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The Relationships between Mental Health Experiences, Trauma
and Posttraumatic Growth

This doctoral thesis explores the relationships between distressing mental health
experiences and the interventions people may receive for these experiences, and trauma. It
then looks at whether this trauma can lead to posttraumatic growth (PTG). It includes a
narrative literature review, a research paper, a critical appraisal, and an ethics section.

The narrative literature review aimed to explore what elements of mental health
inpatient support could be considered to be traumatic. A framework was developed which
incorporated current understandings of trauma, and which was then used to interrogate
qualitative studies investigating experiences of inpatient care. The review showed that
throughout the process of hospitalisation, from being admitted, to being on the ward, to the
experiences following discharge, people endure a wide range of experiences that could be
considered to be traumatic, and will often undergo multiple experiences, thus compounding
the trauma. Recommendations for clinical practice are discussed in relation to the findings.

The research paper aimed to learn if the PTG some people experienced soon after
experiencing psychosis remained with them over time. Narrative analysis was used to
unpack participants’ stories of psychosis that they felt led to positive change There was a
clear structure of the stages that individuals moved through; Preface — A Time of Difference;
Chapter 1 — The Crisis: Lost Connections; Chapter 2 — Acceptance and Connections; Chapter
3 — Life Now has Transformed; and the Epilogue — Looking Forward. The characters that
supported individuals to reach PTG were also apparent. Clinical implications for working
with psychosis are discussed, along with recommendations for future research.

The critical appraisal presented my personal and professional journey of
understanding psychosis, and how this research has introduced me to new and different ways

of thinking.
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Abstract

Research has shown that although mental health inpatient care can provide support for some
individuals, it can also be distressing or even traumatic for others, in some cases leading to
experiences such as posttraumatic stress disorder. There are no qualitative studies
investigating the traumatic aspects of inpatient care, however, there are studies investigating
the experience of inpatient care. This narrative literature review interrogated these studies in
an attempt to explore what elements of mental health inpatient support could be considered to
be traumatic. A framework was developed which incorporated current understandings of
trauma, and which was then used to interrogate the studies. The review showed that
throughout the process of hospitalisation, from being admitted, to being on the ward, to the
experiences following discharge, people endure a wide range of experiences that could be
considered to be traumatic, and will often undergo multiple experiences, thus compounding
the trauma. Recommendations for clinical practice are discussed in relation to the findings

Key words: narrative literature review, inpatient, experiences, trauma
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Are mental health inpatient experiences traumatic? A narrative review

Around the world, mental health inpatient wards are used to as safe, secure places for people
experiencing a mental health crisis (World Health Organisation [WHO], 2003). Although
this is their aim, not everyone experiences them this way, and may in fact experience
inpatient care as traumatic (Morrison, Bowe, Larkin & Northard, 1999). It is therefore
important to establish which aspects of inpatient care can be considered traumatic. The
history and purpose of mental health inpatient wards is described below, and is followed by a
framework for understanding trauma that was developed to ensure clarity over how trauma is
understood in this review. This framework was used to interrogate studies investigating
experiences of inpatient care. A narrative format was chosen for this review, as it allows a
broad coverage of evidence, and is flexible enough to allow controversial concepts to be
explored in depth (Collins & Fauser, 2005). A narrative approach also allows a focus on
context and the use of evidence to support the developing argument (Dixon-Woods, Agarwal,
Jones, Young & Sutton, 2005). Within this format, a systematic approach to the search was
taken in an effort to be as thorough and inclusive as possible. The details of the search are
included to ensure transparency and strengthen the review (Collins & Fauser, 2005).

Until the 18" Century, across many Western countries, those experiencing mental
distress were primarily cared for by family or religious orders (Shorter, 1998). By the early
1900s, this care shifted to large, purpose built state asylums (Wright, 1997). Although
initially designed around the premise of “moral treatment” developed in the Quaker hospital,
the York Retreat, these institutions grew large and overcrowded, and the ideals of moral
treatment were lost (Borthwick et al., 2001). Doctors ran some (although not all) of these
asylums, and medicine and biology became the lenses through which mental distress was

understood and treated (Bynum, Porter & Shepherd, 2004).
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This medical model has traditionally been seen to focus on a biological understanding
of mental distress, and to relate the concept of recovery to being symptom free (Slade, 2009).
An alternative understanding of recovery arose from the publishing of service users’ stories
of recovery (Slade, 2009). This “recovery approach” emphasises people’s personal
understanding of recovery (National Institute for Mental Health in England (NIMHE), 2005).
Many countries began adopting this approach in the early 2000s, including New Zealand
(O’Hagan, 2004), United States (New Freedom Commission on Mental Health, 2003),
Australia (Rickwood, 2004) and the United Kingdom (UK) (NIMHE, 2005), and aim to use
the principles in inpatient and community care. Services using this approach ensure they
provide meaningful activities that promote recovery, and also ensure that staff offer hope to
service users, promoting an individualised approach to mental health care (Stickley &
Wright, 2011).

