisgpossible to distinguish three
ontological domains: the empirical (what we expara, the actual (events that
happen whether we experience them or not), antetidgenerative mechanisms
with the potential to bring about events in the iprBhaskar emphasised the
importance of this third ontological domain to sdifc endeavour; he argued that
only by acknowledging the reality of unobservald@grative mechanisms is causal
explanation of observed phenomena made possiblee(@erk et al., 2002). For the
critical realists, to have knowledge entails untierding the unobservable
mechanisms that produce empirical events, nothgsevents themselves.

Since generative mechanisms — the central objestieftific inquiry according to

the critical realist — are not directly observable, can only understand them through
proposing theoretical models. However, this doggpneclude the possibility of
acquiring scientific knowledge through observatiempirical testing plays a central
role in the epistemology of critical realism. Whillse critical realist accepts that all
such theories are fallible and subject to revisibay assert that theories should be
evaluated according to their ability to explain @h&d regularities. Thus knowledge
can be acquired through the process of proposewy¢tical explanations and
rejecting those that do not adequately accoundbrie’s observations in favour of
theories that prove less fallible.

The choice of critical realism as the metatheoaétrounding of this thesis is partly
informed by its subject matter. Psychotic phenonudfex a rare insight into the gap
between subjective experience and external redliy;it is possible to have
hallucinatory experiences demonstrates that ourgpéions of the world are not
direct representations of it, making a positiomaive realism impossible to
maintain. However, the possibility of distinguispidelusional from veridical
understandings of the world demonstrates our doliecapacity to use empirical

evidence to reveal the fallibility of particular ygaof understanding the world
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around us. Furthermore, the nature of psychiabiepts provides strong support
for the metatheoretical claims of critical realigPsychiatric concepts (symptoms,
diagnoses, treatment models, etc.) are not empiacss, but nor are they abstract
theories with no grounding in reality. Instead tipegvide a conceptual scaffolding
intended to help users make sense of biologicgthmdogical and social phenomena

observed in connection to mental distress and dgsifan.

It would be inappropriate to approach research eonicg such phenomena from a
perspective which assumes direct, unmediated atcéiss object of study. Equally,
for research to remain a worthwhile endeavourirnigortant not to preclude the
possibility of judging any theory to be more ordésie than another. Critical realism
allows that we can judge the merits of a psycliatonceptualisation or theory
according to how far it concurs with our observasiof reality, without considering

the knowledge so acquired indubitable.

The adoption of a critical realist stance was at&tivated by the need to provide
firm philosophical groundings for a mixed methogg@@ach. Much early unease
about mixed methods research concerned the diff@tilosophical foundations of
quantitative and qualitative approaches. It wasi@tghat since quantitative and
qualitative methods emerged from paradigms witlermgatible ontological and
epistemological assumptions, mixing these methedeither sensible nor possible
(Greene, Caracelli, & Graham, 1989). Mixed methasdearch has often been based
on a pragmatic approach in which practicality asefulness take precedence over
ontological and epistemological considerations [ia&&ori & Teddlie, 1998).
However, critics of this approach warn that atteangpto divorce method from
metatheory is futile: all research makes assumgtatiout the nature of the object of
study and the means by which knowledge of it caoliained, whether they are

explicitly acknowledged or not (Danermark et aQ02).

Critical realism provides solid metatheoreticalridations for mixed methods
research since it holds that generative mecharasensot just constant conjunctions
of observed events but a domain of reality. As sualderstanding the world as it is
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requires not just ‘extensive’ inquiry, aimed atcdsng empirical regularities, but
also ‘intensive’ inquiry, aimed at generating thesregarding the processes
underlying the regularities observed (ibid.). Aslsua critical realist perspective
suggests the tandem utilisation of qualitative unantitative methods as the

approach most likely to facilitate deep understagdif reality.

2.3. DATA COLLECTION: THE EDEN RESEARCH PROGRAMME

This thesis makes use of data collected as painedEDEN research programme
(Birchwood et al., 2014). EDEN was a multisite, thphase, mixed-methods
research programme funded by the Department oftiHé2005-2010 and extended
2011-2016). The programme was designed to evalbatenplementation, impact
and cost-effectiveness of EIP services in the Ui, i@ develop an explanatory
model of variance in patient outcomes (ibid.). Rgrants were recruited from EIP
services in five purposively selected sites: Birghiam, Cambridgeshire, Cornwall,
Lancashire and Norfolk. Sites were selected tecethational diversity in urbanicity
and service configuration. All individuals recrutmto participating EIP services
between August 2005 and April 2009 were invitetate part. Since the programme
was designed to assess outcomes of EIP servicepea@l inclusion criteria were
set beyond the individual having been acceptednayad the participating services
(although those who had not experienced an epigbpgychosis and had been
accepted into services on account of being at higlhef psychosis were excluded).
Of those service-users eligible for participatid8% (1027 individuals) consented to
take part. Participants did not differ significgntlom non-participants in terms of

age, gender, ethnicity or marital status (ibid.).

In the first phase of the programme — National EDEparticipants were assessed
using a battery of quantitative assessment measmtsrwithin 3 months of entry
into EIP services (baseline), and again six andveveaonths later. National EDEN
also included a qualitative component designedsess the acceptability of
services. A purposive sample of service-users amaly carers were interviewed

within six months of entry to EIS and twelve monldugr. Further, annual focus
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groups with EIP staff were conducted, concentrabimgheir views on barriers and

facilitators to service implementation.

The second phase of the research programme — ED{EM — began in 2011.

During this phase, the cohort were followed-up afligufor a further two year

period in order to assess outcomes at the endhdfpast discharge from, EIP. In
addition to re-administering the quantitative assent battery used during National
EDEN at a further three to four time points, SUBBIEN involved a substantial
qualitative component involving a series of in-depiterviews with both

participants and family carers. A total of 518 segwsers consented to participate
in Super EDEN, with 207 of them choosing to take paits qualitative component,
along with 98 of their family carers. The quantitatstudies in this thesis use data
from the first phase of the programme (National BI)Eand the qualitative studies

data from the second phase (Super EDEN).

2.4. ETHICAL CONSIDERATIONS

Ethical approval for the EDEN programme was grag&uffolk Research Ethics
Committee (reference number: 05/Q0102/44) and éyabal research governance
department at each of the participating reseatels.dndividuals invited to
participate were provided with a written informatisheet (Appendix B) detailing
the purpose of the research programme, what paation would involve, the
possible risks and benefits of taking part, andrimiation about how confidentiality
would be safeguarded. The information sheet algzhesised the right to decline
participation or withdraw from the study at any¢inand explained that a decision
not to take part or to withdraw would not adversafgct the clinical care received.
Potential participants were also provided with Bbaéexplanation of the research

and had the opportunity to have their questionsvared.

Individuals who wished to participate were askeddmplete a consent form to
provide a written record of their informed conséntthe case of participants under

the age of 16, the informed consent of the younggrewas supplemented by the
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informed assent of a parent or legal guardian. Redenformed consent was sought
and recorded prior to the second phase of the gnogpe. Participants received £20
per quantitative assessment and £10 per in-defaftviaw to compensate them for

their time and were reimbursed for any travel espsn

To protect participants’ confidentiality, each widiual was allocated an identifier
code. Identifiable participant information was remd from study data and replaced
with the identifier code such that data from a Engarticipant could be matched
without the participant’s identity being reveal&hw data is stored in locked filing
cabinets in secure locations at participating sifesisent and assent forms and all
other documents containing participant identifiabfermation are stored separately
from anonymised data. All electronic data is staregdassword protected locations
to prevent unauthorised access and data transfeeteeten sites using a secure file

transfer system.

Since participants were not required to undertaleaaditional procedures for the
purposes of the current research, there was miraduitional risk to, and no
additional burden on, participants. Nonetheless sétondary analysis of existing
data is not ethically unproblematic and shouldbetndertaken without careful

consideration of the relevant ethical issues.

Secondary analysis can be defined as ‘the utitisaif existing data, collected for
the purposes of a prior study, in order to pursuesaarch interest which is distinct
from that of the original work’ (Heaton, 1998). asdof ethical research practice
suggest that consent should not be consideredca-and—for-all’ event prior to data
collection, but an ongoing process (Grinyer, 2009k British Psychological
Society’s guidelines on informed consent (The BhitPsychological Society, 2009)
recommend that psychologists should, after obtgimitial informed consent to the
full extent allowed by the capacity of the indivadiconcerned, ‘obtain supplemental
informed consent as circumstances indicate, whefegsional services or research
occur over an extended period of time, or whenetlesignificant change in the
nature or focus of such activities’ (p. 13). Sucidglines suggest that it may be
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necessary to obtain supplementary informed conm@ntto secondary analysis of a
participant’s data. As such, the decision not tksedditional consent prior to

carrying out the research described in this thesis need of justification.

Decisions about whether secondary analyses ofrdgtare additional consent
largely hinge on whether the intended use of tha @asufficiently distinct from that
initially intended to invalidate the original coatt between participant and study
team. The British Psychological Society guidelisaggest that supplementary
consent should be sought when ‘there is significhange in the nature or focus of’
the research, however the definition of ‘signifitahange’ in this context is unclear.
Determining whether a change in focus is significamarticularly difficult when, as
in the EDEN research programme, the initial aima pfoject were broad. Whilst
the primary remit of the EDEN programme was thdwat#on of EIP services, the
development of an explanatory model of variangeatient outcomes was also a
stated aim of the programme. Given the close melahiip between negative
symptoms and outcomes, investigating negative symgis of clear relevance to
this aim. As such, an argument can be made thaittiokes described in this thesis
fall within the scope of the original aims of thegramme and so do not represent a

significant change in the focus of the research.

Whilst it is clearly ethically important that panpants are adequately informed
about the use that will be made of their data, st be balanced against the
demands made of them. Participants are not usteglyired to have a detailed
understanding of the analysis plan of a study leedgreeing to participate since this
requirement would impose undue burden. As suchiesiqhg supplementary
consent to conduct additional analyses in line withinitial aims of the project
would be rather odd given that few participants lddwave been aware of the
original analysis plan. Further, repeated requestadditional consent would place
increased demands on participants’ time and mighgdrsceived as a nuisance by
some. Arguably, researchers have a duty to resipec¢ime and efforts of their
participants by using their data to the full. Fome participants, greater volume of

research outputs might make their participationenweorthwhile (Grinyer, 2009).
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Additionally, since much research (the EDEN progranincluded) is funded by
public money, researchers have a responsibilithe¢ovider public to ensure that the
data they generate is fully utilised. Using pulplioney to carry out a primary study
with research questions that could be adequate&lseaded through analysis of pre-
existing data would not be easy to justify (Rese&ouncils UK, 2015). Requiring
additional consent to be provided for all seconaarglyses would be a significant

barrier to the efficient use of public resources.

2.5. REFLEXIVITY: THE ROLE OF THE RESEARCHER IN THE
RESEARCH

Reflexivity is the process of engaging in explisg|f-aware reflection on one’s
personal impact on the process and outcomes adngs@-inlay, 2002). Critical
realism entails an epistemological relativism inakhthe possibility of attaining
objective knowledge is rejected. Thus the prodattesearch are acknowledged to
be subjective interpretations of reality, not obijeerepresentations (Wikgren,

2005). Whilst there might be empirical groundsjtaging some interpretations
superior to others, researchers taking a critealist perspective must avoid falling
into the trap of believing that the products ofitlmesearch are neutral facts. We each
occupy a unique vantage point, influenced by ost paperiences and social,
cultural and historical context, and it is onlyrfrdhis vantage point that we can
experience and interpret the world. Through ackedging the role of the

researcher in the research process and the swiijeofiits outputs, the transparency
of the research process and the integrity of mdifigs can be maximised. Further, by
making one’s ‘conceptual baggage’ explicit, anotherension of the research is
revealed, one that is always present but oftenkneaeledged (Kirby & McKenna,
1989).

My interest in early psychosis began when, as entegraduate, | was lucky to
secure a position as an Assistant Psychologisimé@lentral Norfolk Early
Intervention Team (CNEIT). During my time with CNEIl had the privilege of
meeting many young people experiencing FEP. | wagech by their courage and
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resilience, and fascinated by the ways they sotogbbme to terms with, and make
sense of, their experiences. Many of CNEIT’s cBamére a similar age to me but
were faced with circumstances that, not having e&peed psychosis personally, |
could scarcely imagine. | was also inspired bydédication, compassion and
insight of my CNEIT colleagues, many of whom hadrbategral in establishing
the service. In common with other EIP services, ON&tlopts a hormalising, non-
pathologising approach to psychosis. The servieggam provides is holistic,
encompassing physical and social as well as psggtwall needs, and is tailored to

the priorities of the client (Social Care Institfioe Excellence, 2011).

The non-pathologising, person-centred ethos ofedam shaped my understanding
of psychosis and its treatment. | came to beliea¢ psychotic symptoms are often
understandable reactions to extreme circumstanaaesye understood in terms of
ordinary psychological processes, and are usuagmmgful to those experiencing
them. | learnt that whilst reducing or eliminatipgychotic symptoms is often
important to young people and their families, othgpects of life, including work,
education, housing, family and peer relationshigsfi@equently just as, if not more,

important.

My motivation to study negative symptoms was fouhde the realisation that it is
often negative and not positive symptoms that praest enduringly disruptive to
the lives of individuals who experience psychokieund it surprising that, whilst
positive symptoms are now widely understood taiiea continuum with
experiences that are common across the populdtiersame is not true of negative
symptoms. Nearly everyone, whether they have egpeed mental health problems
or not, will encounter periods during which theynddeel much like talking, lack
motivation or prefer not to be around others. Ashsiit struck me as odd that when
individuals with psychosis present with similar pbmena, these are taken to be

fundamentally different from these ‘ordinary’ negatsymptom-like experiences.

At the time | joined CNEIT, the second phase of HEEEN programme was just
getting underway. | was tasked with re-contactireprbers of the cohort from the
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Norfolk site and inviting them to participate irethext phase of the study. Over the
next 18 months | conducted both quantitative assests and qualitative interviews
with EDEN participants alongside my role within ttiaical team. As such, | did
not approach the EDEN data as an impartial outsidexrd formed impressions of
the participants | met during data collection aad hlready begun to develop ideas
about the nature of negative symptoms in this doMy experiences working with
young people with non-psychotic mental health peotd after leaving CNEIT also
served to reinforce my impression that negativepgpms in those with psychosis
may not be fundamentally different from similar pbenena in those without

experience of psychosis.

The impact of my own personal experiences and fisadie the research is most
apparent when considering the studies employingjtgtiee methods. My choice of
research questions was certainly influenced byritegests | developed and the
questions that arouse during my time with CNEITrtlRermore, although | made
efforts to ensure that my analysis was firmly grbeshin the data throughout, my
approach to analysis, interpretation of the dathsmtection of themes will have

been influenced by my ‘conceptual baggage’.

The role of the researcher in shaping quantitaggearch is less often
acknowledged but no less pertinent (Ryan & Gol@&@6). In the case of the
quantitative research described in this thesisetthvas perhaps more room for my
own personal background and beliefs to influeneectinclusions reached than in
most quantitative studies due to the statisticahoas employed. Since selection of
the optimal model of negative symptom trajectogssks involved weighing
statistical considerations against subjective jntgets of parsimony and
interpretability, it is possible that a differeessearcher would have selected an

alternative model as optimal and thus reachedréifiteconclusions.

Given that the research described in this thes@wed analysis of data collected, in
the most part, by others, a complete consideratioaflexivity in this case requires
reflection on the role in shaping the researchldhase involved in data collection

68



in addition to myself. Collecting data on the livadsndividual people, whether
quantitative or qualitative in nature, is a compl@ynamic process influenced by
multi-layered power dynamics (ibid.). The Reseakshkistants working on the

EDEN programme were from diverse backgrounds, potfessionally and
personally, each bringing with them a unique sebqferiences, values and beliefs.
Given the complexity of the social interactionsalwed in producing the data, it is
impossible to establish the impact of the indivicati&ributes of the many researchers
involved on the conclusions reached. This impobsilsupports the critical realist
insistence on avoiding regarding the products séaech as objective representations

of reality.

2.6. SUMMARY

This chapter has described the critical realistegpitinings of the research,
described the EDEN research programme through whekata were collected, and
argued for the ethical justification of secondamglssis of this data in the absence of
additional informed consent. The final sectionhe thapter aimed to address the
reflexivity inherent in psychological research tigb explicitly addressing my own
and other researchers’ impact on the process alipis of the research. The five

chapters that follow report the empirical resear@hducted.

69



PART TWO

A Quantitative Investigation of
Negative Symptoms in First-Episode
Psychosis
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Chapter Three — Exploring the Factor Structure of he Positive and Negative

Syndrome Scale in a First-Episode Psychosis Sample

3.1. BACKGROUND AND RATIONALE

The PANSS (Kay, Fiszbein, & Opler, 1987) is one¢haf most widely used measures
of psychopathology in psychosis research, and hesiily measure of negative
symptom severity included in the EDEN battery. PRNSS is a 30-item

instrument designed to measure a wide range of yngassociated with
schizophrenia. Symptom severity over the previ@yes days is assessed by a
trained rater on the basis of a semi-structurezhwgw with the participant and the
reports of professional carers or family membeeshEsymptom is rated on a 7-
point scale from 1 (absent) to 7 (extreme) accgytiina set of symptom-specific

anchoring criteria.

The PANSS items were originally grouped into thsebscales: positive symptoms,
negative symptoms and general psychopathology. Mexyvé is now accepted that
these a priori subscales are not an accurate tiefteaf the scales underlying factor
structure (Kay, Opler, & Fiszbein, 2000). Numergpusiciple component analyses of
the PANSS have been conducted, typically yieldog to seven factors, of which
one corresponds to the negative symptoms congfiizgerald et al., 2003). The
negative symptoms factors identified by these aeaywary (Emsley, Rabinowitz, &
Torreman, 2003; Wallwork, Fortgang, Hashimoto, Vderger, & Dickinson, 2012),
but none align with the original negative subschildeed, it is now widely accepted
that the PANSS negative subscale contains sewenasimeasuring symptoms that
do not fall within the domain of negative symptoflgkpatrick et al., 2006). As
such, the negative subscale of the PANSS is artisfagdory tool for the assessment

of negative symptom severity.

Due to the limitations of the original PANSS sublesait is becoming increasingly
common for studies using the PANSS to utilise gbks subscale structure based

on a published factor model (Nicotra, Casu, Pi&aslarchese, 2015). However,
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there remains much controversy surrounding thefasttucture of the PANSS
(Malaspina et al., 2014), making the choice ofdachodel to employ in using this
strategy less than straightforward. Studies ingasitig the factor structure of the
PANSS in schizophrenia have most commonly idemtifreodels with five factors,
and the five-factor ‘pentagonal model’ (White, HeyyOpler, & Lindenmayer,
1997) developed by the PANSS study group was ireclud the most recent PANSS
manual (Kay et al., 2000). However, a subsequelggandent study found that this
model was an inadequate fit for data from a samp847 individuals diagnosed
with schizophrenia (Fitzgerald et al., 2003). Aaricattempt has been made to
construct a ‘consensus’ five-factor model througgniifying the most common
item-factor assignments among 29 independent ae&sf models (Wallwork et al.,
2012). The resulting factor structure was fountléa good fit to data obtained from

two independent samples from differing culturalkgaounds.

Such a consensus factor structure might be corsidesuitable basis for the
formation of a negative symptoms subscale for nghis thesis. However,
Wallwork et al.’s samples included only individualgh an established diagnosis of
either schizophrenia or schizoaffective disordet who were, on average, more
than a decade older than the EDEN cohort. It cabe@tssumed that a factor model
confirmed in an older, diagnostically homogeneam@e can necessarily be
successfully applied to an FEP cohort. Substangdtis assertion, Langeveld et al.
(2013) examined the fit of five widely used PAN3®tbr models (including
Wallwork et al.’s consensus model) in a large FER@e (n = 588) and found that

none of the models tested met criteria for satisfganodel fit.

Use of PANSS symptom subscales based on an inaedaotor model may result
in suboptimal sensitivity to change. As such, important to determine the best-
fitting factor model for the population of intereghen determining symptom
subscales. Given a lack of a consensus regardengptimum factor model of the
PANSS in an FEP sample, the decision was takearty out a study to determine
the factor structure of the PANSS in the EDEN coblteelf rather than choosing a
published factor model. The factor model identifeedild then be used to determine

the most suitable PANSS items to measure negatimgtem severity for the

12



purposes of this thesis. This approach has beegmesed as a valid means of
ascertaining an appropriate subscale structurth&PANSS for the particular

sample under investigation (Nicotra et al., 2015).

It should be noted that while none of the PANSSdiastructures developed in
schizophrenia samples were an adequate fit for é\ald et al.’s FEP data, neither
was the one factor structure developed in a samiperecent-onset psychosis. Thus
their failure to confirm the published factor stiwes considered may represent a
wider problem of lack of stability of PANSS factstructures across samples. A
study that examined the goodness-of-fit of all pasly published five-factor
models of the PANSS in a sample of 5769 individdigginosed with schizophrenia
failed to confirm the appropriateness of any ofrtiedels considered (van der Gaag
et al., 2006a).

An important limitation of much work exploring ti@ctor structure of the PANSS
to date is the use of restrictive models that doafiow for the free estimation of
cross-loadings, thereby restricting each item &allon only one factor. Some
authors suggest that allowing free estimation ofs#loadings is necessary to
adequately reflect clinical reality and thus obtsatisfactory model fit (van der Gaag
et al., 2006b; van den Oord et al., 2006). Follgatimeir failure to confirm any of
the published five-factor models identified in thierature, van der Gaag et al.
(2006b) used ten-fold cross-validation to developwsed five-factor model. Ten-
fold cross-validation involves randomly assigniragticipants to one of ten equally
sized subsamples. Nine of these subsamples setrarasg sets and the remaining
subsample is used to test the validity of the tegymodel. This process is then
repeated with each of the subsamples in turn sgasrthe validation set.

Using this method, van der Gaag et al. demonstthtdd five-factor model can
achieve good fit when items are permitted to loadnmre than one factor. Perhaps
more importantly, they demonstrated the stabilitgt alinical face-validity of such
cross-loadings, indicating that they may be necgshze to some symptoms having
multiple causes rather than certain PANSS itemsplsitmeing ill-defined. The
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negative symptom factor they identified was paftédy stable; eight PANSS items
— ‘blunted affect’ (N13, ‘emotional withdrawal’ (N2), ‘poor rapport’ (N3),
‘apathetic social withdrawal’ (N4), ‘lack of spontity and flow of conversation’
(N6), ‘motor retardation’ (G7), ‘uncooperativene@S8) and ‘active social

avoidance’ (G16) — loaded on the negative fact@liiO cross-validations.

Van den Oord et al. (2006) also recognised theddaatages of modelling the
structure of the PANSS using restrictive models thiid used a combination of
exploratory and confirmatory factor analysis to@ep and assess the fit of a model
that allowed items to load on multiple factors. THegative’ factor in the six-factor
model they obtained was indicated by the itemsntdd affect’ (N1), ‘poor rapport’
(N3), ‘motor retardation’ (G7) and ‘disturbancewvaflition’ (G13). However, the
factor labelled ‘Withdrawn’ by the authors, indiedtby ‘active social avoidance’
(G16), ‘emotional withdrawal’ (N2) and ‘apathetiocgal withdrawal’ (N4), could

also be argued to reflect the negative symptomstoact.

For ease of comparison, the negative symptomsri&actoan der Gaag et al. and
van den Oord et al.’s models are presented aloagsa&negative factors from White

et al.’s pentagonal model and Wallwork et al.’ssmmsus model in Table 3.1.

1Each PANSS items was labelled by the scale’s asthvith a combination of a letter and a number.
The letter denotes which of the original subscalémmed part of (‘P’ for the positive subscalbl’*
for the negative subscale, and ‘G’ for the genpsgthopathology subscale).
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Table 3.1. Summary of PANSS items assigned tadta torresponding to the
negative symptoms construct in four competing facitadels.

PANSS Item White Wallwork  Van der Gaag Van den Oord
N1 Blunted affect v v v N
N2 Emotional withdrawal v v v w
N3 Poor rapport v v v N
N4 Passive withdrawal v v v w
N6 Lack of spontaneity v v v

G5 Mannerisms and v

posturing

G7 Motor retardation v v v N
G8 Uncooperativeness v v

G13 Disturbance of v N
volition

G14 Poor impulse control v

G16 Active social v w
avoidance

‘v = included in a single negative symptoms factor

‘N’ =included in van den Oord et al.’s ‘Negative’ factor

‘W’ = included in van den Oord et al.’s ‘Withdrawal’ factor
Note. Complete citations for the factor models cared are White et al. (1997),
Wallwork et al. (2012), van der Gaag et al. (200&Mg van den Oord et al. (2006).

Several factor models were fitted to the data endlwrrent study. Initially,

exploratory factor analysis (EFA) was used to gateea factor model and
confirmatory factor analysis (CFA) used to test hell this model fitted the data.
The advantage of this approach is that if it weyesible to identify a factor model
with adequate fit to the data using CFA then alsisguctural equation model
incorporating both the measurement model for negaymptoms and longitudinal
growth analyses would be able to be specified énstibsequent study. However, if
(as was anticipated on the basis of the work bydearGaag et al. and van den Oord
et al. discussed above) it proved impossible tdicuarthe fit of the model suggested
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by EFA using CFA, it was planned that exploratdrycural equation modelling

would be employed to determine the factor strucinseead.

Exploratory structural equation modelling (ESEMaiselatively new modelling
technique (Asparouhov & Muthén, 2009) which combiadvantages of both
confirmatory and exploratory factor analysis (Marstorin, Parker, & Kaur, 2014).
Like EFA, ESEM does not require cross-loadingsediked at zero, allowing for
the sort of complex factor models that van der Gaad. and van den Oord et al.
argue are necessary to adequately reflect clingzdity and thus obtain satisfactory
model fit. However, unlike EFA and in common witk& model fit indices can be
obtained using ESEM, enabling the adequacy ofitl# the model to the data to be

verified.

3.2. RESEARCH QUESTION

What is the optimum factor model of the PANSS saaple of EIP service-users
and which items indicate the factor (or factorsjhis model corresponding to the

negative symptoms construct?

3.3. METHODS

3.3.1. Design

PANSS data from a large sample of individuals WAEP were explored using factor
analytic techniques. Participants were assessed tle# PANSS within 3 months of
entry into participating EIP services. This studyptoyed a cross-sectional design:

whilst participants went on to be assessed longialigy, only PANSS data collected

at baseline were used in this study.
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3.3.2. Participants

All individuals included in the current study weparticipants in the National EDEN
study (see section 2.3 for further details). Altilaal EDEN participants with
complete baseline PANSS data (n = 967) were indudéhe current study.

3.3.3. Sample size

There are varying opinions as to the sample sigeimed to successfully conduct
factor analysis. A number of rules of thumb, tyfiicatated in terms of minimum
sample size or ratio of the sample size to the rmurabvariables analysed, have
been proposed. The minimum sample sizes suggeatgaeonsiderably but several
authors recommend n = 100 as the minimum adeqaatpls size required
(MacCallum, Widaman, Zhang, & Hong, 1999). Comrey&e (1992, cited by
MacCallum et al., 1999) offered the following guides for assessing the adequacy
of a sample size for factor analysis: 100 = po6f 2 fair, 300 = good, 500 = very
good, and 1000 or more = excellent. Suggestions & necessary ratio of
participants to measured variables range from 20the most conservative to 3:1 at
the least. Comprising 967 participants — 32.23 (3®)/participants per measured
variable — this study’s sample is large enougtstarcessful factor analysis

according to even the more conservative guidelines.

3.3.4. Procedure

Individuals who consented to take part in NatidBBEN met with a study Research
Assistant to complete an assessment as soon ablpdsowing acceptance into a
participating EIP Service. Research Assistants \geaduates in psychology or
another relevant discipline working alongside pgsating EIP services.
Assessments were conducted at a venue convenrghefparticipant, for instance
the participant’'s home, their GP surgery or menéallth service base. A large

battery of assessment measures was administecedento address the wide-
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ranging research objectives of National EDEN. TA&IBS was one of 18 measures

administered at baseline.

Steps were taken to ensure adequate inter-ratabitity and guard against rater
‘drift’ over time (for further details see Birchwdet al., 2014). All Research
Assistants were trained in rating the PANSS by agpeed members of the study
team and were required to demonstrate adequaterate reliability (kappa or
intra-class correlation r > 0.75) using standadliisaining videos before being
permitted to begin providing ratings for the stu@iifroughout the study, a
proportion of PANSS interviews conducted at eatd\were rated independently by

multiple trained assessors and good inter-ratealiéty was observed.

3.3.5. Analysis Plan

All analyses were conducted using Mplus for WindoVersion 7.1 (Muthén &
Muthén, 1998 - 2012).

First, score distributions for each PANSS item wetamined to check whether
assumptions of normality could be justified. N&&EA with geomin rotation (an
oblique rotation which allows for correlation beewmefactors) was conducted. EFA
aims to identify the smallest number of unobsetegeht factors that can explain the
shared variability in a set of observed data. & data-driven technique used when
the researcher has no a priori theory about therfatructure of a scale. Factor
solutions with between three and seven factors w@mgared on the basis that
published factor solutions for the PANSS have netdia minimum of three and

maximum of seven factors.

Application of the Kaiser criterion, inspectionaftcree plot of the eigenvalues, and
parallel analysis were used in conjunction withstdaration of the theoretical
interpretability of the factors retained in decglimow many factors to retain.
Kaiser’s criterion (H. Kaiser, 1960) states thatydactors with an eigenvalue

greater than one should be retained. The eigenwhladactor indicates the amount
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of variance accounted for by that factor; the lother eigenvalue the less variance is
explained. Since the average eigenvalue for afdattors will always be one,
Kaiser’s criterion has the effect of classing alttbrs that account for greater than
average variance as worthy of retention. Whils thithe most common method of
determining the number of factors to retain follogyEFA (Gaskin & Happell,

2014), reliance on this criterion is now widelyaisraged (Courtney, 2013). As
discussed by Fabrigar, Wegener, MacCallum, & Strgh899), not only is this rule
rather arbitrary, several simulation studies haaahstrated that this criterion tends

to overestimate the optimal number of factors taire

The scree test (Cattell, 1966) involves plotting éigenvalues of each factor in order
of magnitude (from largest to smallest) and visuelspecting the graph to identify
the ‘elbow’: the point at which the last substantiep in eigenvalues occurs. This
method enables the researcher to identify and iigbase factors that describe
relatively minimal variance relative to other monejor factors. However, since
there is no clear definition of what constitutesuastantial drop in eigenvalues, the
procedure suffers from a high degree of subjegtiwiten there is not a clear

discontinuity in the plot (Courtney, 2013).

Parallel analysis (Horn, 1965) involves plotting #ngenvalues of the sample data
alongside the average eigenvalues of a numbendbra datasets with the same
sample size and number of variables. Sample eig@esvavhich are greater than the
eigenvalues of the random datasets are retainethasd which are equal to or
smaller than the values for the random data angmass to be the result of sampling
error. Parallel analysis has been argued to b@btie most accurate factor
retention methods (Hayton, Allen, & Scarpello, 2p04

CFA was then carried out to determine how wellrticelel created on the basis of
the EFA fitted to the observed data. As its namald/isuggest, CFA is a technique
used to confirm the adequacy of a pre-determinebifanodel; the fit of the model
to the data is observed and quantified using fitdes. A wide range of fit indices
can be computed and, since each index has advardagalisadvantages, it is
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recommended that a range of indices are utiliseehwhaking decisions regarding
fit adequacy (Hu & Bentler, 1998). The fit indicasnsidered in this study were the
Root Mean Square Error of Approximation (RMSEA) ngarative Fit Index (CFl)
and Tucker-Lewis Index (TLI). In line with commorules of thumb’, cut-offs for
these indices for adequacy of model fit were gwia@i at > 0.90 for the CFl and
TLI, and < 0.06 for the RMSEA (Marsh, Hau, & WeQ02).

Finally, ESEM was conducted. ESEM (Asparouhov & Mart, 2009) is a method of
evaluating the underlying factor structure of a suga which integrates exploratory
and confirmatory factor analysis. Unlike CFA, whalfows each item to load on
only one factor and constrains all other loadirggdro, ESEM allows items to act
as indicators of more than one factor. ESEM reguine number of factors to be
specified a priori but does not require the redearto make any decisions about
which items indicate which factors. Both the caatigin and variance/covariance
matrices are analysed in obtaining the solutionthedstructure obtained with factor
rotation. In this study, the choice of the numbigiactors to specify was guided by
the results of the EFA and geomin rotation useabtain the factor structure. The fit
indices considered were those described aboves tgth a factor loading of at least

0.3 were used to create a custom negative sympabscale.

3.4. RESULTS

Score distributions for all PANSS items were posity skewed. For this reason, an
estimator robust to violations of the assumptionaimnality (maximum likelihood

with robust means and variances) was employed amalyses.
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3.4.1. Exploratory and Confirmatory Factor Analysis

EFA with geomin rotation was used to obtain faswutions with between three
and seven factors. Items were allocated to faetoesrding to their highest loading.
Six factors had eigenvalues greater than one, stiggehat the six-factor solution
should be selected according to the Kaiser criteoscree test did not yield a clear
result as the plot of eigenvalues (Figure 3.1) difiscult to interpret due to lack of a
clear ‘elbow’; however, it would appear to suggesaining between three and five
factors. Parallel analysis conducted with 50 rangaganerated datasets indicated
that five factors should be retained (also Figuflg.3

—— Sample Eigenvalues
7.54 X —- & Parallel Analysis Eigenvalues

e

Figure 3.1. Scree plot of sample eigenvalues amdligheigenvalues for 50 random
datasets.
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Given the limitations of the Kaiser criterion anabg performance of parallel
analysis in studies using data with known factarcttire (Ruscio & Roche, 2012),
the five-factor solution favoured by parallel arsag¢yand in the range suggested by
the scree plot was selected over the six-factautisol favoured by the Kaiser
criteria. The factors were labelled ‘Negative Syomps’, ‘Aggression/Hostility’,
‘Disorganisation’, ‘Positive Symptoms’ and ‘Affeeg Symptoms’. The items which

indicate each factor and corresponding factor logglare presented in Table 3.2.
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Table 3.2. Factors and standardised item loadirg<€FA with geomin rotation:
five-factor solution.

PANSS Items Factor Loading

Factor 1 — Negative Symptoms

N1 Blunted affect 0.800
N6 Lack of spontaneity and flow of conversation 0.732
N2 Emotional withdrawal 0.729
N4 Passive social withdrawal 0.707
N3 Poor rapport 0.646
G7 Motor retardation 0.627
Factor 2 — Aggression/Hostility

P7 Hostility 0.809
G8 Uncooperativeness 0.623
G14 Poor impulse control 0.537
Factor 3 — Disorganisation

P2 Conceptual disorganisation 0.761
G11 Poor Attention 0.702
G13 Disturbance of volition 0.608
G15 Preoccupation 0.559
P4 Excitement 0.531
N7 Stereotyped thinking 0.437
N5 Abstract thinking 0.359
G5 Mannerisms and posturing 0.363
G10 Disorientation 0.297
Factor 4 — Positive Symptoms

P1 Delusions 0.800
G9 Unusual thought content 0.690
P6 Suspiciousness/persecution 0.459
P5 Grandiosity 0.363
P3 Hallucinations 0.356
Factor 5 — Affective Symptoms

G2 Anxiety 0.765
G6 Depression 0.683
G4 Tension 0.583
G3 Guilt feelings 0.411
G16 Active social avoidance 0.391
G12 Lack of judgement and insight 0.319
G1 Somatic concern 0.249
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Next, CFA was conducted to determine whether teflactor model suggested by
the EFA fit the data adequately. The CFA suggestedceptably poor model fit
according to all three fit indices calculated (RMSE0.079; CFI = 0.752; TLI =
0.727). Inspection of the factor loadings revedled several items loaded strongly

on more than one factor.

3.4.2. Exploratory Structural Equation Modelling

Since the CFA did not confirm the adequacy of a-fiactor model in which all
cross-loadings are constrained to zero, ESEM waigedabut to determine whether

it would be possible to obtain a five-factor mothelt fit the data adequately by
allowing items to load on more than one factor.sTdpproach yielded acceptable
model fit according to the majority of indices (RE& = 0.054; CFI = 0.914; TLI =
0.874). The factors that resulted and the factadilogs associated with each item are
presented in Table 3.3. The factor structure obthursing ESEM corresponded
closely with that obtained using EFA and factorsenabelled accordingly. Two
items — ‘tension’ (G4) and ‘active social avoidan¢&l6) loaded strongly on more

than one factor.
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Table 3.3. Factors and standardised item loadirng<ESEM with geomin rotation
(loadings greater than 0.3 retained).

Items Grouped by Factors Factor Loading

Factor 1 — Negative Symptoms

N1 Blunted affect 0.800
N6 Lack of spontaneity and flow of conversation 0.732
N2 Emotional withdrawal 0.729
N4 Passive social withdrawal 0.707
N3 Poor rapport 0.646
G7 Motor retardation 0.627
G16 Active social avoidance 0.369

Factor 2 — Aggression/Hostility

P7 Hostility 0.809
G8 Uncooperativeness 0.623
G14 Poor impulse control 0.537
Factor 3 — Disorganisation

P2 Conceptual disorganisation 0.761
G11 Poor Attention 0.702
G13 Disturbance of volition 0.608
G15 Preoccupation 0.559
P4 Excitement 0.531
N7 Stereotyped thinking 0.437
G5 Mannerisms and posturing 0.363
N5 Abstract thinking 0.359
G4 Tension 0.324
Factor 4 — Positive Symptoms

P1 Delusions 0.800
G9 Unusual thought content 0.690
P6 Suspiciousness/persecution 0.459
P5 Grandiosity 0.363
P3 Hallucinations 0.356
G12 Lack of judgement and insight 0.305
Factor 5 — Affective Symptoms

G2 Anxiety 0.765
G6 Depression 0.683
G4 Tension 0.583
G3 Guilt feelings 0.411
G16 Active social avoidance 0.391
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3.5. DISCUSSION

3.5.1. Summary of Findings

Using EFA to explore PANSS data from an FEP samgdalted in a five-factor
model. However, this model was found to be an igadee fit to the data when CFA
was employed. By using ESEM a five-factor model aag/ed at that fitted the FEP
data adequately according to the majority of fitices. The five factors in this
model were labelled ‘Negative Symptoms’, ‘Aggressidostility’,

‘Disorganisation’, ‘Positive Symptoms’ and ‘Affeed Symptoms’, in line with
labels given to PANSS factors with similar indicgtitems in the literature. Two
items loaded strongly on more than one factor pigiclg ‘active social avoidance’
(G16) which loaded on both the Negative SymptontsAdifective Symptoms
factors. The factor corresponding to the negatyweptoms construct included five
items from the negative subscale of the PANSS Ifteld affect’ (N1), ‘emotional
withdrawal’ (N2), ‘poor rapport’ (N3), ‘passive gatwithdrawal’ (N4), and ‘lack of
spontaneity and flow of conversation’ (N6)) and tiemns from the general subscale
(‘motor retardation’ (G7) and ‘active social avouta’ (G16)).

3.5.2. Interpretation, Relevance to the Literatureand Theoretical Significance

In common with previous studies (Fitzgerald et2003; van der Gaag et al., 2006a)
the CFA in the present study failed to confirm #ldequacy of a five-factor model of
the PANSS identified using EFA. As noted by Marshle(2009), failure to confirm
a factor structure using CFA is not a problem piacub the PANSS but a difficulty
encountered by researchers investigating the fattoctures of many psychological

measurement tools.

Many psychological instruments have an apparengj-defined EFA
structure, but cannot be represented adequatdiywvatCFA approach.
Typically this is the result of their factor strucés not being consistent with
the highly restrictive independent clusters mogeidally used in CFA
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studies in which each item is allowed to load oa tactor and all non-target
loadings are constrained to be zero.

(Marsh et al., 2009; p. 440)

Van den Oord et al. (2006) observe that it is tHRABISS items that display
substantial cross-loadings that do not consistaptpear in the same scale across the
literature, and which are often omitted altogetltemight be argued that omitting
items with substantial cross-loadings increasexidignant validity, and so should

be preferred to employing techniques that allowcfoiss-loadings. However, this
assumes that the cross-loadings observed areghk oéitems being poorly defined
rather than symptoms having multiple possible causs van der Gaag et al.

(2006b) argue, this is unlikely to be a valid asption in the case of the PANSS

since many of the symptoms it measures have maredhe possible cause.

For instance, ‘active social avoidance’ (G16), data the basis of diminished social
involvement judged to be due to fear, hostilitydstrust, might be the result of
asociality, social anxiety, paranoid beliefs, @oanbination of all three. Thus, that
the current study found this item to load on bbih Negative Symptoms and
Affective Symptoms factors can be seen to refleetdomplex clinical reality of
psychosis presentations. To remove this item wbaltb ignore this complexity,
and result in inadequate measurement of the aggaahension of the negative

symptoms construct.

Despite the unconventional method employed, the fnetors identified by the
current study were in line with those commonly iifeed in factor analytic studies
of the PANSS (Fitzgerald et al., 2003; Wallworlkakt 2012). The factors identified
correspond closely to those of other five-factoidels including the pentagonal
model (White et al., 1997), the consensus modaeititied by Wallwork et al.

(2012), the model identified by Emsley et al. (20BBan FEP sample, and to the
model suggested by van der Gaag et al.’s (200@isseralidation study. The five
factors are also conceptually similar to thoseftified by a recently published study
that used ESEM to confirm the factor structurehaf PANSS in a small sample of
Chinese schizophrenia patients (Fong, Ho, Wan,&Aw-Yeung, 2015).
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Turning to the Negative Symptoms factor specificaliemburg et al. (2013)
retrieved all previous factor analytic studiestef PANSS that reported a negative
symptom factor (n = 33) and listed the items tlaat bheen identified as measuring
negative symptoms by each of these studies. BBQAH@ANSS items, half were
deemed to measure negative symptoms by at leastatye Those items found to
indicate the negative factor in the current stugyenthe seven items most
commonly identified as negative symptoms: ‘bluraéfect’ (N1), ‘emotional
withdrawal’ (N2), ‘poor rapport’ (N3), ‘passive gatwithdrawal’ (N4), and ‘lack of
spontaneity and flow of conversation’ (N6) wereiadlluded as part of the negative
symptom factor by at least 31/33 studies, ‘mottardation’ (G7) was included by
23/33 and ‘active social avoidance’ (G16) by 20/Bi3e next most commonly
included item was ‘disturbance of volition’ (G13)| other items were rarely

identified as indicating the negative symptom cargt< 5 studies).

A five-factor model was specified in the ESEM fbiststudy based on the results of
the EFA. However, had a six-factor model been $igegitwo negative symptoms
factors would have emerged, one indicated by #rast'blunted affect’ (N1), ‘poor
rapport’ (N3), ‘lack of spontaneity and flow of agrsation’ (N6) and ‘motor
retardation’ (G7), the other by ‘emotional withdi@i(N2), ‘passive social
withdrawal’ (N4) and ‘active social avoidance’ (G16ee Appendix A). The item-
assignments of these two factors are identicdlded of the ‘Negative’ and
‘Withdrawn’ factors in van den Oord et al.’s sixctar model. They also mirror the
two factors that emerged when Liemburg et al. (2@L®jected PANSS items
related to the negative symptom construct to ERAallirespects other than the
inclusion of ‘disturbance of volition’ (G13) and annerisms and posturing’ (G5) as
negative symptoms in Liemburg et al.’s analysishil¢{ negative symptoms are, for
the most part, treated as a unitary concept inthi@sis, this suggests the potential
value of treating negative symptoms as comprisivgdistinct symptom domains in

future FEP research.
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3.5.3. Limitations

When interpreting the results of factor analyses, important to keep in mind that
statistical techniques can only provide informatanout the mathematical
relationship between variables. The results ot#ofaanalysis leave unanswered
questions abowvrhythere is a relationship between variables. Whilst hoped that
items that load on the same factor do so due inghared measurement of a latent
variable, this cannot be guaranteed. There arerdauof other possible
explanations for items loading on a shared faétor.instance, in the case of the
PANSS, shared methodological variance might bedhiced by the fact that certain
items are rated on the basis of observations aivbetir whereas other ratings are
grounded primarily in the content of responsesmivespecific questions in the
semi-structured interview. This shared methodolalgrariance may result in the
greater coherence of items with a similar basigdtng. It is also possible that there
may be higher order factor structures (related/stesnatic differences between
raters or study sites for instance) not includethenmodel. Such higher-order factor
structures may also account for the coherencertdingtems and for the cross-

loadings of items.

If factor analytic techniques are unable to provida assurance that items that load
on a single factor do so as a result of their m@ag@a common latent variable, they
are still less able to attest the nature of thisnavariable. While inferences can be
drawn about the latent variable from the items tbtmindicate it (assuming it is the
reason for their shared variance), these inferemeest be informed by sound
theoretical understanding of the constructs in goesHowever, in the current study
the interpretation of factors was informed by astabtial literature on the structure

of psychotic symptomatology and is unlikely to loatroversial.

When interpreting the results of this study, itdde kept in mind that it is
possible that the EDEN cohort is not representaifube wider FEP population. Of
the individuals eligible for inclusion in EDEN dag the study period, 51% were

unable to be recruited. Whilst participants wersdgraphically similar to non-
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participants (Birchwood et al., 2014), it is possithat participants may have
differed from non-participants on one or more disiens not captured by the
limited data available on non-participants. Fotanse it is possible that
participants’ symptom profiles differed from thasfenon-participants, which may
have influenced the factor structure observed.&inis possible that a model might
fit the data from a non-representative sample tuatlbe a poor fit for a sample
drawn randomly from the population, caution musekercised in generalising the
findings beyond this particular sample.

While this study sought to overcome a major linmtatof using the PANSS to
measure negative symptoms, i.e. the inclusioreofistnot reflecting negative
symptom severity in the negative subscale, thetoaetgon of a bespoke negative
symptom subscale reflecting the scale’s factorctiine cannot overcome the
limitations of the PANSS altogether. For instanoeluding the item ‘active social
avoidance’ (G16) in the negative symptom subscdleasult in more accurate
measurement of negative symptom severity in indiaisl whose diminished social
involvement reflects asociality. However, whereratividual presents with
diminished social involvement as a result of soaratiety, the inclusion of this item
will lead to an atrtificial inflation of their negae symptoms score. Thus the

measurement of negative symptoms in this thesigairesmimited.

3.6. CONCLUSION

This study suggests that a five-factor model fARNBS data from an FEP sample
adequately if some items are permitted to load orerthan one factor. The five-
factor model that emerged incorporated a singlating symptom factor indicated
by five items from the negative subscale of the B&N'blunted affect’ (N1),
‘emotional withdrawal’ (N2), ‘poor rapport’ (N3)passive social withdrawal’ (N4),
and ‘lack of spontaneity and flow of conversati¢i6)) and two items from the
general subscale (‘motor retardation’ (G7) andiv@csocial avoidance’ (G16)). The
mean score of these seven items was thus usedasuneenegative symptom
severity for the purposes of this thesis.
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Chapter Four — The Course of Negative Symptoms inifst-Episode Psychosis

4.1. BACKGROUND AND RATIONALE

4.1.1. The Heterogeneous Course of Negative Symptem

Negative symptoms are not a stable trait, as was throught, but can fluctuate
significantly over time, particularly in the eadgurse of psychosis (Edwards,
Mcgorry, Waddell, & Harrigan, 1999; Ventura et 2004). However, individuals
vary in the stability of their negative symptomse(l€y, Haas, & van Kammen,
2008) and there is a subgroup of individuals whesent with stably elevated
negative symptoms through the early course of psgisi{Chang et al., 2011,
Norman, Manchanda, Harricharan, & Northcott, 20TH)s subgroup is at elevated
risk of poor outcomes (Hovington, Bodnar, Joobea)I&) & Lepage, 2012;
Méakinen, Miettunen, Isohanni, & Koponen, 2008) nmakearly identification of this

group an important goal in the quest to improveourtes following FEP.

Estimates of the prevalence of stably elevated theggymptoms in FEP vary
considerably across studies. For example, Galderal (2013) reported that only
6.7% of their sample presented with negative symptthat persisted for at least 12
months, whereas 51% of Malla et al.’s (2004) samaee reported to exhibit
elevated negative symptoms for 12 months or mdnes& discrepancies are likely
caused, at least in part, by the lack of conseasumg researchers and clinicians as
to how enduring negative symptoms should be defigdavards et al. (1999) and
Hovington et al. (2012) compared criteria for defgqhenduring negative symptoms
and both found that the proportion of their FEP gles classed as having enduring

negative symptoms varied dramatically dependinthercriteria employed.

The ‘deficit syndrome’ criteria (Carpenter, Heilrs; & Alphs, 1985; Kirkpatrick,
Buchanan, Alphs, Carpenter, & Mckenney, 1989) arbaps the most influential
criteria for categorising individuals accordingthe@ persistence of their negative

symptoms. An individual is categorised as a defigitdrome patient if he or she: (1)
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has been given a diagnosis of schizophrenia, @phesented with at least two
negative symptoms continuously during all periofislioical stability over the
previous 12 months, and (3) these symptoms wersetandary to other factors.
Individuals who meet these criteria have been faomdiffer from non-deficit
patients in their course of illness, biologicalretates and treatment response, and
these difference have been used to justify thertassehat the deficit syndrome
reflects a distinct disease within the schizoptaesyndrome (Kirkpatrick,
Buchanan, Ross, & Carpenter, 2001). However,uhidear that these differences
are indicative of a distinct subtype of schizoplhaeather than simply the extreme
end of a continuum of negative symptom severity\K@ser, Heekeren, & Simon,
2011).

Evidence in support of a categorical approach gatiee symptoms was provided
by Blanchard et al. (200%)ho used taxonomic statistical techniques to assess
whether those with elevated negative symptoms fodistinct latent class. The
study supported the existence of a discrete takordividuals with elevated
negative symptoms within a schizophrenia samphividuals in this class were
more likely to be males than those not in the ¢lasd demonstrated poorer social
functioning. The authors interpreted their findiragsproviding empirical evidence
for the existence of a discrete class of defiaitdspme patients. However, the study
did not examine the degree of overlap between meshigeof the elevated negative
symptoms taxon and deficit syndrome classificatAssuch, Blanchard et al.’s
study can only serve as evidence for the validity categorical approach to
negative symptoms in general, not for the validityhe deficit syndrome approach

specifically.

Although the deficit syndrome criteria have beepligo to FEP samples, there is
evidence that deficit syndrome status assessedadtarpsychosis onset is not an
accurate predictor of subsequent negative sympgrsigtence. Subotnik et al.
(1998) assessed the stability of deficit symptomaarly psychosis over a 12 month
period. Although deficit status at baseline wasfbto be associated with
persistence of negative symptoms over the subséd@enonths, this association

was accounted for primarily by stability of negatsymptom absence; participants
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classified as non-deficit rarely went on to devel@gative symptoms. However,
only 40% of those classified as deficit patientbadeline went on to present with
stably elevated negative symptoms over the nexhdths. This finding calls into
guestion the validity of the deficit syndrome aridewhen applied to FEP.

An alternative means of identifying a distinct stdagp of psychosis patients with
enduring negative symptoms is offered by the gattar ‘persistent negative
symptoms’ (Buchanan, 2007). Persistent negativepiyms are defined as those
that: (1) persist for a minimum of 6 months despgaal treatment, (2) interfere with
the ability of the patient to perform normal role€tions, (3) persist during periods
of clinical stability, and (4) represent an unml@tical need. Unlike the deficit
syndrome however, there is no requirement for ggative symptoms to be primary
and the severity of symptoms is defined in relatmtheir impact on functioning.
Unfortunately, as these criteria have not beenaifmeralised in a consistent manner,
the determination of whether an individual fitsarnhe persistent negative symptoms
category is largely dependent on the cut-off podhtssen by the classifier. Further,
since these criteria require the severity of symmstdo be defined in relation to their
impact on functioning, any study looking at theatigle functioning of this group in
relation to those without persistent negative sym® would encounter problems of

tautology.

Given the lack of consensus regarding how enduregative symptoms should be
defined in FEP, a preferable approach might bdeatify clusters of individuals
with distinct patterns of longitudinal change irgave symptom severity via an
empirically driven approach. Chen et al. (2013) lygd such a data-driven
approach — Growth Mixture Modelling (GMM; MuthénMuthén, 2000) — to
cluster a sample of individuals with non-affectpsychosis according to their
pattern of negative symptom change over a 49 wedhkgh Whereas conventional
growth modelling techniques assume all individwdlange in the same way over
time, GMM allows that individuals within a samplegint vary in their starting
point, rate and direction of change (Jung & Wickaa2008). This inter-individual
variation is captured by the inclusion of multigi@wth curves within the model.

The number of growth curves is not specified arphat is determined using

93



measures of statistical fit in combination with smlerations such as parsimony and

theoretical justification.

Chen et al. identified four distinct negative syompttrajectories within their sample:
(1) reduction in negative symptoms over the fiest fveeks followed by a sustained
low level of negative symptoms, (2) relatively lomgative symptom severity
throughout the study period, (3) initially high éds of negative symptoms followed
by gradual reduction in severity throughout thelgtperiod, and (4) sustained high
levels of negative symptoms throughout the stuaipdeThe most common
trajectory was stably low negative symptoms (actiagrfor 71% of the sample);
the least common trajectory (followed by only 2%lué sample) was gradual
reduction in negative symptoms. A trajectory ofgiently elevated negative

symptoms was characteristic of 16% of the sample.

Chen et al.’s sample consisted of participantsRCa of antipsychotic medication,
a group unlikely to be representative of the wiglgpulation of individuals
experiencing psychosis. Further, their sample badverage, experienced 6.4
psychiatric hospitalisations and been ill for mtiven 17 years. As such, their
findings cannot be generalised to individuals esrlghe course of a psychotic
disorder. It is not yet known whether multiple dist negative symptom trajectories
are similarly evident in FEP. If latent classesnafividuals with similar negative
symptom courses could be identified in an FEP sapgXamining predictors of
membership of these latent classes may help infoottels of negative symptom

maintenance in FEP and perhaps facilitate targaetadtoring and intervention.

The current study used Latent Class Growth AnaliS&GA; Nagin, 1999; 2005) to
identify distinct trajectories of change in negatsymptom severity in a cohort of
individuals with FEP. LCGA is a statistical techméqused to identify homogenous
sub-groups (latent classes) of individuals withidgt patterns of change over time
(Andruff, Carraro, Thompson, & Gaudreau, 2009). IACi& a subtype of GMM
which fixes within-class variation to zero on tlssamption that all individuals
within a latent class can be modelled by a singlgettory. It is therefore well suited
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to investigating whether distinct trajectories efjative symptoms are evident during

the early course of psychosis.

4.1.2. Predictors of Negative Symptom Course

Despite variability in their definition, there hbsen some agreement as to the
variables associated with enduring negative symptionkEP. The variables
explored as possible predictors of negative symgtajactories in the current study
were guided by this literature, but ultimately cmamed by the data available within
the National EDEN dataset. As such, this secti@sdmt seek to provide a
comprehensive overview of those factors associattdnegative symptom course,

but to justify the inclusion of the variables catesied as predictors.

Poor premorbid adjustment has been linked withigtersce of negative symptoms
by several research groups. Bailer et al. (199&)nted an association between
premorbid adjustment and the three year coursegdtive symptoms following a
first admission to hospital for non-affective psgsts. They found that those with
the poorest premorbid adjustment had persisteiglyen levels of negative
symptoms across all follow-up points than thosd wittter premorbid adjustment.
Malla et al. (2004) found that FEP patients whosgative symptoms persisted over
the course of 12 months had worse premorbid adprdtofuring early and late
adolescence than did those patients whose negatinptoms had remitted within
12 months. Similarly, Chang et al. (2011) found ppa@morbid academic
functioning to be the best predictor of persisteggative symptom status three years
after it was first assessed in a sample of FERggaahts. Evensen et al. (2012)
found that stability of blunted affect over a 1@wyeeriod following onset of

psychosis was best predicted by poor premorbidakaanctioning.

There is good evidence of a relationship betweeatitun of untreated psychosis
(DUP) (the time between the emergence of psyclsgtitptoms and commencement
of antipsychotic medication) and cross-sectionglatige symptom severity

(Boonstra et al., 2012). The relationship betweéHhPand negative symptom
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persistence over time has been less frequentlyestudowever, Galderisi et al.
(2013) found that longer DUP predicted which of BieP patients in their sample
who presented with at least one negative symptdmaseline would continue to do
so one year later. Likewise, Chang et al. (2011distd persistence of primary
negative symptoms over a three year period anddfpoolonged DUP to predict

negative symptom persistence.

Family history of non-affective psychosis, but ntter psychiatric disorders, has
been found to be associated with persistent negagimptoms in established
schizophrenia (Dollfus, Ribeyre, & Petit, 1996; kfatrick, Castle, Murray, &
Carpenter, 2000). Male gender has been associdegevsistent negative
symptoms both in schizophrenia patients (Bottlendigger, Groll, Strauss, &
Moller, 2001; Roy, Maziade, Labbé, & Mérette, 2QMEP patients (Chang et al.,
2011), and also in a non-clinical sample (Maricalllsendam, Vollebergh, de Graaf,
& van Os, 2003). Additionally, Galderisi et al. (Z) found that FEP patients given
a diagnosis of schizophrenia were more likely tpezlence persistent negative

symptoms than those given other diagnoses.

Whilst a positive association has been observeddsat negative symptoms severity
and depression in individuals given a diagnosiscbizophrenia (Kulhara et al.,
1989; Sax et al., 1996), Oosthuizen et al. (200@hdl an inverse correlation
between baseline depression and negative sympteenityan those with FEP. A
meta-analysis has confirmed the association betweeunsing substances and cross-
sectional negative symptom severity (Potvin, SepehaiStip, 2006). Further, the
association between deficit syndrome classificasind less severe lifetime use of
alcohol, cannabis and other drugs (Kirkpatricklgtl®96) suggests there may be a

relationship between not using substances andiregatmptom persistence.
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4.2. RESEARCH QUESTIONS

1. Are distinct trajectories of negative symptoms ewidduring the first 12
months of treatment for FEP?

2. What factors predict the trajectory an individualegative symptoms will
take during the first 12 months of treatment foPPE

4.3. METHOD

4.3.1. Design

This study has a longitudinal design with partiofsahaving been assessed at three
time points: on entry into the study (baseline)] aix and twelve months later.
Negative symptoms were assessed at all three timéspusing the PANSS.
Premorbid adjustment, DUP, past and current substase, and depression were
assessed at baseline. Family history of non-affegsychosis, age at onset,
demographic information and baseline clinical dizgjs were ascertained at baseline

via participant report and/or case note review.

4.3.2. Participants

The participants were recruited as part of thedwati EDEN study as described in
the previous chapter (section 3.3.2). All thosdigpigants who were assessed using
the PANSS at one time point or more (n = 1006) weckided in the current study.
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4.3.3. Sample Size

4.3.3.1. Latent Growth Modelling and Latent Classasvth Analysis

Accurately determining an adequate sample sizedtent Growth Modelling

(LGM) is difficult due to the relevance of factasch as the amount of variance
explained by the model, however sample sizes lefaat 100 are often preferred
(Curran, Obeidat, & Losardo, 2010). Similarly, altigh it is believed that small
sample sizes limit analysis power and reduce timebeu of trajectories that can be
identified (Andruff et al., 2009), determining adete sample sizes for LCGA
requires a Monte Carlo simulation study (L. K. Mérth& Muthén, 2002). Nagin
(2005), who developed LCGA, suggested that a mimmifi300-500 participants
are required to successfully conduct LCGA. Giveat this study's sample size (n =
1006) comfortably exceeds the higher limit of #xstimate, it is likely to be

adequate for successful use of this analytic teghei

4.3.3.2. One-Way Analysis of Variance (ANOVA)

A power calculation carried out using G*Power VersB.1.9.2 (Faul, Erdfelder,
Lang, & Buchner, 2007) found that to achieve 90%vgrowith a significance level
of 0.05, an estimated medium effect size and foangarison groups a minimum
sample size of 232 would be required. As suchptfeeway ANOVAs conducted
were adequately powered.

4.3.3.2. Multinomial Regression

There is not a clear consensus regarding the sas@eequirements for
multinomial regression. Heuristics for determinamgadequate sample size for
multinomial logistic regression suggest a minimuM. @ cases per independent
variable (Starkweather & Moske, 2011). Since tiveeee twelve candidate

explanatory variables, if the maximum number oflarptory variables had been
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entered into the multinomial regression model kt@aristic would suggest a
minimum sample size of 120 participants. Howevesinaulation study by Taylor et
al. (2006) investigating the minimum sample sizedss to achieve 80% power in
logistic regression models with different numbersaiegories suggests that this
may be an underestimate. They found that wherariderlying distribution is
skewed (to take the most conservative estimatepdel with three categories
would require 461 cases and a model with five acateg 377. These findings
provide reasonable confidence that the multinongigiession conducted in this

study was adequately powered.

4.3.4. Procedure

The procedures were as described in the previcysteh(section 3.3.4). In addition
to the eighteen measures administered at baselmewere measured at 6 months,
and thirteen at 12 months; a mixture of self-reqpartterviewer rated instruments,
and clinician completed measures. Data was alsaagtd from clinical notes. The
subset of National EDEN measures included in tlieeatistudy is described in the

next section.

4.3.5. Measures

4.3.5.1. Positive and Negative Syndrome Scale (Kégzbein, & Opler, 1987)

The PANSS was used to provide a measure of negatimptom severity. The
PANSS is a 30-item instrument designed to assessaerity of symptoms
associated with schizophrenia. The mean scorevehsBANSS items — ‘blunted
affect’ (N1), ‘emotional withdrawal’ (N2), ‘poor pgport’ (N3), ‘passive social
withdrawal’ (N4), and ‘lack of spontaneity and flaf conversation’ (N6), ‘motor
retardation’ (G7) and ‘active social avoidance’ 6p% was used as the measure of
negative symptoms in this study. A detailed expianeof the rationale for the use
of these PANSS items to measure negative symptasgvovided in the previous

chapter.
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4.3.5.2. Duration of Untreated Psychosis (Larsen¢Glashan, & Moe, 1996)

In line with the method described by Larsen e{X896), DUP was defined as the
interval between onset of frank psychosis and conze®ent of criterion treatment.
Psychosis onset was defined as the first pointhétiwthe participant meets criteria
for a rating of 4 (moderate severity) on one orenairthe items from the PANSS
Positive subscale; this rating must be sustained feeriod 2 weeks or more (unless
remission of symptoms is attributed to commenceroéntedication). Criterion
treatment was defined as adherence to antipsycmetitication prescribed at a dose
deemed to be therapeutic for psychosis. Informatguired to assess the length of
this interval was acquired using the PANSS intevyigne ‘Pathways to Care’
interview which systematically questioned the ggrant about services accessed,
presenting problems, treatments offered and duratidgreatment received, and by
accessing information recorded in clinical notesnithuous data were dichotomised
for the purposes of this study: participants witb@P of nine months or longer were
coded as having a long DUP; participants with a BUérter than nine months were
coded as having a short DUP. This decision was rhadause of the non-linear
relationship between DUP and negative symptoms thatlthere is a clear
association between DUP and negative symptoms viblgreis less than 9 months

but not where it exceeds 9 months (Boonstra e2@l.2).

4.3.5.3. Premorbid Adjustment Scale (PAS; Cannone8p Potkin, & Wyatt,
1982)

Adjustment prior to the onset of psychosis wasssetusing the PAS. The PAS is a
retrospective measure of the extent of achievewigkgy developmental goals

during childhood (up to 11 years), early adolesedid-15 years), late adolescence
(16-18 years), and adulthood (19 years and ab&ee). domains are assessed:
sociability and withdrawal, peer relationships,delstic ability and adaption, and
capacity to form intimate sexual relationships @@ty to form sexual relationships

is not assessed for the childhood period and sstiolability and adaption is not
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assessed for the adulthood period). Age approduatgioning in each domain is
rated by the researcher on a 7-point scale witbrdting optimal adjustment in that
domain (no problems with functioning) and 6 dengtine worst adjustment (major
problems functioning).

Ratings were based on information obtained durmanterview with the participant
and corroborated by information from family membwetsere appropriate. Scores for
each of the four subscales were calculated by idigithe total score obtained by the
participant on that subscale by the total possbtee. Since around a third of the
national EDEN sample experienced onset of theiclpssis before the age of 19,
only adjustment in childhood and early adolescema® considered in this study to

reduce the risk of confounding with early psychasiset.

4.3.5.4. DrugCheck (Kavanagh et al., 1999)

The DrugCheck is an interviewer-administered insgnt designed to screen for
substance misuse disorders in people with psychbsesinterviewer asks the
participant about the frequency of their drug ugerdhe previous 3 months and, if
relevant, gains an estimate of the quantity used.imstrument also includes a 13-
item problem list that assessed the functional chp&the most problematic
substance. In addition, participants in NationaHRDwere asked about their past
use of substances. For the purposes of the cigiahy, baseline substance misuse

was coded as present if the participant reportetiie use of any illicit substance.

4.3.5.5. Calgary Depression Scale for Schizophref@SS; Addington,
Addington, Matickatyndale, & Maticka-Tyndale, 1994)

The CDSS was used to measure severity of depreg3ienCDSS is a 9-item scale
rated by a trained interviewer on the basis of olzen and a semi-structured
interview with the participant. Each item is rategtording to operational criteria on
a 4-point scale. The CDSS depression score islaédcuby summing each of the 9

item scores; higher scores represent more sevpresi#on. An important advantage
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of the CDSS over other measures of depressioniseigethat, because it was
developed specifically to assess depression iwithakls experiencing psychosis, it
is designed to minimise overlap with negative syon@. The specificity of the
CDSS has been confirmed empirically (Addingtonlet1l®94).

4.3.6. Analysis Plan

Analyses were conducted using SPSS for Windowssivie22 (IBM, 2013) and
Mplus for Windows, Version 7.1 (Muthén & Muthén, 98- 2012).

4.3.6.1. Preliminary Analysis and Treatment of Misg Data

First, descriptive statistics were calculated fbmeeasures and the distributions of
each variable were examined to check whether assumsf normality are
justified. Patterns of missing data were examimedetermine whether the

assumption that data is missing at random is jadtif

Missing data were estimated using full informatioaximum likelihood (FIML)
under the assumption that missing data were misginghdom. FIML is a technique
for modelling missing data which takes into accaalhtivailable information by
identifying and utilising patterns of missingne&#.data, including from

participants with incomplete data, are used imeaing parameters. These
parameters, together with information on the nuntb@omplete data points for
each participant, and the observed data at comte¢epoints, are used in the
computation of likelihood functions which are maiged across the sample. FIML
is considered preferable to alternative procedimedealing with missing data
(Enders & Bandalos, 2001): unlike deletion techesju=IML makes use of all
available data in creating the model but unlikeubagion techniques (e.g. mean
imputation, similar response pattern imputatiorgvibids analysing estimated values
as if they were observed.
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4.3.6.2. Research Question 1: Are distinct trajets of negative symptoms

evident during the 12 months following initiationfdareatment for FEP?

In order to examine the pattern of negative symptbange in the sample as a
whole and the degree of inter-individual varialilit negative symptom course,
LGM was carried out prior to beginning LCGA. LGMviives fitting a single
trajectory with random effects (representing indual differences) to the data. The
mean intercept and slope describe the patternafgdhacross the whole cohort.
Next, LCGA (see section 4.1.1 for discussion ofghgability of this technique) was
employed to determine whether variability in indival trajectories is better
modelled by multiple, homogenous latent classel digtinct trajectories, than by a
single trajectory. Models with increasing numbdriatent classes were fitted to the
data and the best model selected according to &&uof considerations including
goodness of fit to the data, entropy, specificitpasterior probabilities, parsimony
and interpretability (Jung & Wickrama, 2008).

Since there is no consensus on the best critaridetermining the relative fit of
models with different numbers of classes (Nylundp@rouhov, & Muthén, 2007),
four indices were used in tandem to assess stali§ti. The fit indices considered
were Akaike’s Information Criterion (AIC), Bayesiémformation Criterion (BIC),
Bootstrap Likelihood Ratio Test (BLRT) and Lo—MettdRubin Likelihood Ratio
Test (LMR-LRT). These fit indices give an indicatiof relative, but not absolute,
model fit. Lower AIC and BIC values indicate supefit: given any two models,
the model with the lower IC value should be prefdrrA significant BLRT or LMR-
LRT value is indicative of the model being a befiethan the model with one fewer
latent classes. Entropy is a measure of how distiach of the latent classes is from
the other classes in the model. Entropy valuese&mgn O to 1, with values close to
1 indicating a high degree of distinctness. Thempazsterior probabilities of an
individual belonging to a latent class indicate pinebability of a model allocating an
individual to the ‘true’ class. Good models sholéve classes with mean posterior
probabilities close to 1 (probabilities greatenti@a7 can be considered adequate;

Andruff et al., 2009), indicating a high probalilif belonging to just one class.
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4.3.6.3. Research Question 2: What factors predn& trajectory an individual’s
negative symptoms will take during the 12 month#idwing initiation of treatment
for FEP?

To address the second research question, the tdsses resulting from the
selected model were compared on demographic amdif@sariables hypothesised
to be associated with negative symptom course.€llvere twelve candidate
exploratory variables: age at psychosis onset; gemthnicity; family history of
non-affective psychosis; schizophrenia diagnosigPDpremorbid social adjustment
in childhood; premorbid social adjustment in adoégge; premorbid academic
adjustment in childhood; premorbid academic adjesinm adolescence; baseline
depression; and history of substance use. A two{atecess was employed to
reduce the risk of overfitting the regression moééist, a series of univariate
between class comparisons were conducted and luodg tvariables that differed
significantly were entered into the multinomial megsion examining predictors of

negative symptom course.

In the case of continuous variables, differencés/&en classes were examined using
one-way ANOVAs. Due to the use of multiple companis, the Bonferroni
correction was used to adjust the critical p-vge5/7 = 0.007) to minimise the
risk of Type | errors. Where an ANOVA identifiegs@gnificant main effect, post-
hoc Turkey’s HSD tests were used to examine whigsses differ significantly. In
the case of categorical variables, Person’s Chafmlitests were used to assess
associations with negative symptom class. Fishexact Test was used to calculate
the p value where expected values were small (& %)e case of 20% or more of the
cells. Where a significant association was fouhd,adjusted standardised residuals
of the Chi-squared test were examined to establigbh of the latent classes were
over- or under-represented. Variables that diffeigdificantly between latent
classes were entered into a multinomial regressiodel with latent class as the
dependent variable.
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4.4. RESULTS

4.4.1. Sample Characteristics and Descriptive Data

Information on the demographic and baseline clirsbaracteristics of the
participants included in the present study (n =6)G0e presented in Table 4.1.
There were significantly more men than womgn({) = 146.58, p = <0.001) and
significantly more participants identified theihatcity as White British than any
other ethnicity f? (14) = 6656.67, p = <0.001). The majority of peigants (72%)
received a clinical diagnosis of ‘Unspecified Psygk’ at baseline. This is in line
with the underlying philosophy of EIP services whancourages embracing early
diagnostic uncertainty and allowing sufficient tifioe symptoms to stabilise before
a diagnosis is made (Department of Health, 200&}$cBptive statistics for

continuous baseline variables included in the aislgre given in Table 4.2.

Table 4.1. Characteristics of participants incldda the current study (n = 1006).
Sample Characteristics

Age at Onset — Mean (SD) 20.07 (7.78)
Gender (% Male) 69.1
Ethnicity (%)
White British 70.3
Asian 15.5
Black 6.8
Mixed 4.2
Other 3.3
Family History of Non-Affective Psychosis (%) 8.9
Initial Clinical Diagnosis (%)
Unspecified Psychosis 72.0
Schizophrenia 10.6
Bipolar 5.2
Drug Induced Psychosis 6.7
Paranoid Psychosis 3.7
Schizoaffective Disorder 1.7
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Table 4.2. Descriptive statistics for continuousddae variables included in the
current study.

Mean (SD) Skewness
PANSS Negative Symptoms Mean 2.16 (1.00) 0.86*
PAS Social — Childhood 0.20 (0.21) 0.87*
PAS Social — Adolescence 0.23 (0.19) 0.89*
PAS Academic — Childhood 0.26 (0.21) 0.66*
PAS Academic — Adolescence 0.36 (0.24) 0.32*
Calgary Depression 6.30 (5.38) 0.77*

Notes. ‘PANSS Negative Symptoms’ refer to the itersed to measure negative
symptom severity in the current study as opposdlddmriginal negative subscale.

* = The distribution of the variable deviates sigrantly from normality
(Komolgorov-Smirnov test for normality yielded avplue< 0.05)

The distribution of all continuous baseline varesbWere explored using visual
inspection of histograms and P-P plots in conjamctith Komolgorov-Smirnov
tests. All variables were found to be positivelgwked. Non-normality was
accounted for in the latent growth modelling artdné class growth analysis by use
of an estimator robust to violations of the assuompdf normality (maximum
likelihood with robust means and variances). Simmoestudies have demonstrated
the ANOVA to be robust to minor violations of norihain large samples (Harwell,
Rubinstein, Hayes, & Olds, 1992). Whilst moderatigwed distributions can lead
to reductions in statistical power, given the catristudy’s relatively large sample

size this was judged to be unlikely to pose sigaift problems.

4.4.2. Missing Data

Of the participants in National EDEN, 98.0% (10663 complete PANSS data for
at least one time point and were therefore includdbe current study. There was no
difference between those who did and did not haMe3S data at one time point or
more in terms of gendey¥(1) = 0.056, p = 0.812), age at onset of psychp$281)
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=-0.109, p = 0.913), ethnicity (Fisher's Exact fT@s= 0.426), or family history of
non-affective psychosis (Fisher's Exact Test, pG9Q). This suggests that the
participants included in this study are likely ® fepresentative of the National
EDEN cohort as a whole.

Of the 1006 participants included in the currentgt 63.4% had complete PANSS
data at all three time points and 85.7% had corap?&NSS data at two time points
or more. There was a significant main effect of benof time points with complete
PANSS data on baseline average negative symptora g€¢2) = 4.885, p = 0.008).
Post-hoc comparisons using Tukey’'s HSD test indat#tat those with complete
PANSS data at all three time points had signifigainigher levels of negative
symptoms at baseline than those with data at evdytiitme points. There were no
significant differences in the baseline negativegioms of those with complete
data at three versus one, or two versus one tinmt. dde ramifications of the
relationship between missingness and negative sympéeverity will be considered

in the limitations section at the end of this cleagsection 4.5.3).

4.4.3. Latent Growth Modelling and Latent Class Gravth Analysis

Prior to examining models with multiple latent das, a single-class latent growth
model was specified. The unstandardised mean agewas 2.08 (p = <0.001) and
the unstandardised mean slope was —0.21 (p = J).ddicating that negative
symptoms tended to decrease over time in the saas@evhole. However, this
model fitted the data poorly (RMSEA = 0.193, CH).887, TLI = 0.661). Notably,
there was significant variance in both the slostiifeated variance = 0.085, p =
0.001) and intercept (estimated variance = 0.450<f.001) of the estimated
growth curve, suggesting that the negative symptajactories followed by the

sample are not homogeneous.

LCGA was then applied to examine models of negatwaptom change
incorporating multiple trajectories. Beginning wahmodel with two latent classes,

models with increasing numbers of latent classee wgecified. Fit indices, entropy,
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accuracy of posterior classifications, and the siz@ach class were compared for
each of the alternative models, as presented ite#aB. The model with four latent
classes was selected from the models consideresimiddel fit the data
significantly better than the models with one, vl three latent classes according
to all fit indices (ICs for single-class latent gith model: AIC = 6007.67, BIC =
6046.98). Further, each of the four latent classpeesented a distinct symptom
trajectory with significant theoretical relevanééean posterior probabilities for all
four latent classes are adequately high (> 0.Ad)cating high probability of
classification to the correct latent class. Furtherlatent class is made up of less
than 5% of the sample, indicating that each trajgatharacterises a substantial

subgroup of the sample.

Whilst models with five classes fit the data sigrahtly better than the four-class
model according to all fit indices other than thdR-LRT, this model was not
preferred for reasons of parsimony and interprétabAs the number of latent
classes increased, the two Information Criterigiooed to decrease: no stagnation
or reverse in the direction of change was obsemdedever, models with more than
four latent classes increasingly included classesprising less than 5% of the
sample and which did not represent a sufficientigjue and distinct trajectory to be

easily interpretable.
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Table 4.3. Comparison of LCGA models with two tdatent classes.

2 3 4 5 6

AIC 5893.21 5740.96 5639.24 5564.28 5464.70
BIC 5932.52 5795.01 5708.03 5647.81 5562.98
BLRT 0.00 0.00 0.00 0.00 0.00
LMR-LRT 0.00 0.06 0.03 0.13 0.06
Entropy 0.83 0.81 0.79 0.79 0.79
Classification 0.96, 0.90 0.84, 0.84,0.92, 0.89, 0.77, 0.83,0.76,
Probabilities 0.94, 0.91,0.79 0.91,0.83, 0.91, 0.84,

0.89 0.80 0.88, 0.87
Class Size 81, 19 21,74,5 14,64,5,3,17,64, 11, 15,14, 3,7,
(%) 17 5 57,3

Note. AIC = Akaike’s Information Criterion, BIC =a&esian Information Criterion,
BLRT = Bootstrap Likelihood Ratio Test, LMR-LRT =oMendell-Rubin
Likelihood Ratio Test. Classification Probabilitresnean posterior probabilities for
each class, Class Size = proportion of the sampleng up the membership of each
class.

4.4.4. Description of Latent Classes

Modal assignment was used to allocate particip@antstent classes, that is,
estimates of the posterior probabilities of eaattigpant belonging to each of the
latent classes were calculated and the particigsgigned to the class with the
highest posterior probability. The characteristiteach latent class were as follows.

The model is presented graphically in Figure 4.1.

Class 1 — ‘Mild Stable’ Negative SymptomsThe first class contained 13.5% of
the sample (n = 108). It was characterised by sraapt corresponding to elevated
negative symptoms (unstandardised mean interc2@t85%) and a non-significant
slope (unstandardised mean slope = 0.237, p = Pif8iéating stable mild negative

symptoms.

Class 2 — ‘Minimal Decreasing’ Negative SymptomsThe second class comprised
the majority of the sample (63.9%, n = 674). Théss was characterised by a low

intercept (unstandardised mean intercept = 1.6280icating minimal levels of
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negative symptoms at baseline. These negative synspiecreased slightly but

significantly over time (unstandardised mean skep€.166, p = <0.001).

Class 3 — ‘High Stable’ Negative SymptomsThe third class contained the fewest
participants (5.4%, n = 50). This class had théés mean intercept
(unstandardised mean intercept = 3.581) and a igmifisant slope (unstandardised
mean slope = 0.053, p = 0.696), indicating pensiktdigh levels of negative

symptoms.

Class 4 — ‘High Decreasing’ Negative SymptomsThe final class contained 17.1%
of the sample (n = 174). The class are charactebgen intercept comparable to
the High Stable class (unstandardised mean interc8851) indicating high levels
of negative symptoms at baseline. However, thisstlsymptoms decreased
significantly over time (unstandardised mean skep€.890, p = <0.001), realising a

level similar to the ‘Minimal Decreasing’ class bg months.
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Figure 4.1. LCGA with four latent classes: averaggative symptom score
estimated means.
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4.4.5. Between Class Differences

The four negative symptom trajectory classes wenepared on demographic and
baseline variables. Descriptive statistics for ezlaks are presented in Table 4.4.
Class differences were found in gendgr(8) = 9.253, p = 0.026), baseline clinical
diagnosis (Fisher’'s Exact Test, p = 0.019), farhitory of non-affective psychosis
(Fisher’s Exact Test, p = 0.001), premorbid soadjustment in childhood (F (3,
904) = 5.116, p = 0.002) and early adolescenc8&,(BG4) = 7.240, p = <0.001),
premorbid academic adjustment in childhood (F (8% 7.270, p = <0.001) and
early adolescence (F (3, 899) = 10.236, p = <0,081d baseline depression (3, 943)
=11.285, p = <0.001). No significant class diffeses were found in age at onset (F
(3, 1002) = 1.094, p = 0.351), ethnicity (Fishd®sact Test, p = 0.096), DUR?((3)

= 0.837, p = 0.841) or illicit substance ug&(@) = 3.388, p = 0.336).
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Table 4.4. Descriptive statistics (mean (SD) un@gkgrwise indicated) for each
negative symptom trajectory class.

Minimal Mild High High Stable
Decreasing Stable  Decreasing (n=50)
(n=674) (n=108) (n=174)

Age at Onset 19.99 20.65 20.48 18.46
(8.45) (5.27) (6.54) (6.78)
Male Gender 66.9% 77.8% 68.4% 82.0%
White British Ethnicity 70.9% 68.5% 72.4% 58.0%
Family History 6.9% 9.4% 11.5% 25.5%
Schizophrenia 9.8% 10.8% 9.6% 23.4%
Diagnosis
DUP> 9 months 27.8% 31.8% 28.3% 26.0%

PAS Social - Childhood ~ 0.19 (0.20) 0.25 (0.25) 0.17 (0.19) 0.27 (0.21)
PAS Social - Adolescence 0.21 (0.18) 0.26 (0.23) 0.26 (0.21) 0.31 (0.17)

PAS Acad. - Childhood  0.24 (0.21) 0.34 (0.21) 0.26 (0.19) 0.31(0.21)
PAS Acad. - Adolescence 0.33 (0.24) 0.45 (0.24) 0.41 (0.25) 0.41 (0.21)

Calgary Depression 5.61 (5.03) 7.36 (5.62) 8.04 (5.66) 6.86 (6.60)

Substance Use 66.3% 63.2% 68.5% 55.1%

Note. Family History = Family History of Non-Affage Psychosis; DUP =
Duration of Untreated Psychosis; PAS = Premorbigustinent Scale; Acad. =
Academic

The Minimal Decreasing class were less likely teeha family history of non-
affective psychosis and more likely to have a desgmof bipolar or schizoaffective
disorder. This class had better premorbid adjustitierm members of other classes
and were significantly less depressed. The Highr&eing class were less likely to
be diagnosed with bipolar disorder and had betemprbid social adjustment
during childhood than the High Stable class, butsesocial adjustment than the
Minimal Decreasing class during adolescence. Membkthe Mild Stable class
were more likely to be male, had poorer premorbljdstment, and were more

depressed relative to the Minimal Decreasing claks.High Stable class were also
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more likely to be male and had poorer premorbidstdjent, as well as a family

history of non-affective psychosis and diagnosisabfizophrenia.

An additional post hoc analysis was conducted vestigate whether trajectory
classes differed in the profile of negative sympa@rhibited: specifically, if classes
differed in the relative prevalence of expressigéait symptoms (as indicated by
the items ‘blunted affect’, ‘poor rapport’, ‘lack spontaneity and flow of
conversation’ and ‘motor retardation’) versus wrthwlal symptoms (indicated by
the items ‘emotional withdrawal’, ‘passive sociatiwdrawal’, and ‘active social
avoidance’). The choice of these items to measxpeessive deficit and withdrawal
domains of negative symptoms was discussed inose8tb.2. Mean average
expressive deficit and withdrawal symptoms scosesdgative symptom trajectory
group at each time point are presented in TableAdne-way ANOVA revealed no
significant differences between trajectory groupghie proportion of expressive
deficit versus withdrawal symptoms at baseline 22, p = 0.085), suggesting that
the distinct trajectories observed are not expthimgdiffering baseline negative

symptom profiles.

Table 4.5. Mean average expressive deficits anadnatval scores by negative
symptom trajectory group.

Baseline 6 Months 12 Months
Exp. Withdrawal  Exp. Withdrawal  Exp. Withdrawal
Deficits Deficits Deficits

Minimal 1.41 2.00 1.25 1.57 1.18 1.50
Decreasing
Mild 1.92 2.64 2.04 2.79 2.40 3.22
Stable
High 3.15 4.10 1.91 2.82 1.42 1.92
Decreasing
High 3.57 3.91 3.22 3.80 3.60 3.96
Stable

Note. Expressive deficits = Blunted affect (N1)pPrapport (N3), Lack of
spontaneity (N6) and Motor retardation (G7). Witnslal symptoms = Emotional
withdrawal (N2), Passive social withdrawal (N4) akxtive social avoidance (G16).
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4.4.6. Predictors of Negative Symptom Course

Baseline variables with significant between clagiei@nces were entered into a

multinomial regression with negative symptom tregeg class as the dependent

variable. The Minimal Decreasing trajectory classs/ed as the reference category.

Full results of the multinomial regression are presd in Table 4.6.

Table 4.6. Results of multinomial regression ingesing predictors of negative

symptom trajectory class.

B (SE) Odds Ratio P Value
(95% CI)

Mild Stable vs. Minimal
Decreasing
Female vs. Male -0.36 (0.30) 0.70(0.39-1.25) 0.23
Non-Schizophrenia Diagnosis  0.04 (0.44) 1.04 (0.44-2.45) 0.94
vs. Schizophrenia Diagnosis
No Family History vs. Family 0.24 (0.48) 1.27(0.50-3.21) 0.62
History
PAS Social - Childhood -0.03(0.84) 0.98(0.19-5.02) 0.98
PAS Social - Adolescence 0.63(0.84) 1.87(0.36-9.65) 0.46
PAS Academic - Childhood 1.70 (0.90) 5.50(0.94-32.14) 0.06
PAS Academic - Adolescence 0.52 (0.76) 1.68 (0.38-7.48) 0.49
Calgary Depression 0.02 (0.02) 1.02(0.98-1.07) 0.35
High Stable vs. Minimal
Decreasing
Female vs. Male -1.04 (0.48) 0.35(0.14-0.90) 0.03
Non-Schizophrenia Diagnosis  -0.86 (0.44) 0.42 (0.18-1.00) 0.05
vs. Schizophrenia Diagnosis
No Family History vs. Family -1.18 (0.44) 0.31(0.13-0.72) 0.01
History
PAS Social - Childhood -0.12(1.18) 0.89(0.09-8.95) 0.92
PAS Social - Adolescence 217 (1.12) 8.79(0.99-78.11) 0.05
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Continuation of Table 4.6.

PAS Academic - Childhood 0.79 (1.25) 2.21(0.19-25.74) 0.53
PAS Academic - Adolescence -0.07 (1.08) 0.93(0.11-7.66) 0.95

Calgary Depression 0.05(0.03) 1.06(0.99-1.12) 0.09
High Decreasing vs. Minimal

Decreasing

Female vs. Male -0.06 (0.24) 0.94(0.60-1.50) o0.81

Non-Schizophrenia Diagnosis  0.37 (0.40) 1.45(0.66-3.19) 0.35
vs. Schizophrenia Diagnosis

No Family History vs. Family -0.68 (0.34) 0.51(0.30-0.99) 0.046
History

PAS Social - Childhood -2.21 (0.76) 0.11(0.03-0.49) 0.004
PAS Social - Adolescence 2.11(0.71) 8.26 (2.07-33.01) 0.003
PAS Academic - Childhood -0.26 (0.77) 0.77 (0.16 —3.67) 0.74

PAS Academic - Adolescence  1.01 (0.62) 2.75(0.82-9.29) 0.10

Calgary Depression 0.09(0.02) 1.09(1.05-1.14) <0.001

Note. Model:? (24) = 92.50, p <0.001. Family History = familystory of non-
affective psychosis; PAS = Premorbid Adjustmenti&ca

Compared to individuals in the Minimal Decreasitags, those in the High Stable
class were significantly more likely to be malke=< -1.04, p = 0.03) and to have a
family history of non-affective psychosiB € -1.18, p = 0.01). Whilst those in the
High Stable Class were more likely to have beeemian initial diagnosis of
schizophrenia and to have experienced poorer agiesocial adjustment than
members of the Minimal Decreasing class, thesarfggljust failed to reach
significance (both p = 0.05). Compared to the Malifdecreasing class, those in the
High Decreasing class were more likely have a famstory of non-affective
psychosisB = -0.68, p = 0.046) and had higher levels of degion 8 = 0.09, p =
<0.001). Members of the High Decreasing class leigtbpremorbid social
adjustment during childhood than the Minimal Desneg classi =-2.21, p =
0.004) but poorer premorbid social adjustment imlestencel = 2.11, p = 0.003).
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4.5. DISCUSSION

4.5.1. Summary of Findings

There was significant variability in the early néga symptom trajectories of
members of the EDEN cohort. LGM suggested that thegaymptoms tended to be
mild at baseline and decrease over time in the kaagpa whole. However, there
was significant variance in both the intercept aloghe of the estimated individual
growth trajectories. This suggests that neitheelof baseline negative symptoms
nor change in individuals’ negative symptoms oveetare homogeneous across the
sample. The single-class model fit the data posuggesting that patterns of change
in negative symptoms during the first 12 monthg@htment cannot be satisfactorily
modelled by a single trajectory. A model with fowggative symptom trajectory
classes was selected as the optimal model of tiae Tae four-class model fit the
data significantly better than models with one, twahree trajectories and identified
latent classes with distinct and theoretically valg patterns of negative symptom

change over the 12 month study period.

The majority of the sample (63.9%) presented withststently minimal negative
symptoms throughout the study period. This suggbatsmost EIP service-users do
not present with notable negative symptoms at amyt guring the first year of
treatment. Only a small proportion of the sampld%® followed a trajectory of
persistently high levels of negative symptoms. AHfer 13.5% of the sample
presented with consistently elevated negative sgmgtof lesser severity.
Membership of the class with the highest levelpakistent negative symptoms was
predicted by male gender and family history of mfiective psychosis. A trajectory
of initially high but decreasing negative symptowes followed by 17.1% of the
sample. This suggests that negative symptoms aisearly in the course of EIP
service-use often remit within the first 12 montts¢reatment. Those with remitting
negative symptoms were distinguished from thoshk wanhsistently minimal
negative symptoms by poorer premorbid social agjast during adolescence

despite better social adjustment during childhdday were also more likely than
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those with consistently minimal negative symptombdve a family history of non-

affective psychosis and had higher baseline dejpiressores.

4.5.2. Interpretation, Relevance to the Literatureand Theoretical Significance

4.5.2.1. The Course of Negative Symptoms in FEP

Most previous negative symptoms research has ensglgsist two categories of
patients: those with persistent negative symptaomastilaose without. However, the
results of the current study suggest that suctpproach does not capture the
complexity of patterns in negative symptom charag@iing FEP. Whilst most
previous studies have considered those with pergisiegative symptoms to be a
homogeneous group, the current study identifieddistinct elevated negative
symptom trajectories. The mean intercept of bo#iséhtrajectories was sufficiently
high to indicate multiple clinically significant gative symptoms. A rating of ‘4’ on
the PANSS indicates that the symptom ‘represestsiaus problem’ and is
commonly interpreted as the threshold for clingighificance. A participant with an
average negative symptom score of 3.58, the uratdised mean intercept of the
High Stable trajectory class, might have ratedo4’six out of seven negative
symptom items. A participant with an average negatymptom score of 2.19, the
unstandardised mean intercept of the Mild Staldegrmight have rated ‘4’ for two
of the seven negative symptom items. Since a pridroffs typically require only
one or two negative symptoms to be present, ikédy that members of both
trajectory classes would be classified as havingigtent negative symptoms on the
basis of such criteria. Thus research employingtegorical approach based on a
priori criteria for negative symptom persistencglmimask considerable intra-

category variation in symptom severity.

The large proportion of the sample found to hawes@nted with consistently
minimal negative symptoms throughout is surprigingen that estimates of the
cross-sectional prevalence of negative symptonkid have been as high as 90%

(Mékinen et al., 2008). The high proportion of widuals with consistently low
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levels of negative symptoms in the current studghibe accounted for by
characteristics of the EDEN cohort. Since the ElRises used by the study’s
participants follow a policy of tolerating initidiagnostic uncertainty (Department

of Health, 2001), the sample is likely to be moegéeinogeneous than those of studies
that limit participation to those with a confirmsdhizophrenia-spectrum diagnosis.
Further, the majority of EIP service-users are iified and treated in the

community, and this may account for the high preweé of consistently minimal
negative symptoms relative to studies in whichipgdtion is limited to individuals
who were inpatients at baseline (e.g. Gerbaldor@e Pieschl, 1997; Subotnik et
al., 1998).

The considerable proportion of those participanés@nting with high levels of
negative symptoms at baseline who experienced ss&m of these symptoms
within 12 months is a cause for optimism. Conttargften pessimistic assumptions
about the course of negative symptoms, a recetgragsic review and meta-analysis
of longitudinal studies of negative symptoms fodmat negative symptoms tend to
decrease over time in outpatient schizophrenia kngpavill, Banks, Khanom, &
Priebe, 2015). The current study suggests the sagrall trend may be evident in
FEP, accounted for primarily by marked reductionthe negative symptom severity
of a small subgroup. It is unclear whether suclucédns in negative symptom
severity should be attributed to successful treatraEésecondary negative
symptoms, natural recovery, or something else. Stinidy was not designed to
answer the question why do negative symptoms nensibme people but not others,
however differences in the baseline characteristitee High Decreasing and High
Stable trajectory classes may provide some clugsaenof particular theoretical

interest.

A recently published study that used latent clasdyais to investigate negative
symptom trajectories over a 10 year period post-G&Rtin et al., 2015) indicates
that those who do not experience decreases inrthgative symptom severity
within the first 12 months of treatment may do sbsequently. A latent class
comprising 19% of Austin et al.’s sample presentét an initial increase in

negative symptoms during the first two years cdtimeent followed by a gradual
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decrease to minimal levels during the remainingyteygars. However, a larger latent
class (26% of the sample) experienced an initdlicdon in negative symptom
severity followed by steadily increasing negatiysptoms during the remainder of
the study period. This tempers the optimism engeatey the current study,
suggesting that early negative symptom remissiaghtrbbe followed by relapse in
subsequent years. However, Austin et al.’s samgudiedeen participants in the
OPUS trial (Petersen et al., 2005) and, as sudh,hatf had received specialist EIP
treatment during the first two years. Austin etodserved striking differences in the
negative symptom trajectories followed by those wdeeived specialist EIP
treatment relative to those who did not. Thus glausible that the negative
symptom trajectories of the EIP service-users wheewthe focus of the current
study may differ from those of other FEP patients.

Two subdomains of negative symptoms — diminishguession and withdrawal
(avolition/asociality) — have now been establis(se section 1.4.3). Therefore, a
guestion arose whether the negative symptom tajectasses identified differed in
the relative prominence of these two negative spmpubdomains. It seemed
plausible that those whose negative symptoms rednittight have been those who
presented with a higher proportion of symptoms fimme or the other subdomains
compared to those whose symptoms remained eletateekver, we found no
significant differences between trajectory groupghie proportion of expressive
deficit versus withdrawal symptoms at baseline suggests that the differing
negative symptom trajectories observed were nailated for by differences in
baseline negative symptom type. Nonethelessgciiriginly true that the findings of
the current study would have been different ha@dtaries of diminished expression
and withdrawal symptoms been modelled separatefgcant study of negative
symptom course during the first five years of tneat for FEP found diminished
expression symptoms to be both less prevalentessddersistent than symptoms

from the avolition/asociality domain (Norman et 2015).
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4.5.2.2. Predictors of Negative Symptom Course

In line with previous research indicating an asstien between male gender and
negative symptom severity, male gender was fourmtedict a trajectory of stably
high negative symptoms. Whilst it is tempting tokdo a biological explanation for
this difference, and there may well be a role foldgy in explaining differing
symptom profiles, there are also plausible psyctiasexplanations of such
differences. For instance, Read & Beavan (2013)athat the higher incidence of
prominent negative symptoms in men might refleetadoption of an extreme
masculine role involving restriction of emotionajpeession. According to cognitive
models, negative symptoms can be viewed as adtempts to cope with stress
through withdrawing and restricting expression.c8iavoidant coping strategies are
more often adopted by men than by women in thergépepulation (Eschenbeck,
Kohlmann, & Lohaus, 2007; Matud, 2004), it may battthe relationship between
male gender and less favourable negative symptamsedollowing FEP is
symptomatic of more men than women employing sgiateof avoidance to cope

with the stress associated with psychosis.

Poor premorbid social adjustment during adolesceraeidentified as a predictor of
initially high but decreasing negative symptoms apgdroached significance as a
predictor of stably high negative symptoms. It haen argued that poor premorbid
adjustment may reflect early symptomology during phodromal phase of the
disorder (Hafner, Nowotny, Loffler, an der Heid&nMaurer, 1995). The prodromal
phase of psychosis is more often characterisecebgtive symptoms than by
attenuated psychotic symptoms (Hafner et al., 19889)»uch, it may be that the poor
premorbid social adjustment of those with high Is\af negative symptoms at
baseline may reflect negative symptoms having Ipeesent during the prodromal
phase of psychosis. That those with initially hight remitting negative symptoms
were functioning significantly better during chilatbd than those who presented with
consistently minimal negative symptoms aligns wlitis hypothesis.
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An alternative theory in line with cognitive modelsnegative symptoms is that
social failure in adolescence engenders negativef®about the self, and primes
expectations of failure and lack of pleasure in deding situations. These
expectations create a predisposition to adoptatesty of withdrawal and avoidance
when faced with stressful situations, which matfes negative symptoms in the
context of psychosis. This theory places poor préidadjustment as a precursor of
negative symptoms rather than their consequenceo@se, it may be that a circular
relationship exists whereby poor premorbid funatigrereates a dysfunctional
cognitive set, which leads to the emergence ofjmrodl negative symptoms, which
serves to reinforce the dysfunctional beliefs, Wwhimrsens the prodromal negative
symptoms. Prospective studies examining the relshiip between poor premorbid
functioning, dysfunctional beliefs and negative gyoms will be required to

disentangle the relationship between these fadiaiag early psychosis.

Previous research has suggested that premorbial salpistment is of most
relevance for negative symptoms, whilst premorls@d@mic adjustment is linked to
cognitive outcome (Chang et al., 2013). The curstundy supported this suggestion;
social but not academic adjustment during adolesedrstinguished the High
Decreasing class from the Minimal Decreasing ciaskthe same trend in the same
direction was observed between the High Stables@ad Minimal Decreasing class.
This might be because negative symptoms reflentaily social deficits; blunted
affect, alogia and asociality all reflect a relunta or inability to engage with others.
Therefore, if it is assumed that poor premorbiccfioning results from the
emergence of negative symptomology during the ooy, it makes sense that
social functioning would be impacted to a greateert than academic functioning.
Likewise, adverse social experiences might be riloety than academic failure to
prime the avoidant coping strategies that have pegposed to underlie negative

symptoms.

Family history of non-affective psychosis was ahar factor whose hypothesised
relationship with negative symptom trajectories wagported by the current study.
Having a family history of non-affective psychopredicted membership of both the

High Stable class and High decreasing class. Tightrsuggest a genetic
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predisposition to elevated negative symptoms. $tieen proposed that enduring
negative symptoms might be the result of neurodgreental impairment resulting
from genetic defects (Carpenter, Buchanan, KirkglatTamminga, & Wood, 1993;
Murray, 1994). However, this would not explain te&tionship between family
history and negative symptoms that swiftly remitt@dother possible explanation is
that young people with a parent or sibling with fadfective psychosis might be
more likely to experience adverse life-events (eullying, poverty, being a young
carer) and that this might contribute to the deplent of negative symptoms. A
third possible explanation of the relationship be#w negative symptom course and
family history is that a care giver with non-affieet psychosis may be less able to
model adaptive coping strategies. An individual vilas not learnt how to cope with
stress effectively might be more likely to manifasgative symptoms.

The association between higher baseline depresstres and membership of the
trajectory class with initially high but remittingegative symptoms might suggest
that members of this class were presenting witlatineg symptoms secondary to
depression. The remission of this group’s negatiweptoms might then be
attributed to successful treatment of their depoessiowever, since only baseline
depression was considered in the current studs/nivt known whether the High
Decreasing class did indeed experienced redudtiodspression that might account
for the remission of their negative symptoms. Fertlesearch is required to
establish what role depression might play in therse of negative symptoms
following FEP.

That DUP was not associated with negative symptassan the current study was
surprising given that a meta-analysis of 16 stusheslving 3339 FEP patrticipants
concluded that DUP of less than nine months iscateal with less severe negative
symptoms at both short and long-term follow up (Bstea et al., 2012). It is possible
that this discrepancy is a result of differing noets; the studies Boonstra et al.
synthesised examined group level correlations betviZdJP and negative symptom
severity as opposed to the association between @idRpecific negative symptom
trajectories. Austin et al. (2015), who employaditr methods to the current study,

did not find DUP to be a significant predictor @gative symptom course, though

122



they did find an association between longer DUP ragghtive symptom course in

their univariate analyses.

Also contrary to expectations, no association betw#icit substance use and less
persistent negative symptoms was observed in threrduwstudy. However, there
were significant limitations in the measuremenswlbstance use in this study which
may have impacted the results. Participants whorteg lifetime use of any illicit
substance were treated as a single group for ttpopes of the analysis. It is
possible that there may be a different relationfiefpveen negative symptom course
and infrequent use of recreational drugs, and negaymptom course and habitual
substance abuse that were obscured by the methgadsy&d in this study.

4.5.3. Limitations

As previously discussed, missing data were estitnaseng FIML under the
assumption that data were missing at random (MARvever, unfortunately there
was evidence of an association between missin@resaegative symptom severity
— those with less severe negative symptoms atibaseére more likely to be lost to
follow up than those with more severe negative spmg — which suggests that the
MAR assumption is not justified. Arguably, in adyuwof negative symptoms, it is
preferable that participants with less severe megalymptoms be lost to follow-up
rather than those with more severe symptoms. Netexst, the results of a study will
inevitably be biased by the loss of participantgwai particular negative symptom
profile, however this is dealt with.

As a check on the impact of the decision to usa\alllable data as opposed to
excluding those participants deemed to have irgafft PANSS data, the LCGA
was repeated including only participants with coet@lPANSS data at baseline and
at least one subsequent time point (n = 848). Tladyais yielded classes that
followed trajectories with intercepts and slopes@xely similar to those of the
original model (see Appendix A). Only four indivias (less than 0.5% of the

sample subset) were allocated to a different ¢tatiss repeat analysis to that they
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were allocated to in the original model. This sugigehat the estimation of missing
data points using FIML, rather than excluding m#pants deemed to have
insufficient data for the estimation of a trajegtdnad minimal impact on the

conclusions reached.

Since participants were assessed at only threepomms, the model forms that
could be fitted to the data were limited. Furthie follow-up period of the current
study was relatively short. Whilst the first 12 ntwof treatment are an important
period for research given EIP services’ focus @vigling intensive support soon
after psychosis onset, it is possible that furthegectories would emerge if
participants were followed over a longer periodr iRgtance, Evensen et al. (2012),
in their study of the course of blunted affect oaeO year period, found that 16% of
participants developed blunted affect over the sewf the follow-up period. Thus,
it is possible that a trajectory of increasing negasymptoms would have emerged
had negative symptoms been assessed over a lomggoeriod. A longer term
follow-up incorporating more frequent assessmenild/provide a more nuanced

picture of variation in negative symptom course.

The retrospective nature of several baseline measnts might have impacted the
findings. Participants were required to recall tipgemorbid functioning, pathway to
care, family history of mental illness, and prewa@ubstance use after the onset of
psychosis and commencement of treatment with EifeeSurrent symptomatology
and treatment might conceivably have an impactastigipant recollection or
reporting, there is a risk of recall bias havinfjuenced the findings. This limitation
could only be fully overcome by recruiting partiangs prior to the onset of their
psychosis and following them prospectively, fottamee as part of a birth cohort
study.