Over the last 50 years, there has been a focus on deinstitutionalisation and a return to
community support in many countries including the UK (Quirk & Lelliot, 2001), Australia
(Doessel, 2009), United States, Western Europe and in Scandinavia (Novella, 2010). The
principle guiding the use of inpatient care since deinstitutionalisation is that people should
only be admitted to inpatient wards if they need support that cannot be provided by
community mental health services (WHO, 2003). However, despite this principle of least
restrictive care, data suggests that internationally, although involuntary admissions decreased
immediately following deinstitutionalisation, they subsequently increased (Novella, 2010).

If people agree to go into hospital, they are admitted to an inpatient ward voluntarily
(Royal College of Psychiatrists [RCP], 2013). Alternatively, an individual may not want to
go into hospital, but the state may deem they should be admitted involuntarily. WHO (2003)
have created a guidance package for countries to use when developing legislation around

admitting an individual against their will. Research has shown that in the UK, the majority of
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admissions tend to be unplanned emergencies with people entering wards involuntarily
(Quirk & Lelliot, 2001), or that people are detained once on the ward, meaning the majority
of people on a mental health ward are under detention (Health and Social Care Information
Centre, 2014).

It is important to note that this review is not discounting the potential positive effect
that mental health inpatient wards can have, for instance, some people view the ward as a
place of safety and shelter (Katsakou & Priebe, 2007). Staff are often viewed positively, with
service users feeling they are available to talk to, and have confidence in their ability to
recover (Howard, EI-Mallakh, Rayens, & Clark, 2003). People often appreciate feeling cared
for (Katsakou & Priebe, 2007).

However, there is research showing that people can find inpatient wards distressing or
traumatic. For instance, people dislike having their autonomy restricted (Katsakou & Priebe,
2007), and may experience practices such as restraint as traumatic (Frueh et al., 2005).
Furthermore, research has shown that some people on inpatient wards have experienced
physical or sexual assault, or have witnessed traumatic events whilst in hospital (Frueh et al.,
2005).

Research has looked into whether inpatient support can lead to posttraumatic stress
disorder (PTSD). For instance, Morrison et el. (1999) carried out a survey with people who
had experiences of hospitalisation, and found that 44% of those who took part experienced
PTSD. However, this quantitative study involved postal questionnaires, and did not further
explore what elements of hospitalisation were traumatic, or people’s understanding of their
experiences. This review therefore is looking at qualitative papers to investigate the
experience of inpatient wards, in the hope of learning what elements of the experiences are

considered traumatic.

1-12



Are mental health inpatient experiences traumatic

A framework for understanding trauma

In order to make sense of the ways in which inpatient experiences can be experienced
as traumatic for some people, it is important to establish a clear framework for understanding
what we mean by trauma. This framework was developed following the reading of literature
around trauma. Key elements which appeared to differentiate traumatic experiences from
distressing ones, for example, powerlessness, were noted, along with the ways those elements
were understood by various authors. These elements were then combined into the following
framework.

One way of understanding trauma is through the use of pre-existing definitions that
are used for diagnoses such as PTSD. The Diagnostic and Statistical Manual of Mental
Disorders, Fifth Edition (DSM-5), for instance, has established a narrow definition, whereby
an event is traumatic if it consists of “exposure to actual or threatened death, serious injury or
sexual violation”, and that the event can be considered traumatic whether a person
experiences it themselves, or witnesses another person experience it (American Psychiatric
Association, 2013, p. 274).

This definition has changed throughout editions of the DSM and has prompted
controversy and criticism (Rosen & Lilienfeld, 2008). One criticism of this definition is that
unlike previous definitions, it fails to acknowledge any subjective element to trauma,
meaning the same events will be traumatic for anyone who experiences them, regardless of
their interpretation of them. Additionally, trauma is limited to the threat of “death” or
“serious injury”’, which discounts experiences that many would consider to be traumatic, but
which would not result in death or serious injury. Furthermore, studies have demonstrated
that people can experience PTSD from events that do not fit within the DSM definition of
traumatic, for example, divorce, money problems, or dental surgery (Dreman, 1991, Scott &

Stradling, 1994, de Jongh et al., 2008). Additionally, as stated above, the definition has not
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remained consistent, and has changed with each edition of the DSM; for instance, DSM IV
included a more subjective element, by stating that for an event to be traumatic, the person
must experience fear, helplessness or horror following the event. Despite the fact that some
research has suggested that this subjective element is able to predict the magnitude of the
resulting reaction to trauma (Creamer, McFarlane & Burgess, 2005), it was removed from the
current manual.