Since the current study made use of data collesdquart of the EDEN programme,
the potential predictors of negative symptom coarsslable for exploration were
limited to those variables present in the datdssttors that may have been relevant
to understanding variability in early negative syamp course were not included in
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the analysis for this reason. For instance, theaoagnitive functioning of members
of the EDEN cohort was not measured and thus negrutive variables were not
included as potential predictors in the currentymis. However, neurocognitive
deficits, including verbal memory impairments, héeen found to be associated
with persistent negative symptoms in FEP (HovingBwodnar, Joober, Malla, &
Lepage, 2013). The relationship between neurociwgriinctioning and other

negative symptom trajectories is worthy of furthmerestigation.

4.6. CONCLUSION

Negative symptom course following FEP is charaséeriby distinct trajectories.
Persistent negative symptoms are observed in osityadl proportion of those
experiencing FEP and are associated with male gemdiea family history of non-
affective psychosis. Decreasing negative symptamslaserved in a sizeable sub-
group of those with elevated negative symptomsniryé¢o EIP. Membership of the
trajectory class characterised by initially eleddabeit decreasing negative symptoms
Is predicted by relatively good social adjustmamntgy childhood but relatively poor
social adjustment during early adolescence, higinedsion at baseline, and a family

history of non-affective psychosis.
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Chapter Five — The Relationship Between Negative Syptom Course and Social

Recovery in First-Episode Psychosis

5.1. BACKGROUND AND RATIONALE

5.1.1. Social Disability and Psychosis

Many individuals who experience psychosis havedliffies in a range of social
domains including work, study, social relationshapsl independent living. Such
social disability is already evident by the timdiinduals present with their first
psychotic episode: compared to matched contralyioluals with FEP are less

likely to be employed, less likely to be in a rormiamelationship, and have fewer
friends (Macdonald, Hayes, & Baglioni, 2000; Morggral., 2008). Indeed,
difficulties with social functioning often predatee emergence of positive psychotic
symptoms (Hafner et al., 1995), and thus functialegline is acknowledged to be an
important indicator of psychosis risk (Yung et @D05). Moreover, there is evidence
that early social disability is sustained in theder-term. A study of the 10 year
outcomes of individuals recruited during theirtfijpsychotic episode identified
persistently high levels of social disability (Marget al., 2014). Only 12% of the
sample had been employed for more than 75% ofallenf-up period and 72% had
been employed for less than 25% of the follow-upqok Furthermore, 71% of the

sample were not in a romantic relationship durirgstof the follow-up period.

Morgan et al. contrasted the poor social outcom@auicipants with their relatively
good symptomatic outcomes; only a minority of gapants experienced continuous
psychotic symptoms during the follow-up period ahtost half had been
completely free of positive psychotic symptomstfa two years prior to follow up.
It has long been known that functional recoveraigely independent of recovery
from positive symptoms (Carpenter & Strauss, 19%ayial disability has been
found to persist in the absence of ongoing posgaptoms (Henry et al., 2010).
Equally, some individuals make a good social reppdespite ongoing psychotic
symptoms (Amminger et al., 2011; The British Psyobiwal Society, 2014).
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5.1.2. The Relationship between Negative SymptomediFunctional Outcome

Whilst social functioning and positive psychoticrgytoms are largely independent
of one another, this is not true of social funatmgnand negative symptoms. The
association between negative symptom severity aondfpinctional outcomes is well
established (Alvarez-Jiménez et al., 2012). Studée® found negative symptoms to
be of greater prognostic importance for later fiowehg than not only positive
symptoms (Ho, Nopoulos, Flaum, Arndt, & AndreasE98; Hoffmann, Kupper,
Zbinden, & Hirsbrunner, 2003; Lysaker & Davis, 20@&abinowitz et al., 2012), but
also cognitive impairment (Guaiana, Tyson, Rob&ts|ortimer, 2007; Leifker,
Bowie, & Harvey, 2009). Negative symptoms that [geidespite antipsychotic
treatment are of particular prognostic importarstesh negative symptoms predict
poorer functional outcome than negative symptorashove more transient (Chang
et al., 2011; Galderisi et al., 2013; Husted, Bei&daconoc, 1992). The poor social
functioning of those who present with elevated tnggaymptoms is a key
motivator of the drive to develop effective treatrhstrategies for negative
symptoms (Elis et al., 2013; Kirkpatrick et al. 0B.

Whilst the relationship between persistent negatiraptoms and poor functional
outcome is well established, few studies have Idatdongitudinal change in
negative symptoms and improvement in functioningccorently. Fluctuations in
negative symptoms have been shown to coincidefluitkuations in functioning
over time in a sample of individuals with chronahi&ophrenia taking part in a
supported employment programme (Erickson, Jaddriysaker, 2011). However, it
is not known whether improvements in negative symps$everity are accompanied
by concurrent improvements in social functioningyesn the course of psychosis.
The current study investigated the relationshipveen the trajectory of an
individual’'s negative symptoms during the firstrh®nths of treatment for FEP and

their social recovery trajectory during the sameqake
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Better understanding the relationship between éinky eourse of negative symptoms
and concurrent change in functioning might prowstlees as to the nature of the
relationship between negative symptom severitygoat functioning. Erickson et
al. (2011) accounted for the close temporal refetip they observed between
increases in negative symptom severity and detgroors in functioning by noting
the importance of communication and motivationuocgssful occupational
functioning. That negative symptoms have a detrialempact on the ability to
function successfully, i.e. there is a direct chuslationship between negative
symptoms and poor functioning, is implicit in maaythors’ discussions of the
relationship between negative symptoms and poatitumal outcome. However,
there is evidence to suggest that the relationséiyween negative symptoms and
functioning may be bi-directional with negative gytom severity predicting later
functional outcome, as well as early functionalconte predicating later chronicity
of negative symptoms (Alvarez-Jiménez et al., 20E@jther, it is possible that the
relationship between negative symptoms and funictgois not direct, but mediated

by other variables

5.1.3. Measuring Social Recovery: The Time Use Swey

Good social and occupational functioning have lssmed to be among the most
important markers of recovery, both by experts fgssional experience (Kane,
Leucht, Carpenter, & Docherty, 2003), and by exgbitlived experience (Pitt,
Kilbride, Nothard, Welford, & Morrison, 2007). Hower, there is no consistent way
of measuring social and occupational functioningsgchosis (Mausbach, Moore,
Bowie, Cardenas, & Patterson, 2008), and no consesrgeria for a good functional
outcome (Menezes, Arenovich, & Zipursky, 2006).

The current study uses time spent in ‘structureniac as measured by the Time
Use Survey (TUS) as a measure of social recovengaptualised as the process of
getting one’s life “back on track” after an episaafgsychosis. The original version
of the TUS, consisting of detailed daily diariepglemented by a structured
interview, was designed by the Office for NatioB#tistics for use in a nationwide
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study of how individuals in the UK spend their tif@hort, 2003). The TUS was
modified for use with psychiatric populations byw#er and colleagues. The key
modifications to the original measure included:l{fhjting the types of activities
enquired about to those relevant to the assessvhénte spent in constructive
economic and structured leisure activities, and(Ritting the requirement for
participants to complete daily diaries, insteademting all information required via
a semi-structured interview. These modificationsenatended to minimise the
burden placed on patrticipants and thus increaskkedgnood of obtaining complete
data. The modified version of the TUS has beenesstually used both with
individuals with early psychosis and those at agksychosis (Fowler et al., 2009b;
Hodgekins et al., 2015b).

During the interview the participant is asked dethguestions about how they spent
their time during the previous month. Lists of aities are provided by the
interviewer and where the participant reports hgnangaged in a listed activity,
further questions are asked to assess frequencgiuaation. Activities inquired

about include employment, education, voluntary wehildcare, housework, leisure
activities, hobbies, socialising, rest, and slegpinformation obtained from this
interview is used to provide an estimate of theraye number of hours per week the
participant has spent engaging in structured agtoxer the previous month.
Structured activity is defined as time spent engggh work (paid and voluntary),
education, childcare, housework, sport and stredtlgisure activities (e.g. going to
the cinema, on a shopping trip, eating out, attendi sporting or cultural event, or

participating in a community group).

The main strength of the use of the TUS in the edntf this study is that it

provides a measure of functional outcome with keaitonceptual overlap with
negative symptoms, reducing the risk of confoundmMgny of the measures used to
guantify functional outcome, including those thavé been employed in studies
investigating the association between negative symgp and functioning, contain
content that overlaps significantly with that ofyaéive symptom measures. For
instance, a frequently employed measure of funationpairment is the Quality of
Life Scale (QLS; Heinrichs, Hanlon, & Carpenter84R The QLS is a 21-item
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interviewer-rated instrument designed to measufieidlsymptoms (i.e. enduring
negative symptoms) during the preceding four wekéms included in the QLS
include social initiative and withdrawal, degreenadtivation, emotional interaction,
and anhedonia, all of which clearly intersect wita negative symptoms construct.
Other commonly used measures of social functiomrgsychosis contain items
which similarly overlap with negative symptoms. kwstance, the Social
Functioning Scale (Birchwood, Smith, Cochrane, \Wet& Copestake, 1990)
contains items which assess the quality of a ppaint’s communication and ability
to initiate conversations, both likely to overlagtwatings of alogia, and an item

measuring social avoidance, almost certainly acamd with asociality.

A more general strength of the TUS as a measwea#él functioning is its relative
objectivity. The interviewer is not required to nea&ny judgements about a
participant’s quality of life, degree of social cpatence, or independent living
skills; instead the score derived is a direct stiten of the amount of time the
participant reports having spent engaged in thgies of interest. As such, very
high levels of inter-rater reliability have beersebved (Hodgekins et al., 2015b). A
further strength of the measure is its emphassatinities beyond paid
employment. Definitions of social recovery haveeafemphasised competitive
employment to the exclusion of other economicadlijuable and personally
meaningful activities. For instance, Warner (208dfines social recovery as:
“economic and residential independence and lowasdcsruption. This means
working adequately to provide for oneself and reihg dependent on others for

basic needs or housing” (p.56).

In line with this definition, many studies have dgmid employment as a marker of
social recovery, yet this approach is problematicaf number of reasons. First, it
devalues non-paid work including voluntary workukework and childcare. The
economic value of unpaid work is increasingly baagognised: the annual
economic contrition of volunteers to the UK econdmag recently been estimated at
£41.5 billion (Volunteering England, 2009). Moreovenpaid work can provide a
meaningful and valued life role (Pitt et al., 2008&cond, economic independence is

arguably a developmentally inappropriate expeataio many individuals with FEP
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in their teens or early twenties, whose peersaofiéin still be engaged in education
or training. Further, employment status is unlikielyprovide a sufficiently sensitive
measure to capture the subtle changes in socielifuning which may be significant
indicators of recovery following FEP. The TUS owares these limitations by

measuring a range of economically and personalhefigal activities in addition to

time spent in paid employment.

The current study builds upon a prior analysishefational EDEN dataset
conducted by Hodgekins et al. (2015a). Hodgekirad. ehvestigated longitudinal
change in social functioning following FEP by usitf@GA to model hours spent in
structured activity (as measured by the TUS). Tmaxal recovery trajectories were
identified: (1) low levels of social functioningsained over the course of the study
(‘Low Stable’), (2) moderate social functioning whiimproved slightly over the
course of the study (‘Moderate Increasing’), andrgBially high social functioning
which decreased slightly over the course of thdyshut remained high (‘High

Decreasing’). The trajectories are representedhggalby in Figure 5.1.

100 —&— LOw Stable
—&— Moderate-increasing
—a— High-Decreasing

Hours per week in structured activity

= N W B U O =~ 00 0
o o o o o o o o o o
| | | | | | | | |

Baseline 6 months 12 months

Figure 5.1. LCGA model with three social recovegyjectories reproduced from
Hodgekins et al. (2015a).
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The Low Stable trajectory class comprised the nitgj(86%) of the cohort. The
Moderate Increasing class had the second largesbership, accounting for 27%
of the sample. The High Decreasing trajectory vmaade¢ast common: only 7% of the
sample were members of this class. The availalwfiyata on time use from both a
general population sample and from individuals wislgchosis has enabled
empirically grounded clinical cut-offs to be calatdd (Hodgekins et al., 2015b). UK
residents aged 16-35 years spend an average oh@G@rs per week engaged in
structured activity (Short, 2006). Participantsagigg in less than 45 hours per
week of structured activity can be defined assit of social disability, those
engaged in less than 30 hours per week can beededis experiencing social
disability, and those engaging in less than 15 $iper week can be defined as
experiencing severe social disability.

As both the Moderate Increasing and High Decredsajgctories were engaged in
amounts of activity within the non-clinical rangg the end of the study period,
members of both these classes might be deemed¢onti@de a ‘good social
recovery’. In the case of the High Decreasing groumse hours per week in
structured activity decreased during the followpgpiod, it might seem rather
counterintuitive to talk of them having made a ‘dawcial recovery’. However,
since this group were engaging in very high leeélstructured activity at baseline —
over 90 hours per week on average — the decredBeiiractivity to levels more in
line with those of their peers might equally bersas indicative of recovery. Since
the Stable Low trajectory class were consistenilyaged in levels of structured
activity indicative of social disability, this clesnight be deemed to have made a

‘poor social recovery’.

The current study aims to increase understanditigeofelationship between
negative symptom severity and functioning during®?RErough investigating the
social recovery trajectories followed by memberghefnegative symptoms
trajectory classes described in the previous clhaphe proportion of individuals
from each of the negative symptom trajectory clasdeo make a ‘good’ social

recovery versus those who make a ‘poor’ socialvegowill also be examined.
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5.2. RESEARCH QUESTION

What is the relationship between the trajectorgrofndividual’s negative symptoms
during the first 12 months of treatment for FEP #rair social recovery trajectory

over the same period?

5.3. METHODS

5.3.1. Design

This study has a longitudinal design with partiofjsahaving been assessed at three
time points: baseline, six and twelve months. Nggatymptoms were assessed at
all three time points using the PANSS. Social fiomthg was assessed at all three

time points using the TUS.

5.3.2. Participants

Only those participants who completed the TUS #&tat two time points (n = 764)
were included in the analysis of social recoveajetrtories. The total number of
participants included in the analysis of the assom between negative symptom
trajectories and social recovery trajectories 8 inslividuals (those National EDEN
participants eligible for inclusion in the curresttidy who were also included in the

analysis of social recovery trajectories).

5.3.3. Sample Size

A power calculation carried out using G*Power VersB.1.9.2 (Faul et al., 2007)
found that to achieve 90% power with a significalesel of 0.05, an estimated
medium effect size and six degrees of freedom amaim sample size of 194 would

be required. Thus the study was adequately powered.
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4.3.4. Procedure

The procedures were as described in the ChapteeTkection 3.3.4). The National

EDEN measures included in the current study arerites! in the following section.

5.3.5. Measures

5.3.5.1. Positive and Negative Syndrome Scale (Kkagzbein, & Opler, 1987)

As previously described (section 4.3.5.1), the nsxamme of seven PANSS items —
‘blunted affect’ (N1), ‘emotional withdrawal (N2)poor rapport’ (N3), ‘passive
social withdrawal’ (N4), and ‘lack of spontaneitydaflow of conversation’ (N6),
‘motor retardation’ (G7) and ‘active social avoidah(G16) — was used as the
measure of negative symptoms. A detailed explanatidhe rationale for the use of
these seven PANSS items, as opposed to the negabgeale of the PANSS, to

measure negative symptom severity is provided iap@dr Three.

5.3.5.2. Time Use Survey (Short, 2003)

Social functioning was measured using the TUS. résipusly outlined, the TUS is

a semi-structured interview designed to providelective assessment of the
amount of time the participant has spent engagsttrirctured activity over the
previous month. Information obtained from this mtew is used to estimate of the
total time spent in structured activity each weslagerage over the previous month.
For further information about the TUS and the nadie for its use as a measure of

social functioning see section 5.1.3 above.
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5.3.6. Analysis Plan

Statistical analyses were carried out using SP8®/fodows, Version 22 (IBM,
2013).

The social recovery trajectory class of the membéeach of the negative symptom
trajectory classes outlined in the previous chaptre identified by matching the
participants included in Hodgekins et al.’'s LCGAmihose included in the negative
symptoms LCGA described in the previous chaptergiparticipants’ identifier
codes. A matrix of all the possible combinationsiegative symptom and social
recovery trajectories was constructed and indiviglaasigned to cells of the matrix
according to their trajectory permutation. The peledence of negative symptom
and social recovery trajectory class membershipthes tested statistically using
Pearson’s Chi-Squared test. Examination of thesteljluistandardised residuals of
this Chi-squared test was used to determine whoafbinations of the two trajectory
classes were over/under-represented in the saelplé/e to what would be
expected were the two sets of latent classes imdigoe of one another.

The proportion of each negative symptom trajectdags that made a ‘good social
recovery’ during the study period — defined as merrsiip of the Moderate
Increasing or High Decreasing trajectory class s vadculated and represented

graphically.

5.4. RESULTS

As previously outlined, Hodgekins et al. (2015a&ntified three trajectories of
social functioning: (1) low levels of social funmtiing sustained over the course of
the study (Low Stable); (2) moderate social funatig which improved slightly
over the course of the study (Moderate Increasiagg; (3) initially high social
functioning which decreased slightly over the cewsthe study but remained high
(High Decreasing). In order to explore the relasiup between these three social

functioning trajectories and the four negative stonptrajectories identified, a
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matrix of negative symptom trajectory class agasosial recovery trajectory class

was constructed (Table 5.1).

Table 5.1. Matrix of intersections between negagiu@ptom trajectory classes and
social functioning trajectory classes.

Social Recovery Trajectory Class

High Decreasing | Moderate Low Stable
Increasing
& Minimal n =44 (9.0%) n =166 (34.1%) | n =277 (56.9%)
O  Decreasing Significantly Significantly Significantly
P over-represented| over-represented| under-
% represented
-% Mild Stable n =4 (4.2%) n=12(12.5%) |n =280 (83.3%)
e Within expected | Significantly Significantly
S range under-representedover-represented
S High n=4(3.1%) n=23(17.6%) |n=104 (79.4%)
@ Decreasing Within expected | Significantly Significantly
© range under-representegover-represented
S HighStable | n=1(2.2%) n =2 (4.4%) n = 42 (93.3%)
2 Within expected | Significantly Significantly
range under-representefover-represented

Note. The text in each cell refers to whether fls<is over- or under-represented
according to the adjusted standardised residudleofelevant Chi-Squared test.

Negative symptom trajectories and social recovexjgttories were not independent
of one another = 57.06, p = <0.001). Examination of the adjustishdardised
residuals (ASR) of the Chi-squared test was uselktermine which cells were
over- and under-represented in the matrix. Trajgqgiermutations that were over-
represented in the sample were: Minimal Decreasaggtive symptoms and High
Decreasing social functioning (ASR = 3.0); Minintacreasing negative symptoms
and Moderate Increasing social functioning (ASR BH;6Mild Stable negative
symptoms and Low Stable social functioning (ASR &);3High Decreasing

negative symptoms and Low Stable social functiofkgR = 3.5); and High Stable
negative symptoms and Low Stable social functiof&gR = 4.0). Trajectory

combinations under-represented in the sample viiremal Decreasing negative
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symptoms and Low Stable social functioning (ASR'3}; Mild Stable negative
symptoms and Moderate Increasing social functiofk®R = -3.4); High
Decreasing negative symptoms and Moderate Incrgasicial functioning (ASR = -
2.6); and High Stable negative symptoms and Moddratreasing social
functioning (ASR = -3.5).

Since both the Moderate Increasing and High Detrgdgajectories were
characterised by non-clinical levels of structuaetlvity at 12 months, membership
of either class was taken to indicate a participa@ving made a ‘good social
recovery’. Using this definition, 43.1% of MinimBlecreasing negative symptom
participants made a good social recovery versius @6High Stable negative
symptoms participants. The proportion of each negaymptoms trajectory class
that made a good social recovery within the stugtyop relative to those that did not

is presented graphically in Figure 5.2.
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Negative symptom trajectory class

Figure 5.2. Proportion of each negative symptoragettory class that followed a
social functioning trajectory characterised by ndmical levels of structured

activity by 12 months (‘Good Social Recovery’) usrthose with stably low levels of
structured activity (‘Poor Social Recovery’).
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As Figure 5.2 makes evident, members of the Miltb&t, High Decreasing and
High Stable were less likely to have made a goathkoecovery after 12 months of
EIP treatment than were members of the Minimal Basing class. However, the
figure also shows that the majority of those imatjative symptom trajectory
classes, including members of the Minimal Decragslass, did not make a good
social recovery within the study period. Indeednivhial Decreasing/Low Stable was
the most common negative symptom trajectory/soe@bvery trajectory
permutation, accounting for 36.5% of the sampldicating that elevated negative

symptoms at baseline are not a prerequisite for potial recovery.

5.5. DISCUSSION

5.5.1. Summary of Findings

Examination of the social recovery trajectoriesdwied by members of each
negative symptom trajectory class revealed an &gsmt between the two
trajectories. Those who followed a negative sympt@ectory characterised by
elevated symptoms at baseline, whether or not thegative symptoms decreased
over time, were significantly less likely to makg@od social recovery during their
first 12 months of EIP service receipt. Those whespnted with consistently
minimal negative symptoms were significantly mokelly to make a good social
recovery than would be expected were social regonelependent of negative
symptom trajectory. Nonetheless, a significant propn of the sample failed to
make a good social recovery during their first Iéhths of EIP despite minimal
negative symptoms throughout this period, indicathrat a pattern of elevated

negative symptoms does not fully account for paaiad recovery.

5.5.2. Interpretation, Relevance to the Literatureand Theoretical Significance

The results of the current study suggest that tindsehave elevated negative
symptoms at baseline, even those whose negativptegm remit early in the course

of their psychosis, are less likely to achieve adgsocial recovery within 12 months
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of treatment onset than those with consistentlylewels of negative symptoms.
This finding was partially unexpected: while it waredicted that persistent negative
symptoms would be associated with stably low sdamttioning, it was anticipated
that individuals who experienced a reduction inrthegative symptoms would be
likely to experience a corresponding increase nmctiwning. This prediction was
based on the assumption that there is a diredtiaeship between negative symptom
severity and functioning; that this was not bornesuggests that their relationship
may be less straightforward than often assumed.

Given that those with initially high but decreasimggative symptoms were
functioning relatively poorly prior to the emergenaf their psychosis, the worse
than anticipated social recovery of this class d¢dud hypothesised to be a legacy of
premorbid social disability. An individual who hsled to achieve key functional
milestones prior to the onset of psychosis is yikelfind it much more challenging
to achieve a good level of functioning after itsehn Given that negative symptoms
emerge before positive symptoms (Hafner et al.912995), it is possible that the
premorbid social disability experienced by the Higgcreasing class was the result
of prodromal negative symptoms. This would prowageexplanation for the
relatively poor social functioning of the High Deesing group during adolescence
despite having been relatively well adjusted duadglescence. However, it is also
possible that early social disability might havek in the initial development of

negative symptoms.

There is evidence that early social disability &y a role in maintaining negative
symptoms once they have emerged: Alvarez-Jiminak §012) found that failure
to make a functional recovery early in the courspsychosis was a significant
predictor of greater negative symptom severityysars later, independent of earlier
persistence of negative symptoms. However, resedsohsuggests that negative
symptoms have a role in maintaining social disghiBrill et al. (2009) used path
analysis to show that negative symptoms mediateslaéonship between
premorbid functioning and later functional outcomBsken together, these findings

suggest that negative symptoms and social disakiity maintain one another in a
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vicious cycle, with poor social functioning leaditignegative symptoms, which

further entrench social disability.

That social functioning does not tend to improveegative symptoms decrease
would suggest that there is no corresponding ‘gigicycle’. It might be that the
experience of negative symptoms early in the coofgsychosis creates enduring
barriers to successful functioning. Psychosis sihteemerges during adolescence or
early adulthood, an important development pericata@tterised by important social
and occupational transitions, such as taking exatmins, finding work or moving
into higher education, establishing romantic relaghips, and moving to living
independently. Failure to reach such milestonemdwadolescence as a result of
negative symptoms might have far reaching effeata person’s social recovery.

For instance, poor examination results might hawaications for future career
prospects. This possibility suggests that intemnvgait the earliest stage of disorder —
at the first signs of non-specific negative sympgand social disability, rather than
waiting for attenuated positive symptoms to emergeay be necessary in order to

prevent long term disability (Fowler et al., 2010).

More optimistically, it is plausible that decreasextjative symptom severity does
tend to be followed by improvements in functiong that these improvements
take some time to become evident. Processes swgtasng employment, finding a
voluntary opportunity, enrolling on a course anobluiting a social network take
time. As such, it may be that an individual whoseial functioning has been
disrupted by negative symptoms will experiencelaydim returning to optimal

levels of structured activity following the remigsiof these symptoms. Longer term
follow-up studies will be necessary to establighgtability of social disability after

early negative symptoms have remitted.

As anticipated, those who presented with consistemhimal negative symptoms
were significantly more likely to make a good sbcézovery. However, it is also
clear that a large number of FEP patients do néenaagood social recovery within
12 months even in the absence of significant negatymptoms. This is a clear
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indication that negative symptom severity is fanfrthe only factor at play in poor
social recovery following FEP. Poor social recovisritkely to be the result of a
wide range of interacting factors, including symmsoand neurocognition but also
social and economic factors (Warner, 2004). As simsproved rates of social
recovery following FEP will not be achieved by fegug on any one factor in

isolation.

5.5.3. Limitations

The amount and pattern of missing social recovatg & an important limitation of
the study. Of the 1006 participants included inghevious study, 247 were not
included in the current study as their social recg\rajectory was not modelled due
to insufficient TUS data. The participants for wheotial recovery trajectories were
not available did not differ from participants fehom it was available in terms of
age of psychosis onset, baseline diagnosis, DURlegeethnicity, or employment
status (Hodgekins et al., 2015a). However, therg ameassociation between the
negative symptom trajectory class of participamis whether or not sufficient TUS
data was available for a social recovery trajectbags to be modelled. Those with
more severe and persistent negative symptoms were Iikely to have sufficient
data: 90% of High Stable class members had a s@oaVlery trajectory class versus
only 72.3% of the Minimal Decreasing class.

The impact of the relative lack of social functiogidata for those with less severe
negative symptoms is not possible to access wehigion. However, even if all
those Minimal Decreasing negative symptom classqgpaaints for whom social
functioning trajectory data was missing had beethénStably Low social
functioning class, there would still have been sgoaiation between negative
symptom trajectory and social recovery trajectgfy=(24.07, p = 0.001), with the
Minimal Decreasing negative symptoms and Stably kowial functioning
permutation still significantly under-represent&®R = -4.5). As such, the pattern
of missing social recovery trajectories is unlikedyhave impacted the conclusions
reached.
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The methods used in this study were only able ot gabroad-brush picture of the
relationship between negative symptom course andurcent social recovery.
Further insights into their relationship could hde=n generated through the use of
alternative methods. For example, if sufficientedaad been available the social
functioning trajectories of each negative sympteayettory class could have been
modelled individually. This may have revealed geeauances in the relationship
between negative symptoms and social functionireyvé¥er, introducing greater
complexity to the analysis may also have decretsedhterpretability of the data;
since each round of modelling would have yieldeohigue set of trajectories it
would not have been possible to directly compageottcurrence of trajectories

across groups, limiting the conclusions that cdddirawn.

While the amount of time spent in structured atyiig a useful marker of recovery,
there are clear limitations of prescribing whetbenot an individual has made a
‘good’ social recovery on the basis of this aldfiest, it does not necessarily capture
everything that is important to an individual's bececovery, for instance it does
not measure the quality of engagement in activitideether individuals are able to
connect with those around them, or feel that treyeha valued role in society.
Second, multiple domains of functioning, includiwagrational, residential and
interpersonal functioning, are conflated within tta@egory of structured activity.
However, there is evidence that some domains aftimmng might be more closely
associated with negative symptom severity thanrsttier instance, one study found
that there may be a closer relationship betweeathnegsymptoms and interpersonal

functioning than residential functioning (Leifkerad., 2009).

What is more, the TUS does not take into accoumptrsonal meaning attributed to
the activities it enquires about, leading to aeatbrescriptive definition of what
constitutes a ‘good’ recovery. The relationshipAssn negative symptom course
and subjective conceptions of recovery should Imsidered alongside normative
definitions of recovery. The personal understanslioigrecovery of those with

differing negative symptom trajectories are expdareChapter Seven of this thesis.
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5.6. CONCLUSION

Those with elevated negative symptoms at basetmdiaproportionately likely to
experience a lack of improvement in their socialctioning over the first 12 months
of their engagement with EIP services. Unexpectdtly is the case even when
those negative symptoms remit within 12 monthstHeurresearch is needed to
ascertain whether social disability is sustainethis group or if improvements in
social functioning are merely delayed relativedductions in negative symptoms.
Those with consistently low levels of negative syonps are more likely to make a
good social recovery than other FEP patients. Nwhess, given that the majority of
such patients will not have reached a level ofadanctioning comparable to their
peers within 12 months, the social recovery neédsi®group should not be

overlooked.
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INTERLUDE

From Quantitative to Qualitative Investigation: The Merits of Mixing Methods

The strength of qualitative research is its abtiityrovide complex textual
descriptions of how people experience a given rekaasue. It provides
information about the “human” side of an issueat 1B, the often
contradictory behaviours, beliefs, opinions, emuticand relationships of
individuals ... When used along with quantitative inoets, qualitative
research can help us to interpret and better utaaelr$he complex reality of
a given situation and the implications of quantiatata.

(Mack, Woodsong, MacQueen, Guest, & Namey, 20051

The studies described in Part Two used quantitatietods to investigate the factor
structure of the PANSS in FEP, the course of negatymptoms during FEP, and
the relationship between negative symptom courdesanial recovery. The findings
demonstrate that there is a high degree of hetesdyan negative symptom course
following FEP but that it is possible to distinduistent classes with similar
negative symptom trajectories within this heteragmrs group. Further, the results
suggest that the trajectory of an individual's riegasymptoms can, at least in part,
be accounted for by demographic and baseline alicitaracteristics. Following a
trajectory characterised by elevated negative sgmpton entry to EIP services
appears to have worrying implications for the likebd of making a good social

recovery within 12 months.

Quantitative methods are extremely valuable in they are capable of generating
findings that can be generalised to a wider poparlaHowever, reducing the
complex behaviours, beliefs, emotions and relatiggssof human beings to a set of
numbers inevitably leaves much uncaptured. Whigtstical findings are
informative at the level of the population of EEhgce-users, they tell us little about
the experiences of the individuals who make upgbjsulation. Further, they

provide only limited information about the undengiprocesses that generate the
statistical regularities observed. The use of gatale methods alongside
quantitative methods in the research conductethfsithesis was intended to

minimise these limitations.
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Whereas the quantitative research carried out atmpdoduce findings
generalisable to the population of EIP servicesidtie qualitative research aimed to
provide rich insights into the experiences of indiixal members of this population.
To meet this aim, transcripts of in-depth intergemith a subsample of participants
from each of the identified trajectory classes waralysed thematically in order to
learn about the individual experiences of membé&esaoh class. Exploring the
experiences of individual participants was congdemportant because of the
potential for such exploration to provide insigim® the complex psychosocial
processes underlying differing negative symptonettaries. These insights might
aid in the interpretation of the quantitative fings, exposing the mechanisms
underlying persistent negative symptoms followikgPFand offering possible
explanations of the relationship between elevatghtive symptoms on entry to EIP

and delayed social recovery.

Further, exploring the experiences of individualse-users presents the
opportunity to gain a more complete understandirntQ@phenomena at hand.
Psychiatric symptoms, including negative symptoans,conceptualised as
experiential as well as behavioural phenomena.ush,sneglecting to consider what
it is like to be a person presenting with negative symptorteslsave a fundamental
aspect of negative symptoms unexamined. It is bylgeeking to take the
perspective of individuals with lived-experiencattkhis experiential dimension of

negative symptoms is revealed.

Greene et al. (1989) identified five distinct ratbes for the integration of
guantitative and qualitative methods. The use odechimethods in the current
research spans three of these rationales: comptantgndevelopment and
expansion. Complementarity denotes the potentidiridings obtained using one
method to elaborate, illustrate or clarify the fingk of another. In the current
research, the qualitative work was designed tatilate and aid interpretation of the
guantitative findings through the focus on indiadllived-experiences.
Development refers to using one method to extentdt wonducted using the other.
Most commonly the quantitative aspect of a studidswpon earlier exploratory

work using qualitative methods. Conversely, in¢herent research, the qualitative
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work was a development of the quantitative resedhehfindings of the quantitative
work informed sampling decisions and guided theaghof research questions in the

qualitative phase.

Expansion describes the potential for mixed methedsarch to address a wider
breadth of questions than could be answered ussnggée method. Research
questions regarding the lived-experiences of imlligl service-users could not have
been satisfactorily addressed through the use arfitgative methods alone, likewise
guestions about the course of negative symptomsedationship with social
recovery in the population of EIP service-userdd@oot have been effectively
answered through the use of qualitative methodseal®6herefore, the scope of the

thesis was expanded through the adoption of a mixettiods approach.

Part Three of the thesis reports the qualitativaesplof the research before the

quantitative and qualitative findings are brougigether in Part Four.
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PART THREE

A Qualitative Investigation of Negative
Symptoms in First-Episode Psychosis
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Chapter Six — Lived-Experiences and Personal Undet@ndings of Negative

Symptoms in First-Episode Psychosis

6.1. BACKGROUND AND RATIONALE

6.1.1. Qualitative Research and Psychosis

The perspectives of those with severe mental heatthlems have, historically,
been largely overlooked by researchers (Larserd)2@@ople with lived-experience
of psychosis were rarely considered capable of@gtcontributing to
understanding the disorder. Most psychosis reseamatinues to be centred on the
judgements of external observers who make ratiaged on their assessment of
participants’ behaviour and responses to set questin such research, the
investigator determines what is important aboutigigants’ experiences, largely
ignoring how they themselves understand their e&pees and what they consider
to be important about them. In contrast, qualiatiwestigations of psychosis
attempt to give precedence to participants’ undadihgs and interpretations of
their experiences. Such investigations — thoughfatioutnumbered by quantitative
studies — have become increasingly common ovepdkedecade (McCarthy-Jones,
Marriott, Knowles, Rowse, & Thompson, 2013). Togetthey provide a rich insight
into the lived-experience of psychosis.

Aspects of psychosis that have received attentmmn fjualitative researchers
include the phenomenology of psychotic symptomg(feist & Nilsson, 2013; Le
Lievre, Schweitzer, & Barnard, 2011; Luhrmann, Padati, Tharoor, & Osei,
2015), the meanings attributed to psychotic sympt@tirschfeld, Smith, Trower, &
Griffin, 2005; J. A. Larsen, 2004; Werbart & Levand2005), opinions of treatment
received (Berry & Hayward, 2011; Lester et al., 2OQ'Toole et al., 2004; Tranulis,
Goff, Henderson, & Freudenreich, 2011), barrieradcessing treatment (Anderson,
Fuhrer, & Malla, 2013; Bay, Bjgrnestad, Johannesisarsen, & Joa, 2016), the
experience of stigma (Jenkins & Carpenter-Song82R@ight, Wykes, & Hayward,
2003; Pyle & Morrison, 2013), and the impact ofg®ysis on identity (Dinos,
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Lyons, & Finlay, 2005), relationships (LIoyd, Sulin, & Williams, 2005;
MacDonald, Sauer, Howie, & Albiston, 2005; Mack&lLavender, 2004) and
occupational functioning (Krupa, Woodside, & Poca2810; Lal et al., 2013;
Nithsdale, Davies, & Croucher, 2008; Pondé, Peirdieal, & Oliveira, 2009).

McCarthy-Jones et al. (2013) synthesised the foyglof 97 studies that used
inductive qualitative methods to analyse the actoahindividuals with lived-
experience of psychosis. Four superordinate ‘nmetazes’ were identified. The first
meta-theme, ‘Losing’, encompassed losses encouhdsra result of psychosis,
including loss of a shared reality, loss of s&l§d of relationships, and loss of hope
and motivation. The second meta-theme, ‘Identifyanteed for, and seeking, help’
centred on the process of accepting a need fordmlseeking out that help: a
process that can be hindered by reluctance tbattriexperiences to illness and
negative perceptions of mental health services.thing meta-theme identified,
‘Rebuilding and reforging’, concerned recovery frpeychosis and identified
rebuilding and reforging reality, self, hope, séguand relationships as important
elements of this process. The final meta-themetd8é¢han new: gifts from
psychosis’ integrated themes of psychosis havipgsaive impact on the lives of
participants. Such positive impacts included enbdrareativity and compassion,

and improved family relationships.

The majority of the qualitative studies identifiegd McCarthy-Jones et al. involved
participants given a diagnosis of schizophrenia Wad been unwell for many years;
studies of FEP were much less numerous. Howevé?,is§Becoming an
increasingly popular focus of qualitative enquiysystematic review carried out by
Boydell et al. (2010) identified no studies basadist-person accounts of
individuals experiencing FEP published before 2@2@,17 such studies published
during the following decade. The findings of theiesv highlight the complex
meanings individuals attribute to various aspetth® experience of FEP, including
passivity and withdrawal, and the role of the sloometexts in which young people

live in shaping these meanings. Many studies ofitleel-experience of FEP have
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been published since Boydell et al.’s review codetf, suggesting that recognition

of the value of qualitative research in understagdiEP continues to grow.

6.1.2. Qualitative Research and Negative Symptoms

Despite the recent growth in the qualitative litera on psychosis, negative
symptoms have largely escaped the attention oftgtiaé researchers. None of the
studies reviewed by McCarthy-Jones et al. (201Baydell et al. (2010) focused
specifically on the experience of negative symptarmvever, several studies have
addressed topics and identified themes of relevanaaderstanding the lived-
experience of negative symptoms. Le Lievre et §0l1) investigation of the
changing experience of emotional expression inviddals given a diagnosis of
schizophrenia was one such study. The theme ‘eetpegiof not being expressive’ is
of particular relevance to understanding the exgmee of blunted affect and alogia.
Reasons participants gave for staying silent ireduiéars of being ignored or
provoking negative reactions, and the belief thaytwould be unable to contribute
to conversations due to perceived cognitive diffies. Other participants explained
that they chose not to speak because they feleslaewn as a side-effect of their

medication, making conversations more difficult #&&b rewarding.

Another theme identified in Le Lievre et al.’s sputexperience of detachment’, is
relevant to understanding asociality. This theme axadent in participants’
accounts of isolating themselves from others andsanciated loss of emotional
connection. Le Lievre et al.’s participants expéalrthat making themselves
emotionally or physically distant from others sehte minimise their anxiety and
protect their sense of self. Similarly, Krupa etsal2010) study of activity and social
participation following FEP found that young peogkscribed a lack of emotional
connection, including a ‘deadening of emotion<tklaf pleasure, and loss of
purpose, following their episode of psychosis. Antakhealth professional

interviewed as part of the study suggested thaicgaants’ professed loss of interest

2My literature search identified 34 qualitative sasdof the lived-experience of FEP published
between January 2010 and May 2015.
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in previously valued activities may function asoping mechanism, protecting them

from the possibility of failure.

Boydell et al. (2003) conducted a qualitative stoflgiminished motivation in
schizophrenia. While they chose not to frame tlvestigation as a study of negative
symptoms, aiming to move beyond a narrow view obt@ration as a biologically
determined symptom of schizophrenia, their findiags of relevance to
understanding avolition. The study found that pgrtints saw their motivation
difficulties as a consequence of psychotic symptarascentration problems,
depressed mood, medication side-effects, or otlh@rséxpectations of them.
Participants discussed the stigma associated @auithrotivation, which is often
perceived as laziness by others. Participants glinggwith motivation, and
consequently feeling excluded from society, oftgported choosing to further
isolate themselves in an effort to cope. Howevartigipants also identified a
number of more adaptive coping strategies, inclgidiaving someone or something

to care for, having someone to talk to, and bugdioutine into their lives.

A further study that identified themes of potentelevance to understanding
negative symptoms is Sandhu et al.’s (2013) exptoraf depression following
FEP. Participants expressed that emerging fronegusychosis and beginning to
reflect on their experiences precipitated a dowvgpiral. Loss of established life
roles and the break-down of relationships led twiais of identity’, which
manifested as low energy, pessimism and lack oivawdn. Participants said that
they became increasingly socially withdrawn dua fmerceived lack of empathy,
fear of further embarrassment in the event of sdapr just not being in the mood to
communicate with others. For some, struggling tepkep with college or work led
them to stop these activities, which exacerbatett Hocial isolation. Other
qualitative researchers have found similar meaniode attached to withdrawal
following psychosis (Judge, Estroff, Perkins, & ReR008; MacDonald et al., 2005;
Mauritz & van Meijel, 2009).
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These studies indicate the potential for qualieatesearch to offer insights into the
lived-experience of negative symptoms and the palsmeanings attributed to these
experiences. However, these topics remain unddoeg Better understanding the
lived-experiences of negative symptoms has thenpiatdo offer insights into the
complex psychosocial processes underlying theseptations, facilitating

improved intervention. Thus the current study ugealitative methods to explicitly
address how negative symptoms are experiencedratetsiood by individuals with

lived-experience of FEP.

6.1.3. Qualitative Secondary Data Analysis

Both the current study and the study describedhap@er Seven involved the
secondary analysis of qualitative data. Qualitat@eondary data analysis (QSA) is
defined as the use of previously collected qualtadlata to answer new or
additional research questions, or to verify théifigs of previous studies (Heaton,
2004). Whilst secondary analysis of quantitativieads a well-established research
method, QSA has only relatively recently emergedraacknowledged branch of
qualitative research (Boydell, Gladstone, & Vol@é06). However, there is now a
drive to encourage greater re-use of qualitativa avin & Winterton, 2011). The
Economic and Social Research Council (ESRC) styoadyocate the re-use of
gualitative data, as evidenced by their policymfauiraging the researchers whose
work they fund to make their qualitative data aafalié for secondary analysis via
their ‘UK Data Service’ archive (ESRC, 2015).

Qualitative data collection is resource intensie such, making maximum use of
the resulting data has the potential to improveefiieiency of qualitative research.
Since qualitative data are often extremely ricks @lmost inevitable that a single
analysis will leave much of the data generated uegplored. Irwin & Winterton
(2011) note several ways in which new insights lmaigenerated from previously
collected data. These include ‘prioritising a cqrtaa issue that was present in the
original data but was not the analytical focushat time’ and selecting ‘purposively
from the sample used in the original study’. Thetsategies were used in tandem in
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the current analysis: the analytic focus shiftenrfithe evaluation of EIP services to
the lived-experience of negative symptoms and pgaive subsample was selected

to facilitate this change of focus.

6.2. RESEARCH QUESTIONS

1. To what extent do negative symptoms feature wiplairticipants’ accounts of
the experience of psychosis? How do participanssrilge the experience of

negative symptoms?

2. How do participants understand and make senseyafiegative symptoms

they experienced?

3. Are there differences in the extent to which nagasiymptoms feature
within the accounts given by those who followedatihg negative symptom
trajectories or the way in which the experienceegative symptoms is
described?

6.3. METHOD

6.3.1. Design

The study employed QSA of the transcripts of inams conducted with members
of the EDEN cohort. Participants were interviewgda three times about their
experiences during their time with EIP servicese Titst interview was carried out
towards the end of the participant’s time with BiHollowing discharge and
subsequent interviews were conducted at yearlyval® Interviews were semi-
structured and focused on topics relevant to #ygderience of EIP, including
psychosis, identity, relationships, recovery, ahgsical health. A purposive sample
of negative symptom trajectory class members wbk f@art in these interviews was
selected for inclusion in the current study. Veirbatanscripts of the interviews
were analysed thematically and comparisons madecketthe themes of interviews

with those who followed differing negative symptamajectories.
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6.3.2. Setting

The individuals included in the current study weagticipants in the second phase
of the EDEN programme: Super EDEN (see sectiorid2.Rirther details). As part
of the Super EDEN study, all participants weretedito take part in a qualitative
sub-study exploring personal experiences of psystaoxl EIP care. Participants
who chose to take part in this sub-study were wegred at yearly intervals during

the two year follow-up period.

6.3.3. Data Collection

Topic guides for the interviews (Appendix C) wesvided by the Super EDEN
research team, led by medical anthropologist DraAbawis, in collaboration with
the Super EDEN Lived Experience Advisory Panelaagb of young people with
first-hand experience of psychosis. Topic guideettggment was an iterative
process in that later topic guides were updatedftect themes participants guided
interviews towards in earlier interviews. The ialtiopic guide was relatively
structured. Later topic guides were less structuréfdring participants a choice of
possible topics to focus on during the interviewpit guides were not intended to
be prescriptive and interviewers were encouragddllmv the course set by the
participant where possible in order to facilitatieese-flowing narrative. This
approach was motivated by a desire to priorities¢hissues deemed important by

participants rather than imposing the interesthefresearchers.

Interviews were conducted by study Research Asgstégraduates in psychology
or another relevant discipline) working alongside participating EIP services. All
interviewers were trained in qualitative interviegiby experienced qualitative
researchers. Interviews were conducted in theqgpaatit's home or an alternative

venue convenient for the participant (e.g. theirge&ttice or mental health service

3| personally conducted 28 interviews as part ef$luper EDEN qualitative study.
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base). Interviews were designed to take approxignatee hour but varied in length
depending on the level of detail participants chtogerovide. Interviews were audio-
recorded and transcribed verbatim by a professimaa$cription comparfy These

interview transcripts were the data for the secondaalysis.

6.3.4. Sampling Strategy

The sampling frame comprised 162 participants, @ethom participated in at
least one Super EDEN qualitative interview. Furthiaese participants were
included in the study described in Chapter Fourthed trajectory class was

calculated on the basis of complete PANSS dataatiime points or more.

From within the sampling frame, a purposive samyas selected for inclusion in
the current study. The sample was selected to msivariation in key
demographic variables including gender, ethniaitgt study site. The proportion of
participants selected from each of the negativepsgm trajectory classes mirrored
the relative size of the trajectory classes withemm EDEN cohort as a whole. Since
the majority followed the Minimal Decreasing trajgny, not all of those from this
trajectory class selected during the initial samgplivere included in the final
analysis: the analysis was concluded once no nemdhb were identified through the

analysis of an additional participant’s transcrifpts. once saturation was reached).

This sampling strategy was intended to producetasdaof a manageable size for
qualitative analysis. Clearly it would not have béeasible to include transcripts
from all 162 participants in the analysis while iaeing the depth of analysis
necessary to successful qualitative research. Hervéwvas also considered
important to include a sufficiently diverse randeparticipants from each negative
symptom trajectory class; only by capturing a braathe of experiences would
comparing the experiences of members of differlsses be meaningful. The final

sample included 24 participants who took part iatal of 57 interviews. Seven

4 A very small number of participants expressed they would prefer their interviews not to be
audio-recorded and in such cases the interviewtrmascribed in situ by a second Research Assistant.
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participants were members of the High Stable odNgilable negative symptoms
trajectory class, six were members of the High Pasing class, and eleven were

members of the Minimal Decreasing class.

6.3.5. Analysis Plan

The analysis took an inductive thematic approachyB & Clarke, 2006, 2013;
Notley, Green, & Marsland, 2014). Thematic analysia method of identifying and
recording patterns of meaning, or ‘themes’, in gaaVve data in order to organise
and describe the data in a way that answers tleands questions posed. This
method is appropriate for relatively large dataseis allows for categories to be
data-driven rather than imposed on the basis afrétieal assumptions. The
transcripts were grouped by negative symptom trajgclass and each group

analysed independently before comparisons betweripg were made.

Due to the small number of potential participantsrf the High Stable negative
symptom trajectory class, the High Stable and Milable classes were treated as a
single group in the analysis. Thus the experientdéisree groups were compared:
the ‘Elevated’ negative symptoms group (membets®High Stable or Mild Stable
latent classes), the ‘Decreasing’ negative symptmosp (members of the High
Decreasing latent class), and the ‘Minimal’ negasymptoms group (members of

the Minimal Decreasing latent class).

The thematic analysis followed the five phase pdoce described by Braun &
Clarke (2006): (1) familiarisation; (2) initial cedyeneration; (3) searching for
themes; (4) reviewing themes; and (5) defining maching themes. The first phase —
familiarisation — involved reading each of the sanpts carefully and noting initial
impressions. The second phase — initial code ggoerainvolved re-reading each
transcript and dividing the text into small meariingegments. Each segment was
labelled in a way that attempted to capture theasicymeaning of the unit, using
the participants own words if possible. The thinge — searching for themes —

involved organising the codes generated in thersképbase into themes
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representing patterns within the data. This proweessaided by the creation of a

documents summarising the thematic content of padicipant’s transcripts.

Once a set of possible themes had been devisefyutib phase — reviewing themes
— began. This phase was an iterative process imgptevisiting the data supporting
each theme, adding, removing, subdividing or caliag themes where necessary,
before returning again to the data. The aim duttig phase was to ensure themes
were sufficiently coherent to form a meaningfultumhilst being sufficiently

different from one another to be clearly distiftthis stage, differences and
similarities between the themes developed for @athe negative symptoms groups
were explored and common themes amalgamated ietowerarching theme where
appropriate. In the final phase, themes were namedmmunicate the essence of
each theme and, taken together, the overarching stohe analysis. Verbatim
quotes to be included in the presentation of thdys$ findings were selected on the
basis of their suitability as illustrations of thealytic themes developed.

The qualitative data analysis software package NViersion 10; QSR
International, 2012) was used to assist the arsfysicess. Initial coding was
completed by hand using hard copies of the trapiscriNVivo was then used to
organise the codes generated into possible theanddp review and refine these
themes. It was also used to organise the docursanimarising participants’

transcripts and memorandums documenting the aogxdicess.

To enhance the credibility of the analysis, a smathber of transcripts were
selected at randohto be subjected to independent analysis by a se@searcher.
The researcher was kept blind to the negative symptajectory of the participant
who gave the interview. This process was intergltustantiate that the study’s
findings were rooted in the data analysed, andunduly influenced by knowledge
of the participant’s negative symptom trajectogssl membership. The researcher

who carried out the independent analysis is aadirmacademic and a qualified

5> The online random number generation service pemvidy www.random.org (operated by
Randomness and Integrity Services Ltd.) was uséakititate random selection of transcripts.
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clinical psychologist, with expertise in early pegsis. The independent analysis
converged with the emerging themes of the primaaheis, lending credibility to
the claim that the themes generated were firmlyggded in the accounts of the

study’s participants.

Nearly all included participants took part in méman one interview, and thus there
was the opportunity to observe longitudinal deveiepts in participants’ views and
interpretation of events. While changes in partioig’ accounts over time were
considered during the analysis, their limited ralese to the study’s research
guestions led to a decision to present the findaggs the data were cross-sectional.
Given the already relatively complex comparativalgsis, it was felt that including
discussion of longitudinal developments in indiatinarratives would over-

complicate the presentation of the results, obaguhe central findings.

6.4. RESULTS

6.4.1. Participant Characteristics

Demographic characteristics and negative symptamrgg scores of the 24
participants included in the current analysis aesented in Table 6.1. Participants

are referred to using pseudonyms throughout to taiaitheir anonymity.
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Table 6.1. Sample characteristics by negative sgmptajectory group.

Pseudonym  Study Site Ethnicity Age at Mean Negative
Initial Symptom Score
Interview  BL 6M 12Mm
Elevated Daniel Norfolk White British 20 4.00 4.43 4.00
Negative Max Cheshire White British 27 4.00 3.43 271
Symptoms  Nathan Birmingham  White British 26 3.43 3.29 257
Yasmin Lancashire  Asian Pakistani 28 1.57 3.29 2.57
Tom Cambs. White British 20 1.71 2.29 2.14
Hayley Cornwall White British 28 3.00 2.86 2.86
John Birmingham  White British 31 2.57 3.00 2.57
Decreasing Jacob Birmingham  Black Caribbean 28 3.43 3.43 1.00
Negative Aisha Birmingham  Asian Pakistani 28 3.29 2.00 1.43
Symptoms  Oliver Cornwall White British 30 3.14 1.29 2.00
Stacey Cornwall White British 27 4.29 2.29 1.29
Aidan Norfolk White British 25 3.00 3.43 2.14
Steve Lancashire ~ White British 27 2.86 3.71 2.14
Minimal Philip Norfolk White British 37 1.00 1.29 1.29
Negative Nagzir Lancashire  Other Asian 21 2.29 2.29 1.86
Symptoms  Alexander  Devon Other White 32 1.00 2.57 1.00
Shelly Birmingham Black Caribbean 28 1.29 1.57 1.29
Isabella Cambs. White/Asian 35 1.57 1.14 1.14
Jennifer Lancashire  White British 30 2.14 1.57 1.00
Ben Birmingham  White/Caribbean 27 2.43 1.57 1.14
Kelly Norfolk White British 22 1.43 1.57 1.71
Clara Cornwall White/African 30 2.14 1.00 1.00
Jack Cambs. White Irish 29 1.71 1.00 1.00
Callum Cheshire White British 27 1.14 1.00 1.00

6.4.2. Thematic Analysis

The term ‘negative symptoms’ was used on just @measion during the interviews

analysed. During an interview with Jennifer — a rhenof the Minimal negative

symptoms group — she remarked that she didn’t expes‘them negative symptoms

that you get with schizophreniarhis remark was made in the context of explaining

that she considered herself to be less in needpgfast than individuals withreally

really bad schizophreniaiho she believed to be at risk of self-neglectresgon,

and misuse of alcohol or drugs as a result of awirng ‘enough anxiety’. For

Jennifer, negative symptoms were a marker of sigvanid stating that she did not

experience them offered a means of distancing liérse those she perceived to be

more unwell than herself.
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Whilst the term ‘negative symptoms’ featured in tfascripts only once,
descriptions of experiences corresponding to tlgatinee symptom construct
featured in the accounts of the majority of papieits from all negative symptom
trajectory groups. Descriptions of lack of motieatiand withdrawal were very
common features of the analysed accounts, appearthg transcripts of 20 out of
24 participants’ interviews. References to dimie$lexpression were less common,

featuring in nine participants’ interview transt¢sp

There were no notable differences in the extemttizh accounts of difficulties with
expression, social withdrawal or lack of motivatfeatured in the interviews given
by individuals with differing negative symptom &ajories. Reports of lack of
motivation and social withdrawal symptoms were numshmon in the transcripts of
interviews with members of the Elevated negativegpms group, but accounts of
expressive deficits were more common in the traptscof interviews with members
of the Minimal negative symptoms group. There was® no group differences in
themes related to the experience or understandinggative symptoms identified.
However, the analysis revealed a number of comnit@sahcross all groups in the

way negative symptom-like experiences were desgrine understood.

‘Like a zombie’

Several participants recounted difficulties intéirag with others during their
episode of psychosis. Participants often mentighatthey did not talk as much as
was usual for them and some described being utalebepress appropriate
emotions. The simile ‘like a zombie’ was used byesal participants when

describing these experiences.
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| wasn't moving, | was sitting down ... | wasn'kiab. | was just like, you
know, like a zombie, just sitting there ... I'd je#tdown and not interact
with anyoné®

Aisha, Birmingham — Decreasing Negative Symptoms

Before | was just sitting all day and not spealkangll and not showing any
reaction when people were talking to me and sikéfthat ... | didn’t even
like say anything when my sister had a baby. | wiasren interested. | was
just like a zombie and everything

Jennifer, Lancashire — Minimal Negative Symptoms

Through the use of this simile, the participanta/@dully evoke the sense of

otherness they experienced as a result of théiculifes interacting; it seems that
participants felt remote not only from other pegplet also from themselves. This
self-alienation is exemplified by Callum’s staterngrat he was not himself whilst

he was in this zombie-like state.

I’'m a zombie. Like when I'm walking around. Peopkek me questions and
I'm like ‘err’ ... I'm not me.

Callum, Cheshire — Minimal Negative Symptoms

Thus for some patrticipants, disruption in the &piio interact as usual appears to
have led to a discontinuity in their identity. Thssperhaps unsurprising given the

importance of social performance to the constrmcéind maintenance of identity.

Diminished internal experience

In a small number of cases, participants expregsgdheir diminished expression
reflected reduced internal experience, that isy teported that they were unable to
talk due to a decrease in their ability to thinkfaled to express the emotions

expected of them because of decreased emotioeakity. For instance one

®To improve ease of reading, nonverbal utterancatdyesearcher (e.g. hmm, uh-huh, yeah) are
omitted from quotations. Nonverbal utterances hyigipants are presented as transcribed. Where
other material has been omitted, this is indicdtgdn ellipsis.
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participant, Clara, explained that she was unabt®mmunicate because she felt

‘numb’ and like her head was ‘blocked’.

P’ | couldn't really communicate with anybody. Efa difficult to
describe myself.

Did you feel locked in? Or?
| didn't feel like detached. And I, | didn't féike anything.
Sort of empty? Or?

Yeah. Erm numb. Blocked. My head was sort otkda. | couldn't
think, therefore couldn't speak, because | didmivkwhat to say.

Clara, Cornwall — Minimal Negative Symptoms

9 X0 a

For Jennifer, a lack of emotional expression waspggmatic of a long-standing
inability to experience any strong emotion othemtlanxiety. Jennifer illustrated her
account of the experience of diminished emotionléscribing her indifference

towards the events of September 11th.

I'd been not been able to have any feelings orlangtand just like except to
have feelings of anxiety but | didn’t have feeling® that. Do you know that
twin towers, when it crashed, | didn’t care. | sattching it, | was like, oh
yeah boring. But now, when | watch programmes phwas nearly crying
because | was like oh it's so dramatic and emotiand everything. But |
remember distinctly when it happened, | just satdlstaring and | was just
like, I'm just not interested in that ... | didn’t Y@ any feelings for any of it.
It was horrible. It was like I'd been possessedildemon or something, it
was really weird. It was like | wasn’t even in myo body.

Jennifer, Lancashire — Minimal Negative Symptoms

Similarly, some participants explained decreasetivaiion as a consequence of a
reduction in their drive and enthusiasm. Isabedtaega particularly moving account

of such reduced drive.

P’ is used to indicate words spoken by a partictpand ‘R’ to indicate words spoken by a study
Research Assistant.
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Before this happened to me | was always right lgd'shis, let’s do that, right
we’ll get this plan and we’ll do this, now I’'m mokénd of ... I'll get the Play
Doh out and sit with my son even if | don’t wantaied I'll enjoy it but ... it's
harder for me to enjoy those kinds of things beeaus do feel like you've
had so much sucked out of you that, it's like timater child it's a bit like
someone’s taken it by the neck, strangled it,jits survived and then shaken
it again and then said, right your life’'s neverrgpto be the same again ... we
go to the park, we go out for lunch, we go into moand go to groups or
whatever and | do do that but just not with as myuesto as | did before.
Isabella, Cambridgeshire — Minimal Negative Symgtom

Such accounts align with traditional psychiatriimions of blunted affect, alogia,
avolition and anhedonia, which take reductionsxjpression and activity to be
indicative of limited emotional range, reduced aatyafor thought, lack of drive and
reduced hedonic capacity. However, diminished natkexperience was described
by only a minority of participants who reported wetions in expression, motivation
and sociability. More often, participants indicatbdt their capacity for thought and
emotions remained intact and explained reductiorexpression and activity in

other ways.

Medication side-effects

The explanation for diminished expression, motaatand sociability most
frequently given by participants was that thesesegmces were — or indirectly
resulted from — side-effects of prescribed medicatParticipants often commented
that the sedative effect of antipsychotic medicatiecreased their drive to engage in
activities requiring relatively more effort and egy For instance, Isabella spoke
about being less motivated to go to the gym dubdasedative effect of her

medication.

You don't feel as motivated to get up and do themgperhaps | think 1 did
before, more likely to go to the gym before | dbthan | am now because all
| want to do, all the medicine really makes me wardo sometimes is just
kind of, even though it's low dose, is just sortofl up and be quite sedate
really which obviously is the idea of it really.

Isabella, Cambridgeshire — Minimal Negative Symgtom
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Another participant, Hayley, discussed the traddsefween the positive effects of
sedation on her positive symptoms and the negatipact of sedation on the ability

to socialise and participate in activities outditke home.

And because my thoughts were racing in really weirdctions, they thought
that a more sedative tablet would be better forBug, of course, then that
meant that | wasn’t going out very much. | wasotialising. | wasn'’t really
doing the things that may have helped me, you kmowhe other part, the
not medication part.

Hayley, Cornwall — Elevated Negative Symptoms

Although the medication Hayley was prescribed hetlpentrol her unusual thoughts,
its sedative effect decreased her ability to smaand participate in activities that

might have aided psychosocial aspects of her regove

The experience of feeling ‘like a zombie’ was oftbat not always, linked to
medication side-effects. For Aisha, a change imhedication led to a dramatic
increase in her ability to express herself, allgpner to reassert her identity as
someone who likes to talk.

Actually I'm really happy with that because likeeevmy mum says, "You
talk too much,' [laughs] but | feel like I've gofiem not talking. | like to
talk.

Aisha, Birmingham — Decreasing Negative Symptoms

For some participants, lack of motivation was resrsas a direct side-effect of
medication, but the result of medication-inducedghiegain. This is illustrated by
Aisha’s description of the impact of her rapid wdtgain triggered by use of
antipsychotic medication.

| feel like the heavier | am, the more harder f@ tm move around. And
when | was lighter | was more active and doing $oafithings and | had
motivation and everything. And now like - my motivem - like before | had
loads of motivation. Now that my motivation isréatly there. It's like
someone has to push me to do things. Give me xirat support.

Aisha, Birmingham — Decreasing Negative Symptoms
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Similarly, Hayley described a vicious cycle sparkgdmedication: the medication

led to weight-gain, which lead to her feeling dowujch lead to low energy, which

lead to inactivity, which lead to further weightiga

P:

R:
P:

| didn’t have one item of clothing that woultrhie, well, other than my
socks. Everything else didn't fit. Erm, even shaese too tight, erm,
everything, from pants to t-shirts, jumpers, coatghing fitted me. Erm,
that was just, it was awful.

So then that contributed to you feeling more &owd...

Yeah, and therefore not going out as much, laaig then, lack of
energy, lack of doing anything [inaudible].

Was just a vicious circle, really?
Yeah, yeah.

Hayley, Cornwall — Elevated Negative Symptoms

‘A confidence thing’

Lack of confidence in their abilities was anotheplanation participants gave for

difficulties expressing themselves, socialising arantaining motivation. One

participant, Yasmin, describes how her experieriggsygchosis undermined her

confidence in her ability to interact with others.

Yeah, and it's funny, oh, | mean | don’t talk toyandy that much and |
haven’t got confidence left in me, because I thiGl, my God.” I'm not
sure about things which I'm doing. Like, am | na) | doing right or not,
because, you know, like, when you're unwell, yom'tlealise, do you? So
it made me think, like, I've got no confidencedjk don’t know if what I'm
doing is right or wrong.

Yasmin, Lancashire — Elevated Negative Symptoms

Yasmin talked at some length about her experiehbelmaving in ways that she now
regards as inappropriate having undermined heindemte in her abilities. She

described crippling doubt about whether her actamesright or wrong. Later in the

interview, when discussing her hopes for the futiigsmin spoke about not making
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plans for the future because she felt she woulglntapable of carrying them out

successfully.

At the moment | can't plan much because | knowdeenot that much
capability to do things.

Yasmin, Lancashire — Elevated Negative Symptoms

An account given by John illustrates how lack afifaence can manifest as not
‘feeling up to’ participating in recreational adgties. John’s reluctance to participate
in activities outside the home seems to have stahfroen him underestimating his
capabilities. This lack of confidence manifestecdack of energy and drive: as not

feeling up to going out.

In the early days | wasn’t going out the housdldiasically and there was a
group, a group of people that got you out doingvdis, which | didn’t

really want to do them 'cos | didn’t feel up tortheut it was, because they
were they, give me these things to do | kind oféar myself and | think that
helped quite a lot. It gave me the confidence kkaew | could actually go
and do these things, like go out to a coffee shiagpdo a garden centre and,
or go for a walk or something, like simple things.

John, Birmingham — Elevated Negative Symptoms

As John’s confidence in his ability to successfahgage in simple activities
increased, he became more motivated to leave tinsehand begin doing things he
enjoyed. As John began to recover his confidensgydrents’ confidence in how far
they could push him also increased. John expléimatchis parents moved from

‘tread[ing] on egg shellsto nagging him téget up and go and do something’

Both Yasmin and John described a general lack wiidence in their ability to
successfully engage in even simple everyday aiesviEor other participants, their
lack of confidence was specific to a certain domgor instance Clara discussed her
reluctance to engage in ‘intellectual’ conversadias a result of reduced confidence

in her intellectual abilities.
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| feel like I've lost a load of my knowledge. Ermdaalso | found it very
difficult to learn again when | started to get badio things. | couldn't
process information. So | feel like I've lost outlike ten years of learning.
So now I'm with other 30 year olds and 40 year,adgen mid-20s, 20 year
olds, and they know more than | do, and | can‘tt g0 | kind of - rather than
sit down and have an intellectual conversation wiimeone, that scares me
because | feel like | don't know. And perhaps shattonfidence thing. |
know things that they don't know perhaps, butst geems like | don't have
that, that way of being able to process informatoto capture the - to have
that information that | had before.

Clara, Cornwall — Minimal Negative Symptoms

Although Clara was able to concede the possikslity might have knowledge that
others do not, the belief that she no longer hasHility to process information in
the way she once did prevented her from engagitigethers she perceived as more
intellectual. She noted that her place of workuneersity — made this problem

particularly acute.

Active avoidance

Participants often presented social withdrawal dslidberate strategy, intended to
protect them from rejection or ridicule. Severattiggpants spoke about deliberately
cutting contact with friends or making fewer efotb form new friendships than

they would have done before experiencing psychosis.

P: Do you feel that having gone through psychdmasg had an
influence on your relationships with your familyfaends in any
way?

R: Erm yeah it's had an influence on my friendsehese when | had

the psychosis and the problems | cut myself offnfialot of people,
| withdrew and 1 lost a lot of friends through that

John, Birmingham — Elevated Negative Symptoms

Isabella expressed that getting to know new peimtii@ving her psychotic episode
was a risk where before it had been an opportunity.
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P: Perhaps not so, perhaps not so likely to taleish to get to know a
lot more people | think. | tend to sort of see whappens and go
with that rather than sort of try and make mongatnd widen my
social circle by talking to more people, probahistjlet it happen
now rather than make more effort.

R: And what's the worst that could happen themif were to make
more of an effort?
P: When you get instances where, you know, yalklto people and

you just, you'll chat and you just sort of get ithea that they're, you
know, they perhaps don't want to be as friendlyaasd like to be
perhaps so it's all about sort of being a bit mei#) relationships
just being a little bit more...generally just lettitigngs develop on
their own really and not worry too much about @lhe Whereas
before | think perhaps I'd be a bit more keen tb @bget to know
people better and perhaps be a little bit morentrd@ making
friends | suppose in that way.

Isabella, Cambridgeshire — Minimal Negative Symgtom

Isabella went on to talk about putting ‘the boumekup’ in order to protect herself

from perceived social threat.

Since what's happened | don't really want too mpagple around, | suppose
| yeah I've put the boundaries up and now | doettdo many people in and
I’'m happy with being, keeping things very narrowdarot so broad ... That
goes for family as well | don’t, | mean my brotherl don’t let him get close

enough to cause any trouble.

Isabella, Cambridgeshire — Minimal Negative Symgtom

Isabella was aware that this strategy had resuitacharrower social circle and had
distanced her from extended family but saw thia psce worth paying in return for

avoiding‘trouble’.

While Isabella was not explicit about why she peme@ social situations to be more
risky since her episode of psychosis, others lirtkedr withdrawal to the stigma of
having experienced mental health problems. Foaits Ben explained that he

withdrew from friendships due to the shame he felt.
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My relationship with, erm, quite a few of my friemtas changed in a
negative way, and it's not been because of pregudidack of understanding
on their part, it's because at first | felt verynamed, and | deliberately cut
them out of my life.

Ben, Birmingham — Minimal Negative Symptoms

Although Ben was clear that he was not subjectrectistigma regarding his mental
health status, internalised stigma resulted imé&nse feeling of shame which
caused him to cease contact with friends. Parintfoaere often acutely aware of
negative media portrayals of psychosis and schiasypd, which fed into their fears
about how others would perceive them. Jennifeedtttat the fewague friends’
she hadwouldn’t have been [her] friend no more if theyekwn[she] had a mental
illness’. Another participant, Aidan, who had lost contaith all of his former
friends since experiencing psychosis expressecthédlt others would find him

‘disgusting’if he were to disclose his symptoms.

Shame and stigma were also key to some participdedssions to avoid romantic
relationships. Several participants shared theraila set out by Jennifer.

It'd be really really hard to establish a relatibimsbecause you wouldn’t
know when to say to them, ‘I've got schizophreriatause if you leave it
too late, they'll say, ‘Oh why didn’t you tell mgou’ve led me on.” And if
you say it too soon, they’d never even speak tobgnause they’ll just
assume you're mad and it's very very, that's vaffyadilt.

Jennifer, Lancashire — Minimal Negative Symptoms

In common with several other participants, Jenrfgdrshe was trapped in a Catch-
22 situation; whatever stage of a new relationshg chose to disclose her diagnosis
of schizophrenia would be the wrong one: eithergady or too late, both

preventing the relationship from progressing amyhier. She had therefore ruled out
the possibility of forming an intimate relationslapd didn’t believe she would ever
be in a position to marry or have children. Defors of negative symptoms
frequently consider lack of intimate relationshipsndividuals with psychosis to be
symptomatic of the loss of capacity for emotiorlakeness. Jennifer’'s account
offers the alternative explanation that people \palichosis may have given up hope
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of fulfilling their desire for an intimate relatiship due to the perceived

impossibility of establishing one.

Some participants employed an active strategy oidawvice in order to escape
negative evaluation of their changed appearantenslg medication induced
weight-gain. For instance, Clara explained thardfer dress size increased from a
size 12 to a size 22 following rapid weight-gaireaside-effect of antipsychotic
medication she avoided social situations in ordgrotect herself from the critical

gaze of others.

P: | think that [rapid weight-gain] gave me a lbtle anxiety | had
from err not going out, not wanting to see anybtigit | knew,
because | had my episode and was in the ward iddmmrthen came
back down. No one knew what had happened to md vibas huge
and | wasn't talking to anyone.

R: Okay. So it made you more socially isolated?
P: Oh yeah. | didn't want anyone to see me like tHanow it's sad, but
| really didn't.

Clara, Cornwall — Minimal Negative Symptoms

Stigma seems to have played an important role ana@ decision to withdraw
socially: she feared her sudden weight-gain woldd aeople to the fact that she
had experienced mental health problems. In diseggkie impact of her weight-gain

she commented:

| think it is a quite big pressure on somebody'shateady vulnerable to then
give them the stigma ... because you then becomedgoitireally, you don't
really fit anywhere any more.

Clara, Cornwall — Minimal Negative Symptoms

Given the context of this extract, Clara’s usehaf word ‘fit" here suggests a double
meaning: as she gained weight, not only did Claringer fit into her old clothes,

but also into society.
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Ongoing alogia?

While there were not notable differences in theekto which negative symptoms
featured in the transcripts of the groups compadtesie were conspicuous
differences in the fullness of the descriptionsefative symptoms provided. The
descriptions of negative symptoms given by membgtise Minimal group tended
to be fuller than those given by the Decreasingigravhich were in turn fuller than
those given by the Elevated group. These differemeae in line with striking
differences between the interviews given by membgetke three groups in terms of
their length and the configuration of interactidnetween the participant and
interviewee more generally. Interviews given by rbers of the Elevated negative
symptoms group were notably brief and were chariget# by participants taking
short conversational turns and rarely taking theveosational initiative in
comparison to members of the other groups. Theg &kso less likely to introduce

new topics or otherwise take the conversational tean were other participants.

For example, compare the response given by Damrekember of the Elevated
group, to the question ‘can you describe what thisug most important to you at the
moment?’ to the response given by Callum, a merobtire Minimal group, to an
almost identical question about the things thataost important to him. Although
both participants answer that their family is thestmmportant thing in their life,

there answers are very different.

R: Can you, sort of, describe to me a bit abouttwiiags are most
important to you at the moment.

P: Family and stuff like that, really.

R: Family and stuff like that, yeah.

P: Yeah.

Daniel, Norfolk — Elevated Negative Symptoms
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R: Can you describe the things that are most imapbtb you at the
moment in life?

P: In life? Me dad, obviously, because he’s gotddteurone’s and
me girlfriend, me brother [Name], because it'selilwe got brought
up together; my other brothers, we didn’t, you knekat | mean.

So he, if something happened to one of my othehbrs | would be
upset, you know what | mean, but if something vealsappen to
him, I would be, like, really upset, like, becatise other brothers, |
care because they’re me brother, but at the ettieaday it, they
wouldn’t really affect me, because | haven't locstn®one that hasn’t
been there, because | lost them anyway, alreadidipants talking
over one another].

Callum, Cheshire — Minimal Negative Symptoms

Whereas Daniel answers with just a few words, @aikicomparatively verbose and
volunteers a great deal of detail. This examplepsesentative of the way in which
Daniel and Callum respond to questions throughwaiiriterviews, and each are

typical of their respective negative symptom tregeg groups in this respect.

The brief conversational turns and lack of conv@rgal initiative displayed in
interviews with members of the Elevated negativapms group might be
interpreted as evidence of alogia. It is plausigieen that these participants
followed a trajectory of stably elevated negatiymptoms during their first 12
months with EIP, that this group were continuing@xperience negative symptoms
and were thus less able to express themselvegydinerinterview. This possibility

is discussed further in section 6.5.2.

6.5. DISCUSSION

6.5.1. Review of Findings in Relation to Researchu@stions

To what extent do negative symptoms feature waiiticipants’ accounts of the
experience of psychosis? How do participants dbsdtie experience of negative

symptoms?
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The term ‘negative symptoms’ featured in only oadipipant’s account of her
psychosis, in the context of stating that she didexperience negative symptoms.
However, descriptions of negative symptoms — inclgdiiminished expression,
social withdrawal and lack of motivation — weregmnoy members of all three
negative symptom trajectory groups. The experi@icegative symptoms was
described by some participants as feeling ‘lik@mkie’: some described being
unable to react to events and other people asu$igglly would and so feeling
disconnected from themselves and the world aroli@cht A minority of participants
described decreased internal experience — decreasatibn, thought or drive —

during their psychosis.

How do participants understand and make sense yhagative symptoms they

experienced?

Participants’ accounted for the diminished expasssocial withdrawal and lack of
motivation they experienced in a variety of waysjlauting divergent meanings to
these symptoms. Whilst some participants put thegative symptoms down to
decreased emotional range, capacity for thougtiromished drive, this explanation
was not prevalent. Most participants’ personal ustd@dings of the negative
symptoms they experienced related to side-effdqisychiatric medication, lack of

self-confidence and/or active avoidance in the faadifficult circumstances.

Are there differences in the extent to which negasiymptoms feature within the
accounts given by those who followed differing tiggasymptom trajectories or the

way in which the experience of negative symptordessribed?

The descriptions of negative symptoms given by nmessbf the Minimal group
tended to be fuller (in keeping with the more e)gvam style of this group’s
interviews more generally) but there were not mdrdliéferences between groups in
terms of the extent to which descriptions of nagasiymptoms were a feature of

participants’ accounts, or in the content of thesgcriptions.
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6.5.2. Interpretation, Relevance to the Literatureand Theoretical Significance

It might be suggested that the absence of the ‘tezgative symptoms’ within
participants’ accounts indicates that these symgtara not acknowledged or
deemed important by participants. Selten et aR812000) found that inpatients
diagnosed with schizophrenia gave lower ratingheffrequency and severity of
their negative symptoms than did psychiatrists.yT¢@ncluded from this that
patients often underestimate the severity of thegative symptoms due to lack of
insight. The absence of explicit mentions of nagasymptoms within participants’
transcripts could be taken as evidence in supp@ehen et al.’s findings. However,
given that participants frequently described distied expression, social withdrawal
and lack of motivation, it seems likely that pagants’ not having used the term
‘negative symptoms’ is indicative of a preferengerfatural, non-technical language
rather than limited insight. In support of thisdrgretation, note that the term
‘positive symptoms’ did not feature in participdrascounts at all. While
participants did sometimes refer to having expeeeérihallucinations’ or

‘delusions’, they were more likely to talk abouées® things, hearing voices and
having had strange or paranoid thoughts.

That descriptions of negative symptoms occurretiértranscripts of interviews
with participants from each of the negative symptaagectory groups to a similar
extent was unexpected. It was anticipated thatrexpees of negative symptoms
would be most likely to feature in the accountsegivvy members of the Elevated
negative symptom group, and would rarely featur@transcripts of interviews
with Minimal negative symptom group members. Themea number of potential
explanations for this unforeseen finding. Givert tha correspondence between
self-reported experiential deficits and observeghtige symptoms has been found to
be limited (see section 1.4.2), it is possible thatsubjective experiences of
diminished expression, social withdrawal and latkotivation reported by
members of the Minimal negative symptoms group @tccorrespond to observable
negative symptoms. Alternatively, it may be tha these experiences did
correspond to observable negative symptoms buthkae occurred outside of the
period during which participants’ negative sympteaverity was measured. Under-
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reporting of negative symptoms by the Elevated gnmight also be relevant in

explaining this finding.

It was observed that the Elevated negative symptpogp’s interviews were
markedly shorter than those given by members adrajloups and were
characterised by short conversational turns byquaants and a comparatively
passive conversational style. A possible explanaticthis finding is that
participants from this group, who had previouslgganted with persistently elevated
negative symptoms, were manifesting ongoing expresieficits. Given that the
interviews were, in most cases, conducted severkyafter the data used to
determine the participants’ negative symptom ttajgcwere collected, if this
interpretation is accurate it would imply the longerm stability of the trajectory of
stably elevated negative symptoms observed dumnedist 12 months of EIP.
Analysis of longer term follow-up data would setwererify whether participants
from the Elevated group did indeed continue toofwlh trajectory of stably elevated

negative symptoms, and thus whether this explamaiplausible.

Several participants in this study used the siftike a zombie’ to describe
experiences of having difficulties interacting witte world around them. In doing
so they evoked a sense of otherness and alien@amsistent with theories of the
importance of social performance to the constracéind maintenance of one’s
identity (Goffman, 1959), some described a discwity in their identity as a result
of changes in their ability to interact with otheféie participants’ narratives
highlight the challenge of maintaining one’s seokilentity while experiencing

symptoms that undermine the performance of thistite

Participants’ descriptions of their experiencedlitffculties with communication and
motivation suggests that European phenomenologpaoaches to psychosis may
be of relevance to understanding the subjectivemsmpce of negative symptoms.
The European literature on the phenomenology akzephrenia provides perhaps
the richest explorations of the experiential fasfategative symptoms (Burgy,
2008). This literature suggests that negative symptare not straightforward deficit
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states but are instead characterised by positipergential disturbances stemming
from core disturbances in the sense of self (SaBaas, 2003). The findings of the
current study support the contention that subjeatxperiences of negative
symptoms are not always simple absences of songetioirmally present. Instead,
they can encompass positive experiential stateésatbanot necessarily ‘direct
analogues of what is observed at the behaviowal’lgbid., p. 433). The role of
disturbances in the sense of self in negative symgresentations was explored in a
subsequent study (Appendix D).

Participants offered varying explanations of thgaiee symptom-like experiences
they described. Consistent with research carrieédvit individuals with more
chronic psychosis (Boydell et al., 2003; Le Lieeteal., 2011), participants often
believed that reductions in expression and motivatiould be accounted for by the
side-effects of psychiatric medications. Some pgodints described decreased
emotional experience, capacity for thought or dasdying behind changes in their
behaviour. This finding echoes a theme identifigbupa et al. (2010) who
reported that individuals recovering from FEP disd a deadening of emotions,
apathy and reduced pleasure, turning participatigoreviously valued activities and
social interactions into experiences to be enduPadicipants also identified lack of
confidence as a reason for negative symptom-likedeur. Previous psychotic
symptoms and the perception of decreased cogmisigacities undermined
participants’ confidence in their abilities, leaglito decreased activity and
interaction. This finding supports quantitativedance that pessimistic assessments
of cognitive and social capabilities may be impigchin negative symptom
maintenance (Beck & Rector, 2005; Horan et al. 02@orschot et al., 2013).

The theme ‘active avoidance’ corresponds closetii tiemes identified by studies
that have explored social withdrawal following plsgsis. A number of studies have
described narrowing of social circles and increaseldtion as deliberate strategies
for minimising the risk of embarrassment, expogtareegative judgments, or lack of
understanding (Boydell et al., 2003; Judge e8l08; Le Lievre et al., 2011,
MacDonald et al., 2005; Mauritz & van Meijel, 20@@andhu et al., 2013). The

difficulties engaging in new romantic relationshifpBowing psychosis highlighted
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in the current study have previously been discubyeRedmond et al. (2010). In a
study of the personal meaning of romantic relatigpss for young people with
psychosis, the authors identified the theme ‘iénas incompatible with
relationships’ encompassing dilemmas regardingalsice of past psychotic

episodes.

Participants’ personal understandings of their eepees of withdrawal fit within
the explanatory framework provided by the cognitivedels of negative symptoms
(see section 1.5.3). Facets of the lack of selfidence described by participants
can be aligned to the negative expectancies thdodse particularly relevant to the

manifestation of negative symptoms by Beck etRguyre 6.1).

Figure 6.1. Cognitive expectancies proposed tordmute to negative symptoms
illustrated by extracts from interviews with Aisdahn, Clara and Isabella (clock-
wise from top left). Adapted from Rector et al.020

Low expectancies for success Low expectancies for pleasure
“I haven't got confidence left in “there was a group, a group of
me, because I think, ‘Oh, my < » | People that got you out doing
God.’ I'm not sure about things activities, which I didn’t really
which I'm doing. Like, am I not, want to do them 'cos I didn't feel
am I doing right or not” up to them”

\ /

| Negative Symptoms ]

— T,

Low expectancies for acceptance
“vou'll talk to people and vou just,
vou'll chat and vou just sort of get
the idea that they're, you know,
they perhaps don't want to be as
friendly as you'd like”

Perception of limited resources
“it just seems like I don't have
that, that wayv of being able to
process information or to capture
the - to have that information that
I had before.”

That many participants in the current study degctibegative symptom-like
behaviour as an active coping strategy further stip@ cognitive approach to
understanding negative symptoms. Participants destavoiding social

interactions and limiting their involvement in potially challenging activities in
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order to stave off failure, rejection or ridiculhis supports the contention that
apparent emotional and motivational deficits aterofinderpinned by psychological
processes that reflect active coping in difficidyghological and social
circumstances. There were striking correspondelne®geen the psychological
factors proposed by Strauss et al. (1989) to duutiito negative symptoms and the
narratives of some participants. For instance, Yasnaccount of limiting her
interactions with others in order to minimise tlesgbility of doing or saying
something inappropriate, as she felt she had dimengepisode of psychosis, closely
resembles Strauss et al.’s depiction of withdraagah means of protecting oneself

against public displays of bizarre or impulsive &abur.

The relevance of perceived stigma to some partitipactive avoidance supports
the inclusion of negative self-perceptions, satjraatisation and expectation of
social exclusion in Staring et al.’s (2013) cogrd@tmodel of negative symptoms. In
line with Staring et al.’s model, shame and exgearta of discrimination
contributed to some participants choice to withdfiemn former friendships and to
limit attempts to establish new relationships. Aeveass of negative portrayals of
psychosis and schizophrenia were sometimes imptidatsuch withdrawal. This
finding points to the importance of consideringistad as well as individual factors

when seeking to understand negative symptoms.

Taken together, participants’ narratives suggesteafor agency in negative
symptom presentations, countering the framing ghtiege symptoms as passive
manifestations of diminished capacity. This altéxgainterpretation of negative
symptoms as, at least in some instances, reflepgngpnal agency recalls the
findings of an anthropological study conducted layi€ (1990). Corin compared
individuals given a diagnosis of schizophrenia wiese frequently re-hospitalised
with those who were not re-hospitalised. She fatladl individuals who remained
out of hospital were characterised by maintenahe@epmsition apart from the social
world, associated with an attitude of detachmentirCcharacterised this detached
position as ‘positive withdrawal’, a recovery stgy characterised by the deliberate
maintenance of distance from normative social rales$relationships (Corin &
Lauzon, 1992; Corin, 1990). On the basis of hedystahe concluded that negative
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symptoms ‘include behaviours or reactions thateskame external features but that
are associated with profoundly diverging meanirf@srin, 1990, p. 171), a
conclusion substantiated by the findings of theenirstudy.

6.5.3. Limitations

Since the study employed QSA, the data were cellieaithout a focus on this
study’s research questions; participants were petifcally asked about their
experience of negative symptoms and this couldbsidered a major limitation of
the study. Had the data been collected using amnvietv schedule designed to elicit
material of relevance to the research questiomsight have been possible to gain
further insights into the subjective experiencsécific negative symptoms and
participants views on their genesis. Given thatipgants were not specifically
asked about negative symptoms during the intervileat,they were not mentioned
during some participant’s interviews cannot be te&e evidence that they did not
experience these symptoms. It is plausible thaeltbat did not mention these
symptoms spontaneously may have attached diffeneanhings to these experiences
than did those who did, and that these divergeawsiwere not captured by this
study.

However, there are perhaps also advantages oftirview questions not having
been focused on negative symptoms specificallyowhithg participants to speak
about the aspects of their psychosis they congsiderbe most important made it
possible to observe the extent to which participahbse to prioritise negative
symptoms within their narratives. It also allowkd explanatory frameworks
participants employed to talk about negative symmstto be observed. An interview
schedule centred on negative symptoms would likalye primed participants to
focus on specific aspects of negative symptomayoéogl encouraged them to talk

about them using explanatory frameworks specifiethk researcher.

It was not the initial intention to consider intetianal patterns within the interviews

as part of the analysis. However, striking differesin the interactional styles of
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members of the Elevated group relative to othetigpants became apparent during
the familiarisation phase of the analysis. Givemitiductive nature of the analysis, it
was considered appropriate to include this fingia@ result of the study. However,
the methods used were not well suited to explatiegdifferences that emerged in
the interactional styles of members of differengateve symptom trajectory groups;
thematic analysis is intended to identify and rdqumaitterns in the content of
qualitative data, not patterns in interactionalestfhese could have been more fully
explored through conversation analysis which alléavghe detailed study of oral
interaction (Ten Have, 1999). Such an analysis @oedjuire the re-transcription of
the interviews in line with the conventions of cersation analysis in order to
facilitate the consideration of the structure dértdances and characteristics of speech
delivery.

The timing of data collection might also be consgdiea limitation of the study.
Participants were interviewed for the first timavéwds the end of their time with

EIP or following discharge, in some cases severatgon from their initial episode
of psychosis. It is possible that the period ofdithat had elapsed between their
episode of psychosis and the interviews might hiaviéed participants’ ability to
accurately recall what went on during that peribtheir life. However, the timing

of the interviews also had some advantages. A ga&fidime having passed since the
onset of their psychosis might also have affordadi@pants more time to reflect on
their experiences. Further, the timing of the wmigrs might also have meant fewer
participants were prevented from participating bgaing symptoms. For instance,
one participant from the Elevated negative symptgrosp commented that, had the
interviewer met him at the beginning of his peraddecovery, he would not have

felt able to participate in a conversation.

An additional limitation of the study is that themas a relatively small pool of
participants with high levels of negative symptdnosn which to draw the
subsample for this study. This was both becausprtiy@rtion of the National
EDEN cohort who were members of the High StableMid Stable classes was
comparatively small, but also because memberseskticlasses, particularly

members of the High Stable class, were less litedp members of other classes to
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consent to take part in a qualitative interviews Ihot surprising that those who had
presented as withdrawn, amotivated or inexpressiten declined the opportunity to
take part in an in-depth interview about their elgreces. However, as a result it is
likely that the experiences of some of those vwhthgreatest negative symptom

severity were missed.

Failure to capture the views of those with the ns@stere negative symptoms is a
problem likely to confront any interview-based dtaive study of negative
symptoms. This difficulty has perhaps contributedhie lack of qualitative negative
symptom research to date. The design of the custady did at least allow for the
views of some individuals who experienced the rsestre and persistent negative
symptoms to be captured. Future qualitative resemight benefit from employing
methods less dependent on potential participabtbktyaand willingness to engage
in in-depth interviews, such as participant obsegoweor analysis of written

communication.

6.6. CONCLUSION

In a purposive sample of EIP service-users whogortesl with varied early negative
symptom trajectories, phenomena correspondingeméigative symptom construct
were found to be a common feature of participaatsounts of the experience of
psychosis. Several participants used the simke 4% zombie’ to describe their
experience of having difficulties interacting wahd responding appropriately to the
world around them. Participants often attributedatize symptom-like experiences
to the side-effects of psychiatric medication, latkconfidence, and active
avoidance as a means of self-protection. Partitspaarratives challenge the
widespread framing of negative symptoms as passam@festations of diminished

capacity.
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Chapter Seven — Exploring the Lived-Experience of iFst-Episode Psychosis in

Individuals with Differing Negative Symptom Trajectories

7.1. BACKGROUND AND RATIONALE

7.1.1. Overview

This study used qualitative methods to investigiagdived-experiences of those
who followed differing negative symptom traject@riguring their first 12 months of
EIP treatment. The study described in Chapter ktmntified a number of baseline
predictors of negative symptom trajectories. Howenes likely that experiences a
participant has during their time with EIP are alslevant to the course of their
negative symptoms. Understanding differences inrttiwidual lived-experiences of
those who presented with differing negative sympsawverity and persistence might
provide clues to the factors that contribute toatimg symptom development and
persistence. Exploring such differences might akp explain why there is an
association between an individual’s early negatiaptom course and their social

recovery during the first 12 months of EIP treattnen

The study focused on four key aspects of parti¢gdaxperiences: their
understanding of psychosis, their accounts ofriggtiinent they received, their
understanding and experience of recovery follovkidP, and the impact of the
experience of psychosis on participants’ identifidgese topics of inquiry were
chosen on the basis of their having been founctinportant aspects of the lived-
experience of FEP in previous qualitative researahbecause it was felt they may
be of relevance to understanding differences iretperience of those with differing
negative symptom trajectories. The topics werecsaetefrom amongst those that
featured in the Super EDEN topic guides, and, ab,suere aspects of psychosis
considered important by individuals with first-haexjperience of psychosis (see
section 6.3.3). Since the aspect of the study s identity developed into a
somewhat distinct investigation, and in the intecédrevity, this part of the study is
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reported in a separate chapter which is includezhasppendix to the thesis
(Appendix D).

The remainder of this section summarises what @&k research has already
revealed about first-person understandings of pssishexperience of EIP treatment

and the process of recovery following FEP.

7.1.2. Understandings of Psychosis

Several researchers have investigated the way ichvitndividuals make sense of
what they have experienced in the wake of FEP.tAnagraphic study conducted
by Larsen (2004), found that EIP service-uservalgtiengage in finding meaning in
their experiences of psychosis, making use of egitay systems made available to
them through psychoeducation and wider ‘culturpereoire’. Biomedical and
psychological systems of explanation often feat@edgside one another in
participants’ narratives. Spiritual explanationgevalso important to some
participants and were often held in parallel tonéalical explanations despite the

apparent incompatibility of these explanatory syste

Larsen found two strategies for making sense oé#perience of psychosis to be
evident among his participants. He related thesérasting strategies to McGlashan
et al.’s (1975) distinction between two recoverjes: ‘integration’ and ‘sealing
over'. ‘Integration’ refers to endeavouring to mamne’s experiences within one’s
wider life-history, and thus to accept the expeareeaf psychosis as part of one’s
identity. ‘Sealing over’ refers to attempting tadet about their experiences and
separate them off from their wider life in an atp#no protect their pre-psychosis
identity. He found that, while some participantsbeated a single strategy
throughout the study period, the majority movedMeein the two, influenced by

their current social and therapeutic context, dagesof recovery.

Werbart & Levander (2005) followed a small grougoebple who had been

admitted to a specialist centre for FEP over amd@th period in order to track the
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development of their ‘private theories’ relatedheir psychotic symptoms. They
found that the basic elements of participants’ tlesoremained remarkably stable
over time but that more subtle elements of therthesnded to evolve and become
more ‘coherent’. Several participants pointed f@alilt circumstances during early
childhood as important to the development of theychosis but none relied on a
single event in explaining their experiences. Likesen, Werbart & Levander
related their findings to McGlashan et al.’s (19/xgovery styles; they observed
that while some participants attempted to integiia@@ unusual experiences into the
narrative of their life, others saw their psych@ssa ‘gulf’ in this narrative.
However, in contrast to Larsen’s study, none of Weer& Levander’s participants
articulated theories of their psychosis centred twomedical explanatory
framework. This might reflect the psychoanalyteatment context and the
researcher’s focus on idiosyncratic personal tlesaas opposed to broader

explanatory frameworks.

7.1.3. Experiences of Treatment

Studies focusing on experiences of the treatmenighed by EIP services, the
majority of which have been conducted in the UKyehamlentified a number of
common themes. All identified studies (Harris, @albn, & das Nair, 2012; Islam,
Rabiee, & Singh, 2015; J. A. Larsen, 2007; Lested.e2011; O'Toole et al., 2004;
van Schalkwyk, Davidson, & Srihari, 2015) foundwseg users’ relationships with
their key worker to be central to the experienc&If. Participants described close,
supportive and trusting relationships with theiy keorkers, which were highly
valued. All studies found participants’ views oéttieatment provided by EIP to be
largely positive. Several studies found that pgréints saw EIP as a ‘Gold Standard’
service, set apart from, and superior to, othertatdrealth services (Harris et al.,
2012; Lester et al., 2012; O'Toole et al., 2004thAme identified by a number of
studies was that participants felt involved in dems regarding their treatment and
experienced a sense of agency in their recovergrigHet al., 2012; Lester et al.,
2012; O'Toole et al., 2004).
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Most studies reported few negative experiencedf tie only negative theme
reported by more than one study was that high siaibver sometimes led to
discontinuities of care (Islam et al., 2015; Lesteal., 2011). Due to the strong
relationship between EIP service users and thgimiagkers, staff changes were
experienced as particularly unsettling. Other nggahemes related to some
participants perceiving the support provided by &$Rover intensive (Lester et al.,
2011), and some black and ethnic minority servesrsiperceiving a disconnect
between the support they received from EIP andpim#ual aspects of their lives
(Islam et al., 2015).

7.1.4. The Process of Recovery

Within the medical field, recovery is usually defthas returning towards a normal
or healthy state, demarcated by the absence ofteymspand return to premorbid
levels of functioning. However, since the symptarhpsychosis are often persistent
and those who experience psychosis usually doana the opportunity to reach
their full functional potential before the onsettloé disorder, the applicability of this
definition of recovery to this field has been qimstd. Led by service-user
movements, an alternative conceptualisation ofuegg sometimes referred to as
personal recovery, has been developed. There learerhany definitions of
personal recovery since the concept first begaactithg interest in the mid-1980s

but the definition proposed by Anthony (1993) ishags the most frequently cited:

... a deeply personal, unique process of changin{y atitudes, values,
feelings, goals, skills, and/or roles. It is a vadiyiving a satisfying, hopeful,
and contributing life even with limitations caudedillness. Recovery
involves the development of new meaning and purposee’s life as one
grows beyond the catastrophic effects of menta¢ds. (Anthony, 1993, p.
527)

Within this conceptualisation, recovery is a pr@cesmoving towards living in line
with individually determined values and achievireggonally meaningful goals.
Importantly, this process is not viewed as beingfiogent on the absence of

symptoms.
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Leamy et al. (2011) conducted a systematic reviedvraarrative synthesis of
descriptions of personal recovery from mental thetbblems. The aim was to
develop a conceptual framework of personal recof@ryse in recovery orientated
research and services. The framework developeddad!five key recovery
processes: connectedness, hope, identity, meanthgrapowerment.
Connectedness refers to the importance of feelipgated by others, having
relationships and being part of a community. Hopdudes belief in the possibility
of recovery, motivation to change and participaifohope inspiring relationships.
Identity comprises rebuilding a positive sensedehtity and overcoming stigma.
Meaning encompasses both finding meaning in thergxpce of mental ill-health
itself and in building a meaningful life outsidetbfs. Finally, empowerment

involves taking control over one’s own life and distng on personal strengths.

Recovery has been a popular focus for qualitativestigations of FEP. Echoing the
first-person recovery literature, qualitative seglhave found that individuals
experiencing psychosis often hold a far broadewérecovery than the mental
health professionals caring for them (Lam et &1®. Key elements of the process
of recovery from FEP identified by qualitative seslecho several of the recovery
processes included in Leamy et al.’s (2011) motedy include finding meaning in
the experience of psychosis (Connell, Schweitzekig, 2015; Lam et al., 2010;
Subandi, 2015; Tan, Gould, Combes, & Lehmann, 2Wiadell, Norman, Lal, &
Malla, 2015), rebuilding relationships (Connelbét 2015; de Wet, Swartz, &
Chiliza, 2015; Eisenstadt, Monteiro, Diniz, & Chay2012; Subandi, 2015),
reforging a strong sense of identity (Connell et2015; Tan et al., 2014), and
regaining control and agency (de Wet et al., 2EiSenstadt et al., 2012; Henderson
& Cock, 2015; Subandi, 2015; Tan et al., 2014; Wlhet al., 2015). Both personal
striving and external support — including both pssional interventions and the
support of family and friends — are seen by paréints as necessary to recovery
from FEP (Henderson & Cock, 2015).
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7.2. RESEARCH QUESTIONS

1. Are there differences in the way those who followdtering negative

symptom trajectories understood their experiengesgthosis?

2. Do individuals who followed differing negative sytom trajectories give

divergent accounts of the treatment they receivexh fEIP services?

3. Are their differences in the way those who followgkfiering negative

symptom trajectories understood and experiencegrbeess of recovery?

7.3. METHOD

The method for this study was the same as forttidyslescribed in Chapter Six
(see section 6.3). An identical set of transcriptmed the dataset and analysis

proceeded alongside analysis for the previous sfiotlgwing the same procedure.

7.4. RESULTS

The themes identified are presented under threleesualings corresponding to the
study’s three research questions: (1) understasdigsychosis; (2) experiences of
treatment; and (3) the process of recovery.

7.4.1. Understandings of Psychosis

‘Just chemical imbalances in your head’

Participants were asked how they made sense ofhvadblhappened to them: what
they believed caused their psychosis and whatxpereence meant to them. Some
participants articulated a primarily biomedical Exmtion of their experiences. A
number of participants, for instance John, viewggthosis as an illness caused by

imbalances in the brain’s chemistry.
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R: we've obviously talked quite a bit about psyahosan you describe
what psychosis means to you?

P: Err psychosis is a problem that occurs in tlanberm I'm not quite
sure why, chemical imbalances or whatever

John, Birmingham — Elevated Negative Symptoms

Those who held biomedical beliefs about the orajitheir psychosis often appeared
to derive benefits from employing this explanatvamework. These benefits
included minimisation of self-blame, expectatiorpafity of esteem with physical
illness, and hope that symptoms might be succégsfahted with medication. For
instance, John expressed that adopting a biomeskpéhnation of his psychosis as
‘just an iliness’ helped him accept that his mehelth problems were not his fault

| guess the health professionals that | saw fronhyHatervention they kind
of made me realised that it's just an illness, it's something that happens,
it's just like getting a cold or like it’s just alness, it's not who you are
really, it's, it's not your fault, it just happehs some people and | don't
know, yeah.

John, Birmingham — Elevated Negative Symptoms

John’s use of the phrase ‘it's just an illness itbt who you are really’ suggests that
adopting a biomedical understanding of his expegsralso served to protect his
pre-psychosis identity by distancing his true, I'realf from the self who emerged as
a result of the illness. Another participant, Nath@escribed how coming to
understand psychosis as a neurobiological illnefgeld him accept the possibility of

a cure, giving him hope for recovery.

I guess when | first suffered from my mental illegkthought it was
incurable. You sort of thought there’s nothing tbah make you better and
my understanding now is that’s totally wrong, yawoWw, it’s literally just
finding the right medication and getting peoplelvagjain. | guess my
understanding of mental illness is that it's a blegallness which is just
literally down to the chemicals in your head, that’

Nathan, Birmingham — Elevated Negative Symptoms
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Wholly or mainly biomedical understandings of psysis were most often
articulated by members of the Elevated negativepsgms group, as well as by
several members of the Decreasing group. Althohglekplanations given by some
members of the Minimal negative symptoms groupuidetl biomedical elements,
these tended to form part of multi-level explanagiancorporating psychosocial as

well as biological precipitating factors.

‘It starts with stress that'’s in your life’

Other participants expressed understandings af psgchosis rooted in the
damaging effects of stress and adverse life-evé&his.was the explanatory
framework favoured by most members of the Minimegative symptoms group.
For instance, Jennifer’s personal theory of thginrof her psychosis centred on her

having experienced a number of traumatic events.

I'd had a lot of traumas. I'd kept getting sackeahi jobs over and over
again. Erm, like, not sacked, but they'd say, ‘Laiff’ and it meant sacked
really, but you didn’t get into trouble for it, ou just went back on the dole,
and it was really stressful. So I've had a masaivweunt of stress in my life,
all these things going wrong, and that had causedi¢pression. I'm pretty
sure, if I'd just had a job and I'd been fine, arathing had gone wrong for
me, I'd never have got the schizophrenia.

Jennifer, Lancashire — Minimal Negative Symptoms

For Jennifer, difficult life experiences — includithe absence of her father, bullying
by peers and a series of redundancies — led tetgreand depression, which
escalated into paranoia and episodes of derealisati account of her not receiving
timely support. Similarly, Nazir attributed his gpsis to having been bullied at

school and becoming depressed as a result.

P: Yeah | reckon that stress can cause mentahhg@blems as well,
stress, that’s how | got my problems, mental hegadtblems
because other people, that's why | was sayingrieegot
schizophrenia because type of people that getchiznia
normally, people who have done drugs, I've nevereddrugs in my
life because obviously it's against my religion ...
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R: So you feel as though stress caused your mieeadth difficulties?

P: Stress caused my mental health, yeah. Becausg going through
a bit of bullying in school and | was getting sted and depressed
and that’s when my problem came.

Nazir, Lancashire — Minimal Negative Symptoms

While Jennifer accepted her diagnosis of schizapardespite not viewing her
problems as biologically driven, Nazir believediagtosis of schizophrenia to be
incompatible with his understanding of the naturbis problems. Nazir distanced
himself from the ‘type of people that get schizapha’, perhaps as a means of

protecting his identity from the stigma associatgith schizophrenia.

Isabella was another participant who attributedrnental health problems to
stressful circumstances. She described how thessterised by problem neighbours,
in combination with a lack of social support, ledie development of her

psychosis.

Stress, yes | feel that was definitely a triggesausse obviously | had a
stressful time with my neighbours and that is gagsihat really started it

all off so I'd say stress was definitely a majoajon factor, um, and probably
social isolation as well probably doesn't help. %oow | didn't have a very
good support group, | did, | have lots of friends balways felt very
tokenistic.

Isabella, Cambridgeshire — Minimal Negative Symgtom

As well as viewing social isolation as a contributmher psychosis, Isabella spoke
about withdrawing socially as a result of her p®gib (section 6.4.2; p.167). This
suggests the possibility of a vicious cycle wherttgysocial isolation which follows

psychosis might contribute to the genesis of fupsychotic episodes.

While most participants drew links between the speageific stress of adverse life-
events and deterioration in their mental healtherst made connections between the
nature of particular adverse events they had espeed and the specific symptoms
they later developed. For instance, Clara, whosgsyms included extreme self-

consciousness and a belief she was being watoblethdse symptoms might be
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connected to her experience of being looked atdmsld She explained that, as a
child with Nigerian heritage growing up in rural @wall, she stood out from those

around her and often attracted the attention ahgers.

Ever since | was a little girl, | remember peopistjto look at me. Like a lot
of people in the small village I lived in were liK®h, isn't she cute?' And |
remember lots and lots of that. | also remembaérlikes grown men just
looking out, driving past and just staring at meefle wasn't necessarily a
sort of like weird or negative, but always, alwégsng looked at. And now
I'm, I'm really paranoid. Really paranoid, self-soious person.

Clara, Cornwall — Minimal Negative Symptoms

Jennifer also made links between her childhood esmpees and the content of her
psychotic symptoms. One of the unusual beliefsifemimeld when she was unwell
was that she was a reincarnation of Marilyn Monsbe believed she was about to
undergo a spontaneous transformation whereby shi&lwake on the physical
characteristics of the film star. In explaining wétye developed this belief she

referred to a traumatic incident during her teengges.

The reason | got the obsession with her, is at, scimool, it started at 14; |
wasn’'t depressed until | was 14. And this lad wiankied, er, pretended
that he fancied me, for a joke, because everyoltedaome a geek. And they
told me to go and meet him in this place, and tlege all waiting, erm, to
make fun of me when | went to meet him, and he Wasally fancying
[inaudible]. And then he came and said, ‘Oh, I'derefancy you, ugly,
ugly.” And he fancied Marilyn Monroe. He had a pie of her on his little
science book, and so | became obsessed with e that was. For some
reason | still liked him, even though he’d done tllame [laughs], so | don’t
know why | still liked him. So | got obsessed witér. | thought, ‘He likes
her, she must be really good'.

Jennifer, Lancashire — Minimal Negative Symptoms

Jennifer also linked her experience of being reggend humiliated by her
classmates to unusual beliefs she held about rocreamd familial relationships to
high status individuals. She explained that sheeldped these beliefs as a way of
transferring some of the ‘status, authority, anad/@o held by these high profile
individuals onto herself.
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Some such narratives linking experiences and Isaieepsychotic symptoms are
reminiscent of longitudinal formulations. It is pkble that experiences of
psychological therapy might have played a rolenendevelopment of such
explanations. Whilst participants did not explicittribute their explanatory
accounts to understandings developed during therapgy members who presented
such accounts talked extensively about their egpeds of psychological therapy.
Among the most unequivocal indications of a linkween a participant’s
understanding of their psychosis and their expedsmf psychological therapy

comes in the following section of an interview witfick (emphasis added).

"

Would you maybe want me to explain why | getgb®gis or?
Yeah, what do you think it's about, why do ybink?

P: You get; well it starts, it starts really witkd, stress that's in your
life you know, like there’s all different types sitresses like money
stress or family or relationship you know ... and wlyeu factor in
my low self-esteem as well, you know, when it a@tickof goes
together and then, from family history as well, fagnily history
you know, it just all kind of, goes together argtdrt to get paranoid
thoughts you know, and they kind of escalate, taybe about like
people and work, you know, oh they're leaving mdaaall the
work or my boss thinks I'm not doing a good enojahyou know,
and | would get, | would spend time going over @mwiould go
round and round in my head and get more and moenpa and
then I think you just take it that, your own mingj takes it to the
next level you know and think you’re; with me | Biof think,I'm
not sure, I'm going to have to check with [Naméhefapist], but |
think kind of, I was having so many paranoid thasgind so many
different feelings and | almost needed to createething, to
rationalise it, you know, like a big conspiracydhgyou know, just
explain the feelings that were going on, how béadt] you know,
and | think that’s basically my psychosis, you know

Jack, Cambridgeshire — Minimal Negative Symptoms

N

Jack interrupts his account of the factors involiwethe development of his
psychosis to remark that he would like to seekatmoration of a particular element
of his explanation from his psychological therapistis suggests a shared
development of the explanation. Indeed, Jack redeseveral times in his interviews
to his psychological therapist's role in helpinghhio understand himself and his

psychosis.
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The relatively complex, formulation-like explanatgoprovided by members of the
Minimal negative symptoms group contrast with testcomplex explanations
preferred by most members of the Elevated negaymgtoms group. Members of
the Elevated negative symptoms group were lesky ltkanvoke psychosocial
factors in explaining the development of their pgysis and where they did, these
explanations were less fully developed. They raetdyporated on the way in which
the life events they described could have conteithtid their psychosis, despite
sometimes being prompted to do so by the interviewe

7.4.2. Experiences of Treatment

‘You've got to learn to swim or you drown ... the éaintervention team was a

nice set of armbands’

Participants were asked for their views of the supthey received from the EIP
service responsible for their care. The majoritpaiticipants from all three negative
symptom groups were extremely positive about tindse Many participants
appreciated the flexibility of support offered lnetmultidisciplinary team.
Participants valued the holistic nature of the supthey were offered: for instance,
assistance with practical difficulties not direatglated to their mental health
problem and facilitation of social activities. Staiere described as professional,
friendly and caring. The following extract preseatgiew typical of the majority of

participants.

R: And when you first started, what was your exagoh or idea about
Early Intervention?

P: | had no idea at all. It was literally, to meytwere a piece of
driftwood, just something to latch onto. | needethsthing.

R: Yeah. And did they explain to you who they and awhat they do?

P: Yes, they fully explained what they offered dimel other services
they, you know, provided.

R: Yeah. And what was your impression of the seras, you know, as

time went on, whilst you were with them?
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P: Very impressive, very considerate, and veryptad to the user’'s

needs.
R: Yeah. And how did you find the staff?
P: Friendly, polite and professional.

Ben, Birmingham — Minimal Negative Symptoms

Many participants considered the support they weckirom EIP to have been
integral to their recovery. Aisha credited the supghe received from Early
Intervention with moving her from feeling life wasworth living to feeling she

‘can do everything'.

R: Okay, um, say for example you were talking tothar person now
and they were just about to start with Early Inégmion, and they
asked you your opinion about it, what would you tleém?

P: I'd say it's really good, it's great. It's ofiehe best things that can
help people move on.

R: It's good in what way?

P: It helps you to like be yourself again, liké@lps you to get back to

normal, like even though like you feel that like utmat you can't do
anything and you’re not like worth living anymonedathings like
that it helps in a way that like you feel that yzan do everything,
that you’ve gone back to normal.

Aisha, Birmingham — Decreasing Negative Symptoms

Although the majority of views expressed were pesjtnot all participants were
satisfied by the care they had received from tB&# service. Negative views
centred on services taking control away from pguaicts, the over-emphasis of
medication at the expense of psychological treatroptions, and experiences of
inpatient care, each of which link to themes thstinguished the three negative

symptom groups.
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‘I would like to be able to make the choices whildd to my recovery’

The extent to which participants expressed that bk able to make choices and
exercise control over the treatment they receiated across negative symptom
groups. Most participants from the Minimal and E&ging groups articulated that
they felt very much in control of the treatmentythieceived. These participants
described being provided with a range of treatne@tibns and being supported to
choose the best options for their symptoms, segi@imstances and personal

preferences.

I liked the flexibility, and | liked the fact thaince I'd come to a certain stage
with the service, that they allowed me to trustamn instincts to a degree,
as well, and, you know, there wasn'’t a case avas never a case of, ‘Oh,
you should do this. You should do that. You musttds to get better.” It was
a case of, ‘Well, let’s sit down. What do you thiwkuld help?’

Ben, Birmingham — Minimal Negative Symptoms

It was kind of like the same with [EIP], they giyeu a lot of err, like kind of
you're in charge you know it’'s, they put a lot ehghasis on what you want
to actually do you know.

Jack, Cambridgeshire — Minimal Negative Symptoms

That's why | was actually quite happy ‘cause | dideel like they were
forcing the pills down my neck as in ‘You've gothiave them’ like that.
They were like ‘Well, if you don’t wanna take thengbu, you know, what |
mean, like there, there’s other avenues to exgorgeah.

Callum, Cheshire — Minimal Negative Symptoms

Callum made clear that the EIP service’s willingnessupport him in reducing, and
eventually discontinuing, his medication was crlicianaintaining his engagement
with the service. He explained that, had the Elvise insisted he continue to take

medication, he would simply have stopped takiragainst their advice.
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They didn’t just, like | say, just, like, ‘Do ityou know what | mean, and
then not give you a choice and stuff like that. 8ese at the end of the day, |
didn’t have to take it, | could have just turnedmd and went, ‘Fine, | won't
take it at all,” but they were, like, ‘Okay, we werdtand. We’'ll lower your
dose ... And then they was, like, and slowly they mashme down and got
me off it, rather than me in the end just turniognd and going, ‘Well, fine.

If you're saying that...well, | just won't take it atl, because you can't force
me, like that, so they had the right attitude.

Callum, Cheshire — Minimal Negative Symptoms

The service’s support for his decision to stoprigknedication resulted in a gradual
titration of his dose under medical supervisionisTéxperience contrasts with that of
Hayley, a member of the Elevated negative sympigmosp, who was not offered

the same degree of control over the treatmentesteved.

P: | used to try and be off medication for at lemsbuple of months a
year.
R: Okay, okay. And was that done in conjunctiorhwibur CPN

[Community Psychiatric Nurse] and psychiatrist, or?

P: That was done, generally, on my own [laughs] ...

R: So, would you reduce your meds on your own st $topped?
P: Just stopped.

R: Right, okay.

P:

| know that'’s really unadvisable, but, erm, lya@ah, | just wanted to
be back in control, and, erm, back in control of lifey

Hayley, Cornwall — Elevated Negative Symptoms

Hayley’'s desire to feel ‘back in control’ of hefelitook precedence over her
understanding of the potential risks of suddenatiouation of antipsychotic
medication. As a result, she chose to stop takergrtedication without the
knowledge of the professionals involved in her cdles contrast between the
experience of Callum and Hayley, highlights theaadage of service-users feeling
supported to make decisions about their treatneety when these decisions go

against the advice of the professionals involvetth@ir care.

Hayley was not alone amongst Elevated negative symgroup members in

feeling that she had limited control over her tneat. Whilst most members of the
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Minimal and Decreasing groups felt they could edserchoice over the treatment
they received, members of the Elevated negativeogyms group often described

choices being made for them, resulting in a sehpewerlessness.

R: Is there anything about service that you mayietdike, about the
early intervention team, maybe about the way theththgs?
P: Sometimes it's controlling on you. Control. Yfave to obey their,

and listen to them, what they have to say or winey have to do ...
I've got a life but the thing is | haven't got & ftontrol over it. Do
you understand? And that sort of thing. My lifgg@ng and I'm just
controlled under the team. It's horrible sometinveen you think
about it. You want to do some other things and gonit want to be
on medication, you want to live a free life but yzan't.

Yasmin, Lancashire — Elevated Negative Symptoms

The frustration Yasmin felt at having to ‘obey’ nt@rhealth professionals is
powerfully conveyed. Yasmin did not feel the prafesals working with her shared
her priorities: to have enough energy to do theghithat were important to her and
to retain sovereignty over her own life. Insteagl BiP team’s priority was to ensure
she continued to take her medication as prescitbedder to prevent her psychotic
symptoms re-emerging. Whilst Yasmin’s frustratiemnitially directed externally
this later transmutes into frustration at hersgfe commented that she was ‘letting

them’ interfere in her life due to her lack of setihfidence.

R: Do you feel, like, that people are interferingyour life now?

P: But I'm letting them, that’s the thing, becausecause of how I've
got no confidence in myself, and I, and I, so...

Yasmin, Lancashire — Elevated Negative Symptoms

Where Yasmin clearly resented the lack of continel was able to exercise over her
treatment, other participants appeared resignéueiolack of influence. For
instance Daniel, having not had any choice in hegligation during his time in
hospital, felt he should just continue the status when responsibility for his care

was transferred to EIP.
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R:

P:

And do you feel like you had a choice over yomadication or do
you feel like you kind of have to go along?

I'd go along with it yeah, when | was in hospithad no choice but
to take the medication.

Yeah. And when you came out of hospital do yeml fike you could
have had a voice and an opinion in to your medo&ti

| could of but it's probably just best to take i

Daniel, Norfolk — Elevated Negative Symptoms

It is unclear whether this resignation should lerpreted as stemming from relief at

someone else taking responsibility for difficulcdgons, or from powerlessness in

the face of a system perceived as overwhelminglyepful.

Whilst most participants saw being offered contregr their treatment as a positive,

Shelly — a member of the Minimal group who was emaged to make choices about

her treatment once under the care of EIP — exptesbivalence at being expected

to make decisions about her care.

P:

R:
P:

When | was with home treatment team it was cifig there was
always someone saying let's do this [Shelly], @b'shat, let's do
this [Shelly], let's do that and then when | wathwi. Early
Intervention, it was different. It was - | was mamnecontrol of
everything.

Okay, so.

So because | was more in control of everythingas the one that
had to say where this needs to be done or thasrtedze done, and
that's it really.

Do you think that was better, that you were moreontrol?
Well, yes and no.

Shelly, Birmingham — Minimal Negative Symptoms

She went on to explain that she would have predetire EIP service to take some

decisions on her behalf, in accordance with her inésrests. This highlights the

potential for some participants to perceive resjmlity for decisions about their

treatment as a burden.
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Psychological therapy

An interesting difference between the negative spmpgroups was the extent to

which psychological therapy featured in the accewfthe treatment they received.

Participants from the Elevated and Decreasing negaymptom groups rarely

mentioned having received psychological therapyelvéxplicitly asked whether

they received psychological therapy during thengiwith EIP, most said no. In

contrast, most members of the Minimal negative spmg group spontaneously

brought up their experience of psychological thgrap

Participants who mentioned having received thetesually expressed that the

experience had been beneficial. Key benefits oflpsipgical therapy described by

participants included improved coping strategies f@eling less helpless.

P:

P:

R:
P:

I've felt more enabled, I've developed more ogpstrategies, I've
developed more of an insight into things. And marportantly
more of an acceptance things. Because | very helacked against
things. Up until about a year ago now actually. And

Do you know, sorry, | was just going to ask yisuhere a reason
why you changed? Is there something that happenisdtqust
passage of time or?

It was, | think a lot of it was to do with theyghology and
psychotherapy sessions.

Ah, okay.
Were very sort of important.

Ben, Birmingham — Minimal Negative Symptoms

R:
P:

Okay, did you find it helpful then that the CBJognitive
Behavioural Therapy] was erm - was offered to yolle#]?

Yeah, definitely.
In what ways, what did it help with?

Just with that other, with that other feelinglyou don't have to
feel helpless there is things you can do, you know.

Yeah, yeah. Yeah it gave you back that control?
Yeah, yeah.

Jack, Cambridgeshire — Minimal Negative Symptoms
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Jennifer spoke in detail about the specific cogaitechniques employed by her
therapist. For instance, she described how heapistrencouraged her to challenge
her belief that she should kill herself if it wast possible for her to look like
Marilyn Monroe.

There was a cognitive behavioural therapist cdiedne]. She was really
really good and she did loads of good stuff whéestalked about all these
special techniques like ... | was saying | was gamgill myself if | couldn’t
look like Marilyn Monroe so they said, ‘what abaither girls? If you see
this girl — point to someone like — do you thinlesthould kill herself
because she’s not as good looking?’ | said no. Ba&y ‘Do you think this
person is like ugly or fat, or something differehe should kill herself.’ |
thought no, and said, ‘Well why would you think ysiould kill yourself?’
And it really worked. That'’s just one of the thingse said. She said millions
of different special tricks.

Jennifer, Cambridgeshire — Minimal Negative Symggtom

Jennifer said that she continued to use the teaksighe learnt during her CBT to
keep herself well. Several other participants wad teceived CBT also commented
that the techniques they were taught by their fhst@ontinued to be of use to them

in managing their symptoms or preventing relapse.

Only one participant, Isabella, expressed a negaipmion of psychological
therapy. She explained that she did not feel CB& ¢nly model of therapy offered
to her by EIP) was suitable for her as it requinedto think of her experiences as
symptoms.

| did get the impression on one occasion where detwying to fit all my
symptoms into one model, this what do they ca#t,cognitive behavioural
model and | kept thinking there’s only one probleith this it's taking your
perspective of what's happened to me [inaudiblg]riot taking it from my
perspective and it was fundamentally wrong bec#aséhe one that’s, I'm
the one that’'s been through this, | know way mbentyou how this has
affected me.

Isabella, Cambridgeshire — Minimal Negative Symgtom

For Isabella, who saw her psychosis as a spiréxpérience, fitting her experiences

into a CBT model involved denying the meaning ditvbaited to them. Since leaving
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EIP she had sought out person-centred psychotheragbyeported that she found it
beneficial ‘just to have somebody sit there and@gpte from your perspective what

it's like’.

Participants’ accounts point to some potential @xations for the scarcity of
references to having received psychological thelgpghose with higher levels of
negative symptoms. One possibility suggested isghdicipants presenting with
negative symptoms were less likely to be offeregtipslogical therapy; the
participants’ accounts suggest that at least sosmalrars of the Elevated negative
symptoms group were not offered psychological gmer&or example, Yasmin made

clear that she would like to have been offeredapgibut was not.

R: Do you feel as though they could have helpedigany way; that
the Early Intervention Service could have helped iyoany way
that would have been better, or from what you'\at gaid?

P: Erm, probably, yeah ... They didn't, like, offeentike, therapy and
stuff, and they just, like, being, just getting sextioned and, you
know, giving you medication and things like that.

Yasmin, Lancashire — Elevated Negative Symptoms

Another possible explanation is that participangésenoffered psychological therapy

but chose not to take it up, as was the case for.To

R: And was there anything whilst you were with [EiRat you wish
you could have explored further?
P: Erm | wish I'd gone through with sort of psyagy} aspect of things

and just talked and tried - like regression or what it's called and
just talked more and gained a better understanfunghat wasn’t
through them not making it available, that was tigtome not
taking up on the offer.

R: Right, | see.

P: | was able to do it, it's just | chose not tohat time. | mean looking
back at it I wish | had but | know | wasn’t in amfortable position
to do it anyway.

R: You didn't feel ready?
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P: Yeah. But it was there, it wasn't that | wantedlo it but they said
no or they couldn't do it, it was that | wish I'drgb it now in
hindsight.

Tom, Cambridgeshire — Elevated Negative Symptoms

Tom turned down the offer of therapy as he wasmat‘comfortable position’ to
participate but, with hindsight, wishes he’d takgnthe offer. This suggests that
individuals experiencing high levels of negativenpgoms might feel less able to
engage in a psychological intervention. One Elevaggative symptom group
participant who was offered psychological therapg took up this offer expressed a

belief that he was not ready to participate inychslogical intervention.

I don’t think it was the right time. | think | wakwas in, | was too unwell
when, when | had it before ... | think I'd be moreeago it now. And I'm,

I’'m more able to discuss my problems. When, whiead psychology before

| used to hardly talk. | used to find it hard ta pusentence together. Erm and
a lot of the time it was just the psychologist tatkto me. And she’'d ask me
guestions and | just didn’t feel like | could answeem.

John, Birmingham — Elevated Negative Symptoms

John reflected that his therapy took place tooyaarhis recovery, at a time when he
was not able to fully engage in the process dubfficulty expressing himself. He
indicated that his difficulty talking has sincedaly resolved and he would now be
more able to engage in a conversation. Nonethalesisig a later interview, John
mentioned that his experience of therapy had sarsgiye impact in the longer-

term despite his difficulties engaging at the time.

| had psychology sessions and err a lot of theghwe talked about didn’t
really improve straight away but | remember thegkiwe talked about and
even today like they help with some things.

John, Birmingham — Elevated Negative Symptoms

Experiences of hospitalisation

The majority of participants from the Elevated negasymptoms group spoke

about having experienced inpatient care duringronédiately before their time with
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EIP. This was in contrast to members of the Deangas Minimal negative
symptom groups who rarely spoke about having egpeed inpatient care. In
keeping with the general brevity of these partinigaaccounts, only a couple of the
majority of Elevated negative symptom participamke® mentioned having spent
time in a psychiatric hospital spoke about thisezigmce in any detail. Those who

did discuss it in detail were in agreement thatetkigerience was not a positive one.

Well I've been to [psychiatric hospital] and thesfitime | was there, it was
horrible, it wasn’t a great place to be. They hachmunal rooms, so you
were sharing four to six people. They were pedméesame as me, who
weren’t very well at all so it's very hard to sleepdo anything so you're put
on edge. The food wasn’t great; there really wasnith you could do there.

Nathan, Birmingham — Elevated Negative Symptoms

| don't like that environment and it’s just, youndado anything and then
[inaudible] medication and it makes you lethargiag you feel depressed
and all sorts and | don’t wanna go through thatrad#s just a waste of life.

Yasmin, Lancashire — Elevated Negative Symptoms

The negative opinions of inpatient care expresgedasmin and Nathan were in
accord with the views expressed by the minoritgneimbers of the other negative
symptom groups who had spent time in a psychihtgpitals. A particularly vivid
description of an experience of inpatient care grasn by Clara who spent six

months on an inpatient unit in London.

The whole way it was done, and you go there and yow know, and the,
the activities that you do in there are reallystjielt so flat ... It was every
day the same. You just want to sleep, and you aarit to get up. And when
you get up obviously you're hungry, so you go aneug with your tray and
you get your slop on your, on your tray, and thean go and sleep on a PE
mat, you know, with a sheet kind of thing. Erm &ngbu know, I, you

know, | just don't think that's probably the béston't think it was actually
very good for me erm at all ... But the people intha ward just they, they
didn't seem passionate about us and about whatene going through, and
about helping us.

Clara, Cornwall — Minimal Negative Symptoms
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Given Clara’s description of the monotonous anéllgstre daily routine on the
ward, and apparent indifference of the staff, fgeshaps not surprising that she
describes not wanting to get out of bed. It is@pibssible choosing to lie in bed all
day rather than get up and participate in activiti@uld be deemed indicative of
avolition; this perhaps suggests a possible exptaméor experiences of
hospitalisation being more commonly mentioned mséhwho presented with more

severe negative symptoms.

7.4.3. The Process of Recovery

High benchmarks for recovery

The majority of participants from all negative syl groups considered
themselves to be patrtially, but not fully recover@dfinitions of what it would mean
to be fully recovered were idiosyncratic but md$¢ centered on either absence of
symptoms, increased social and occupational fumictip or a combination of the

two.

Interestingly, members of the Elevated and Decngasegative symptom groups
tended to set higher benchmarks for recovery thcithé Minimal negative
symptoms group. Many patrticipants from the Elevabted Decreasing groups
expressed that they considered recovery to encangoasplete remission of
symptoms and/or securing full-time paid employméntontrast, members of the
Minimal negative symptom group expressed a willeggto tolerate residual
symptoms and some limitations in functioning witttieir definitions of recovery.
For instance, Jennifer gave the following defimtishen asked to explain what she
understood by the term ‘recovery’:
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| think it's, erm, being able to, erm, enjoy sturffyour day again ... being
able to do part time work or voluntary work. Obwsby full time work
would be the main thing, but I still think it'sybu just do voluntary work,
really. Er, being able to meet people and stuffy,&and being able to not
have symptoms all day, and stuff like that. Beibtpdo, like, have, have a
lot of the day, like, er, more than 50% of the #@dyere you didn’'t have
symptoms. That's what I'd say it was.

Jennifer, Lancashire — Minimal Negative Symptoms

Many of Jennifer’s fellow Minimal negative symptajroup members also
expressed the view that full-time paid work and ptete remission of symptoms are
not necessary for a person to be deemed ‘recovdfedthese participants,
engagement in part-time or voluntary work and thiétg to manage any ongoing

symptoms was viewed as sufficient for recovery.

‘It's a matter of coping’

Participants from the Minimal negative symptomsugp® placed greater emphasis
on the concept of coping than did other participamhese participants expressed
that they anticipated they would continue to exgreze some symptoms indefinitely,
thus their ability to cope with and manage thesepms was of central
importance. For instance, Philip expressed a btafhe would always experience
psychotic symptoms but that he could recover natesis by learning to manage

these symptoms.

P: | think I'll always have, erm, these experiengesdlucinations] but
erm | think over time they’ll become easier to mgsmand erm,
yeah, not, not say I've become blasé about it fustithink erm
yeah, over the course of time ...

R: Ok, so you feel that probably erm you’ll contnto have the
experiences, but that over time you’ll be abledd ef better cope
with them and [inaudible].

P: Yeah, that's right yeah, yeah.
Philip, Norfolk — Minimal Negative Symptoms

For participants who were no longer experiencing@pms, confidence in the

ability to cope with any future recurrence of syoms reduced the fear associated
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with the possibility of relapse. Isabella had exgered a second episode of
psychosis following the birth of her son and so wesdful of the possibility of
further episodes but stated that she was not vebat®ut this possibility because she

has the ‘skills to deal with it’.

R: | mean are there any concerns about feelingnthgtagain?

P: ... I think as long as I'm in control of it | feils not going to be a
problem, like | say as long as I've got skills eatlwith it | — | don’t
think it would be a problem.

Isabella, Cambridgeshire — Minimal Negative Symgtom

Similarly, Callum, who was interviewed shortly afteeing discharged from EIP
back to the care of his GP, was asked whether thafmaconcerns about no longer

being under the care of EIP.

R: Do you feel safe though just being under the cithe GP now that
kind of Early Intervention has gone away, | guasshe last week?
P: No because they didn’t just like go ‘right see yater’ ... they've

set up support and they’'ve made sure that | ambdapBefore
they’ve gone off like, you know what | mean, sdrtlong. And
that’s what they’re there for. To give you the skib cope with it
yourself. That’'s what it’s for so that it doesnagpen again.

(Callum, Cheshire — Minimal Negative Symptoms)

Callum made clear that he felt equipped with th#ssto cope with future symptoms
and so no longer felt the need for the input obsdary mental health services.

‘Well, actually, I'm in control of this’

The equation of recovery with the ability to copghwongoing symptoms fits within

a wider theme of agency in recovery that was charnatic of the accounts given by
members of the Minimal negative symptoms group esshparticipants in this

group described using the knowledge and skills tHeuired during their time with
the EIP service to actively promote their recov&y. instance, Jennifer spoke about

using the awareness she developed during her C&loses to guard against
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developing further unusual beliefs about her refeghip with high status

individuals.
P: | know when I'm getting it now, and | just gtNo, you’re getting it
again.’
R: How do you know you're getting it?
P: Well, | started thinking this MP, like, erm,thged thinking, ‘Oh,

he’s, he’s sending me messages.’ He was sendingeasages on
Facebook, wanting me to vote for him and stuff diké, being
friendly, because he’s trying to make friends ondbmok with other
people to get them all to vote for him. And | starthinking, ‘Oh is
it special. Is it just me and him?’ you know, afidfas lot. And |
started thinking, ‘No, it's because he’s an’ ... tlveygot status,
authority, and power about them. And it’s, likepuywant to get a bit
of that power or something, so you want them te {iku so you're
special, like, sort of, thing. Erm, and so | stamking that, and I've
stopped myself, | stopped that.

Jennifer, Lancashire — Minimal Negative Symptoms

Similarly, several participants from the Minimalgative symptoms group spoke
about EIP empowering them. They described EIP sesvas helping them to
understanding themselves better and thus to makegels themselves, rather than

professionals solving problems on their behalf.

It hasn’t waved a magic wand and made everythitighdut it's enabled
me to understand things more. And when you undsadtaings more they're
not quite as intimidating, and so that in itselfsvwepiite empowering.

Ben, Birmingham — Minimal Negative Symptoms

In contrast, an apparently more passive attitudedovery was evident amongst
members of the Elevated, and to a lesser exterid¢kesasing, negative symptom
group. Compare the responses of two participaitaniel, a member of the
Elevated negative symptoms group, and Alexandermber of the Minimal
negative symptoms group — to similar questions athair role in creating a plan for
identifying and dealing with any future deteriocattiin their mental health (known as

a ‘staying well’ or ‘relapse’ plan).
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So, are you saying that you've been shown &apstaying well
plan?

Yeah, I've been shown them, yeah.

But you’re not saying you were that active ieating it?
No, not really, no, no.

Do you agree with what the plan says, or?

| can’t really remember, to be honest.

Daniel, Norfolk — Elevated Negative Symptoms

947000

P: Yeah, | have a relapse plan, and | devised dongetvith the four
pillar model.

R: Right, okay.

P: Where you imagine that you have four pillarsjckthold up the

roof, and the roof is the level playing field ofuranental health,
and if any one of the pillars gets too tall or gbhwrt, the roof
becomes unstable and it slides ...

R: And did you see yourself as active in creatargating it?

P: Yeah. It was, | was given the chance to develogtever kind of
relapse plan I thought was appropriate, and wendidct, develop
an appropriate relapse plan.

R: Excellent.

P: Okay. I think it's in my folder upstairs, lastar’s folder. | will just
grab it and show you, before you go out the door.

Alexander, Devon — Minimal Negative Symptoms

Whilst Daniel recalled a relapse plan having beeated, he didn’t consider himself
to have been an active participant in its creatRerhaps because of his lack of
active participation in its creation, he was undableemember the plan’s content. In
contrast, Alexander seems to have been a veryeggéikticipant in the creation of
his relapse plan. His choice of the first-persamgsiar pronoun in the utterande
devised something with a four pillar model’ indieathat he viewed himself as the
primary author of the plan. He expressed satisiaaiiith the relapse plan created,
apparently recalled its content clearly, and wanekeen to show it to the
researcher. This is a particularly concreate exaraph wider pattern of the
relatively active approaches to recovery evidernhenarratives of participants from

the Minimal negative symptoms group.
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Recovery contingent on medication

Members of the Elevated and the Decreasing grofips appeared quite passive in

their attitudes to recovery when their accountssvgemsidered alongside those of

the Minimal group. Several Elevated and Decreapargcipants expressed the view

that their recovery was contingent on their contiguo take medication.

R:

P:
R:

P:

And do you have any fears of having anotherogl@sat all, is that
something that bothers you?

Err I don’t think 1 would as long as I'm on theedication.

Ok so you feel like as long as you’re on the itettbn then that will
be ok.

Be fine, yeah.

Daniel, Norfolk — Elevated Negative Symptoms

R:

P:

So do you feel in order to recover that you nieeske psychosis as
something separate from you or do you think thadtsnecessary?

Um, how can | explain it, psychosis, | suppose lyave to see it as
an illness you've had but | don't think you havsde it as part of
you because you're taking tablets to stop it.

Nathan, Birmingham — Elevated Negative Symptoms

For such participants, medication compliance apgukty be what they considered to

be their primary role in promoting their recoveie belief that medication is

primarily responsible for one’s recovery leaveiditoom for personal agency. An

Elevated negative symptoms group participant, Hayenployed a metaphor of

being driven through life in a horse drawn carritmdescribe the reduction in

agency she felt as a result of trusting her regoteemedication.

Whilst on medication it’s as if — | always see nif/gseone of these — er, it's
just one of my visual things — erm, like a horsavdn carriage, and
someone’s, erm, driving. Erm, and you're justisgtthere and you’re
watching everything, and the ride’s nice and itivogth, and you go through
things, and they whisk you through bad places, giades, but you're not
quite in control. And it's nice to think, ‘Well, awally, I'm in control of this,
and I’'m gonna go the way | want to go’, and | fthat medication is that
driver. So it takes you one step back from beinfyiincontrol of your life.

Hayley, Cornwall — Elevated Negative Symptoms
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7.5. DISCUSSION

7.5.1. Review of Study Findings in Relation to Reaech Questions

Are there differences in the way those who follodiéfdring negative symptom

trajectories understood their experience of psy@ios

There appeared to be differences in the way in kviiembers of the different
negative symptom trajectory groups made senseeafelperience of psychosis.
Participants who were members of the Elevated awdasing groups gave
primarily biomedical explanations of psychosis:tiended to view psychosis as an
illness caused by aberrant neurochemistry. Memiifetsee Minimal negative
symptoms group preferred psychosocial explanatbtiseir experience; their
understandings of the development of their psychgsaerally gave stress and
adverse experiences a central role. Members ofjthigp often gave relatively
complex accounts of how their psychosis developetveas sustained, often

resembling longitudinal formulations.

Do individuals who followed differing negative syonp trajectories give divergent

accounts of the treatment they received from EtRices?

Participants from all negative symptom groups esged largely positive opinions

of the service they received from their EIP teanoshMparticipants from all three
groups felt that the treatment they had receivebldeen beneficial and were
complimentary about the staff who delivered it. Hoer, beyond this general
approval, several differences emerged in the treatrmembers of the three negative

symptoms groups described having received.

Participants from the Elevated negative symptonugifoequently mentioned
inpatient care as having been part of their treatnihis was in contrast to the other
groups, members of which rarely reported havingnspme as inpatients.

Participants from all groups expressed negativevief inpatient care: as something
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to be avoided if at all possible. Elevated negasi@ptom group participants rarely
spoke about having participated in psychologicatdapy whereas this was a
prominent theme of the Minimal negative symptonmugis accounts. Members of
the Minimal and Decreasing groups expressed tlegthiad been able to make
choices and exercise control in relation to theiatment. Members of the Elevated
group rarely described having been active in dagidhne treatment they would
receive and sometimes expressed frustration ahfaantrol over their life taken

away from them during the course of treatment.

Are their differences in the way those who follow#f&ring negative symptom

trajectories understood and experienced the prooésscovery?

Most members of all groups described themselvgadrlly, but not fully,
recovered. However, their personal understandihgscovery differed. Members of
the Elevated and Decreasing groups often set stiiflgenchmarks for recovery,
including both complete remission of symptoms atdrn to full-time paid
employment. These participants mostly felt theinawle in their recovery to be
limited; some expressed the belief that takingrtpegscribed medication was the

primary means by which they could participate igitinecovery.

Members of the Minimal negative symptoms grouprotteemed reduction in the
severity or frequency of symptoms to be sufficiemtrecovery. Several participants
from this group also spoke about part-time or vidwhwork — rather than full-time
paid work — as being more realistic for them ardirdit see this concession as being
incompatible with recovery. Participants from thenlvhal negative symptoms

group often described recovery as a matter of iegno cope with ongoing
symptoms. They saw their role in the process afvery as an active, ongoing one:
they felt that their recovery was ultimately initheands: professionals could

provide them with the tools but it was up to thenuse them.
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7.5.2. Interpretation, Relevance to the Literatureand Theoretical Significance

As in previous studies of personal explanationgsytchosis (J. A. Larsen, 2004;
Werbart & Levander, 2005), the two modes of expianaavoured by participants
in the current study can be related to the preWodiscussed contrasting recovery
styles — ‘sealing over’ and ‘integration’ — distinghed by McGlashan et al. (1975).
The relatively complex psychosocially focused erptéons favoured by most
members of the Minimal group can be seen as evalehan integrative recovery
strategy. Participants from the Elevated and Detngagroups who held a
biomedical view of their psychosis might be thoughas sealing over their
experience: through adopting a biomedical explanaif their unusual experiences,
they were able to avoid linking these experienoasther aspects of their life.
Interestingly, Thompson et al. (2003) found thataling over recovery style
predicted poorer functional outcome at 12 montls ptabilisation of a first
psychotic episode. Thus, it could be hypothesibatld tendency towards a sealing
over recovery style may be implicated in the reklyi poor social recovery observed

in members of the Elevated and Decreasing groups.

However, the biomedical understandings of psychegsessed by many members
of the Elevated and Decreasing groups appeareavi® ¢tonferred some advantages.
One advantage mentioned by participants was trdgratanding their experiences
as being due to an illness absolved them of blamthéir problems. Unlike suffers
of physical health problems, those experiencingtaidrealth problems are often
held responsible for their illness. The view thaige with mental health problems
are ‘weak not sick’ has been identified as an inrgm@rcomponent of mental health
stigma (Jorm & Wright, 2008). It has been sugge#tatisuch attitudes are the
remnants of traditional Christian notions of ingaiieing a consequence of personal
sin (Dain, 1992). Prior to enlightenment ratiormaljsall forms of misfortune,
including physical ill health, were commonly viewasl ‘the wages of sin’. However,
as modern science began to offer alternative egpday models, the idea that
physical ilinesses could be attributed to perssmafell out of favour. Making

mental health problems akin to physical illnesstigibuting biological aetiologies
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absolves the individual of personal responsibftitrytheir condition since a person

cannot be held blameworthy for being ill.

The legitimation of illness offered by the biomeadimodel of illness is closely
related to the concept of the ‘sick role’ (Parsdr®91). The ‘sick role’ absolves the
individual of personal responsibility for their atifion since a sick person cannot be
expected to get well by an act of will. The sicleralso grants exemption from
normal social role responsibilities, typically invimg withdrawal from work or
school and entering into a state of passive depmedd his legitimation of
withdrawal might make the sick role particularlyrattive to individuals with the
most severe negative symptoms. However, it migdd sérve to maintain negative
symptoms since the sick role does not just legganwithdrawal and passivity but
requires it: the sick person is under a socialgation to limit their usual activities,
accept medical treatment, and enter into a depémsderal role in which they are
looked after by others. Failing to meet these @bians may mean the individual is

no longer afforded the privileges of the role.

Kvaale et al. (2013) reviewed and undertook metdyars of 28 experimental
studies that examined the effect of biomedical axations of psychological
problems on stigma. In line with the results of thierent study, Kvaale et al. found
that biomedical explanations tend to lead to radastin blaming attributions.
However, they also found that these explanatiomd te result in greater prognostic
pessimism. It should be noted that these findie{ge to the stigmatisation of others
rather than to self-stigma. However, since those aiperience FEP are part of the
wider population and influenced by the same cultomiéieu as other members of the
population, it is possible that these findings apply to individuals’ attitudes to
their own psychological difficulties. Thus it isguisible that while adoption of a
biomedical theory of psychosis might serve to adita/self-blame, it might also

induce pessimism regarding the prospect of recovery

The finding that members of the Minimal negativenpyoms group tended to offer

relatively complex explanations of the genesisheirtpsychosis recalls the results of
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a quantitative study by Lysaker et al. (2012). @hthors explored the relationship
between negative symptom severity and personahtngrdevelopment in
individuals diagnosed with schizophrenia. Partiotgavere prompted to tell the
story of their life, and to discuss the role ofitlreental health problems within this
story. Transcripts of the resulting accounts weitessequently rated for the extent to
which four key aspects of the narrative were deyedio Narrative development was
found to be significantly associated with negasymptom severity, with well-
developed personal narratives being associatedegghsevere negative symptoms.
The findings of the current study suggest thatemeay be a similar association
between narrative development and negative sympawerity in FEP. Lysaker et
al. speculate that their findings might indicatattliminished narrative complexity
leads to negative symptoms or vice versa. Howdugher research is necessary
before we can conclude that there is a causaloesdtip between negative

symptoms and personal narrative development.

A plausible explanation of the finding that moremters of the Elevated group
spoke about having been hospitalised than memlether groups, is that those
with persistent negative symptoms are more likelgxperience hospitalisation than
other FEP patients. Cognitive models of negativefgpms suggest that
discouraging life events can precipitate the dystional beliefs proposed to
underlie negative symptoms; the experience of hakgation might be one such life
event. Some participants in the current study esqm@ that hospitalisation was an
unpleasant and demoralising experience. This asaaitth previous qualitative
findings regarding the experience of inpatient ckog instance, Perry et al. (2007)
found that participants described feeling trappedyerless and dehumanised during
their inpatient stays. Fear and vulnerability hals® been found to be characteristic
of patients’ experience of psychiatric hospitalmatFenton et al., 2014). Thus the
experience of hospitalisation might be hypothestsqulay a causal role in the
aetiology of negative symptoms. While this it isfiamm the only possible
explanation of this study’s findings, it is a pautiarly interesting one and warrants

further investigation.
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There are a number of plausible explanations feptilominence of psychological
interventions within the accounts of members ofiNfieimal group relative to other
negative symptom groups. As previously discusgedight be that those with
greater negative symptom severity are not offemalpological therapy as often as
counterparts presenting with fewer negative symptaorhis could be explained by a
belief among those referring service-users for pelggical interventions that

negative symptoms act as a barrier to successfidgament in talking therapies.

Such a belief may not be entirely unfounded. Basatiegative symptom severity
was found to be a significant predictor of outconmeg small non-controlled trial of
CBT for auditory hallucinations (Thomas, Rosse#lritall, Shawyer, & Castle,
2011). However, it is unclear whether this findoan be taken as evidence that
negative symptoms act as a barrier to effectiesation of CBTp. An analysis of
data from an RCT of CBTp found that, while negasyeptom severity was a
significant predictor of change across time, it wasa significant predictor of
change in the treatment group relative to the cbgiroup (Lincoln, Mehl, Kesting,
& Rief, 2011). This suggests that limited improvensefollowing CBTp made by
those with elevated negative symptoms might belwatead for by the poorer overall
outcomes of those with more severe negative sympaswpposed to their

benefiting less from CBT.

Another possible explanation for the relative pnoemice of psychological
interventions within the treatment accounts of meralof the Minimal group is that
individuals with more severe negative symptoms vmeoee likely to decline
psychological therapy. It is reasonable to assuraethose with more severe
negative symptoms, particularly those who find esping themselves or being in
the company of other people difficult, might fintetprospect of participating in
talking therapy less appealing than those who ddaee these difficulties.
Alternatively, this finding could be explained byegser propensity amongst
members of the Elevated and Decreasing group taisksthe psychological therapy
they received. This could be because these patitsgess often regarded
psychological therapy as an important element @it tineatment, perhaps linked to

their more often embracing a biomedical model gthssis.
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The high degree of choice and power in relationshifmeir treatment experienced
by the Minimal and Decreasing groups contrasts thighfindings of most previous
research investigating the experiences of mentdtthservice-users. Instead, the
picture painted by previous studies is of limitéice and lack of empowerment,
mirroring the experience of the Elevated grouphis study. For instance, Laugharne
et al. (2012) interviewed people with chronic pysik (median length of illness 25
years) about their experiences of choice and pawtbin mental health services and
found that very few participants felt they had aoyver over the services they
received. Indeed, most had not even consideredhbathaving choice in their

treatment might be a possibility.

Studies of EIP service-users have found evideneepairception of greater
involvement in treatment decisions (Harris et2012; Lester et al., 2012; O’'Toole
et al., 2004), in line with the philosophy of reapive, person-centred care
underpinning the EIP service model. The treatmepérences of the Minimal and
Decreasing groups thus correspond to both the expas reported by EIP service-
users in previous research and to the aspiratibtieed=IP service model. This raises
the question why the treatment experiences of mesrdiehe Elevated negative
symptom group did not live up to these aspiratitinsight be that members of the
Elevated group were less able to exercise cont@l their treatment as a result of
being less expressive and so less able to artectliatr preferences. Alternatively, it
might be that, because this group were generalkgmowell, professionals

prioritised symptom control over involving the sieesuser in treatment decisions.

The understanding of recovery expressed by mostipants from the Minimal
negative symptoms group — that recovery is an agrecess of learning to cope —
corresponds closely with those of a group of FERIs®-users in Hong Kong. Lam

et al. (2010) concluded that their participantsarstbod recovery to be ‘learning
lessons about priorities in living, envisaging tufe where they have a valued role,
being respected and respecting others’. This vesenmates with modern conceptions
of personal recovery (Leamy et al., 2011). The enmimwnce sampling method

employed by Lam et al. may well have resulted sample with generally low levels
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of negative symptoms; this might account for theereblance between the
understandings of recovery articulated by Lam & abhmple and the Minimal group
in the current study. This attitude to recoveriniine with the integration recovery

style which involves accepting the experience gtpesis as part of one’s identity.

Lam et al. compared the views of recovery exprebgdeEP patients to those
expressed by psychiatrists in a similar study ([Regrson, & Chen, 2008). They
concluded that FEP patients’ ideas of what corsstuecovery tend to be very
different to those of psychiatrists. They foundttmast psychiatrists held a ‘narrow’
and ‘idealistic’ view of recovery, emphasising resion of symptoms, medication
compliance and return to premorbid functioning. leger, the views expressed by
psychiatrists in Ng et al.’s study are very mucline with the views of recovery
expressed by many members of the Elevated and &ogegroups in the current
study. Given that members of these groups tendaddabe to a biomedical view of
psychosis, it makes sense that their understandingsovery should mirror those
of psychiatrists whose training is rooted in sudicanedical approach. This attitude
to recovery can be related to the sealing overvagostyle with its emphasis of

moving on from the experience of psychosis andmétg to one’s former life.

The themes found to characterise the accountschf egative symptom trajectory
group can be seen as forming a coherent set. lcatbe of the Elevated group’s
themes, if a participant has received care in patiant setting, and received
medication but not psychological interventionsyduld not be surprising were he or
she to adopt a biomedical view of his or her diffies. In turn, this biomedical
understanding of his or her psychosis might inchime or her towards viewing
recovery as a process contingent on medicatiorhiohwthe patient’s role is mostly
passive. Holding stringent benchmarks for recoweight also contribute to a less
active attitude towards recovery since a partidigfess likely to be motivated to
actively work towards a goal that is perceived @aachievable. Similarly in the case
of the Minimal group’s themes, it follows that arfi@pant seen in the community
whose treatment included psychological therapy biigid towards a psychosocial
understanding of his or her difficulties. Havingpated such a psychosocial stance,

the participant might come to view recovery as @iva process of learning to cope
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with any ongoing difficulties. Having been offereldoices over the treatment he or
she received is also likely to contribute to theipgant considering him or herself

to have an active role in his or her recovery.

7.5.3. Limitations

As in the study described in the previous chapieruse of secondary qualitative
data imposed a number of limitations. Specificaliyg use of secondary data
narrowed the research question that could be arshvenly aspects of the
experience of psychosis that were addressed itofhe guides could be considered
and no insight into participants’ own views of thgact of negative symptoms on
their experience of psychosis could be gaineddthten, the findings of the study
posed many questions that it was not possiblesaangiven the data available. It
might have been possible to address some of thesstigns had the topic guides for
later interviews been updated to address emerbemgés; since data collection was
completed before my analysis commenced this wapaggible. Other questions
could not be addressed using qualitative methodsaélhrequire investigation in

future quantitative work.

Although the retrospective nature of data collectould be viewed as a limitation
of the study for the reasons previously outlinegt{®n 6.5.3), the timing of the
interviews had several advantages in relationeéactirrent studySince interviews
were mostly conducted after the participants tintb &IP had come to an end,
participants were able to look back over their vehmriod of EIP treatment rather
than just the initial phases of treatment. Thengrnof interviews might also have
allowed patrticipants to talk more meaningfully abtheir experience of recovery

than had they been interviewed soon after thest &pisode.

7.6. CONCLUSION

There were notable differences between the livgzee&nces of those whose

negative symptoms took differing courses duringytfiest 12 months of EIP

218



treatment. Members of the three trajectory groupspared expressed differing
understandings of psychosis, gave different acsoointhe treatment they received
and the degree of control they felt able to exeroiger it, and displayed distinct
understandings and experiences of recovery. btigassible to draw any firm
conclusions regarding the generative mechanismerlyiyg these findings.
However, they can contribute to the generationypiltheses which, if supported,
may clarify the factors involved in the developmantl maintenance of negative

symptoms, and help explain their relationship vaidior social recovery.
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PART FOUR

Discussion
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Chapter Eight — General Discussion: Towards a Psydsocial Model of the
Relationship between Negative Symptoms and Poor SalcRecovery in First-

Episode Psychosis

8.1. OVERVIEW

This thesis has explored negative symptoms ocaueaanly in the course of
psychosis using data from a large observationadlystéiindividuals who received
care from EIP services in the UK. The research ditoedentify distinct trajectories
of negative symptom progression and to explordiviee-experiences of those
whose negative symptoms followed these distinctsasy as well as identifying
predictors of these trajectories and examining tleationship with early social
disability. The mixed methods design of the redeasrried out provided rich,
multifaceted insights into the nature of negatiymgtoms in FEP. After first
summarising the findings of quantitative and gaéile studies conducted in turn,
this chapter will turn its focus to the integratioithese findings. These integrated
findings will be related to the wider literature negative symptoms, and their
theoretical and clinical implications discussecdhdfly, the strengths and limitations
of the research will be considered and suggestimade regarding directions for

future research.

8.2. SUMMARY OF FINDINGS

8.2.1. Quantitative Studies

The studies described in Part Two aimed to expark/ heterogeneity in the course
of negative symptoms and to investigate the reiatip between negative symptom
course and social recovery. The first study un#ertaan investigation of the factor
structure of the PANSS, produced a five-factor sofuwith a single negative
symptoms factor. The items indicating this negasiyeptoms factor — ‘blunted

affect’, ‘emotional withdrawal’, ‘poor rapport’, gssive social withdrawal’, ‘lack of
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spontaneity and flow of conversation’, ‘motor rel@ion’ and ‘active social
avoidance’ — were used to measure negative symgéwerity in the remainder of

the thesis.

In the next study, longitudinal modelling technigueere used to investigate the
degree of heterogeneity in negative symptom pregrasand to marshal this
heterogeneity by identifying groups with similatieans of change within the
cohort. Four latent classes, each with distincatigg symptom trajectories during
the first 12 months of EIP service use, were idienti Only a small proportion of

the cohort were identified as belonging to a latdaigs characterised by persistently
high levels of negative symptoms throughout thenbth study period. A slightly
larger proportion of the sample were identifiedbaknging to a class with persistent
negative symptoms of lesser severity. The secagesaclass was characterised by
initially high but decreasing negative symptomggasting that many of those with
elevated negative symptoms on entry to EIP serwvickgxperience remission of
these symptoms within 12 months. The largest dtistified presented with
consistently minimal negative symptoms throughbetdtudy period. This group
comprised the majority of the cohort, suggestirag thost EIP patients do not
present with notable negative symptoms at any ghirihg their first year of

treatment.

Membership of the class with the highest levelpakistent negative symptoms was
predicted by male gender and family history of mdfiective psychosis. Initially

high but remitting negative symptoms were predittggoor premorbid social
adjustment during adolescence despite relativetgl gmcial adjustment during
childhood. Family history of non-affective psychoand baseline depression were

also significant predictors of membership of thisup.

In line with previous research linking persisteagative symptoms and poor
outcome, those with stably elevated negative symptewere found to be at
increased risk of experiencing stably low sociadtioning during their first year
with EIP than would be expected were negative spmgtajectory and social
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recovery independent. Participants with initiallpvated but decreasing negative
symptoms were also at increased risk of stablydowal functioning. These
participants were less likely to experience impngvsocial functioning than those
whose negative symptoms were consistently minidedpite the swift remission of

their negative symptoms.

Given that much of the concern around negative $ymg centres on their
connection with poor functional outcome, this giiedi any optimism that might be
generated by the finding that many of those widvaled negative symptoms at
baseline will experience a remission of these spmpgtsoon after entering EIP
services. Similarly, whilst those with consistentijnimal negative symptoms were
more likely to recover socially within 12 monthathmembers of other classes,

more than half of this group did not make a goadaa@ecovery within this period.

8.2.2. Qualitative Studies

The studies described in Part Three aimed to egpha lived-experiences of
members of the negative symptom trajectory claskegified in Part Two. The
overarching aim was to better understand the fddP service-users who
experienced negative symptoms of varying seventy@ersistence. It was hoped
that the insight gained would provide clues aheorhechanisms that sustain
negative symptoms in FEP, and help explain whaedrthe relationship between
elevated negative symptoms on entry to EIP andyddlaocial recoveryn order to
facilitate these aims, comparisons were made betiWeeexperiences of participants
who were members of different negative symptonettayry classes. Those with
stably high negative symptoms and stably mild negaymptoms were merged into
a single ‘Elevated’ negative symptom group for plepose of the qualitative studies
due to the small number of those with the mostrgenegative symptoms opting to
take part in the qualitative sub-study. Thus, tlgerips of participants were
compared: the ‘Elevated’ group (members of the Ftdible or Mild Stable
trajectory classes), the ‘Decreasing’ group (membéthe High Decreasing class),
and the ‘Minimal’ group (members of the Minimal Deasing class).
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Experiences and understandings of negative symptioensselves were the focus of
the first qualitative study. Descriptions of pherera corresponding to the negative
symptoms construct featured in the accounts proMiemembers of each of the
three negative symptom trajectory groups. Therewet marked differences in the
extent to which descriptions of negative symptoesured in the accounts given by
members of different trajectory groups, or in tbhatent of these descriptions. Some
participants described being unable to react totsvend other people as they
usually would, leading to them feeling separatéddrom the world around them.
This sense of detachment was encapsulated byrtile dike a zombie’, which was
used by several participants. A minority of papgamnts described decreased internal
experience, i.e. decreased emotion, thought oedduring their psychosis. Whilst a
minority of participants put their negative symptdown to decreased emotional,
cognitive or motivation capacity, most participaekplained the negative symptoms
they described as related to medication side-effémtk of confidence or attempts to
cope with their difficulties through avoiding cheiging or stressful situations.

The second qualitative study explored wider aspaigsrticipants’ experiences of
FEP, including their understanding of their psyehaseatment experiences and
understandings and experiences of recovery. Tigreased to be differences in the
ways in which members of the different negative gtom trajectory groups made
sense of their experience of psychosis. Elevatddatreasing group participants
preferred primarily biomedical explanations of theiperiences, whereas Minimal
participants often expressed more complex, primaslychosocial explanations.
Whilst there were many commonalities in the treathexperiences of members of
different groups, there were also several intargddifferences. Participants from the
Elevated negative symptom group frequently mentiaeeeriences of
hospitalisation, whereas members of other grougtyraeported having spent time
as inpatients. Similarly, members of the Elevatexig rarely described having been
active in deciding the treatment they would receivieereas Minimal and
Decreasing group members often expressed thattwkpeen able to exercise a
good deal of control in relation to their treatmedbnversely, Elevated participants

rarely spoke about having participated in psychickigherapy, whereas this was a
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prominent theme in the accounts given by membetiseoMinimal negative

symptoms group.

The majority of participants from all three grougescribed themselves as partially
but not fully recovered. However, there appeardoketdifferences between groups in
their members’ understandings of what it meanstmbrecovery from psychosis.
The Elevated and Decreasing groups tended torsejestt benchmarks for

recovery, including both complete remission of syonms and return to full-time

paid employment. These participants sometimegtfeit role in their recovery to be
limited to compliance with medical treatment. Memsbef the Minimal group often
deemed reduction in the severity or frequency ofpms, and part-time or
voluntary work to be sufficient for recovery. Thejority of participants from this
group viewed their role in the recovery procesBd@n active, ongoing one,

involving learning to cope with any ongoing or retug symptoms.

The themes from both qualitative studies that attarsed the experiences of each
negative symptom trajectory group are summarisddgare 8.1.
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Figure 8.1. Themes identified in relation to eaebearch question by negative symptom trajectooygr
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8.3. INTEGRATION AND THEORETICAL SIGNIFICANCE OF
QUANTITATIVE AND QUALITATIVE FINDINGS

Mixed methods research offers the potential to gyise the strengths of quantitative
and qualitative methods, providing greater advasgdgan equivalent discrete
quantitative and qualitative studies. Howevers ibmly through integration of the
quantitative and qualitative components of a mixedhods investigation that this
potential can be realised. As such, the aim ofdadion is to integrate the
guantitative and qualitative findings describedhie previous section in the context
of the wider negative symptoms literature. Throdghwing together these findings
a conceptual model of negative symptoms and te&itionship with poor social
recovery is proposed. This model is intended teegae hypotheses that might be

the subject of future empirical investigations.

The quantitative research conducted establishadrthe gender and family history
of non-affective psychosis predict negative symptrajectories characterised by
elevated negative symptoms on entry to EIP. Thesnfys might be interpreted as
evidence of biological vulnerability to negativenggtoms. This interpretation fits
with neurodevelopmental models of negative symptamish propose that negative
symptoms are manifestations of an underlying bickigathology. However, such
models struggle to explain the swift remission efative symptoms experienced by
many participants; if negative symptoms are theifeatation of
neurodevelopmental pathology then they would beetgul to remain stably
elevated once they emerge. A neurodevelopmentaéhadgb struggles to
accommodate the superior social adjustment duhiigreod of those who
presented with initially high but decreasing negagsymptom severity relative to
those with consistently minimal negative sympto8isch superior adjustment does

not support the existence of an underlying neureldgmental pathology.

Participants’ personal explanations of the negatiwaptoms they experienced also
cast doubts on the claim that negative symptomsliaget manifestations of

neurodevelopmental pathology. Instead, participatisounts support the central
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tenant of cognitive models of negative symptomat tiegative symptoms often
reflect active coping in the face of difficult psyalogical and social circumstances.
If a cognitive approach to understanding negatiweoms is embraced then a
number of potential non-biological explanationghd predictive relationship
between family history of non-affective psychosisl megative symptom course
become available. As previously discussed (sedtibr2.2), these include the
possibility that having a close relative with ndfeative psychosis might increase
the risk of experiencing difficult life-events, of developing maladaptive coping
strategies. Although neurocognitive factors wereaomsidered in the current
research, it might also be that a family historyoh-affective psychosis is
associated with neurocognitive impairments. Suelrgeognitive impairments
might be implicated in negative symptoms via tipeapensity to result in

discouraging life events, as per Beck et al.’s dognmodel.

It is also possible that having a family historynoin-affective psychosis might be
associated with personality traits that predis@osendividual to negative symptoms.
The aspect of the qualitative work carried out g on participants’ identities
(Appendix D) found that those who experienced gégstly elevated negative
symptoms described themselves in strikingly simitays. Adjectives such as shy,
quiet and serious reoccurred across these partisipeelf-descriptions and
participants reported that they would have desdrihbemselves similarly even
before their FEP. This theme might be taken a<atilie of a preponderance of
schizoid personality traits in those who presenh\persistently elevated negative
symptoms. This interpretation is supported by evegethat premorbid schizoid
personality traits are specifically associated Watler negative symptom severity in
both schizophrenia (Cannon, Mednick, & Parnas, 199@sta, Peralta, & Caro,
1999) and FEP (Cuesta, Gil, Artamendi, Serranog&Pa, 2002). Further, such
personality traits have been found to be more comamong unaffected relatives of
those with psychosis than in the general populgtsimh, Belmonte, & Zandi,

2004), providing support for the theory that thexay be a familial vulnerability to

schizoid traits.
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A number of mechanisms might account for this assion between schizoid
personality traits and negative symptom severityight be that, in line with
neurodevelopmental models of negative symptomszaichpersonality traits are the
premorbid manifestation of the neurodevelopmeriabamalities that later manifest
as negative symptoms. There is considerable ovedapeen schizoid personality
traits, which include taking limited interest arlégsure in experiences and
activities, having few close relationships, a prefiee for solitary activities and
emotional detachment or affective flattening (Arman Psychiatric Association,
2013), and negative symptoms. The degree of oveslapch that it often difficult to
distinguish between these personality traits andrgent negative symptoms
(Cuesta et al., 2007). Alternatively, schizoidtsamnight be linked to negative
symptoms more indirectly. For instance, it mightlv&t individuals with these traits
are more likely to have discouraging experiencesthas to develop the
dysfunctional beliefs and negative expectanciepgsed by cognitive models to lie
behind negative symptoms. This is in line with Biguet al.’s (2013) suggestion that
impairments in behavioural and emotional functignias well as in cognition, might

lead to the discouraging experiences that con&ibuhegative expectancies.

The association between schizoid personality temitsnegative symptoms might
also be relevant to understanding why those wheemtewith persistently elevated
negative symptoms are more often male. Schizoisiopeity disorder is more
common in men than in women (Corbitt & Widiger, 89%amuels et al., 2002);
given that personality disorders and traits lieaaontinuum with one another, it is
reasonable to assume that gender differencesondeis reflect gender differences
in personality traits (Paris, 2004). Thus, thetreteship between following a
trajectory of stably high negative symptoms andeng@nder observed in this study
might be explained by population level differencethe personality traits of men

and women.

The quantitative findings described in this thesiggest that a swift reduction in
negative symptoms during the first 12 months ddttreent is not associated with a
corresponding improvement in functioning. The firgs of the qualitative research

suggest a possible explanation of this finding. Sehwho presented with a negative
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symptom course characterised by elevated basedigative symptoms tended to
express a more passive attitude to their recoveny those who negative symptoms
were consistently minimal. Participants from grouph more severe negative
symptoms often conveyed a sense of having littenayg in relation to their

recovery, believing their role to be largely lindteo complying with medical
treatment. Their attitudes contrasted with thoseost participants who presented
with consistently minimal negative symptoms wholspabout recovery as an active
process of learning to cope. As such, it mightHa the relationship between
negative symptoms and social recovery is, in gxplained by the attitudes towards
and beliefs about recovery of those who have egpeed more prominent negative
symptoms. If this were the case, then it would besfble for negative symptoms to
decrease but the beliefs and attitudes associatedhem to have an ongoing

impact on social recovery.

While it is not clear why negative symptoms shdugdassociated with more passive
attitudes to recovery, one possibility already dgsed is that the understanding of
psychosis an individual holds affects their serfssgency in their recovery. Those
with a biomedical view of psychosis might feel thare is not much they can do to
assist their recovery beyond taking their medicgtwhereas those who view
psychosis as an experience with a psychosociakaaay believe themselves to be
more able to alter the course of their recoverysrTithe predominantly biomedical
understandings of psychosis expressed by thosevasented with elevated
negative symptoms might account for their relayygssive attitude to recovery.
Further, it is plausible that having little contoler the treatment you receive, found
in the qualitative research to be a common expeeief those with elevated
negative symptoms, might engender a passive attmdecovery. Conversely, it
might also be that having a passive attitude tovey makes one less likely to

exercise control over one’s treatment.

These considerations led to the development ohaepiual model of the
relationship between negative symptoms and poadals@covery in FEP. The

model integrates both quantitative and qualitafingings from this thesis and posits
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possible causal mechanisms on the basis of exigtewyy as outlined above. The
model is depicted graphically in Figure 8.2.

Treatment factors ' '
Lack of psychological

I therapy

| I | | Experience of i : |
| Medication side- Bosoitalisat [ Biomedical
A crects ospitalisation *| understanding
_ i of psychosis
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\ Male gender ' T
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\ Schizoid personality

traits ' g
N Familial vulnerability

Figure 8.2. Conceptual model of the relationshipAmen negative symptoms and
poor social recovery in FEP.

According to this model, avoidant coping strategiask of self-confidence and
medication side-effects are the most proximal ¢butors to negative symptoms.
Medication side-effects, for instance weight-gairg also proposed to feed into lack
of confidence and avoidance, contributing to negasiymptoms indirectly as well as
directly. Schizoid personality traits, perhaps tedleto familial vulnerability and

male gender, are proposed to predispose an in@dividwards avoidant coping
strategies, and to lead indirectly to lack of cdefice via poor premorbid
adjustment. This poor premorbid adjustment is pseddo directly contribute to
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poor social recovery: an individual who has stredgb function effectively prior to
an episode of psychosis is likely to find it difflcto recover a good level of
functioning in its aftermath. However, there iscagshypothesised indirect pathway
from poor premorbid adjustment to poor social recgwia negative symptoms.

A passive attitude to recovery, in which the pgraat sees compliance with medical
treatment as their primary role in their recovesyalso hypothesised to contribute to
poor social recovery. This passive attitude to vecpis proposed to stem both from
negative symptoms themselves and also factorsnglet the treatment of FEP
patients with elevated negative symptoms, inclu@xercising little control over the
treatment they receive, experiences of hospitadisaand lack of engagement with
psychological therapies. Having limited control otreatment decisions is
hypothesised to have a direct, bidirectional reteghip with passive attitudes to
recovery. Experiences of hospitalisation and ldgésychological therapy are
proposed to contribute to a passive attitude tovexy indirectly by fostering a

biomedical understanding of psychosis.

This model is not intended to be definitive: iaisnost certainly flawed and
incomplete. Instead, it is intended to generateothgses that can be the subject of
empirical investigation; the model might then bigned and adapted accordingly.
While only concepts that figured in the currenie@sh are included in the present
version of the model, other factors not featurimghie current research could also be
incorporated. For instance, neurocognitive impairtmeight be included as a
premorbid factor that contributes to poor socialdtioning directly and to negative
symptoms indirectly via low confidence and avoidemping. Wider societal factors
could also be incorporated, for instance cultuedidis about the nature of mental

health problems and those who experience them.

8.4. CLINICAL IMPLICATIONS

Negative symptoms are a key area of clinical candeie to their well-established

relationship with poor outcomes and the currentiyted options for their treatment.
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The findings of this thesis suggest that individuahose negative symptoms follow
a trajectory characterised by elevated negativeptyms at baseline, regardless of
the path of those symptoms over the next 12 moatiesat increased risk of delayed
social recovery. As such, a case could be maderémiding targeted interventions
for those who present with notable negative symgtomentry to EIP services in an
effort to improve rates of social recovery. Howegven the poor social recovery
of those in the present research whose negativpteyns remitted, it is not clear
that successfully reducing negative symptoms wowaet the aim of improving

social recovery following FEP.

Given that elevated negative symptoms at treatimeset are associated with
persistent social disability over the subsequeat yéhether or not they then remit, it
may be that we need to interrupt the formationegfative symptoms before the
onset of psychosis in order to have a significargact on later functioning. This
would require intervening at the first signs of rgpecific negative symptoms: likely
before the emergence of attenuated positive synmgpt&iven the likelihood that
most individuals identified at such an early staglenever go on to develop
psychosis, intervening at this stage might be deesisproportionate. However,
there is evidence that even amongst individuals edhoot go on to develop
psychosis, prodromal negative symptoms are an itapiopredictor of poor long-
term outcomes (Lin et al., 2011). Therefore, if aim is to prevent suffering and
disability regardless of diagnostic categorisatmffgering appropriate help at the first
signs of emerging negative symptoms may well befigd. This might be achieved
by screening young people seeking help from mdmalth services, and perhaps

other at risk groups, for negative symptoms.

The conceptual model set out in the previous seetiould suggest that the
development of psychosocial interventions designadcrease confidence, and
reduce the use of avoidant coping strategies thrdatpavioural experiments
designed to challenge negative expectancies anekise positive self-concept may
be fruitful in reducing early negative symptomsci@bRecovery Cognitive
Behavioural Therapy is a new psychological intetienwith a strong behavioural

focus which aims to improve social functioning tingt instilling hope and fostering

233



a more positive self-concept (Fowler et al., 20Bwler et al., 2009b). Individuals
are encouraged to test their beliefs about inangaesttivity in behavioural
experiments and are supported to engage in aesvitiline with their values and
goals. The intervention is currently being triallada group of young people at risk
of socially disabling severe mental illness, inghgdthose at high risk of psychosis,
and has been found to be well accepted by thisgfGee et al., 2016; see Appendix
E). If this intervention is successful in improving sddunctioning in this group, it
would be interesting to explore whether the amation of negative symptoms has a

role in this improvement.

The model proposed suggests that instilling apessive attitude to recovery may
be important to improving social functioning oneeiadividual has experienced
their first psychotic episode. Psychological thezasimilar to that just described
might conceivably be effective in creating a margve stance towards recovery.
However, if the conceptual model proposed is cortbe services provided to
individuals with persistently elevated negative pyoms must also be considered.
Further research is necessary both before we gaolutte that there are differences
in the services offered and/or utilised by thosthwersistently elevated negative
symptoms relative to those without and before welmasure of the role of attitudes
to recovery in the rate of social recovery follogiREP. In the interim, it may be
worth encouraging clinicians to be mindful of anffatences in the services
provided to individuals who present with prominaagative symptoms versus those
who do not, and to consider whether any differemce<linically warranted.

Key findings of the current research were preseatedseminar for local clinicians
held on 23 May 2016. The seminar was organisedmjuaction with a clinical
psychologist from CNEIT and was well attended hgiclans from a range of
professional backgrounds working with young pe@piperiencing psychotic
symptoms. The aim of the seminar was to dissenmigakie findings of the research
in order to maximise its impact locally, and toiliéate the exchange of knowledge
and ideas regarding the nature of early negatimgsyms and how services can best

support young people who experience them. This keaye exchange process also
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enabled feedback on the clinical relevance of &search findings, and potential

future directions, to be gathered.

8.5. EVALUATION

8.5.1. Strengths

A key strength of the research described in thesithis the large, ecologically valid
cohort from which its participants were drawn. EDEENhe largest cohort study of
UK EIP service-users to be carried out to datersaghtive symptom data were
available at one time point or more for 98% of ¢tbbort. The large sample sizes this
facilitated were particularly advantageous for gi@ntitative research, providing
good statistical power and increasing the genedailisy of the studies’ findings.

The large number of participants also allowed fatistical techniques not
appropriate for use with smaller sample sizes terbployed. Recruitment rates to
EDEN were good — the study succeeded in recrudt® of all EIP service-users in
the participating regions during the 3.5 year rggrent window — and the available
data on non-participating service-users did nogeagany major socio-demographic
differences between participants and non-parti¢cgéBirchwood et al., 2014)
suggesting the cohort was broadly representatiePfservice-users in the UK. No
special inclusion criteria beyond the participaginiy an EIP service-user were
imposed and the study was purely observationalimmimg selection bias and
increasing ecological validity.

The sampling frame for the qualitative studies cosga transcripts of in-depth
interviews with 162 EDEN participants, many of whearticipated in multiple
interviews. Sample size is generally considereokta less relevant consideration in
the evaluation of qualitative research. Howevethacase of the qualitative
research described in this thesis, the large samplame was a distinct advantage.
Given the extremely small proportion of High Statliess participants who took part
in a qualitative interview (4%), it is likely thatsmaller scale study with fewer

resources would have failed to capture the viewangfsuch participants. The
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relatively large sample sizes afforded by the vealtavailable transcripts was also
important to fulfilling the comparative aims of thaalitative studies; only by
sampling a sufficiently diverse range of particifsainom each negative symptom
trajectory class could meaningful comparisons betwgroups be made.

Further strengths of the research stem from itethimethods design. Use of mixed
methods allowed a broader range of research quesdtidoe addressed than would
have been possible if only either quantitative walgative methods had been
employed. Further, the use of qualitative methadgegoice to the experiences of
individual service-users, avoiding the researcltobeog divorced from the lived-
experience of its participants and countering tiraesvhat normative approach to
understanding negative symptoms and social recadwpted in the quantitative
studies. Integration of the quantitative and gatlie findings prompted the
development of a conceptual model of negative sgmptand their relationship with

poor social recovery that might be the subjecutidife empirical investigations.

8.5.2. Limitations

Since major limitations specific to each of thedsts described in this thesis have
been outlined in their respective chapters, thisiee will focus on limitations that

apply to the research as a whole.

All of the studies outlined in this thesis sufferaresult of the relationship between
negative symptom severity and the likelihood otipgration (or continued
participation) in the research. In the case ofgqihi@ntitative studies, the greater
attrition of members of the cohort with less severgative symptoms undermined
the assumption that data were missing at randorkingé almost certain that some
bias will have been introduced. In the case ofinaitative research, the small
number of participants within the sampling frameowiad presented with
persistently high levels of negative symptoms ftesliin the experiences of only a

small number of such participants being includethamanalysis.
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The reluctance of those who had the most severginegymptoms to participate in
qualitative interviews is hardly surprising. Howeube greater loss to follow-up of
participants with fewer negative symptoms was eltiunexpected. Indeed, it was
anticipated that the reverse may be a problemthtiose with more severe negative
symptoms might be more likely to decline participatas a result of low motivation
and reluctance to meet with an unfamiliar ReseAsdistant. However, reflection
on my personal experience of following-up EDEN pgrants generated a number
of potential explanations of the better retentibthose with higher levels of

negative symptoms.

First, individuals who had apparently made a gaadvery from their psychosis
were generally no longer in touch with mental Heakrvices, meaning contacting
them to invite them to participate was more difficAdditionally, those who had
apparently made a good recovery were often workifigime, and had busy social
and family lives. As a result, they were not alwayting or able to spare the time
to take part in follow-up assessments. In conttasie participants | met who
presented with pronounced negative symptoms wirarstier the care of mental
health services, and often had few daily activitesll their time. As such, they
were generally easily contactable and availabjeatticipate in follow-up

assessments.

Negative symptoms were treated as a unitary phenomir the purpose of this
thesis. The coherence of the symptoms identifiegegsitive symptoms in this study
was supported by the initial factor analyses. Havel is possible that this might
have been an artefact of the methods employed nGhat the negative symptoms
construct encompasses a broad range of differdravioeurs and experiences, a
single symptom approach might arguably have yieldede nuanced findings. In
particular, given the recent consensus that negaimnptoms reflect deficits in two
distinct domains (see section 1.4.3), not havisgjrayuished between the expressive
and motivational domains is a significant limitatiof this thesis. It is possible that
these two types of negative symptoms change indigpely over time, have

differing patterns of association with other vakesh differ in their relationship to
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social recovery, and give rise to quite differemed-experiences. These possibilities

may provide fruitful topics of future investigati®n

Since the design of the research was purely obisemad, its findings are unable to
justify any causal claims. Members of the lateajetttory classes identified differed
in respect to many factors in addition to theiratege symptom course. As such, itis
quite possible that features found to charactenismbers of the classes identified
were only indirectly related to their negative syomp trajectories. For instance, it is
possible that those who presented with stably éeMaegative symptoms also
presented with more severe psychopathology in atberains. Thus, factors found
to predict membership of this class, and the festiwund to be characteristic of
group members’ lived-experiences, might be accalftteby their greater overall
psychopathology as opposed to their negative symptmurse per se. More
sophisticated study designs will be required tamég unpick the nature of the
relationships observed in the current research.

Whilst the utilisation of pre-existing data was #wirce of many of the strengths of
the work described in this thesis, it also imposeastraints. In an inversion of the
standard research process, the research questoashaped by the data that was
available; the measurement of variables, the timingssessments and the content of
topic guides were all fixed prior to the conceptadrine studies. These constraints
resulted in several of the weaknesses describpeinous chapters. For instance, as
previously discussed (sections 1.4.1 and 3.1)usleeof the PANSS to measure
negative symptoms has been criticised. Althougbresfiwere made to overcome
these limitations to the extent possible, its wseéasure negative symptoms

remains an important limitation of the research.

A further limitation attributable to the use of sadary data is that some of the data
on which this thesis is based were collected ashrag@a decade ago. The majority
of participants received EIP care in the lattef bathe 2000s. NHS mental health
services have faced significant financial challengjace the turn of the decade,
leading to sizeable decreases in EIP service badg#d? services experienced a £16
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million (26%) reduction in their budget over theucge of the 2010 — 2015
parliament, despite an increase in referrals dvsrgeriod (McNicoll, 2015). In a
survey conducted by Rethink Mental lliness in 20886 of EIP teams reported a
reduction in staff members in the previous 12 merthd 53% said that they
believed the quality of the service they were ablprovide had deteriorated
(Rethink Mental lliness, 2014). The report alsahtighted that some regions have
merged their EIP services into Community Mental lHe&eams in order to reduce
costs. As a result, it is likely that the experiemof young people currently
experiencing FEP will be somewhat different frora &xperiences of the
participants in the research presented in thisghAs such, a degree of caution
should be exercised in generalising the findingthsf thesis to current service-

users.

8.6. FUTURE DIRECTIONS

This thesis has focused on the trajectory of oVeegjative symptom severity over
the 12 months immediately following the initiatiohEIP treatment. Future research
might consider whether patterns of negative symptbamge observed during the
first 12 months of treatment are sustained in dimgér term, and whether they are
prognostic of longer-term functioning or other aally important outcomes.
Exploration of trajectories of change in each @f tlvo negative symptoms
subdomains — diminished expression and withdravtaken separately would also
be a worthwhile endeavour, since it is plausibé tine subdomain may be more
stable than the other. Relatedly, if it were toverpossible to identify subgroups of
FEP patients with distinct profiles of negative gfoms (characterised by either
predominant expressive deficits or predominant vatittnal deficits), it would be

interesting to compare the negative symptom trajexs of these subgroups.

Future research should also focus on the coursegstive symptoms during the
prodromal phase of the disorder and consider tladigaship between these earliest
trajectories and the course of an individual's tiegasymptoms following transition
to psychosis. Research exploring the nature andseaf negative symptoms as they
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manifest prior to the onset of frank psychotic syonps will be of crucial
importance in understanding how and why they dexeBmnsidering the
relationship between prodromal negative symptofedtaries, concurrent
functioning and later social recovery will alsoibgortant in understanding the

long-term impact of early negative symptoms.

The quantitative research undertaken for this shiesiused on baseline predictors of
negative symptom course and as such did not cartsidgotential influence of
treatment on negative symptom course. EIP seraffesa range of evidence-based
treatments depending on the needs and preferehoedivadual service-users. As
such, members of an FEP cohort are likely to haceived a wide variety of
interventions, including antipsychotic medicatiomsod stabilisers and
antidepressants, psychological therapies, famigruentions, and occupational
support. Further, levels of service engagemennagdication concordance vary
across individuals. Previous research suggest&tRatreatment might have a
beneficial impact on negative symptoms (Thorup.e2805) but it is not clear

which elements of the service are responsiblehisr tt is possible that differences
in treatment contribute to subsequent differennegepgative symptoms course.
However, as previously discussed, it might alsthia¢ the course of an individual’'s
negative symptoms impacts the treatments he oresieéves. Research investigating
this potentially bi-directional relationship is msel to establish the impact of EIP

treatment on negative symptoms and vice versa.

A central component of the model developed to erptee findings of this thesis
suggests that the course of an individual's negatiimptoms may influence their
attitude to recovery and, in turn, their socialongry. However, this theory remains
in need of empirical support. Future research shimyestigate whether beliefs
about recovery are relevant to understanding tla¢i@aship between negative
symptom course and social recovery. There were@asgallels between the
understandings of psychosis and attitudes to regdoand to be characteristic of
those with differing negative symptom courses md¢hrrent research and
McGlashan'’s recovery styles. As such, investigaiwhgther there are differences in

the recovery styles of those with and without [#esit negative symptoms, and
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whether any such differences can account for disereies in social recovery rates,
might be a fruitful line of research. If the hype#is that the relationship between
negative symptom course and social recovery is aedliby attitude to recovery is
supported, this would offer hope that social recpvates following FEP could be
improved by intervening to help those presentinth wlevated negative symptoms

on entry to EIP to develop more adaptive attitidagcovery.

Ultimately, there is little merit in gaining a bettunderstanding of negative
symptoms in FEP if this is not translated into é&ettutcomes for service-users.
Therefore, further research seeking to developesatlate treatment options for
individuals who experience debilitating negativengyoms in the context of early
psychosis is vital. It is hoped that the work disaat in this thesis might be of some
assistance to those working to develop intervestigith the potential to improve

the lives of those who experience negative symptoms
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APPENDIX A. Supplementary Material

Supplementary Table. Factors and standardised ibexdings for EFA six-factor
solution, factors 2 and 6 (with identical indicagiitems to the factors labelled
‘Negative’ and ‘Withdrawn’ in van den Oord et alrisodel).

PANSS Items

Factor Loading

Factor 2 — Negative Symptoms (Expression)
N6 Lack of spontaneity and flow of
conversation

N1 Blunted affect

N3 Poor rapport

G7 Motor retardation

Factor 6 — Negative Symptoms (Withdrawal)
N4 Passive social withdrawal

G16 Active social avoidance

N2 Emotional withdrawal

0.797

0.745
0.697
0.684

0.738
0.546
0.506

7

638
661
64|
62|

6
58
56-
54
52

5]
48
46+
44
424

4,
38

—0—— Minimal Decreasing, 63.7%
—— High Stable, 5.6%
—O— Stable Mild, 13.8%
——¢—— High Decreasing, 17.0%

36
3.4+
324

34
2.8+
264
2.4
22

24
1.8
16
1.4
1:2

1

Average Negative Symptom Score

T
Baseline 6 Months

¥
12 Months

Supplementary Figure. LCGA with Four Latent Clagse$articipants with
Complete Data at Baseline and At Least One Subséqime Point: Average

Negative Symptom Score Estimated Means.
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Verslon 2, Oetober 2004

Suffolk Local Research Ethics Sommlig' ee

NC28

The Ipswich Hospital NHS Trust
Heath Road

ipswich

Suffolk

[#4 BPD

Tel: 01473 278068
Fax: 01475 278133

Emall SLREC@:pswmhhospital nhis.uk
06 May 2005

Dr Helen Lester

Reader in Primary Care
The Medical School
University of Blrmlngham
Edgbaston

Birmingham B15 2TT

Dear Professor Birchwood and Dr Lester

Full title of study:

A National Evaluation of Early Intervention for Psychosls

Services: DUP, Service Engagement and Outcome. (The National

Eden Project)
REC reference number: 05/Q0102/44

The Research Ethics Commitiee reviewed the above apphcatton at the meeting held on 29

April 2005,

Documents reviewed

The documents reviewed at the meeting were:

Document Type: Version: Dated: Date Received:
Application 2 04/04/2005 13/04/2006
| Prof. Birchwood's CV not dated | 08/04/2005
Dr Helen Lester's CV not dated 13/04/2005
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Supplementary Information rot dated 08/04/2005
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Yersion 2, October 2004

Health Professionals

Schedule- Team Leads and
Team Members

|1 April 200% 08/04/2005.

information Shest .

Consent Form- Health 1 April 2005 08/04/2005
Professionals :

Instructions for Completing 1 April 2005 08/04/2005
Ccnsent Forms for Carers

Carer Informatior Shest 1 April 2005 08/04/2005
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Personal Details Form 1 April 2005 08/04/2005
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Calgary Depression Scale not dated 08/04/2005
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Adverse Qutcomes Detailed 1 April 2005 - 08/04/2005
Questlonnalre ‘

Adverse Outcomes Screening 1 Aprll 2005 08/04/2005
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Global Assessment Of net dated

Functioning Scale {GAF),

Disability, Symptoms

Treatment Documentation 1 April 2005
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CUtLASSE- 7-point Compliance not dated

Scale Record

Service Engagement Scale not dated
Operational Procedure and not dated

Criteria for Rating Relapse

and Recovery

OPCRIT for Windows (v4) : not dated

Early intervention Service 3 not dated

Fidelity Scale

Peer Review not dated

Semi- Structured Interview 1 February 2005 08/04/2005
Schedule- Users

Semi- Structured Interview 1 February 2005 08/04/2005
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Semi- Siructured Interview 1 250172005 08/04/2005
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Provisional opinion

The Committee would be content to give a favourable ethical opinion of the research, subject
to receiving a complete response to the request for further clarification set out below.

Authority to consider your response and to confirm the Committee’s final opinion has been
delegated to the Chalr, '

- Further information or clarification required

| The Committee would be content to give a favourable ethical opinion of the ressarch, subject
to receiving further clarification of the role of the Participant Information Sheet for the under
18s. We would like the heading/titte of this to reflect its role for informing relatives/ legal
guardians as well as patients about the project in order to cbtain both assent as well as
consent, We would be grateful if you could submit a Information Sheet with a revised title..

When submitting a response to the Committee, please send revised documentation where

appropriate underlining or otherwise highlighting the changes vou have mades and giving
revised version numbers and dates. :

The Committee will confirm the final ethical opinion within a maximurm of 60 days from the
date of initial receipt of the application, excluding the time taken by you to respond fully to the
above points. - A response should be submitted by no later than 02 September 2005,

“No local investigator” status

The Committee agreed with your declaration that this is 2 “no local investigater” study. Site-
specific assessment is not required for sites involved in the research and no information
about the study needs to be submitied to Local Research Ethics Committees. However, you
should arrange for the R&D Departments of all relevant NHS care organisations to be
notified that the research will be taking place before the research commences.

Membership of the Committee

The members of the Ethics Committee who were present at the meeting are listed on the
. gttached sheet.

Communication with sponsor and care organisation(s)

This communication is confidential but you may wish to forward copies to your sponsor
and/or relevant NHS care organisation(s) for their infarmation.

Statement of compliance

" The Committee is constituted in accordance with the Governance Arrangements for
Research Ethics Commitiees (July 2001) and complies fully with the Standard Operating
Procedures for Research Ethics Committees in the UK. ' :

| 05/Q0102/44 Please quote this number on all correspondence

Yours sincerely,

An advisory committee to Norfolk, Suffolk and Cambridgeshire Strategic Health Authority
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THE UNIVERSITY
OF BIRMINGHAM

PATIENT INFORMATION SHEET
(Over 16 years)
May 2005: Version 2.

Study Title: A National Evaluation of Early Intervention in Psychosis Services: DUP, Service
Engagement and Outcome (The National EDEN Project).

You are being invited to take part in a research study. Before you decide whether or not you wish to take
part, it is important for you to understand why the research is being done and what it will involve. Please
take time to read the following information carefully and discuss it with others if you wish. Ask us if
there is anything that is not clear or if you would like more information.

The purpose of the study:
The aim of the project is to evaluate the implementation and impact of Early Intervention Services (EIS)
for people aged between 14-35 years of age in different areas of the country.

Why have I been chosen?

We are inviting everyone aged between 14-35 years of age who has been referred to the Early
Intervention Service to take part in this study. This will involve approximately 800 young people across
the country.

Do I have to take part?

No - involvement in this study is entirely voluntary. However if you decide to take part, you are still free
to withdraw at any time without giving a reason. A decision to withdraw at any time, or a decision not to
take part, will not affect the standard of health care you receive now or in the future.

What will happen to me if | take part?

If you agree to take part in the study, we will use the data from assessments that have been completed
with you by the clinical team. The data will be put into a database and analysed together with data from
other clients of the Early Intervention Service (EIS). All data will be anonymised. We would also like to
ask you some questions about when you first became unwell, including any incidences of self-harm or
violence. This is to determine how you came into contact with the EIS, and also how long you were
unwell before contact was made with services.

At this stage we will ask a small number of people (20 in each service, over 2 years) to also take part in a
face-to-face interview with a trained researcher who is part of the research team, about their experiences
of the Early Intervention Service. The researcher will ask you questions about how easy services are to
access, the types of treatments you have been offered, and your general observations on the treatment you
have received. The interview will be in a place where you feel comfortable, for example in a quiet room
in the Early Intervention Service or in your own home. If you like, you can invite a relative or carer to be
present during the interview.

You may also be asked whether you feel that it is appropriate for the research team to contact a friend or
relative to ask similar questions. However, this contact will only be made with your permission and the
purpose of this contact is to provide them with an opportunity to share their perceptions of how the Early
Intervention Service has responded to your needs.



What are the possible side effects of taking part?

Some of the questionnaires may cover issues that are sensitive and/or distressing for you — you can stop if
you feel uncomfortable at any stage of the interview, and refuse to answer questionnaires that you feel are
too distressing.

What are the possible benefits of taking part?

At a national level, since up to 3% of people in the UK develop a serious mental illness, access to good
quality mental health services at an early stage of developing an illness may improve an individual’s
chances of recovery and the quality of life for individuals and their families. On a personal level,
involvement in the project may help you think about and reflect more on your treatment and the treatment
you would like to receive in future.

What will happen when the research study stops?

This research study lasts for 2 years from July 2005. There will be no change to your care or to services
when the study stops, but we hope that the final results of the study will help the health professionals
involved in running Early Intervention Services to make changes in the medium to longer term to further
improve services. The results of the study will be written up in 2008, you will be able to obtain findings
from this project on www.iris-initiative.org.uk and the Rethink website www.rethink.org

Will my taking part in this study be kept confidential?

All information collected as part of this research, including questionnaires, typed up notes of interviews
and tape recordings of interviews will be kept in a locked filing cabinet in the Department of Primary
Care and General Practice at the University of Birmingham. Any information from or about you will
have your name, address and any other identifying features removed, so that you cannot be recognised
from it. This means that your anonymity will be preserved at all times during and after the study time
period. The tapes will be destroyed 5 years after the study has been completed in line with University of
Birmingham research policy.

What will happen to the results of the research study?
The results of the study will be written up for publication in health professional journals and will be
presented at conferences in the UK and abroad. However your anonymity will be preserved at all times.

Who is organising and funding the research?

The research is organised by The University of Birmingham, Department of Primary Care and General
Practice and funded by a grant from the Department and Health and NIMHE (National Institute for
Mental Health in England). Indemnity is provided by the University of Birmingham. The protocol has
been reviewed by the Suffolk Local Research Ethics Committee.

Contact for Further Information

Dr Helen Lester, Senior Lecturer in Primary Care, on 0121 414 2684, or Dr Natasha Posner, (National
EDEN Project Evaluation Coordinator), on 0121 414 8581, Department of Primary Care and General
Practice, University of Birmingham, Edgbaston, Birmingham B15 2TT. If you agree to participate, you
will be given a copy of this Patient Information Sheet and a copy the signed consent form to keep.

If you have any concerns about the study and wish to contact someone independent, please telephone Ella
Wright, the local ethics committee co-ordinator on 0121 507 5712 between 9am and 5pm.

Thank you for reading this.



THE UNIVERSITY
OF BIEMINGHAM

PATIENT INFORMATION SHEET
(Under 16 years)
May 2005: Version 2.

Study Title: A National Evaluation of Early Intervention in Psychosis Services: DUP, Service
Engagement and Outcome (The National EDEN Project).

You are being invited to take part in a research study. Before you decide whether or not you wish to
take part, it is important for you to understand why the research is being done and what it will involve.
Please take time to read the following information carefully and discuss it with others if you wish.
Ask us if there is anything that is not clear or if you would like more information.

The purpose of the study:
The aim of the project is to evaluate the implementation and impact of Early Intervention Services
(EIS) for people aged between 14-35 years of age in different areas of the country.

Why have | been chosen?

We are inviting everyone aged between 14-35 years of age who has been referred to the Early
Intervention Service to take part in this study. This will involve approximately 800 young people
across the country.

Do I have to take part?

No — involvement in this study is entirely voluntary. However if you decide to take part, you are still
free to withdraw at any time without giving a reason. A decision to withdraw at any time, or a
decision not to take part, will not affect the standard of health care you receive now or in the future.

What will happen to me if | take part?

If you agree to take part in the study, we will use the data from assessments that have been completed
with you by the clinical team. The data will be put into a database and analysed together with data
from other clients of the Early Intervention Service (EIS). All data will be annonymised. We would
also like to ask you some questions about when you first became unwell, including any incidences of
self-harm or violence. This is to determine how you came into contact with the EIS and also how long
you were unwell before contact was made with services.

At this stage we will ask a small number of people (20 in each service, over 2 years) to also take part
in a face-to-face interview with a trained researcher who is of the research team, about their
experiences of the Early Intervention Service. The researcher will ask you questions about how easy
services are to access, the types of treatments you have been offered and your general observations on
the treatment you have received. The interview will be in a place where you feel comfortable, for
example in a quiet room in the Early Intervention Service or in your own home. If you like, you can
invite a relative or carer to be present during the interview.

You may also be asked whether you feel that it is appropriate for the research team to contact a friend
or relative to ask similar questions. However, this contact will only be made with your permission and
the purpose of this contact is to provide them with an opportunity to share their perceptions of how the
Early Intervention Service has responded to your needs.



What are the possible side effects of taking part?

Some of the questionnaires may cover issues that are sensitive and/or distressing for you — you can
stop if you feel uncomfortable at any stage of the interview, and refuse to answer questionnaires that
you feel are too distressing.

What are the possible benefits of taking part?

At a national level, since up to 3% of people in the UK develop a serious mental illness, access to
good quality mental health services at an early stage of developing an illness may improve an
individual’s chances of recovery and the quality of life for individuals and their families. On a
personal level, involvement in the project may help you think about and reflect more on your treatment
and the treatment you would like to receive in future.

What will happen when the research study stops?

This research study lasts for 2 years from July 2005. There will be no change to your care or to
services when the study stops, but we hope that the final results of the study will help the health
professionals involved in running Early Intervention Services to make changes in the medium to
longer term to further improve services. The results of the study will be written up in 2008, you will be
able to obtain findings from this project on www.iris-initiative.org.uk and the Rethink website
www.rethink.org

Will my taking part in this study be kept confidential?

All information collected as part of this research including questionnaires, typed up notes of interviews
and tape recording of interviews will be kept in a locked filing cabinet in the Department of Primary
Care and General Practice at the University of Birmingham. Any information from or about you will
have your name, address and any other identifying features removed so that you cannot be recognised
from it. This means that your anonymity will be preserved at all times during and after the study time
period. The tapes will be destroyed 5 years after the study has been completed in line with University
of Birmingham research policy.

What will happen to the results of the research study?

The results of the study will be written up for publication in health professional journals and will be
presented at conferences in the UK and abroad. However your anonymity will be preserved at all
times.

Who is organising and funding the research?

The research is organised by The University of Birmingham, Department of Primary Care and General
Practice and funded by a grant from the Department and Health and NIMHE (National Institute for
Mental Health in England). Indemnity is provided by the University of Birmingham. The protocol has
been reviewed by the Suffolk Local Research Ethics Committee.

Contact for Further Information

Dr Helen Lester, Senior Lecturer in Primary Care, on 0121 414 2684, or Dr Natasha Posner, (National
EDEN Project Evaluation Coordinator), on 0121 414 8581, Department of Primary Care and General
Practice, University of Birmingham, Edgbaston, Birmingham B15 2TT. If you agree to participate,
you will be given a copy of the Patient Information Sheet and a copy the signed consent form to keep.
If you have any concerns about the study and wish to contact someone independent, please telephone
Ella Wright, the local ethics committee co-ordinator on 0121 507 5712 between 9am and 5pm.

Thank you for reading this.



THE UNIVERSITY
OF BIRMINGHAM

Centre No:
Patient Identification No for this study:

PATIENT CONSENT FORM

May 2005- Version 2.

Study Title:

A National Evaluation of Early Intervention in Psychosis Services: Dup, Service Engagement and
Outcome (The National EDEN Project).

Name of Researcher:

Please initial box

1. I confirm that | have read and understand the information sheet dated May 2005 (version 2) for
the above study and have had the opportunity to ask questions.

2. lunderstand that my participation is voluntary and that | am free to withdraw at any time,
without giving any reason, without my medical care or legal rights being affected.

3. lunderstand that sections of any of my medical notes may be looked at by responsible individual
from the Early Intervention service, and/or research staff from the University of Birmingham or
from regulatory authorities where it is relevant to my taking part in research. | give permission
for these individuals to have access to my records.

4. | agree to take part in the above study.

Name of Patient Date Signature

Name of Person taking consent Date Signature
(if different from researcher)

Researcher Date Signature



THE UNIVERSITY
OF BIRMINGHAM

Centre No:
Patient Identification No for this study:

PATIENT ASSENT FORM
May 2005 - Version 2.

Study Title:

A National Evaluation of Early Intervention in Psychosis Services: Dup, Service Engagement and
Outcome (The National EDEN Project).

Name of Researcher:

The relative/legal guardian should complete the whole of this sheet himself/herself

Please initial box

1. I confirm that | have read and understand the information sheet dated May 2005 (version 2) for
the above study and have had the opportunity to ask questions.

2. | understand that my relative’s participation is voluntary and that s/he is free to withdrawal any
time, without giving any reason, and without her/his medical care or legal rights being affected.

3. I understand that sections of any of my relative’s medical notes may be looked at by responsible
individuals from the Early Intervention Service, and/or research staff from the University of
Birmingham or from regulatory authorities, where it is relevant to my taking part in research. |
give permission for these individuals to have access to my relative’s records.

4. | agree to my relative taking part in the above study.

Name of Carer Date Signature

Name of Person taking consent Date Signature
(if different from researcher)

Researcher Date Signature



THE UNIVERSITY
OF BIRMINGHAM

Centre No:
Patient Identification No for this study:

PATIENT CONSENT FORM (Under 16 years)
May 2005- Version 2.

Study Title:
A National Evaluation of Early Intervention in Psychosis Services: Dup, Service Engagement and
Outcome (The National EDEN Project).

Name of Researcher:

Please initial box

1. I confirm that | have read and understand the information sheet dated May 2005 (version 2) for
the above study and have had the opportunity to ask questions.

2. lunderstand that my participation is voluntary and that | am free to withdraw at any time,
without giving any reason, and without my medical care or legal rights being affected.

3. lunderstand that sections of any of my medical notes may be looked at by responsible
individuals from the Early Intervention Service, and/or research staff from the University of
Birmingham or from regulatory authorities where it is relevant to my taking part in research. |
give permission for these individuals to have access to my records.

4. | agree to take part in the above study.

Name of Patient Date Signature

Name of Person taking consent Date Signature
(if different from researcher)

Researcher Date Signature
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Super EDEN Topic Guide Version 1

Topic Guide for Service Users

Sustaining positive engagement and recovery (SuperE  DEN) - the next step after
early intervention for psychosis

SITE: PARTICIPANT:

Interviewer:

Date:

Build rapport

Be sure to introduce yourself and explain the project
Help the Service User feel at ease

General situation

How have you been feeling recently?

Please can you describe what you do at the moment and where you live (explore
activities, income and interests)

Can you describe the things that are most important to you at the moment?
Tell me about your experience with the EIS...
What was the background for you starting in EIS?

When you started, what did you think of the EIS? (Prompt: has your view changed over
time? If so, how?)

If you were talking to another person that was about to start with the EIS, what would
you tell him/her?

Compared to before you started, has EIS made a difference to you? (Prompt: What you
do and how you feel?)

What do you like most about the EIS?
What do you like least about the EIS?
How could the EIS work better for you? (Prompt: what should change, how?)

How long do you think people should spend with EIS?
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Other services

How does the EIS compare to other types of services you have experienced? (Please
also include services for physical health problems)

How often do you see your GP?

In which situations do you see your GP? (Prompt: for which problems and illnesses)
Does your GP support your mental health? (Explore reasons for views)

Support

How does your family view your problem?

What sorts of things do your family help you with?

Who do you feel give you most support?

Is there any kind of support you feel is missing from your life?

lliness perception
How do you understand your problem/what happened to you?

What does this experience mean to you?

Has it influenced how you see yourself and your life?

Relapse plan

If your mental health would get worse, would you know what to do? (Prompt: Do you
have a relapse plan?)

Can you describe how the plan was created?
To what extent do you consider yourself active in creating the plan?

Does the plan meet your needs? (Explore answers and thinking behind)

Goals and Recovery

How do you see yourself in the future?

What role do you see mental health playing in your life?
What do you feel you will be doing in 12 months?

Thank you for speaking with me - Is there anything else you would like to say about the
EIS that was not covered in these questions?



Super EDEN Topic Guide Version 2

SUPEREDEN STUDY TWO: Exploring Service Users’ and Caregivers’ Lived Expe  riences of
Psychosis and its Treatment through Early Intervent ion Services

« Interview Information Sheet for Participants: Service Users

In this round of interviews we would particularly like to gain an understanding of the experience of
psychosis, and to explore ways in which a person’s life, or their sense of who they are, might
change during an episode, through recovery, and beyond. We want to listen to what is important to
you about psychosis, recovery or treatment and to learn about daily life during these experiences.

With all participants, we would like to briefly explore any issues around physical health and/or
medications that you may have.

However, there are also four other main interview themes to this part of the study. These are 1)
Identity 2) Psychosis 3) Recovery and 4) Family. From these we would like you to choose
which theme or themes you'd like to discuss during the interview today. You could talk about only
one or two themes or you could discuss all of them; it's entirely up to you.

Although the interviewer does have a list of possible questions to ask, each question will only be a
guide; please feel free to say as much or as little as you like about the theme(s) that you select.

* Theme One: Aspects of Identity
This theme focuses on exploring how you feel about yourself and whether your identity has
changed during the course of psychosis and its treatment.

« Theme Two: Experiences of Psychosis
This theme aims to find out in more detail what it is like to live through an episode of psychosis. In
particular, now that it may be some time since the episode, we’'d like to know whether your
feelings about, and views on, psychosis have changed at all.
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» Theme Three: Recovery
The aim of this theme is to gain an understanding of the many things that recovery might mean for
different people. It explores what helped you recover, and the kinds of things that happened in life
to make you feel that you were beginning to recover.

 Theme Four: Relationships with Family and Friends
We would like to know whether you feel that your relationships with your family or friends have
changed as a result of your psychosis. And, we would like to understand how people feel about
their families, and sometimes friends, being involved in their care.

* Physical Health and Medications
This theme explores how you feel about medications that you may have taken for psychosis and
also about physical health more generally. It asks whether treatment professionals discuss any
side-effects from, of worries about, medications that you may have, and whether how you feel
about your body has been changed either by the episode of psychosis or its treatment
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Interview Guide: Service Users

* For all participants during the interview:

Physical Health and Medications:

This theme explores how you feel about medications that you may have taken for psychosis
and also about physical health more generally. It asks whether treatment professionals
discuss any side-effects from, of worries about, medications that you may have, and
whether how you feel about your body has been changed either by the episode of
psychosis or its treatment

1) Has this experience of psychosis also had any impact on your physical health or the way
that you feel about your body?
2) Do you consider your physical health important?
3) Do you ever think, or worry, about your physical health in the future?
4) Have your GP or any treatment professionals (eg. EIS, CMHT) ever discussed any
aspects of future physical health with you?
5) If you have taken medications for your psychosis, how do you feel about these (do they
help or hinder)?
- (If yes to having taken medications): Do you think that the medications that you have
taken for psychosis have had any effect on:
a) How you feel about your body?
b) Your physical health?
6) Has a treatment professional ever discussed your medications or possible side-effects
with you?
7) Do you ever feel that you'd like to discuss aspects of your physical health or medications
with a treatment professional?
- (If yes): Do you have someone with whom you can talk about your medications, any
side-effects or worries that you might have?

Transition from Services — At least five minutes a t the end:
1) Based on what we have talked about today, how do you feel about leaving Early
Intervention Services?



Super EDEN Topic Guide Version 2

+ Possible Interview Questions for the Other Four Main Themes:

Theme One: Aspects of Identity

1) Describe yourself in a few words.
Are these the same words that you might have used:
a) Before your episode of psychosis?
b) During the episode?

2) Has your sense of who you are changed at all since the episode of psychosis?

3) Do you feel, or have you ever felt, that psychosis is part of who you are — of your
personality or identity?

4) Have any treatment professionals (such as EIS, CMHT, GP) had an influence on how
you view the relationship between psychosis and your identity?

5) Can you describe the most important things in your life at the moment?

6) What are your aims for the future?
- Have these changed at all since the episode of psychosis?

Theme Two: Experiences of Psychosis

1) Describe psychosis in a few words.
Are these the same words that you might have used:
a) Before your episode of psychosis?
b) During the episode?

2) Looking back at your episode of psychosis, was there anything positive about this
experience?

3) Is there anything about either psychosis or the treatment that have become a part of
your life more widely, or of who you are?

4) Have any treatment professionals (such as EIS, CMHT, GP) had an influence on how
you understand or view psychosis?

5) Do you feel that you can be, or want to be, honest with treatment professionals about
how you are feeling or any symptoms you experience?

6) Have you always felt listened to by professionals that you have been in contact with?

7) Have you ever encountered any issues around confidentiality? (eg. Professionals being
unable, legally, to talk to your family even if you would like them to).
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Theme Three: Recovery

1)

2)
3)
4)
5)

6)

7)
8)

Describe recovery in a few words.

Are these the same words that you might have used:

a) Before your episode of psychosis?

b) During the episode?

Are recovery and cure the same thing?

On a day-to-day level, how did you know that you were beginning to recover?

Is recovery completely desirable or do you ever feel unsure that you want it?

To recover do you need to accept psychosis, separate yourself from it, or neither/both of
these?

If early intervention services provided support in various forms during your episode —
such as talk, medication, activities or other stuff — which, if any, of these do you feel
helped you recover?

Do you have any fears of having another episode of psychosis?

Have any treatment professionals (such as EIS, CMHT, GP) influenced how you
understand or view recovery?

Theme Four: Relationships with Family and Friends

1)
2)

3)

4)

Have your relationships with family or friends changed since your episode of psychosis?
Do you think that the psychosis has changed how your friends or family behave towards
you?

Have you ever felt since your episode that you need to behave in a certain way with
your family or friends?

It seems that the involvement of family, and sometimes friends, in a person’s care is part
of the way that Early Intervention Services care for people. What do you think of this
involvement?
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SUPEREDEN STUDY TWO: Exploring Service Users’ and Caregivers’ Lived Expe  riences of
Psychosis and its treatment through Early Intervent ion Services

+ Interview Information Sheet for Participants: Service Users

In this round of interviews we would like to gain an understanding of your day-to-day experiences
of psychosis and recovery, as well as transitions between different healthcare services.

With all participants, we would like to briefly explore experiences of 1) recovery and, if relevant,
also of discharge from EIS. However, there are also four other main interview themes to this part
of the study. These are 2) Identity; 3) Experiences of Psychosis; 4) Family Life; 5) Physical
Health. From these we would like you to choose which theme or themes you'd like to discuss
during the interview today. You could talk about only one or two themes or you could discuss all of
them; it's entirely up to you.

Although the interviewer does have a list of possible questions to ask, each question will only be a
guide; please feel free to say as much or as little as you like about the theme(s) that you select.

» Theme One: Recovery and Transitions from EIS
The aim of this theme is to gain an understanding of the many things that recovery might mean to

different people. It explores what helped you recover, and the kinds of things that made you feel
that you were beginning to recover. If you have been discharged from EIS, we would also like to
know what life has been like since leaving the service and to explore your opinions about any
other services - such as a CMHT or GP - that you have engaged with.

* Theme Two: Aspects of Identity
This theme focuses on exploring how you feel about yourself and whether your identity has
changed during the course of psychosis and its treatment or through your recovery process.
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» Theme Three: Experiences of Psychosis
This theme aims to find out what it is like to live through an episode of psychosis. In particular,
now that it may be some time since the episode, we’d like to know whether your feelings about,
and views of, the iliness have changed at all.

 Theme Four: Relationships with Family and Friends
We would like to know whether you feel that your relationships with your family or friends have
changed as a result of your psychosis. We would also like to understand how people feel about
their families being involved in their care and whether family members are supported enough by
services.

 Theme Five: Physical Health and Medications
This theme explores how you feel about medications that you may have taken for psychosis and
also about physical health more generally. It asks if you have experienced any side-effects from
your medication and whether any treatment professionals have discussed these side-effects, or
any worries that you may have about medications, with you.
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Interview Guide: Service Users

« For all participants during the interview:

Theme One: Recovery and Transitions from EIS

Part One: Recovery Experiences
1) How has life been since we last saw you?
2) Are you happy with how your life is going at the moment?
3) Do you feel that your life has been changed at all by having gone through your episode?
4) Where do you feel that you are in the process of recovery?
5) What words would you use to describe recovery?
- Are these the same words that you might have used:
a) Before your episode of psychosis?
b) During the episode?
6) On a day-to-day level, how did you know that you were beginning to recover?
7) Have you experienced any obstacles to your recovery?
8) Is recovery completely desirable or do you ever feel unsure that you want it?
9) To recover, do you need to accept psychosis, separate yourself from it, or neither/both of
these?
10) Is your experience of illness something that you'd like to forget?
11) Do you see recovery and cure as the same thing?
12) Do you have any fears of having another episode of psychosis?
- (if yes): what is it about this that ‘scares’ (use word SU has used) you?
13) Do you feel that you still need the input/support of professionals for your mental health?

Part Two: Recovery and EIS and (if relevant) Other Services
1) If EIS provided support in various forms during your episode — such as talk, medication,
activities or other stuff — which, if any, of these do you feel helped you recover?
2) Did EIS have any influence on how you understood or viewed recovery?
3) Did you feel that EIS shared your ideas of what recovery means?
- (if not:) explore: Too much/little expectation on behalf of services?
4) How did you feel about leaving EIS?
5) How have you felt since leaving EIS?
6) Have you missed anything about EIS?
7) From EIS where were you discharged to?
- and, have you been with this service since? (explore for re-referrals)
8) How did this/these service(s) compare to EIS?
9) Have you always felt listened to by professionals in this/these new service(s)?
10) Do you feel that this new service shares your idea of what recovery means?
- (if not:) explore: Too much/little expectation on behalf of services?
11) Is the way in which the service you are with now talks about psychosis or recovery the
same as, or different from, how EIS described these?
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For all service users not yet discharged from EIS: At least five minutes at the end:

1) Based on what we have talked about today, how do you feel about leaving Early
Intervention Services?

+» Possible Interview Questions for the Other Four Main Themes:

Theme Two: Aspects of Identity

1)

2)
3)
2)
5)
6)
7)
8)

9)

What kinds of words would you use to describe yourself?

Are these the same words that you might have used:

a) Before your episode of psychosis?

b) During the episode?

Has your sense of who you are changed at all since the episode of psychosis?

- (if yes:) Are you still changing?

Do you feel, or have you ever felt, that psychosis is part of who you are — of your
personality or identity?

Have any treatment professionals (such as EIS, CMHT, GP) had an influence on how
you view the relationship between psychosis and your identity?

Have you always felt you could be, or wanted to be, honest with EIS professionals about
how you were feeling or any symptoms you experienced?

Can you describe the most important things in your life at the moment?

What are your aims for the future?

- Have these changed at all since the episode of psychosis?

- have these changed over the last year?

Is there anything that you'd like to do that you feel your illness experiences may prevent
or alter?

Is there anything that you'd like to do that you feel your illness experience may help
with?
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Theme Three: Experiences of Psychosis

1)
2)

3)
4)

5)
6)

7)

8)

9)

How have you been feeling since we last saw you?

What words would you use to describe psychosis?

- Are these the same words that you might have used:

a) Before your episode of psychosis?

b) During the episode?

What do you feel may have caused your illness?

Looking back at your episode of psychosis, was there anything positive about this
experience?

Is there anything about either psychosis or the treatment that have become a part of
your life more widely, or of who you are?

Have any treatment professionals (such as EIS, CMHT, GP) had an influence on how
you understand or view psychosis?

Do you feel that treatment professionals have always shared your idea of what
psychosis is?

- (if not:) explore these differences — in EIS or later services, or both?

Have you ever experienced any prejudice related to your mental health during or since
your illness?

What do you think about how the media talks about mental health?
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Theme Four: Relationships with Family and Friends

1)
2)

3)

4)
5)
6)

7)

8)

9)

Have you always felt able to tell family or friends about your diagnosis?

Were your family or friends part of what helped you to get through illness and recovery?

- (if yes:) Looking back now, in what ways do you think that your episode may have
affected their lives?

It seems that the involvement of family, and sometimes friends, in a person’s care is part

of the way that Early Intervention Services care for people. What do you think of this

involvement?

Do you feel that EIS supported your family?

(For individuals already discharged from EIS:) Do you feel that the service(s) that you

are with now involve family members in your care as much as EIS did?

(For individuals already discharged from EIS:) Do you feel that the service(s) that you

are with now support family members enough?

Have you ever encountered any issues around confidentiality? (eg. Professionals being

unable, legally, to talk to your family even if you would like them to) in any of the

services that you have engaged with for your mental health?

Have any of your relationships with family or friends changed since your episode of

psychosis?

Do you think that the psychosis has changed how your friends or family behave towards

you?

10) Have you ever felt since your episode that you need to behave in a certain way with

your family or friends?

11)Do you think that any relationships around you — like those between other members of

your family — have changed since your episode of psychosis?

12) Since going through the episode and a process of recovery, do you feel that you want

to tell new people you meet about having been through psychosis (or not)?
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Theme Five: Physical Health and Medications

1)

2)

3)
4)

5)

6)

7)
8)
9)

If you have taken medications for your psychosis, how do you feel about these (do they
help or hinder)?
If you have taken medications for your psychosis, have you experienced any side
effects?
- (if yes): how do/did you feel about these?
Has a treatment professional ever discussed your medications or possible side-effects
with you?
Have your GP or any treatment professionals (eg. EIS, CMHT) ever discussed any
aspects of future physical health with you?
If you have taken medications for your psychosis, do you feel that these have had any
effect on:
a) How you feel about your body?
b) Your physical health?
Do you feel that your illness itself has had any impact on your physical health or the way
that you feel about your body?
Do you consider your physical health important?
Do you ever think, or worry, about your physical health in the future?
Do you ever feel that you'd like to discuss aspects of your physical health or medications
with a treatment professional?
- (if yes): Do you have someone with whom you can talk about your medications, any
side-effects or worries that you might have?



APPENDI X D: Supplementary Chapter

| dentity, Self and Negative Symptoms

1. BACKGROUND AND RATIONALE

Identity comprises the traits and characterisgosjal roles, and group memberships
that define who an individual is (Oyserman, EIm&emith, 2012). A person’s
identity provides the content of his or her selfrcept: beliefs about who he or she
is, has been, and might become. Understandingseélfdentity has been proposed
to be fundamental to making sense of individudleughts, feelings and behaviours
(Ashmore & Jussim, 1997). Disruption of identityaisvidely recognised
consequence of the experience of severe mentdhimablems (Yanos, Roe, &
Lysaker, 2010) and is acknowledged to be an alonusersal experience among
those diagnosed with schizophrenia (Lysaker & LgsaR002). The experience of
schizophrenia has been described as ‘an ever-presese that one’s personal
identity stands on the brink of collapse, or thpexience that such a catastrophe has

occurred and only miscellaneous fragments reméid)(

Similar disruption to the sense of self has beeonted in individuals experiencing
FEP. Research focusing on lived-experiences of lii&Fhighlighted that individuals
often feel disconnected from their former identpgrceiving a loss of their former
self and the emergence of a new self-concept (ynBates, & Findlay, 2015;
Lester et al., 2011; Tan, Gould, Combes, & Lehma0i4). Some of these identity
changes are perceived as positive; for instanaschfield et al. (2005) reported that
some participants described having grown and depeel@as a result of their
experience of psychosis, gaining maturity, undediteg and confidence. However,
the majority of studies have found the impact gfgh®sis on identity to be
predominantly negative; loss of occupational robémnged relationships with
others, stigma, negative treatment experienceglaalges in physical appearance
have all be identified as contributors to profounegyative changes in the sense of

self of those who have experience of psychosis @tty-Jones, Marriott, Knowles,



Rowse, & Thompson, 2013). Consequently, recovesybegn proposed to
necessitate either reclaiming one’s former iderdityorking to build a new, more

positive identity (Buck et al., 2013).

Lysaker & Lysaker (2004) theorise that the identiisturbance experienced by
individuals with psychosis is causally linked te tthevelopment and maintenance of
negative symptoms. They argue that dialogue, bddrnal and external, is the
foundation of the sense of self, and that disruptibdialogue is what underlies the
collapse of identity following psychosis onset. lége symptoms are hypothesised
to have a bidirectional relationship with lack nfarnal and external dialogical, and
thus with identity disturbance. They suggest tha¢son who experiences reduced
emotion and motivation would likely have little $ay to themselves or anyone else
and, as such, would struggle to maintain a stremges of self. Equally, lack of a
strong, multifaceted identity would incline an imdiual to withdraw from other
people and abandon projects about which they wengqusly enthusiastic in an
attempt to reduce feelings of confusion and faillileey suggest that these processes
come together to create a cycle of decline: negatywnptoms curtailed dialogue and
as this dialogue dwindles, so does one’s senseatfton and drive, resulting in

further increases in negative symptom severity.

If the theory that negative symptoms both stem feord contribute to a disrupted
identity is true, we might expect there to be ddéfeces in the way those who
experience negative symptoms of differing seveaitygl persistence perceive
themselves. The aim of the current study was testigate whether there were
differences in the identities articulated by mersh@reach of the negative symptom
trajectory groups described in the body of thistheFurther, the perceived role of

the experience of psychosis in shaping group memiontities was explored.



2. RESEARCH QUESTIONS

1. Are there differences in the way those who followdtering negative

symptom trajectories described themselves?

2. Do those who followed differing negative symptoidictories differ in the
impact they believed their experience of psychtzsisave had on their

identities?

3.METHODS

The method for this study was as outlined in Chapbe (section 6.3). An identical
set of transcripts formed the dataset, and angbysiseeded alongside analyses for
the studies reported in Chapters Six and Seveorder to answer the current study’s
research questions, sections of the transcripighioh participants described
themselves or discussed how their identity had ghdmver time were the focus of
the analysis. Later iterations of the topic gu@uded the optional theme ‘aspects
of identity’, exploring how participants perceividgemselves and whether your felt
their identity has changed during the course af figychosis and its treatment.
Sections of interviews during which this theme waglicitly discussed provided
much of the data of relevance to the research igumsstHowever, discussions
focused on other topics, for instance relationshigls family and friends, also

contained relevant material.

4. RESULTS

Indicators of introversion

Participants who chose to speak about the ‘aspéatientity’ theme were asked to
begin the discussion by describing themselvesfawavords. The set of adjectives
chosen by participants from the Elevated negatjmepsoms group were strikingly



similar to one another; the most commonly recurrimgds were ‘quiet’, ‘shy’ and

‘serious’. The following self-descriptions were iggl of this group:

R: Can you describe yourself in a few words?
P: Quiet, serious, shy, honest.
Max, Cheshire — Elevated Negative Symptoms

R: So if I ask you to describe yourself in a fewrd& not always easy,
but how would you, what would you, what sort of d®mould you
use or what would you say about yourself?

P: Erm, err, err, quiet, shy and polite probabbgaly.
Daniel, Norfolk — Elevated Negative Symptoms

R: Okay and if you were to describe yourself i@ fvords, what
words would come to mind, how do you see yourself?

P: Shy | suppose, yeah, um, don't know, um, | ¢aimk of anything
else.

Nathan, Birmingham — Elevated Negative Symptoms

These self-descriptions would suggest that sudicpgants saw themselves as
introverted. If might be hypothesised that thesgig@pants had come to think of
themselves in this way as a result of having expeegd persistently elevated
negative symptoms during their psychosis. HoweWes,theory is drawn into
guestion by the observation that most participaits described themselves in this
way indicated that they had a similar self-congepir to the onset of their
psychosis. For instance, when asked how a familylnee would describe him, Tom
indicated that he had always been different froneoaind was something of a loner

as a child: that he had few friends and preferoditesy activities.

R: If your, somebody in the family had to descryoe, how would
they describe you? What words would they use?
P: | don't know, probably if they were to be pqlitelon't know, they'd

probably say quirky or strange. I'm not - I'm nated, but I'm not - |
don't know, I'm, much to myself ... I've always bedive been - |
always was quiet as a child, | didn't really haegnfriends, | was
quite quirky and strange, I'd much rather sortideraway and do
my own things, reading and things like that.

Tom, Cambridgeshire — Elevated Negative Symptoms



These traits appeared to have continued into asludthHe commented later in the

interview:

I'm not big on socialising at all, unless - it hade the right person because |
mean | don'’t like to - if I don’t get on with some® 100% | don’t see the
point in sort of going out, that sort of thing, gaou know what | mean?

Tom, Cambridgeshire — Elevated Negative Symptoms

This suggests that, for at least some participam®arlier tendency towards

introversion might have foreshadowed later asatigtlides and social withdrawal.

Degrees of self-complexity

The ways in which members of the Minimal and Desirgganegative symptom
groups chose to describe themselves were highdgydcratic; as a result, it was not
possible to identify themes in the content of teealiptions given by members of
either group. However, there did appear to be iiffees between groups in the
relative richness and complexity of the descripgigiven. Members of both the
Elevated and Decreasing negative symptoms groupsrgéatively thin descriptions
of themselves, often offering only a few words &altering when prompted by the

interviewer to elaborate on their descriptions.

R: So how would you describe yourself?

P: Erm, a nice person really.

R: Okay. Good. What else do you think maybe friezd family
would say about you?

P: Erm that I'm a very nice person.

R: Okay, would they say anything else?

P: Erm, [inaudible] that would be it.

Steve, Lancashire — Decreasing Negative Symptoms



R:
P:
R
P

How would you describe yourself?

| don’t know; same as everybody else.
Yeah.

Mmm.

Aidan, Norfolk — Decreasing Negative Symptoms

These descriptions contrasted with the comparatimelensive self-descriptions

offered by participants from the Minimal negatiwergptoms group. Whereas

members of the Elevated and Decreasing groupsdendecus predominantly on

personality traits when describing themselves, me¥mbf the Minimal group

frequently incorporated family relationships, sbetdes, and group memberships

into their self-descriptions, in addition to perabtraits and characteristics.

In a few words, how would you describe yoursetiat words
would you use to describe yourself?

Reliable, interesting, erm, relaxed, certaitinite, defined, a
character, humble, erm erm erm erm, creator andlisvand, erm
erm, a relaxed person who loves to enjoy other lp&opompany as
well as their own.

Shelly, Birmingham — Minimal Negative Symptoms

Describe yourself in a few words if you can.

Pagan, Hindu, Sikh, pro-active, communicatatiyest ... I've
always been a proactive communicator, I've alwagsnbPagan in
my roots, Hindu in my [inaudible] and Sikh in mytaiour ... and
then finally I am an activist and that means tHad to actively
participate ... whether you’re playing tennis, hetpoid ladies with
their shopping, being an active person is aboutgactive.

Alexander, Devon — Minimal Negative Symptoms

So | wondered if you could start by saying #@ielibit about yourself,
so describe yourself in a few words.

Um, I'm a generally very happy mum of two lovblyys, um, | feel

very lucky that | can stay at home and look aftgrsons and | haven't
got to work at the moment, um, and, um, yeah | itkk&eep busy, |

like to do course, like to learn new things, um,, yeah and pretty
much, you know, quite kind of would give anythingrareally.

Isabella, Cambridgeshire — Minimal Negative Symgtom



In addition to giving more comprehensive self-dggimns when asked to describe
themselves, members of the Minimal group more déiead discussion of their
identities into their broader narratives than dielhmbers of other trajectory groups.
Perhaps as a result of their discussing theirczeitzepts at greater length,
participants from the Minimal group were more likéhan members of other groups
to discuss potential contradictions between difieespects of their self-concept.
For instance, Clara noted a potential contradidtterent in viewing herself as both

confident and anxious.

R: How would you describe yourself now?

P: Kind. Erm, positive sort of kind and caring. Eamxious, erm but
quite proactive.

R: Huh-huh. So does that suggest a little bit noorgfidence?

P: Hmm, yeah. Yeah, a - yeah. |, | think | woulg fae got a lot of
confidence for the anxiety that | go through. Soetr.

R: Contra, contradiction.

P: Yeah. That's the word | was going to say. Nothjrik I'm a

contradiction, complete contradiction.
Clara, Cornwall — Minimal Negative Symptoms

She went on to note several other ways in whichwalhéd describe herself as
possessing two seemingly opposing traits simultasigoSimilarly, Kelly discussed
being both extremely social anxious but also venyfident depending on the social

role she is inhabiting.

P: When it’s just normal chit-chat conversatioget sort of a bit
tongue-tied and stuck on what to say. Where ifabsut like what
we’re doing now, or if it's about work in my jobley I'm fine.

R: Yeah, you've said that before. You said that fe®l almost a
different person in your job role.
P: Yeah, yeah, I'm fine, | can talk to whoever d@ndn’t bother me. |

can go — I've taken — I've escorted people to thespitals and GP
surgeries all on me own, and that doesn’t bothemmatsoever. But
to be out of that uniform, to be out of my comfoone, I'm
completely different.

Kelly, Norfolk — Minimal Negative Symptoms



Kelly explained that, because the people she oresble for supporting in her role
as a care worker are vulnerable, this pushed Hhee &‘completely different’

version of herself. It appears that this more atenit side of her was more than just a
front; rather than speaking of pretending not t@beious whilst at work, she
explained that situations in which she would othsevieel extremely anxious do not
bother her ‘whatsoever’ when she is working. Kallgccount demonstrates the
powerful influence of a person’s social role onithgentity, and in turn their

feelings and behaviour.

‘It's changed me into a better person’

Participants were asked whether they felt theydieshged as a person as a result of
their experience of psychosis. Most participarsifthe Elevated and Decreasing
Negative Symptoms groups expressed that they diteabthey had been
fundamentally altered by their experience of psgchd/NVhen they did describe
having changed in some way, members of these gimopsoften expressed a belief
that their experience of psychosis as having miagle ta better person in some way,

for instance a stronger or more tolerant person.

I've experienced things people will never experegsrand, in a way, that
makes me stronger ... it sounds, it sounds funnygchatacter building. Erm,
it makes you quite resilient, when you're wellimiakes you very resilient.

Hayley, Cornwall — Elevated Negative Symptoms

I’'m a stronger person now, yeah. When you havedoatressful experiences
| think over time you, it's made me, I'm still arsgtive person but | think it's
made me less sensitive because the more bad exgesigou have, y'’know
what | mean?

Max, Cheshire — Elevated Negative Symptoms

It's kind of made me more tolerant and more awémlrer people and that,
you know | can look at somebody and say, well maiieg’ve got a bit of a
problem or you know maybe they are struggling acan be a bit more
sympathetic. So | think that's made me more, | dinbw what the word is,
not kind but of that ilk.

Stacey, Cornwall — Decreasing Negative Symptoms



Accounts of having become a better person as & dgtie experience of psychosis
were also found in transcripts of interviews witembers of the Minimal negative

symptoms group.

‘| do a rather poor caricature of myself’

Whilst accounts of having become a better persanrasult of the experience of
psychosis were a frequent occurrence in the trgptsa@f all negative symptom
groups, the transcripts of interviews with the Muai group were distinctive in that
they also frequently included discussions of thgatiee impact psychosis had had
on their identity. Several participants articulatedt they considered themselves to
be a somewhat inferior version of their former sslin the wake of their psychosis,
or expressed that a part of them had been losaemaissing as a result of their

experiences. Such sentiments were expressed paryqooignantly by Ben and by

Isabella.

P: And how narcissistic does this sound, but gally not, I'm still
kind of grieving for myself, if that makes sense.

R: Yeah, totally understandable.

P: So do you feel you're a different person theth you're grieving for
the person that you were?

R: Yeah.

P: Yeah. And do you think you'll always be a ditfat person? Or do
you think that you will in time be back to how ymere?

R: Wishful thinking. All | can say is that | thirfer the past few years
when I've been, you know, okay, | do a rather pmaoicature of
myself.

Ben, Birmingham — Minimal Negative Symptoms

| feel like so much of me has been sucked out fitmsawful experience, not
just the psychosis but what's happened afterwanddlze system that | just
don’t have it in me, I'm kind of a bit, like youosl has been do you know
what | mean, it's been, someone’s tried to murter it's like that inner
child it’s a bit like someone’s taken it by the kestrangled it, it's just
survived and then shaken it again and then sahit your life’'s never going
to be the same again.

Isabella, Cambridgeshire — Minimal Negative Symgtom



For some participants from the Minimal negative pyoms group, it was
involvement with the mental health system and #u¢ 6f having been diagnosed
with a mental iliness, as opposed to the symptdrag éxperienced, that they felt
was responsible for the perceived negative impacheir identity. For instance,
Isabella spoke about being ‘forced’ to incorpoaggchosis into her identity as a

result of being given a ‘label’.

R: You talked about the label of being unwell, hoas that influenced
you on your view of the relationship between psgihiand your
identity?

P: Um, | think it has significantly affected my i@y because | always

was very much an individual. Yes | compromisedttanfwith other
people but | was very much a sort of take me ordeae person and
| feel this label now has, yeah I'm almost foroedkike it on as part
of my identity ... | can't, | can't sort of separatgself from it
because it's, you know, it's kind of, you knovg guite a personal to
have mental health problem and it's very diffi¢aljust sort of
separate it off from yourself.

Isabella, Cambridgeshire — Minimal Negative Symgtom

For other participants, it was the nature of thesypms they experienced that were
detrimental to their identity. In Clara’s case, sheiggled to reintegrate her identity

after holding grandiose beliefs during her psychosi

R: | mean do you feel that the - that sense of ydware has changed,
then, since, since your psychosis? | mean is that wou're saying,
that the sense of who you are has changed?

P: Actually, during my psychosis ... | thought I'delbetaken over by,
by something, so | was living with that for yeaasd it's only in the
recent past that I've sort of, you know, tried b ipto one side and
finally | feel a bit more like [Clara] again tharhaever the hell |
was, or whatever happened. It was - yeah, | haveartied - |
haven't got to that point where | can marry itgllas just one
process because of everything that's happenedtiBwery
different, very separate things: who | was befareg | was during,
who | was after. Completely separate.

Clara, Cornwall — Minimal Negative Symptoms



5. DISCUSSION

5.1. Review of Study Findingsin Relation to Resear ch Questions

Are there differences in the way those who follodiéfdring negative symptom

trajectories described themselves?

Members of the Elevated negative symptom group fae¢ descriptions of
themselves focused primarily on aspects of thasgrelity. Members of this group
often chose adjectives such as ‘quiet’, ‘shy’ asetious’ to describe themselves,
suggesting they would regard themselves as inttesseMembers of the Decreasing
negative symptom group also tended to give bristdptions of themselves, often
comprised solely of personality traits they woutlilbute to themselves. No themes
related to the content of the Decreasing grougsdssicriptions were evident.
Likewise, no themes relating to the content of¥heimal negative symptoms
group’s self-descriptions were identified. Howeubdg self-descriptions provided by
the Minimal group were distinctive in being relaty lengthy and offering a
complex, multi-faceted account of their identitftea incorporating family

relationships, social roles, and group membershipsidition to personality traits.

Do those who followed differing negative symptagettories differ in the impact

they believed their experience of psychosis to hadeon their identities?

Participants from the Elevated and Decreasing grafien said that they felt
psychosis had not impacted their identity in anywidose from these groups who
did report that their experience of psychosis Hehged them expressed that it had
made them a stronger person or otherwise changed fitr the better. Some
members of the Minimal negative symptoms group sjsike about psychosis
having changed them for the better but severalfalsthat the experience had been
damaging to their identity. For instance, seveaatipipants spoke about feeling they

were an inferior version of themselves since tagperience of psychosis. This



negative change in their identities was attributethe treatment received for their

psychosis as well as to the symptoms they expextenc

5.2. Interpretation, Relevanceto the Literature and Theoretical Significance

An early theory dating back to Bleuler (1950/19at)l Kraepelin (1971/1919)
linked schizophrenia to a premorbid personalityrabierised by introversion. It was
observed that many of those diagnosed with schizmp presented with introverted
traits after the onset of the disorder and it wgsolthesised that this introversion
may be a legacy of premorbid schizoid personaléitd (Bellak & Parcell, 1945).
Early research failed to confirm a link betweemamersion in childhood and
diagnosis of schizophrenia in adulthood (Offord &€, 1969). However, many
such studies relied on the researcher’s subjegtdgments to classify participants
as either introverts or extroversion, without refeze to clear operationalised criteria
or use of validated rating scales (e.g. Bellak &BH, 1945; Michael, Morris, &
Soroker, 1955). Later work, utilising validated g@nality measures has provided
evidence of an association between Cluster A (sahiparanoid and schizotypal)
personality traits and psychosis (Dalkin, Murphyazebrook, Mendey, & Harrison,
1994; Keshavan et al., 2005).

Furthermore, there is evidence that premorbid sathigersonality traits may be
specifically associated with later negative sympsawerity in both schizophrenia
(Cannon, Mednick, & Parnas, 1990; Cuesta, Pet&l@aro, 1999) and FEP
(Cuesta, Gil, Artamendi, Serrano, & Peralta, 20@2hizoid personality traits
include preference for solitary activities, limitederest in and enjoyment of
experiences and activities, having few close retestihips, apparent indifference to
the praise or criticism of others, and emotionahdement or affective flattening
(DSM-5; American Psychiatric Association, 20118has been noted that such
personality traits overlap considerably with théidtes categorised as negative
symptoms, with the effect that it is near impossilol differentiate between these

traits and emerging negative symptoms (CuestaltRe@il, & Artamendi, 2007).



This overlap between schizoid traits and negatyweptoms makes the task of
establishing whether such personality traits impageerability for the development
of psychotic disorders or, alternatively, are tadyemanifestations of disorder,
extremely difficult. This task is further complieat by the fact that psychosis
typically begins early in the life course, at adimuhen the personality is still
developing. However, evidence that Cluster A peaintraits are more common
amongst unaffected relatives of those with psychttsn in the general population
(Shih, Belmonte, & Zandi, 2004) provides some supfuo the theory that such

traits may reflect an underlying biological vulnieitay.

The traits found to be central to the self-desmi of participants who presented
with persistently elevated negative symptoms incilreent study — quiet, shy,
serious, a loner —whilst they were construed agatide of introversion during the
analysis, might equally be seen as reflecting sathigpersonality traits. If this is the
case, it would suggest that individuals with eledategative symptoms not only
present with schizoid personality traits, as intidaby previous research, but that
these traits are central to their self-concept. fifi@ing that participants from the
Elevated negative symptoms group tended to repattthey would have described
themselves in similar terms before they experierteld suggests that these
participants experienced a high degree of congrhetween their pre- and post-

morbid self-concept.

Noting the link between premorbid schizoid traitsl megative symptoms, Rector et
al. (2005) proposed a continuum theory of negatiwaptoms. They suggest that the
lack of emotional and verbal expression, sociahdriawal and reduced motivation
that come to be classified as negative symptoni@wolg a psychotic episode
represent a continuation, and perhaps exacerbatigersonality traits that might
have been classified as schizoid prior to the oniSEEP. Further, they suggest that
these characteristics, both as they manifest pitite onset of psychosis as schizoid
personality traits and following psychosis onset@gative symptoms, are rooted in
the same negative beliefs and avoidant copingesfied. Whilst the current study is
unable to provide firm support for this theory, soparticipants’ accounts align with

it. For instance, Tom'’s belief that it's not wortteeting up with someone who he



doesn’t get on with ‘200%’, might be seen as amgda of a defeatist performance
belief and is of clear relevance to his reportdceuent social contact with those
outside his immediate family. His description of bhildhood self as having
preferred to ‘hide away’ and ‘do [his] own thingather than spend time with others
would fit with the interpretation that such asodialiefs post-FEP were an extension

of asocial attitudes held prior to the onset ofgsgchosis.

The Elevated negative symptoms group’s apparektdhself-complexity relative to
members of the Minimal group might be taken as ettdpr Lysaker & Lysaker’s
(2002) theory of the link between negative symptams lack of a strong,
multifaceted identity. Plausibly, this group’s getsnt negative symptoms might
have served to disrupt internal and external dizoghereby depleting the self-
concept, in turn decreasing their affect and driv@wever, the finding that the
identities of those whose negative symptoms rethétly on appeared to be
similarly lacking in complexity raises doubts abtus explanation. That it was
social aspects of identity in particular that wieres developed in the accounts of the
Elevated and Decreasing groups is notable. Théwvelapoor early social recovery
of members of both these groups provides a possigkanation for this finding.
Individuals whose social functioning is impaire@ &ékely to have fewer
relationships, social roles and group memberslhigs those who make a better
social recovery. If such relationships, roles armg memberships have fallen
away, then the facets from which identity is tyflicéormed are greatly reduced,
resulting in a depleted self-concept.

Given that identity disruption has been acknowleldge a universal feature of
schizophrenia (Lysaker & Lysaker, 2002), it is reging that members of the
Elevated negative symptoms group in this studynodiienied that their identity had
been impacted by the experience of psychosis. Vgbilee members of this group
did report that psychosis had changed them fobd#tier in some respects, they did
not acknowledge that psychosis might have had atyngental impact on their
identity. In contrast, members of the Minimal graffen spoke at some length
about the way in which their experience had undeechitheir sense of self. It is

possible that members of the Minimal group exp&eerthe disruption of their lives



by their psychotic episode as more damaging te ttientity than participants who
were lower functioning prior to psychosis onsetcéwling to the theory of temporal
self-appraisals, favourable comparisons of cursehtes with past selves are
important to maintaining a positive self-identity/i{son & Ross, 2001). However,
individuals diagnosed with schizophrenia often g@gia upwards comparisons with
past selves, particularly more distant past sgDasos, Lyons, & Finlay, 2005). It is
possible that this maladaptive pattern of self-ajgals might be more pronounced in
individuals who were functioning relatively well @gted prior to their psychosis and
so experienced a significant drop in their funamgnfollowing the onset of their
psychosis. Alternatively, it may be that particifsafitom all groups experienced their
identity as damaged by their experience of psyshmsi only members of the

Minimal group were able or willing to articulategh

5.3. Limitations

In addition to the limitations this study shareshwthe qualitative studies described
in the body of this thesis, there are a numbematdtions specific to this study

which should also be borne in mind when interpretis findings.

Since identity is multifaceted and dynamic, the @goas person chooses when asked
to describe themselves are likely to be time amdecd dependent. For instance, if
asked to describe oneself during a job interview would likely mention quite
different attributes than one might include in affie for a dating website, but this
would not make either description necessarily fal&mtext influences the social
desirability of disclosing certain parts of onegdfsconcept, as well as altering the
relative salience of the various aspects of ordgstity. The participants in the
current study were asked to describe their idemitie context of an interview

about their experiences of mental health servitls.impact of this (rather unusual)
situation on the self-descriptions offered by mapants should not be

underestimated.



A further limitation of the study arises from thect that all interviews were carried
out after the participants’ experience of FEPs inevitable that participants’
experiences after psychosis onset will have intteerhow they recall their previous
sense of self. It is possible, for instance, thatmbers of the Elevated group would
have described themselves quite differently betfloeg became unwell; they might
only have come to see themselves as having alwesrs ¢uiet and withdrawn in the
light of their experience of negative symptoms.silinitation could be addressed
by future prospective research exploring the dgueknt of the identities of those at

high risk of psychosis.

6. CONCLUSION

The findings of this study suggests that certaimzsid traits may be central to the
self-concept of those who experience persistehtlyaded negative symptoms early
in their psychosis. Individuals in this study whosgative symptoms followed this
trajectory expressed less complex identities, ipo@ting fewer social roles and
group memberships than did those who experiencesistently minimal negative
symptoms. This might suggest that the experiencegétive symptoms and/or poor
social functioning had a detrimental impact onittentities of those who presented
with more severe negative symptoms. However, it paaticipants who experienced
minimal negative symptoms who were most likely ésatibe their identity as

having been adversely impacted by their experieh@gsychosis. Where members of
this group acknowledged their identity as havingrbenpacted at all, those who
presented with persistently elevated negative symptreported that their

experience of psychosis had changed them for ttterbe
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Abstract

Aims: To investigate trajectories of negative symptomsndpthe first 12 months of
treatment for first episode psychosis (FEP), theadictors and relationship to social

recovery.

Method: 1006 participants were followed up for 12 monthifofving acceptance into Early
Intervention in Psychosis services. Negative sympii@jectories were modelled using latent
class growth analysis (LCGA) and predictors ofdc&gries examined using multinomial
regression. Social recovery trajectories — alsoetied using LCGA — of members of each
negative symptom trajectory were ascertained aadefationship between negative

symptom and social recovery trajectories examined.

Results: Four negative symptom trajectories were identifdthimal Decreasing (63.9%),
Mild Stable (13.5%), High Decreasing (17.1%) andiH&table (5.4%). Male gender and
family history of non-affective psychosis predictédbly high negative symptoms. Poor
premorbid adolescent adjustment, family historpah-affective psychosis and baseline
depression predicted initially high but decreasiegative symptoms. Members of the Mild
Stable, High Stable and High Decreasing classes mere likely to experience stably low

functioning than the Minimal Decreasing class.



Conclusions: Distinct negative symptom trajectories are eviderfEP. Only a small
subgroup present with persistently high levelsagative symptoms. A substantial
proportion of FEP patients with elevated negatiwagtoms at baseline will achieve
remission of these symptoms within 12 months. Haxeslevated negative symptoms at
baseline, whether or not they remit, are associat#dpoor social recovery, suggesting
targeted interventions for service users with dleydaseline negative symptoms may help

improve functional outcomes.

Key words:negative symptoms/early intervention/functioningéreery/longitudinal

1. Introduction

Negative symptoms represent a significant unmatoal need and the search for effective
treatments has received renewed interest in rgeams (Kirkpatrick et al., 2006). However,
the mechanisms that underpin negative symptomsingmoarly understood. Negative
symptoms can be subject to significant fluctuatiowner time, particularly in the early course
of psychosis (Edwards et al., 1999; Ventura e8l04). Individuals vary in the stability of
their negative symptoms (Kelley et al., 2008) dmuke with persistently elevated negative
symptoms are at highest risk of poor outcome (Hlstel., 1992; M&kinen et al., 2008).
Increased understanding of variation in negativegpm course might help illuminate the

mechanisms which underlie negative symptoms.



The prevalence of persistent negative symptomsshdpisode psychosis (FEP) remains
unclear due to the use of inconsistent criterigofErsistence. Moreover, grouping individuals
into those with persistent negative symptoms andedlwithout might mask the true
complexity of individual variation in negative sytom course. Chen et al. (2013) found that
variation in negative symptom course in a cohogdbfizophrenia patients was best modelled
by four distinct trajectory classes, characterisgdliffering levels of negative symptoms at
baseline and a distinctive pattern of longitudictznge. It is not yet known whether multiple
negative symptoms trajectories are similarly evidef-EP. This study examines negative
symptom trajectories in a large FEP sample usitamtalass growth analysis (LCGA), a
data-driven approach to identifying patterns ofjitudinal change within a heterogeneous

population. Predictors of the identified trajecésrare then investigated.

This study also explores the relationship betwesgative symptom course and social
recovery. Although the association between negatywmeptoms during FEP and poor
functional outcomes is well established (Evenseal.e2012; Galderisi et al., 2013), the
relationship between the trajectory of an indivikkiaegative symptoms and concurrent
change in their functioning has yet to be invesédaUnderstanding the relationship between
negative symptom course and contemporaneous chanfyggctioning might inform the

development of targeted interventions to improvecfional outcomes following FEP.

2. Method

2.1. Participants



The sample comprises participants in the Natiom=#t  study: a national evaluation of the
impact and cost-effectiveness of Early InterventioRsychosis (EIP) services in the UK
(Birchwood et al., 2014). All individuals acceptatb EIP services in Birmingham, Bristol,
Cambridge, Cornwall, Lancashire and Norfolk betwAegust 2005 and April 2009 were
invited to take part. The Policy Implementation @Gu{Department of Health, 2001) provides
details of the acceptance criteria for these sesvand the care they offer. In total, 1027
individuals consented to take part: 80% were fodldwp at 6 months and 77% at 12 months.
National EDEN patrticipants assessed with the Res#hd Negative Syndrome Scale
(PANSS) at one time point or more (n = 1006) aotuided in the current study (see Table 1

for sample characteristics and descriptive stasikti

[Insert Table 1]

2.2. Measures

2.2.1. Positive and Negative Syndrome Scale (PANSS; Kaly, 987)

Participants were assessed using the PANSS foltpagceptance into EIP (baseline) and 6
and 12 months later. The PANSS is a 30-item instntrdesigned to measure the severity of

symptoms associated with schizophrenia. Symptoraerggwver the previous seven days is



assessed by a trained rater following a semi-stradtinterview with the participant. Each

symptom is rated on a 7-point scale from 1 (abgenf)(extreme).

2.2.2. Time Use Survey (TUS; Fowler et al., 2009; Sh@03)

Time spent in ‘structured activity’ at baselineartd 12 months, as measured by the Time Use
Survey (TUS), was used as an index of social regovde TUS is a semi-structured

interview designed to assess time spent particigati structured activity on average over

the previous month. Structured activity is defisdime spent in paid employment,

voluntary work, education, childcare, houseworlgrspnd structured leisure activities. The
number of hours per week spent engaged in strutactvity on average over the previous
month was the measure of functioning used to mealghl recovery trajectories. Social and
occupational functioning have been deemed amongtst important markers of recovery

by experts by both professional (Kane et al., 2@0R) lived experience (Pitt et al., 2007).
Unlike many measures of functioning employed ingh®gis research, the TUS has limited

conceptual overlap with negative symptoms, redutiiegisk of confounding.

2.2.3. Other Measures Administered at Baseline

Variables hypothesised to be associated with negatimptom course were measured at
baseline. Self-reported social and academic adprgtim childhood (up to 11 years) and
early adolescence (11 — 15 years) was assessegtheiRremorbid Adjustment Scale (PAS;

Cannon-Spoor et al., 1982). Duration of untreatggtposis was assessed retrospectively



using the method described by Larsen et al. (1996) was defined as the interval between
onset of frank psychosis and commencement of mitemtipsychotic treatment, ascertained
using participant report and examination of clihivates. Continuous data were

dichotomised to create a binary DUP variable (IbhdP = 9 months) due to the non-linear

relationship between DUP and negative symptomsiiBiwa et al., 2012). The Calgary
Depression Scale (CDSS; Addington et al., 1994) weasl to measure depression and the
Drug Check (Kavanagh et al., 1999) to assesstiflidbstance use. Family history of non-
affective psychosis was ascertained through ppétitireport and diagnoses at baseline

obtained from clinical notes.

2.3. Analysis Plan

Since it is now accepted that the factor structditie PANSS is not well represented by the
three original subscales (Kay et al., 2000; Whitale 1997), the PANSS items used to
measure negative symptoms in this study were detechusing Exploratory Structural
Equation Modelling (ESEM; Asparouhov and Muthém)20 Whilst much work has been
carried out to determine the factor structure efRANSS in schizophrenia samples, fewer
studies have examined its factor structure in FitRpdes.ESEM is a factor analytic

technique which both allows items to load on midtifactors and provides model fit indices,
enabling adequate model fit to be verified. Thiprapch was chosen since it has been argued
that free estimation of cross-loadings is necessaaglequately reflect clinical reality and

thus obtain satisfactory model fit (van der Gaagl¢t2006; van den Oord et al., 2006).

ESEM with geomin rotation was conducted and thejadey of model fit accessed using



three indices. A five-factor model was specifieddmhon the results of exploratory factor

analysis.

The study used latent class growth analysis (LCIS&gin, 2005) to identify distinct
trajectories of change in negative symptom sevetiBGA is a technique used to identify
homogenous sub-groups (latent classes) of indilsduih distinct patterns of change over
time (Andruff et al., 2009). Missing data were estted using full information maximum
likelihood under the assumption that data were imgsat random. Models with increasing
numbers of latent classes were fitted to the dadictlae best model selected according to a
number of considerations including fit indices,repy (a measure of the distinctness of
classes), accuracy of posterior classificationsk{gbility that participants were assigned to
the correct latent class by the model), parsimardyiaterpretability (Jung and Wickrama,

2008).

Multinomial regression, with latent class accordioghe selected LCGA model as the
dependent variable, was used to examine predioforsgative symptom course. There were
twelve candidate exploratory variables: age at Ipsgis onset; gender; ethnicity; family
history of non-affective psychosis; schizophrenagdosis; duration of untreated psychosis;
premorbid social adjustment in childhood; premorndial adjustment in adolescence,;
premorbid academic adjustment in childhood; premdcgicademic adjustment in
adolescence; baseline depression; and historystaoce use. Only variables that differed
significantly between latent classes (accordinBe¢arson’s Chi-Squared tests and one-way
ANOVAs with Bonferroni correction) were entereddrihe multinomial regression model.

An additional, post-hoc one-way ANOVA was condudie@xplore whether members of the



identified trajectory classes differed with respcthe severity of expressive deficit versus

withdrawal symptoms (as identified through explorgtfactor analysis) at baseline.

Trajectories of social recovery were identifiedusing LCGA to model hours per week in
structured activity as measure by the TUS, as destby Hodgekins et al. (2015b). The
social recovery trajectory classes of each memb#readentified negative symptom
trajectory classes were determined by matchingéngcipants in the current study with
those included in Hodgekins et al.’s analysis usivgyr identifier code. A matrix of negative
symptom versus social recovery trajectories wastrocted and individuals assigned to cells
of the matrix according to their trajectory permia@a. The independence of the trajectories
was tested statistically using Pearson’s Chi-Squtest and adjusted standardised residuals

of the test examined to interpret the results.

Analyses were conducted using SPSS for Windowssivier22 (IBM Corp., 2013) and

Mplus for Windows, Version 7.1 (Muthén & Muthén,9832012).

3. Reaults

3.1. Exploratory Structural Equation Modelling

A five-factor model which fit the data adequateRMSEA = 0.054; CFI = 0.914; TLI =

0.874) resulted in a negative symptoms factor wliclgy the items ‘Blunted affect’, ‘Lack of



spontaneity’, ‘Emotional withdrawal’, ‘Passive salowithdrawal’, ‘Poor rapport’, ‘Motor
retardation’ and ‘Active social avoidance’. The meating of these items was used to
measure negative symptom severity. The identifa@tiol structure was similar to that found
in van der Gaag et al.’s (2006) study employingilsinrmethods. Mirroring the findings of
van de Gaag et al., ‘Active social avoidance’ wasfl to load on both the negative

symptoms and affective symptoms factors.

3.2.Negative Symptom Trajectories

LCGA models with increasing numbers of latent atgssere fitted to the data. Fit indices,
entropy, accuracy of posterior classifications, Hralsize of each class were compared
(Table 2) and the four class model selected. Thedtass model (Figure 1) fit the data
significantly better than the models with one, wvdhree latent classes according to all fit
indices. Further, each of the four latent classpsasented a distinct trajectory with
theoretical relevance. Mean posterior probabilivwese adequate (> 0.70), indicating high
probability of classification to the correct late@thss and no latent class was made up of less
than 5% of the sample. Although the majority ofridices suggested that the more latent
classes included the better model fit, models ¥ivd or more latent classes were rejected for
reasons of parsimony and interpretability. Modeikh\iive or more latent classes included
classes comprising a very small proportion of trale (less than 5%) and these additional

trajectories were not sufficiently unique and distito add interpretive value.

[Insert Table 2]



[Insert Figure 1]

3.3.Characteristics of Latent Classes

The class size, unstandardised mean intercepgnaestdised mean gradient, the significance

of this gradient (and corresponding p-value) farteiajectory class is presented in Table 3.

[Insert Table 3]

3.4. Predictors of Negative Symptom Course

The four negative symptom trajectory classes wenepared on demographic and baseline

variables. Descriptive statistics for each classpaesented in Table 4.

[Insert Table 4]

Class differences were found in gendé (3) = 9.253, p = 0.026), baseline clinical diagjso
(Fisher’s Exact Test, p = 0.019), family historynain-affective psychosis (Fisher's Exact
Test, p = 0.001), premorbid social adjustment iifdblood (F (3, 904) = 5.116, p = 0.002)

and early adolescence (F (3, 864) = 7.240, p =040,(premorbid academic adjustment in



childhood (F (3, 904) = 7.270, p = <0.001) andyadolescence (F (3, 899) = 10.236, p =
<0.001), and baseline depression (F(3, 943) = 51 28 <0.001). These variables were
entered into a multinomial regression with negasiyeptom trajectory class as the
dependent variable. The Minimal Decreasing trajgottass served as the reference

category.

Compared to individuals in the Minimal Decreasitags, those in the High Stable class were
more likely to be maleR =-1.04, p = 0.03) and more likely to have a farhiktory of non-
affective psychosisg =-1.18, p = 0.01). Compared to the Minimal Desneg class, those

in the High Decreasing class were more likely havamily history of non-affective
psychosisB = -0.68, p = 0.046) and had higher levels of degics B = 0.09, p = <0.001).
Members of the High Decreasing class also hadryattenorbid social adjustment during
childhood than the Minimal Decreasing Gro®o< -2.21, p = 0.004) but poorer premorbid
social adjustment in adolescen®&=2.11, p = 0.003). Full results of the multinomia

regression are available as supplementary material.

3.5. Relationships between Negative Symptom Trajectory and Social Recovery

Three functioning trajectories were identified bgdgekins et al.: (1) low levels of
functioning sustained over the course of the s{tdyw Stable’); (2) moderate functioning
which increased over the course of the study (‘Matgelncreasing’); and (3) initially high
functioning which decreased slightly but remaineghl{'High Decreasing’). The trajectories

are depicted graphically in Hodgekins et al. (2QXgjure 1). Both the Moderate Increasing



and High Decreasing classes, but not the Low Stahss, were engaging in levels of
structured activity within the non-clinical rangg b2 months and were therefore deemed to
have made a good social recovery (Hodgekins e2@L5b). Of the participants in the current
study, 759 were also included in Hodgekins et alnalysis. These participants were assigned
to cells of a matrix according to their permutatadmegative symptom versus functioning

trajectory (Table 5).

[Insert Table 5]

Negative symptom trajectories and functioning ttjaes were not independent of one
another 2 = 57.06, p = <0.001). Those in the High Stablédtable and High Decreasing
negative symptom classes were over-representénibdw Stable functioning class,
indicating that those who followed a trajectory rdwderised by elevated negative symptoms
at baseline, regardless of whether those negatimpteoms decreased, were less likely to
recover socially within 12 months. The Minimal Deasing negative symptoms class were
more likely to make a good social recovery withihrionths than members of other classes;
nonetheless, the majority (56.9%) fell into thebBd ow functioning class. The proportion
of each negative symptom trajectory class that naagleod social recovery within the study

period is presented graphically in Figure 2.

[Insert Figure 2]



4. Discussion

4.1. General Discussion

This study identified four distinct negative sympttrajectories in a large sample of
individuals receiving treatment for FEP. Only a #rmpeoportion of the sample (5.4%) had
persistently high levels of negative symptoms. AHer 13.5% of the sample presented with
consistently elevated negative symptoms of lesseagrgy. The mean intercept of both these
trajectories was sufficiently high to indicate niple clinically significant negative
symptoms. Membership of the class with the higleasls of persistent negative symptoms
was predicted by male gender and family historganf-affective psychosis. In line with
previous research linking persistent negative spmgtand poor outcome, those with stably

elevated negative symptoms were over-represented@those with poor social recovery.

A trajectory of initially high but decreasing neigatsymptoms was followed by 17.1% of the
sample. This supports a suggestion in the litegafuat initially elevated negative symptoms
often decrease over time (Savill et al., 2015).sEhwith remitting negative symptoms were
distinguished from those with consistently minimabative symptoms by poorer premorbid
social adjustment during adolescence despite bsiteal adjustment during childhood. They
were also more likely to have a family history ohraffective psychosis and had higher
baseline depression. Despite the remission of tiegative symptoms, this trajectory class
were less likely to make a good social recovery ti@se with minimal negative symptoms

at baseline. One possible explanation is that fanictg disrupted by negative symptoms



takes time to return to optimal levels followingmesion of those symptoms, resulting in
delayed improvement in functioning relative to negasymptoms. Alternatively, given their
poor premorbid adolescent functioning, it mightthat the poor social recovery of this group

is a legacy of low baseline functioning.

Two subdomains of negative symptoms — expressifieitdeand withdrawal
(avolition/asociality) — have now been establisfladmburg et al., 2013). Therefore, a
guestion arose whether the relative prominenchefwo subdomains differed between
trajectory classes. However a post-hoc one-way AN®@&tealed no significant differences
between trajectory classes in the proportion ofesqive deficit versus withdrawal
symptoms at baseline (F = 2.22, p = 0.085), suggesegative symptom trajectories were

not associated with the type of negative symptorasenmt at baseline.

The majority of the sample (63.9%) presented withststently minimal negative symptoms.
These participants were more likely to recoverabcivithin 12 months than members of
other classes. Nonetheless, more than half ofytiisp did not make a good social recovery;
whilst negative symptoms might be an importantibato social recovery in some

individuals, they are by no means necessary for pocial recovery.



4.2. Clinical Implications

The results of this study indicate that a substaptioportion of those with elevated negative
symptoms at baseline will achieve remission ofeét®snptoms within 12 months. However,
even when negative symptoms remit, they are agedoreth poor social recovery. As such,
those who present with elevated negative symptomentry to EIP services might benefit
from close monitoring of their functioning and g@vision of targeted interventions. Given
that those with initially high but decreasing négasymptoms were often functioning poorly
prior to psychosis, it is perhaps not surprisirgg they struggle to recover socially after its
onset. Further research focusing on emerging negayimptoms and social disability during
the prodromal phase would be helpful in understasptow these difficulties develop. It
might be that intervention at this early stageterahe onset of non-specific negative
symptoms and early signs of social disability befiobe the emergence of positive symptoms
—is warranted (Fowler et al., 2010). Additionaltymnight be that it is beneficial to engage
the children of parents with psychosis in interiamd designed to prevent early social

disability.

4.3. Limitations

Although the PANSS is one of the most widely usezhsures of negative symptoms
severity, it has significant limitations, both is item content and reliance on behavioural
observations for the assessment of experientiadite(Blanchard et al., 2011). Measures
developed since data collection for this study bggeg. the Clinical Assessment Interview

for Negative Symptoms (CAINS; Kring et al., 201Bgve sought to address these



limitations; it would be interesting to compare tiesults of the current study with those of
similar future studies that utilise these reced#yeloped negative symptom measures.
Similarly, whilst the TUS provides a valuable ind&social recovery, it is limited in that it
measures only quantity of engagement in activiby,quality of engagement or the personal
meaning attributed to it. Considering personal vecp— a concept encompassing
connectedness, hope, identity, meaning, and emposver(Leamy et al., 2011) — in addition

to functioning in future research could help mirsethis limitation.

Complete PANSS data at all three time points walg available for 63.4% of participants.
As previously mentioned, missing data were estithateng full information maximum
likelihood under the assumption that data were imgsat random (MAR). However, there
was evidence that those with lower levels of negasymptoms at baseline were more likely
to have missing data: as such, the MAR assumpgiont supported. It is arguably preferable
for a study of negative symptoms to have higheitiatt of participants with lower levels of
baseline negative symptoms than vice versa. Nolesthesince accepting the unsupported
assumption that data are MAR introduces bias,dhkelts of the study are in need of

replication.

Since participants were assessed at only threepoms, the model forms that could be
fitted to the data were limited. Further, the fallop period of the current study was
relatively short. Whilst the first 12 months ofdateent are an important period for research
given EIP services’ focus on providing intensivesort soon after psychosis onset, it is
possible that further trajectories would emergeaitticipants were followed over a longer

period. A longer term follow-up incorporating mdrequent assessment would provide a



more nuanced picture of variation in negative symptourse. Since pharmacological
treatment and other interventions could be impaoffiaetors influencing negative symptom
trajectories, the impact of treatment variablesl(iding service engagement) on negative

symptom trajectories should be explored in futesearch.

4.4. Conclusions

Distinct negative symptom trajectories can be idiextwithin a FEP cohort. Persistent
negative symptoms are observed in only a smallgtmm; many of those with high levels

of negative symptoms at baseline will attain remis®f these symptoms within 12 months.
However where elevated negative symptoms are praséaseline, whether or not they
remit, they are associated with poor social recpveurther, even those with consistently low
levels of negative symptoms mostly do not makeagmcial recovery following 12 months

of EIP.
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Tables:

Table 1. Sample characteristics and descriptiatisics

Percentage Mean (SD) Median (Q, Q)

Age at Onset - 20.07 (7.78) 20 (18, 24)
Male Gender 69.1 - -
Ethnicity

White British 70.3 - -

Asian 155 - -

Black 6.8 - -

Mixed 4.2 - -

Other 3.3 - -
Family History of Non-Affective 8.9 - -
Psychosis
Initial Clinical Diagnosis

Unspecified Psychosis 72.0 - -

Schizophrenia 10.6 - -

Bipolar 5.2 - -

Drug Induced Psychosis 6.7 - -

Paranoid Psychosis 3.7 - -

Schizoaffective Disorder 1.7 - -
Antipsychotic Use at Baseline

Typical 1.6 - -

Atypical 78.7 - -

Both Typical and Atypical 7.9 - -

No Antipsychotic 12.7 - -
Antipsychotic Use at 12 Months

Typical 2.2 - -

Atypical 76.5 - -

Both Typical and Atypical 2.3 - -

No Antipsychotic 18.9 - -
Baseline PANSS

Positive Subscale - 15.28 (6.03) 15 (10, 19)

Negative Subscale - 14.80 (6.52) 13 (9, 19)

General Subscale - 32.85 (9.95) 32 (25, 39)

Negative Factor Item Average

2.16 (1.00)

1.86 (1.29, 2.86)




PAS Social

Childhood - 0.20 (0.21) 0.17 (0, 0.33)

Adolescence - 0.23(0.19) 0.17 (0.06, 0.33)
PAS Academic

Childhood - 0.26 (0.21) 0.25 (0.08, 0.42)

Adolescence - 0.36 (0.24) 0.33 (0.17, 0.50)
Baseline Calgary Depression - 6.30 (5.38) 5 (2, 10)

Note. PANSS = Positive and Negative Syndrome SE#A& = Premorbid Adjustment Scale

Table 2. Comparison of LCGA models with two tdatient classes

2 3 4 5 6
AlC 5893.21 5740.96 5639.24 5564.28 5464.70
BIC 5932.52 5795.01 5708.03 5647.81 5562.98
BLRT 0.00 0.00 0.00 0.00 0.00
LMR-LRT 0.00 0.06 0.03 0.13 0.06
Entropy 0.83 0.81 0.79 0.79 0.79
Classification 0.96, 0.90 0.84,0.94, 0.84,0.92, 0.89,0.77,0.91, 0.83,0.76, 0.91,
Probabilities 0.89 0.91, 0.79 0.83, 0.80 0.84, 0.88, 0.87
Class Size 81, 19 21,74,5 14,64,5,17 3,17,64,11,5 ,1453,7,57,
(%) 3

Note.AIC = Akaike’s Information Criterion, BIC = Bayesidnformation Criterion, BLRT =
Bootstrap Likelihood Ratio Test, LMR-LRT = Lo—MenEé&ubin Likelihood Ratio Test.
Lower AIC and BIC values indicate superior fit. iysificant BLRT or LMR-LRT value is
indicative of the model being a better fit than thedel with one fewer latent classes.
Classification Probabilities = mean posterior ptubities for each class, Class Size =
proportion of the sample making up the membershgaoh class.

Table 3. Characteristics of latent classes

Name Class size Unstandardisddnstandardised Significance
mean intercept mean gradient of gradient
Minimal Decreasing n =674 1.62 -0.17 Sig.
(63.9%) (p =<0.001)
Mild Stable n =108 2.19 0.24 Non sig.
(13.5%) (p =0.08)
High Decreasing n=174 3.35 -0.89 Sig.
(17.1%) (p =<0.001)
High Stable n =50 3.58 0.05 Non sig.

(5.4%) (p = 0.70)




Table 4. Descriptive statistics (mean (SD) unldbgmwvise indicated) by negative symptom

trajectory class.

Minimal Mild Stable High High Stable
Decreasing (n=108) Decreasing (n=50)

(n=674) (n=174)
Age at Onset 19.99 (8.45) 20.65(5.27) 20.48 (6.54) 18.46 (6.78)
Male Gender 66.9% 77.8% 68.4% 82.0%
White British Ethnicity 70.9% 68.5% 72.4% 58.0%
Family History 6.9% 9.4% 11.5% 25.5%
Schizophrenia 9.8% 10.8% 9.6% 23.4%
Diagnosis
DUP > 9 months 27.8% 31.8% 28.3% 26.0%
PAS Social - Childhood 0.19 (0.20) 0.25(0.25) 0.17(0.19) 0.27(0.21)
PAS Social - Adolescence  0.21 (0.18) 0.26 (0.23) 0.26 (0.21) 0.31(0.17)
PAS Academic - Childhood 0.24 (0.21) 0.34(0.21) 0.26(0.19) 0.31(0.21)
PAS Academic - Adolescence0.33 (0.24) 0.45(0.24) 0.41(0.25) 0.41(0.21)
Calgary Depression 5.61 (5.03) 7.36 (5.62) 8.04 (5.66) 6.86 (6.60)
Substance Use 66.3% 63.2% 68.5% 55.1%

Note. Family History = Family History of Non-Affage Psychosis; DUP = Duration of
Untreated Psychosis; PAS = Premorbid AdjustmenteSca



Table 5. Matrix of intersections between negatiwa@om trajectory classes and social
recovery trajectory classes.

Negative Symptom Trajectory Cle

Social Recovery Trajectory Class

High Decreasing Moderate Low Stable
Increasing
Minimal n =44 (9.0%) n =166 (34.1%) n =277 (56.9%)
Decreasing Significantly over- | Significantly over- | Significantly
represented represented under-represented
Mild Stable n =4 (4.2%) n=12 (12.5%) n = 80 (83.3%)

Within expected
range

Significantly under-
represented

Significantly over-
represented

High Decreasing

n =4 (3.1%)
Within expected

n =23 (17.6%)
Significantly under-

n = 104 (79.4%)
Significantly over-

range represented represented

High Stable n=1(2.2%) n =2 (4.4%) n =42 (93.3%)
Within expected Significantly under-| Significantly over-
range represented represented

Note. The text in each cell refers to whether tlasscis over- or under-represented according
to the adjusted standardised residual of the rate®hi-Squared test.
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Fig. 1. LCGA with four latent classes: average rtegasymptom score estimated means
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Fig. 2. Proportion of each negative symptoms triggcclass that followed a social recovery
trajectory characterised by non-clinical levelsstfuctured activity by 12 months (‘Good
Social Recovery’) versus those with stably lowltegéstructured activity (‘Poor Social
Recovery’).



Proposed Supplementary Material:

Supplementary Table. Results of multinomial regoessvestigating predictors of negative

symptom trajectories.

B (SE) Odds Ratio P Value
(95% CI)

Stable Mild vs. Minimal Decreasing
Female vs. Male -0.36 (0.30) 0.70(0.39-1.25) 0.23
Non-Schizophrenia Diagnosis vs. 0.04 (0.44) 1.04 (0.44-2.45) 0.94
Schizophrenia Diagnosis
No Family History vs. Family History  0.24 (0.48) 1.27 (0.50-3.21) 0.62
PAS Social - Childhood -0.03(0.84) 0.98 (0.19-5.02) 0.98
PAS Social - Adolescence 0.63 (0.84) 1.87 (0.36 —9.65) 0.46
PAS Academic - Childhood 1.70 (0.90) 5.50(0.94 —32.14) 0.06
PAS Academic - Adolescence 0.52 (0.76) 1.68 (0.38-7.48) 0.49
Calgary Depression 0.02 (0.02) 1.02 (0.98 -1.07) 0.35
Stable High vs. Minimal Decreasing
Female vs. Male -1.04 (0.48) 0.35(0.14-0.90) 0.03
Non-Schizophrenia Diagnosis vs. -0.86 (0.44) 0.42(0.18-1.00) 0.05
Schizophrenia Diagnosis
No Family History vs. Family History -1.18 (0.44) 0.31(0.13-0.72) 0.01
PAS Social - Childhood -0.12 (1.18) 0.89 (0.09-8.95) 0.92
PAS Social - Adolescence 2.17 (1.12) 8.79(0.99-78.11) 0.051
PAS Academic - Childhood 0.79 (1.25) 2.21(0.19-25.74) 0.53
PAS Academic - Adolescence -0.07 (1.08) 0.93(0.11-7.66) 0.95
Calgary Depression 0.05 (0.03) 1.06 (0.99 -1.12) 0.09
High Decreasing vs. Minimal
Decreasing
Female vs. Male -0.06 (0.24) 0.94 (0.60-1.50) 0.81




Non-Schizophrenia Diagnosis vs. 0.37 (0.40) 1.45(0.66 -3.19) 0.35
Schizophrenia Diagnosis

No Family History vs. Family History -0.68 (0.34) 0.51 (0.30-0.99) 0.046

PAS Social - Childhood -2.21(0.76) 0.11 (0.03-0.49) 0.004
PAS Social - Adolescence 2.11(0.71) 8.26 (2.07 -33.01) 0.003
PAS Academic - Childhood -0.26 (0.77) 0.77 (0.16 - 3.67) 0.74
PAS Academic - Adolescence 1.01(0.62) 2.75(0.82-9.29) 0.10
Calgary Depression 0.09 (0.02) 1.09 (1.05-1.14) <0.001

Note. Modely2 (24) = 92.50, p <0.001. Family History = familigtory of non-affective
psychosis; PAS = Premorbid Adjustment Scale
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Abstract

Aim: The PRODIGY trial is an ongoing randomised controlled trial of Social Recovery
Cognitive Behavioural Therapy (SRCBT), a new intervention designed to improve social
functioning in young people at risk of long-term social disability due to severe and complex
mental health problems. The aim of this qualitative sub-study was to understand trial

participants’ experiences of SRCBT and the control condition, treatment as usual (TAU).

Method: Trial participants were aged 16 — 25 with socially disabling severe and complex
mental health problems. A purposive sample of trial participants took part in in-depth

qualitative interviews which were transcribed verbatim and analysed thematically.

Results: Participants from the SRCBT arm valued the relationship with their therapist, the
flexibility of intervention delivery and the cognitive and behavioural techniques taught. They
viewed SRCBT as challenging but worthwhile. Participants from the TAU arm reported
receiving little support, both prior to and during their participation in the trial. Participants
from both arms valued opportunities to talk about their difficulties during trial participation.
Increased activity was an important goal of participants from both arms and most expressed

high motivation and little hopelessness.

Conclusions: Currently available services do not meet the needs of some young people with
socially disabling mental health problems. Motivation to change appears high at this early
stage of disorder, supporting the potential value of intervening early to prevent longer-term
social disability. SRCBT was well accepted by participants and so is a promising intervention

to meet this objective.
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INTRODUCTION

Three quarters of severe mental health problems are evident before 25 years of age®?2. Such
disorder comes at high personal, social and economic cost, much of which is attributable to
associated social disability3>. However, the needs of young people with severe and complex

mental health problems remain largely unmet®>.

This paper presents a qualitative sub-study of the PRODIGY trial (Prevention of long term
social disability amongst young people with emerging psychological difficulties,
ISRCTN47998710, UKCRN registration number: 13341). PRODIGY is a multi-site randomised
controlled trial (RCT) testing the clinical and cost-effectiveness of Social Recovery Cognitive
Behavioural Therapy (SRCBT) in young people with severe and complex non-psychotic

mental health problems accompanied by social disability.

SRCBT is designed to improve social functioning in young people at risk of long-term social
disability®. Barriers to engagement in activity are formulated using a cognitive behavioural
therapy approach. The intervention has a strong behavioural focus: individuals are
encouraged to test their beliefs about increasing activity in behavioural experiments and

therapists liaise with external agencies to support clients to find opportunities to engage in
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valued activities. Emphasis is given to understanding individuals’ values and goals, and

instilling hope.

The use of qualitative methods alongside the PRODIGY trial is an important element of our
approach to evaluation. Whilst RCTs are the most rigorous way to evaluate intervention
effectiveness, qualitative methods can provide insights crucial to the successful
implementation of complex interventions’. The current study focused particularly on
experiences of SRCBT, aiming to assess acceptability and implementation from participants’
perspectives, but also explored experiences of the control condition, treatment as usual
(TAU). This was deemed important since little is currently known about what support is
accessed, and how this support is experienced, by socially disabled young people, and thus

what constitutes TAU for this population.

METHOD

Eligible trial participants were: (a) aged 16-25 years, (b) had severe and complex mental
health problems, defined as either meeting ‘At Risk Mental State’ criteria according to the
CAARMS? or scoring <50 on the Global Assessment of Function Scale®, and (c) spending less
than 30 hours per week in structured activity (assessed by the Time Use Survey'®l).
Exclusion criteria were psychosis, severe learning disability, organic disorder, and

insufficient English language proficiency.
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Following ethical approval from the Norfolk Research Ethics Committee, a purposive sample
of participants from the RCT’s internal pilot who gave consent to be contacted regarding the
gualitative sub-study was selected. The aim was to ensure approximately equal
representation in terms of gender, study site, randomisation arm, and baseline ‘At Risk
Mental State’. Further, we sought to recruit participants of a range of ages, with varied

previous service-use, and to include looked-after children and the most socially disabled.

After obtaining written informed consent, face-to-face in-depth semi-structured interviews
were conducted (by BG in Norfolk and RB in Manchester) either in participants’ own homes
or a community venue, according to participant preference. Flexible interview schedules
focused on history of psychological difficulties, previous experiences of accessing services,
experience of trial participation, views on the intervention received, perceived outcomes,
and future psychological wellbeing. Interviewers attempted to elicit detailed accounts of
treatment experiences and probed for negative as well as positive views. Interviews were

audio recorded and transcribed verbatim.

An inductive thematic analysis was undertaken'?'3, Data analysis proceeded alongside data
collection so that the developing analysis could inform subsequent interviews. We took a
critical realist epistemological stance, seeking to understand participants’ realities through
engagement with their individual perspectives. Analysis involved repeated reading of all
transcripts and line-by-line thematic coding, drawing on participants’ own words rather than

an a priori analytic framework. Each transcript was independently coded by at least two
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analysis team members (BG, CN, RB and TC). Where there were discrepancies these were

discussed and further analysis undertaken to achieve consensus.

RESULTS

Nineteen young people consented to participate. Of those invited to take part, none
declined participation. Unfortunately, one of the nineteen participants did not engage with
the interview and a second participant withdrew consent for audio-recording: as such, the
final sample comprised seventeen participants (see Table 1 for demographic and clinical
characteristics). Three participants had taken part in an earlier qualitative sub-study
focusing on experiences of recruitment and randomisation®. Interviews typically lasted

around 60 minutes.

[Insert Table 1]

Thematic analysis revealed four themes specific to the SRCBT arm, three specific to TAU,

and three themes spanning the experiences of both arms (Table 2).

[Insert Table 2]
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Experiences of SRCBT

‘She understood me on a personal level’: the therapeutic relationship

The therapeutic relationship was central to participants’ experiences of the intervention.
Participants consistently commented on the positive personal qualities of trial therapists,
and described the relationship that developed as friendly, informal and genuine, whilst

remaining professional and boundaried.

| believe she understood me on a personal level as well obviously we didn’t go it
wasn’t any it wasn’t unprofessional at all but we spoke about sort of things in
general rather than just straight to the therapy it wasn’t as clinical as | can imagine

some of these services can be with certain people (Liam)

A good rapport appeared to have developed between participants and therapists:
participants reported feeling able to talk openly and feeling understood. The way
participants spoke about their relationship with their therapist suggested a dynamic of
teamwork: participant and therapist working together towards a shared goal, sometimes in

partnership with others.
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it wasn’t like | was being talked at, all my problems were being dissected in front of
me without my sort of input, it was a conversation ... it wasn’t sort of like someone
was talking about the problems they thought | had, it was we were finding out what

problems | had and then sorting them out together (Matthew)

Several participants articulated that this strong therapeutic relationship facilitated their
continued engagement when the intervention was experienced as challenging. However, for

a minority, the closeness of the relationship contributed to difficulties ending therapy.

he was really dedicated to helping me | think he liked me you know and | really liked
him so I really found a friend in him um which was really nice really, which has made

it even more difficult that you know we had to finish (Harry)

Flexibility

Participants appreciated the flexible way in which the intervention was delivered. They
described being offered a choice of locations for sessions and expressed that this helped

them to feel comfortable attending and engaging with the intervention.

| just feel comfortable in college and it’s good that they can do it here cos if | couldn’t

do it here | wouldn’t do it...] wouldn’t have done it otherwise (Abigail)
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Some participants also commented that the frequency of sessions was tailored to their

individual needs and circumstances.

we continued meeting weekly cos | think in the end ... we both agreed that it was a
better idea cos obviously things were so manic and obviously in a hostel things would
go from really really good to boff really really bad, so it was, yes, we both agreed
that it was a really good idea to do it every week because then we could keep it up

(Katie)

‘It’s given me tools’: the CBT toolkit

Participants spoke about the intervention having equipped them with cognitive and
behavioural strategies for managing distress and increasing activity. The most commonly
described behavioural strategies were behavioural experiments and activity scheduling. The
most commonly described cognitive strategies involved identifying and challenging negative
thoughts. A range of other techniques specific to participants’ personal difficulties were also
mentioned. Participants described practicing these strategies with their therapists during
sessions and most reported that they continued using these strategies independently after
the intervention. Several participants believed that continued use of the strategies learnt

during SRCBT contributed to continuing improvement after the intervention’s conclusion.
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I’'ve improved so much and it’s given me a lot of things that | can continue to improve
on ... there’s always going to be things that make me nervous so there’s always going
to be things that I’'m going to want to push myself to do if that makes sense so |
wouldn’t say I’m over it but I've improved so much and it’s given me the building

blocks to continue to improve (Matthew)

However, one participant felt strongly that he was not ready to employ the strategies he
had learnt independently and that gains from the intervention were not fully maintained as
a result. He felt the intervention would need to have been longer for him to have felt

confident using the techniques independently.

I was worried that things would go sour after [the intervention ended] and it turns
out that they didn’t stay quite as good after he left ... | didn’t haven’t take quite long

enough to really absorb [the techniques] (Harry)

No pain, no gain: SRCBT as difficult

Whilst participants generally expressed positive views of SRCBT, they were clear that
engaging with the intervention was not easy: several said that the intervention was difficult,

painful or overwhelming at times.
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it was very difficult because it was dabbling into things that | think I’d just really,
didn’t really even realise were there because ... they were so painful to look at that |

didn’t really want to so yes it was really tough at the beginning (Katie)

However, the participants commonly felt that this pain was worthwhile. Several participants
spoke about pushing themselves to complete exercises they knew they would find

uncomfortable for the sake of their recovery.

I was nervous | and | was shaking but | thought | need to start somewhere, | could
always say no but that’s not going to do any good that’s not going to help me

(Matthew)

Experiences of TAU

Allocation ambivalence

While two TAU participants expressed unambiguous disappointment about their treatment
allocation, the majority expressed ambivalent views. Some participants spoke about being

relieved to be randomised to TAU since they would not have to go through the anxiety
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provoking experience of meeting a therapist and disclosing their problems. Others

expressed that their disappointment was countered by altruism.

I’ll admit to thinking oh maybe that was a bit of a waste of time but ... as a scientist
this research may help other people so at the same time as much as | might not have

received direct treatment ... you need a control group (Ewan)

No treatment, as usual

The majority of TAU participants described having received little or no professional support
since randomisation. In most cases, this continued a narrative of limited or inadequate
support prior to their involvement in PRODIGY. Only two participants described receiving
specialist mental health support since trial entry, and one of these reported that he was
unable to sustain his engagement with this support as low mood and lack of motivation led
him to not attend appointments. Several participants reported having received support
from their GP but satisfaction with this was generally low. A number of participants
expressed frustration that the only treatment option they had been offered by their GP was
medication, illustrated by one participant’s comment that GPs ‘just give you tablets and

guide you on your way’ (Max).
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‘l was the one who had to do everything to help overcome it’

As most TAU participants received limited professional support, they had to manage their
mental health independently. Participants who felt that their mental health had not
improved or had deteriorated since entering the trial expressed frustration at the lack of
support and a sense of having been abandoned (‘/ didn’t even get a phone call ... I've got no-
one’ (Joshua)). However, some participants had achieved considerable improvement in their
mental health despite the lack of support and conveyed a sense of pride and achievement at
having done this on their own. Asked what was responsible for her improvement, one

participant said:

I don’t want to sound big headed but | think myself ... | was the one that had to do
everything like to help sort of overcome it like sort of thing so and | have done it

(Amelia)

Overarching Themes

‘It’s just the speaking to someone’: the value of talking

Participants from both trial arms emphasised the value of speaking to someone about their
problems, many having been reluctant to talk about their problems prior to participating in

the trial (‘[/ realised] talking to people about things isn’t a bad thing to do, it actually really
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helps’ (Katie)). The noted benefits of talking formed two sub-themes: ‘it’s not boiled up in
me no more’ and ‘it helped me recognise the things that | wanted to change’. The first sub-
theme included descriptions of the way in which talking about problems can provide a sense
of release. The second sub-theme encompassed expressions that talking had facilitated

greater self-understanding.

it helped to identify little problems that | was having or little symptoms um and | feel
like once they’d been identified to you then you can deal with them a lot better

(Ewan)

‘Just do it’: the importance of activity

Meaningful activity was seen as important by participants from both trial arms. For
participants who received SRCBT, ‘doing things’ was an important element of the
intervention. Increasing occupation also appears to have been important for the TAU group

with several describing making a concerted effort to increase their activity levels.

doing things that like | wouldn’t normally you know stuff that would make me feel
really anxious just like | know I have to just do it like regardless of the feelings I've got

or thoughts or anything | know | have to just do it (Amelia)
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Amongst TAU participants who did not achieve such positive outcomes, continuing inactivity
served as a marker of limited progress. Asked to elaborate on his statement that things had
got worse for him, one participant responded: ‘[I’m] stuck in the house all day doing

nothing, just eating and that, just doing nothing’ (Max).

Motivation to change

A determination to make changes was evident in nearly all participants’ interviews. This
determination was evidenced in participant’s willingness to engage with challenging aspects
of SRCBT, and in the resolve of members of the TAU group to move forward despite limited
support. For a number of participants, high motivation appeared to be related to age: both
impending adulthood and relative youth were cited as impetuses for change. The lack of

hopelessness in participants’ accounts was notable.

I’'ve always had a little bit of fight left inside me no matter what I’m going through,
always wanted to be a better person and you know live a normal life, so no matter
how depressed or sort of ill so to speak in those terms | can become there’s still

something inside me that says you will, you need to beat this, you need to carry on

(Liam)
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DISCUSSION

The themes identified suggest that participants in the PRODIGY trial found SRCBT acceptable
and perceived it to be beneficial. The strength of the therapeutic relationships that
developed between therapists and participants, and the flexible way in which the
intervention was delivered, appear to have been key to successful engagement of a
potentially hard to engage population. Although several participants described the
intervention as sometimes difficult, this temporary discomfort was seen as necessary for
achieving longer term gains. Participants expressed that the intervention had equipped
them with a ‘toolkit’ of cognitive and behavioural strategies which most, but not all, felt able

to use independently after the intervention’s conclusion.

TAU participants expressed more mixed opinions of the support received. Most TAU
participants reported having received limited professional support and were often
dissatisfied with this support. Nonetheless some participants had made considerable gains
since entering the trial and conveyed a sense of pride at having made these positive changes

independently.

The study’s findings indicate that it is possible to successfully engage young people with
socially disabling mental health problems in treatment. The surprisingly high motivation to

change and low hopelessness expressed by participants suggests that investing in
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interventions for young people at this relatively early stage of disorder might pay dividends.
The aspects of SRCBT participants valued mirror priorities for mental health services
consistently identified in previous research: for instance the importance of service flexibility
and accessibility, and practitioners able to establish supportive relationships with young
people’. However, these consistent messages about what young people want have often
failed to translate into service provision®. Given this, it is perhaps unsurprising that
specialist mental health services are accessed by only a small proportion of young people in

need'’, reflected in the low mental health service utilisation of the TAU group.

There is an increasing focus in psychotherapy research on acknowledging possible adverse
effects of therapy!®!°. Qualitative studies of CBT have identified a range of possible negative
effects, usually described by study participants as short-term, acceptable consequences of
addressing difficult issues?®-22, Similarly, a number of participants in the present study
identified some negative effects of SRCBT. Importantly, these were viewed as short-term

and necessary; no participant described sustained negative effects of SRCBT.

Limitations

Since the study was qualitative, the findings cannot be assumed to generalise beyond the
setting in which it was conducted. For instance, whilst we found participants were
motivated and hopeful, this finding may be specific to those young people willing to engage
in a RCT. In addition, although purposive sampling was intended to maximise the likelihood

of capturing a wide range of views, it was only possible to select from the subset of
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consented trial participants. Those with less positive experiences of trial participation may
have been less likely to consent to being approached, resulting in failure to capture certain

experiences.

Some members of the study team were involved in the implementation of the RCT and may
have unwittingly minimised negative views of trial participation and emphasised positives.
We attempted to decrease this risk by remaining cognizant of and reflecting on our
potential biases throughout and by involving researchers not involved in the RCT. Further,
although efforts were made to encourage participants to express negative views, perceived

lack of independence may have discouraged this.
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Tables

Table 1. Demographic and clinical information about participants.

Pseudonym?® Age Gender Group SCID® Research Social
Group Diagnoses Functioning®

Liam 20-25 Male SRCBT  Manchester GAD No Very low

Abigail 16-19 Female SRCBT Manchester Depression, Panic No Very low
disorder, PTSD

Ewan 20-25 Male TAU Manchester Dysthymia, OCD No Low

Ben 20-25 Male TAU Manchester Social phobia No Very low

Kirsty 16-19 Female TAU Manchester Agoraphobia without  No Very low
panic

Sarah 20-25 Female SRCBT  Manchester PTSD, Anxiety Yes Very low

disorder not
otherwise specified

Joshua 20-25 Male TAU Manchester Depression, Yes Low
Agoraphobia, GAD

Maria 16-19 Female TAU Manchester Depression, OCD Yes Low

Katie 16-19 Female SRCBT  Norfolk Depression, Specific Yes Very low
phobia

Emma 16-19 Female SRCBT  Norfolk Social phobia, Body Yes Very low
dysmorphic disorder

Harry 20-25 Male SRCBT  Norfolk None No Low

Sophia 16-19 Female TAU Norfolk Depression No Very low

Matthew 16-19 Male SRCBT  Norfolk Depression, Social Yes Low
phobia, GAD

Bethany 16-19 Female SRCBT* Norfolk Depression, Panic No Low
disorder, Social
phobia

Max 16-19 Male TAU Norfolk Agoraphobia without  No Very low
panic, GAD

Luke 16-19 Male TAU Norfolk Social phobia No Very low

Amelia 16-19 Female TAU Norfolk Depression, Panic No Very low

disorder, GAD
SRCBT, Social Recovery Cognitive Behavioural Therapy; TAU, Treatment As Usual; PTSD, Post-Traumatic
Stress Disorder; OCD, Obsessive Compulsive Disorder; GAD, Generalised Anxiety Disorder
2Pseudonyms are used throughout to protect the anonymity of participants.
bStructured Clinical Interview for DSM-IV.
‘Assessed using the Comprehensive Assessment for At Risk Mental States (CAARMS).
dAssessed as hours per week of structured activity as reported in the Time Use Survey (low, 15-30 hours
per week structured activity; very low, < 15 hours per week structured activity).
*Did not receive a ‘dose’ of SRCBT due to difficulties with engagement.
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Table 2. Themes identified as characteristic of the experience of SRCBT, TAU and both.

SRCBT TAU

‘She understood me on a personal level’: Allocation ambivalence
the therapeutic relationship
No treatment, as usual
Flexibility
‘l was the one who had to do everything to
‘It’s given me tools’: the CBT toolkit help overcome it’

No pain, no gain: SRCBT as difficult

Overarching Themes

‘It’s just the speaking to someone’: the value of talking
- ‘it’s not boiled up in me no more’
‘it helped me recognise the things that | wanted to change’

‘Just do it”: the importance of activity

Motivation to change
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Abstract

Background: Understanding negative symptoms is important giheir association with
poor outcomes but lived-experiences of negativepsgms in first-episode psychosis have

yet to be investigated.

Aim: To explore the lived-experience of negative symdnnough secondary analysis of

in-depth interviews conducted with individuals reeong from first-episode psychosis.

Method: Transcripts of in-depth interviews with participsufh = 24) recruited from Early
Intervention in Psychosis services were analyseoh#tically with a focus on participants’

experiences and personal understandings of negataptoms.

Results: Descriptions of reductions in communication, sbaighdrawal, lack of motivation
and reduced enjoyment were common features oftcgatits’ accounts. Several participants
described the experience of having difficulty iatgtmg as like being a ‘zombie’. Participants
typically attributed these difficulties to medicatiside-effects, lack of confidence, and

avoidance of potential rejection or ridicule.

Conclusions: Personal accounts support the contention thatitipfiesentations are often

underpinned by active psychological processes.

Declaration of Interest: None.

Key words: negative symptoms; psychosis; lived-experience; qualitative resear ch;

thematic analysis



I ntroduction

Negative symptoms are observed across the speofriumctional psychosésnd have been
identified as a significant predictor of poor reeoyfollowing first-episode psychosié.

They are a treatment priority for many service-ssgr a survey of people with lived-
experience of psychosis ‘reducing apathy and ldckitative’ was ranked as the most
important treatment goalHowever, current treatment options for negatiwegoms are
limited®. Psychosocial interventions for the treatmentegfative symptoms show promise
but their development is hindered by our limitedlerstanding of the psychosocial

underpinnings of negative symptdins

The potential for qualitative research to contribtat understanding psychosis has been
increasingly recogniséd®. Qualitative methods have been used to explorengrother
topics, the phenomenology of psychotic sympttdm$ the personal meanings attributed to
them*18 experiences of treatméfit'® and the process of recovér§: Qualitative
investigations of psychosis attempt to prioritisetigipants’ understandings and
interpretations of their experiences. As such, treyable to provide insights into lived-

experiences of psychosis and the personal meaattrgsuted to these experiences.

Little it currently known about personal constroas of negative symptoms since research
has rarely examined negative symptoms from theppetive of those with lived-experience.
Understanding lived-experiences of negative sympthas the potential to offer insights into
the complex psychosocial processes underlying thessentations, facilitating improved

intervention. The current study aimed to explovediexperiences of negative symptoms



through thematic analysis of in-depth interviewaadwacted with individuals recovering from

a first-episode of psychosis.

Methods

Context

The study involved qualitative secondary analy$igsanscripts of in-depth longitudinal
interviews conducted for the Super EDEN study (€Clmeestigator, MB; Qualitative Lead,
AL). Super EDEN followed-up participants in the Matl EDEN study, a national
evaluation of Early Intervention in Psychosis (EsRjvice®’, for a further two years.
Participants in the study’s qualitative componeateninterviewed every 12 months during
the follow-up period. All National EDEN participanivere invited to take part in Super
EDEN: 518 service-users consented, 207 of whomcgzated in the qualitative component.
The study obtained NHS ethical approval before cemsing and adhered to Good Clinical

Practice guidelines.

Participants and Sampling

Participants were included in the cohort on thashashaving met the acceptance criteria for
a participating EIP service; no special inclusidtecia were imposed. The acceptance
criteria of the participating services were in limgh the Department of Health’s Policy
Implementation Guideline and included: presence jp$ychotic disorder consistent with an
ICD-10 diagnosis F20-29; aged 14 — 35 years; angreaous treatment for a psychotic

episode.



A purposive sample of Super EDEN patrticipants vedscsed for inclusion in the current
study. Participants were selected to maximise tranan gender, ethnicity and study site, as
well as early negative symptom severity and stigtéiscertained by establishing their
negative symptom latent trajectory class membetdhiphe final sample comprised 24
participants. Participants’ demographic charadiessand negative symptom severity scores

are presented in Table 1. Pseudonyms are usedtegcpparticipant anonymity.

[Insert Table 1]

Data Collection

Interviews explored various aspects of the livedegience of psychosis, including
experiences of symptoms, relationships with faraitg friends, treatment and recovery.
Motivated by a desire to prioritise the interestd aoncerns of participants and underpinned
by the interpretive qualitative framework of mediaathropolog$*2>, interview schedules
were developed iteratively; schedules were ametwleseflect themes participants had guided
earlier interviews towards. Schedules were develapeollaboration with a panel of young

people with personal experience of psychosis.

Written, informed consent was sought before ineag commenced and reconfirmed
verbally after completion. Interviews were condddby trained research assistants, either in
the participant’s home or a community venue accgydd participant preference. They were
designed to take around one hour but varied intteagcording to the level of detail
participants provided. Interviews were audio-reeardnd transcribed verbatim by a

professional transcription company.



Analysis

Qualitative secondary data analysis involves utidjreviously collected qualitative data to
answer new or additional research quesffor&nce qualitative data collection is resource
intensive and the resulting data often extremelly,me-use of qualitative data is an important
means of making efficient use of limited resourd¥ays in which qualitative secondary
analysis can generate new insights include ‘prganigj a concept or issue that was present in
the original data but was not the analytical foarsd selecting ‘purposively from the sample

used in the original stud/. These strategies were used in tandem in therdstady.

The analysis took an inductive thematic appré&¢hinformed by critical realism which
recognises that each individual has a unique exipeei of reality, we sought to understand
participants’ realities through close engagemett tieir individual narratives. Analysis was
data-driven with coding drawing on the words usggé#rticipants themselves rather than an
a priori analytic framework. Initial coding was cplated by hand and the codes refined and
themes developed with the aid of qualitative datalysis software NVive¥. All transcripts
were analysed by the first author and a small nurabeandomly selected transcripts

independently analysed by the second author assa-check on the quality of the analysis.

Results

The phrase ‘negative symptoms’ featured in thestapts only once, but descriptions of

experiences corresponding to the negative symptorstuct featured in all but four of the

participants’ accounts.



‘Like a zombie’

Many participants recounted difficulties interagtiwith others during their episode of
psychosis. Participants frequently mentioned they did not talk as much as usual and some
described being unable to express appropriate ensoin response to significant life events.
The simile ‘like a zombie’ was used by severalipgrants when describing these

experiences:

"l wasn't moving, | was sitting down ... | wasn'tkiag. | was just like, you know,
like a zombie, just sitting there ... I'd just sivdoand not interact with anyone".
Aisha, Birmingham
"Before | was just sitting all day and not speakat@ll and not showing any reaction
when people were talking to me ... | didn’t even lgay anything when my sister had
a baby. | wasn’t even interested. | was just likmbie".
Jennifer, Lancashire
Through the use of this simile, participants evoltexlsense of otherness they experienced.
In addition to feeling remote from others, sev@atticipants also indicated that they felt

remote from themselves. For instance, Callum contadettnat he was not himself whilst in

this zombie-like state:

"I'm a zombie. Like when I'm walking around. Peojlsk me questions and I'm like
‘err’ ... I'm not me".
Callum, Cheshire

Thus for some participants, disruption in the &ptid interact as usual appears to have led to

a discontinuity in their identity.



Diminished internal experience

A small number of participants reported reducedrimdl experience resulting in reduced
speech or emotional expression. For instance, €dgkained that she struggled to

communicate because she felt ‘numb’ and ‘blocked’:

P: "l couldn't really communicate with anybody. Eitis difficult to describe
myself".

R: "Did you feel locked in? Or?"

P: "l didn't feel like detached. And I, | didn'eldike anything".

R: "Sort of empty? Or?"

P: "Yeah. Erm numb. Blocked. My head was sort otkéd. | couldn't think,

therefore couldn't speak, because | didn't knowtwdaay".
Clara, Cornwall

For Jennifer, a lack of emotional expression waspgmatic of an inability to experience

strong emotions:

"I'd been not been able to have any feelings otlang and just like except to have
feelings of anxiety but | didn’t have feelings likeat. Do you know that twin towers,
when it crashed, | didn’t care. | sat watchind was like, oh yeah boring. But now,
when | watch programmes on it, | was nearly crypegause | was like oh it's so
dramatic and emotional and everything. But | remendistinctly when it happened, |
just sat there staring ... | didn’t have any feelifgysany of it. It was horrible. It was
like I'd been possessed by a demon or somethingastreally weird. It was like |
wasn’t even in my own body".

Jennifer, Lancashire

Similarly, some participants explained decreasetivaiion as a consequence of a profound

reduction in their enthusiasm for life:

"it's harder for me to enjoy [activities] becausauydo feel like you've had so much
sucked out of you that, it's like that inner chifd a bit like someone’s taken it by the
neck, strangled it, it's just survived and thenks&mait again and then said, right your
life’s never going to be the same again ... we gthéopark, we go out for lunch, we
go into town and go to groups or whatever and dddhat but just not with as much
gusto as | did before".

Isabella, Cambridgeshire



Such accounts align with psychiatric charactemsetiof negative symptoms, which take
reductions in expression and activity to be indweaof limited emotional range, reduced
capacity for thought, lack of drive and reduceddred capacity. However, diminished
internal experience was described by only a mipafitparticipants who reported reductions

in expression, motivation or sociability.

Medication side-effects

The explanation for decreased expression, motivatra sociability most frequently given
by participants was that these were side-effecfse@gcribed medications. Participants
commented that the sedative effect of medicatianedesed their drive to engage in activities
requiring relatively more effort and energy. Sonaetigipants described a trade-off between
controlling positive symptoms and the negative iotjpd sedation on their ability to socialise

and participate in activities:

"Because my thoughts were racing in really weirgations, they thought that a more
sedative tablet would be better for me. But, ofrseuthen that meant that | wasn't
going out very much. | wasn't socialising. | wasretlly doing the things that may
have helped me, you know, in the other part, thiemedication part”.

Hayley, Cornwall

For other participants, lack of motivation was seén as a direct side-effect of medication

but of weight-gain associated with use of antipsyicis:

"I feel like the heavier | am, the more harderrfoe to move around. And when | was
lighter | was more active and doing loads of thiagd | had motivation and
everything. And now like - my motivation - like lwe€ | had loads of motivation.
Now that my motivation isn't really there. It'sdilkomeone has to push me to do
things".

Aisha, Birmingham



‘A confidence thing’

Lack of self-confidence was another explanationigipants gave for decreased expression,
motivation and sociability. For Yasmin, this ladkconfidence was linked to her behaviour

during her episode of psychosis:

"I don’t talk to anybody that much and | haven’t gonfidence left in me, because |
think, ‘Oh, my God.’ I'm not sure about things whitm doing. Like, am | not, am |
doing right or not, because, you know, like, when’'ye unwell, you don't realise, do
you? So it made me think, like, I've got no confide, like, I don’t know if what I'm
doing is right or wrong".

Yasmin, Lancashire

Yasmin talked at some length about her experiehbelmaving in ways that she afterward
viewed as inappropriate and thus experiencing tnigmloubt about even simple everyday

activities and interactions. She expressed thaheHenger made plans for the future because

she felt she wouldn’t be capable of carrying them o

Whilst Yasmin described a global lack of confiderfoe other participants their lack of
confidence was specific to a certain domain. Fstaince, Clara discussed her reluctance to

engage in “intellectual” conversations due to reliconfidence in her cognitive capacities:

"l found it very difficult to learn again when lasted to get back into things. |

couldn't process information ... an intellectual cersation with someone, that scares
me because | feel like | don't know. And perhad'sha confidence thing. | know
things that they don't know perhaps, but it justnsg like |1 don't have that, that way of
being able to process information or to capture- tiwehave that information that |

had before".

Clara, Cornwall



Active avoidance

Participants often presented social withdrawal dsléverate strategy, intended to protect
them from rejection or ridicule. Several particifsaapoke about deliberately cutting contact
with friends or making fewer efforts to form neviefidships than they would have done

before experiencing psychosis:

"When | had the psychosis and the problems | cigatfipff from a lot of people, |
withdrew and | lost a lot of friends through that".
John, Birmingham

"[’'m] perhaps not so likely to take the risk totge know a lot more people I think. |
tend to sort of see what happens and go with #gther than sort of try and make
more, try and widen my social circle by talkingnore people ... before [the
psychosis] | think perhaps I'd be a bit more keesart of get to know people better
and perhaps be a little bit more intent on maknngntls | suppose in that way".
Isabella, Cambridgeshire

For Isabella, getting to know new people followhy psychotic episode was a risk where

before it had been an opportunity. Isabella wasraweat her strategy of protecting herself

through putting ‘the boundaries up’ had resulted smaller social network but saw this as a

price worth paying for avoiding ‘trouble’.

Some participants linked their decision to withdtavthe stigma surrounding psychotic
disorders. For instance, Ben explained that hiedvéwal from friendships was connected to

the shame he felt about his psychosis:

"My relationship with, erm, quite a few of my friegs has changed in a negative way,
and it's not been because of prejudice or lacknafenstanding on their part, it's
because at first | felt very ashamed, and | deditety cut them out of my life".

Ben, Birmingham



In common with Ben, participants generally exprdgbat it was not stigma from others, but
internalised stigma or fear of stigma which conitéa to their withdrawal. Participants were
often acutely aware of negative media portrayalssythosis and this fed their fears about
how others would perceive them. Aidan, who had ¢osttact with all his former friends
expressed that he believed others would find ‘disgusting’if they knew about his

symptoms.

Shame and stigma were also key to some participdedssions to avoid romantic

relationships. Several participants shared Jensif@lemma:

"It'd be really really hard to establish a relasbip because you wouldn’t know when
to say to them, ‘I've got schizophrenia’ becausgoifi leave it too late, they’ll say,
‘Oh why didn’t you tell me, you've led me on.’ Anfdyou say it too soon, they'd
never even speak to you because they'll just asstonnee mad and it's very very,
that’s very difficult”.
Jennifer, Lancashire
Jennifer had ruled out the possibility of formingiatimate relationship and consequently
believed she would never be in a position to marrigave children. Negative symptoms
measures often consider lack of intimate relatigpssin individuals with psychosis to be
indicative of diminished capacity for emotional dmess. Jennifer's account offers the
alternative explanation that some people with @epee of psychosis may have given up

hope of fulfilling their desire for an intimate atlonship due to the perceived impossibility of

establishing one.

Some participants employed a strategy of avoidanoeder to escape negative evaluation of

their changed appearance following medication iedugeight-gain. For instance, Clara



explained that her weight increased rapidly whalstantipsychotic medication and, as a

result, she avoided social situations in orderrtaget herself from the critical gaze of others:

P: "I think that [weight-gain] gave me a lot of thexiety | had from err not
going out, not wanting to see anybody that | kneegause | had my episode
and was in the ward in London, then came back ddleone knew what
had happened to me, but | was huge and | waskithgaio anyone”.

R: "Okay. So it made you more socially isolated?"
P: "Oh yeah. | didn't want anyone to see me lileg. thknow it's sad, but |
really didn't".

Clara, Cornwall

Clara described her fear that her sudden weighisgauld alert people to her use of

antipsychotics, thus exposing her to the stigmaaated with psychosis.

Discussion

In a purposive sample of EIP service-users whogprtesl with varied negative symptom
severity and stability during their first-episodegpsychosis, experiences corresponding to the
negative symptoms construct commonly featured coacts of the experience of psychosis.
Participants’ narratives challenge the widespreahiing of negative symptoms as passive
manifestations of diminished capacity and displeydften profound personal and social

impact of the experience of negative symptoms.

Several participants used the simile ‘like a zormtai@lescribe their experience of having
difficulties interacting with the world around theevoking a sense of otherness. For some,
this experience led them to feel remote not ordynfiother people, but also from themselves.
Such accounts suggests that European phenomeradlagjroaches to psychoSismay
continue to be of relevance in understanding ttgestive experience of negative symptoms.

These approaches suggest that negative symptomstastaightforward deficit states but



are instead characterised by positive experiedisalirbances stemming from core

disturbances in the sense of $elf

Participants offered varying explanations of thgaiee symptom-like experiences they
describedConsistent with research carried out with individuaith more chronic
psychosis'33 reduced communication and lack of motivation waften viewed as
medication side-effects. As such, it is possibl the experiences described by some
participants do not relate to primary negative spms but to negative symptoms secondary

to medication side-effects.

Some participants described decreased emotionatiexge, capacity for thought or drive as
lying behind changes in their behaviour. This firglechoes Krupa et af%report that some
individuals recovering from psychosis describe adéaing of emotions and increased
apathy, turning participation in previously valusdtivities and social interactions into
experiences to be endur@rticipants also identified lack of confidenceaagason for
negative symptom-like behaviour. Previous psychefioptoms and the perception of
decreased cognitive capacities undermined partitspaonfidence in their abilities, leading
to decreased activity and interaction. This findsngports quantitative evidence that
pessimistic assessments of cognitive and socialiiies may be implicated in negative

symptom maintenanée®.

Active avoidance was also frequently recountedegs\previous studies have identified
withdrawal as a strategy used by individuals exgraring psychosis to minimise potential
embarrassment or rejectii’° The apparent contribution of internalised and:eied

stigma to some participants’ active avoidance sacord with previous research suggesting



that withdrawal is a common reaction to feelingleded from society as a result of mental
health problem8. These findings highlight the role of agency igave symptom
presentations, echoing Corin’s reframing of negasiymptoms as ‘positive withdraw@&l’ a
recovery strategy characterised by the deliberai@tenance of distance from normative
social roles and relationships. They also interadttt cognitive models of negative
symptoms which contend that apparent deficit pragiems are often underpinned by active

psychological processég?

Limitations

Since the study used qualitative secondary analyarticipants were not specifically asked
about their experience of negative symptoms. Haidtenview schedule specifically
designed to elicit accounts of negative symptonenl@nployed, further insights might have
been gained. However the use of secondary dataxaitgerred advantages, making it
possible to observe the extent to which negativepggms were brought up spontaneously

and the explanatory frameworks used by participtn@siselves.

The timing of data collection could also be consedea limitation. Participants were
interviewed for the first time towards the endlwdit time with EIP or following discharge,
in some cases several years after their index @pidbis possible this hindered participants’
ability to recall their experiences. However, tiheving passed since the onset of their

psychosis might also have afforded participantsentione to reflect on their experiences.



Clinical Implications

The findings indicate the potential value of expigrclients’ personal understandings of their
negative symptoms and suggest that particulartaiteshould be paid to the possible impact
of medication side-effects, diminished internal ex@nce, low self-confidence and avoidant
coping strategies. Clinicians should also condidempossible contribution of internalised
stigma to negative symptom presentations. Thatggaahts often described active
psychological processes as underpinning the negayimptom-like experiences they
described supports the potential for tailored psi@dical interventions to ameliorate

negative symptoms.
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Tables

Table 1. Sample demographic characteristics andmmegative symptom severity scores

Pseudonym? Study Site Ethnicity Age® M ean Negative Symptom Scor €°
Baseline 6M 12M
Daniel Norfolk White British 20 4.00 4.43 4.00
M ax Cheshire White British 27 4.00 3.43 2.71
Nathan Birmingham White British 26 3.43 3.29 2.57
Yasmin Lancashire Asian Pakistani 28 1.57 3.29 2.57
Tom Cambridgeshire White British 20 1.71 2.29 2.14
Hayley Cornwall White British 28 3.00 2.86 2.86
John Birmingham White British 31 2.57 3.00 2.57
Jacob Birmingham Black Caribbean 28 3.43 3.43 1.00
Aisha Birmingham Asian Pakistani 28 3.29 2.00 1.43
Oliver Cornwall White British 30 3.14 1.29 2.00
Stacey Cornwall White British 27 4.29 2.29 1.29
Aidan Norfolk White British 25 3.00 3.43 2.14
Steve Lancashire White British 27 2.86 3.71 2.14
Philip Norfolk White British 37 1.00 1.29 1.29
Nazir Lancashire Other Asian 21 2.29 2.29 1.86
Alexander Devon Other White 32 1.00 2.57 1.00
Shelly Birmingham Black Caribbean 28 1.29 1.57 1.29
Isabella Cambridgeshire White/Asian 35 1.57 1.14 1.14
Jennifer Lancashire White British 30 2.14 1.57 1.00
Ben Birmingham White/Caribbean 27 2.43 1.57 1.14
Kelly Norfolk White British 22 1.43 1.57 1.71
Clara Cornwall White/African 30 2.14 1.00 1.00
Jack Cambridgeshire White Irish 29 1.71 1.00 1.00
Callum Cheshire White British 27 1.14 1.00 1.00

#Pseudonyms are used throughout to protect the angngf participants.

bAge at initial interview.

‘Mean negative symptoms score (min 1; max 7) fosthen PANSS items (‘blunted affect’ (N1), ‘emotbn
withdrawal’ (N2), ‘poor rapport’ (N3), ‘passive datwithdrawal’ (N4), and ‘lack of spontaneity afidw of
conversation’ (N6), ‘motor retardation’ (G7) andtiaze social avoidance’ (G16)) found to indicate tiegative

symptoms construct in a factor analysis of PANS& &tam the EDEN cohort.