The diagnostic manual in use in the UK, the International Classification of Diseases
(ICD), also has a definition of trauma with regards to the diagnosis of PTSD; a situation is
traumatic if it has “an exceptionally threatening or catastrophic nature, which is likely to
cause pervasive distress in almost anyone” (WHO, 1990, p. 120). This definition appears to
be somewhat broader than that in the DSM, as it does not specify that a traumatic event must
entail threat of death or serious injury. However, although it appears to acknowledge the
potential subjectivity of trauma, there is the point that for an event to be considered traumatic,
it must be considered to be so by “almost anyone”. This raises the question of whether
Person A’s interpretation of an event as traumatic is valid, if Persons B-Z would not consider
it to be so.

The key point here relates to how we understand people’s experiences. The DSM and
the ICD are coming from a realist perspective (Lovett & Hood, 2011). As diagnostic
manuals they are underpinned by a belief that reality is concrete and measurable, and we can
quantify and categorise it. Therefore, in this perspective, “trauma” is something that is
definable and measurable. Events that do not fit within that definition are quite simply, not
traumatic.

However, an alternative perspective in mental health, is that people, and their
experiences, are not as simple as this (Harper & Spellman, 2006). It can be argued that

psychological events could be considered to be the product of an interaction between internal
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processes belonging to an individual, and external social structures (Archer, 1995). This
paper is coming from a critical realist perspective, acknowledging that although reality exists
separately from our knowledge of it, it can only ever be understood through our “perceptual
filters” (Frauley & Pearce, 2007, p. 4). Therefore, our understanding of reality is used to
make sense of our experience of it, and can be adjusted and revised as our experiences
change (Frauley & Pearce, 2007).

If we recognise the personal meaning making involved in understanding an
experience, the framework for understanding trauma becomes much broader. For instance,
Allen highlights the difference between events themselves, and how those events are
experienced; “the subjective experience of the objective events constitutes the trauma” (2005,
p- 21). Thus it is the interaction between the external event and the person’s internal
processing of it that constitutes the trauma, and as a result could be different for each
individual. This allows for an event to be traumatic for one person, and not for another, as
Allen highlights that there is not always a match between an objective event and the
subjective experience (Allen, 2005). This means that an event that many would consider to
be traumatic may not have been for that individual, and vice versa.

If we acknowledge the subjective aspect of trauma, this raises the question of what it
feels like to experience the trauma. Allen proposes that a trauma evokes “overwhelming
emotion” and feelings of “utter helplessness” (2005, p. 22). Similarly, McFarlane and de
Girolamo highlight that key aspects of a traumatic experience are feelings of helplessness and
powerlessness (1996). It is perhaps unsurprising that key elements of trauma include feelings
of helplessness, fear and powerlessness. These feelings challenge our natural assumptions of
ourselves as in control of our own lives (van der Kolk & McFarlane, 1996), and we learn that

we can be randomly subjected to physical or psychological pain.
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In keeping with the idea that a trauma challenges our understanding of the world,
Janoff-Bulman described three core assumptions that most people have; the world is
benevolent, the world is meaningful, and the self is worthy (1992). She suggests that a
trauma is an event that shatters these core assumptions. Events that are likely to shatter these
assumptions are ones that are “out of the ordinary and are directly experienced as threats to
survival and self-preservation” (1992, p. 53). A threat to survival does not just include an
explicit threat of death; it is essentially anything that reminds us of our vulnerability in the
world, stripping us of our belief in ourselves as autonomous, capable beings in charge of our
own lives, instead rendering us essentially powerless.

In keeping with the idea that trauma causes feelings of powerlessness and
helplessness, Briere and Scott identify that a traumatic event “temporarily overwhelms the
individual’s internal resources” (2015, p. 10). These internal resources are key aspects of a
person’s identity and sense of self (McFarlane & de Girolamo, 1996). When these become
violated, or “overwhelmed”, we lose our ability to make sense of the world and ourselves in
it. Our way of interacting with the world becomes invalid and useless. Once again it is
apparent that an individual’s internal processes shape their experience of an external event as
traumatic or not. Similarly, Pearlman and Saakvitne highlight that we must focus on people’s
own understanding of events, and describe trauma as an event which “overwhelms the
individual’s ability to integrate affective experience” (1995, p. 60).

Calhoun and Tedeschi suggest that events are traumatic if they are “perceived as
undesirable and uncontrollable” and “threatening to one’s life and general well-being”
(1998/2008, p. 216). Once again, it is the way that an event is perceived and understood that
influences how traumatic it is. Alongside threat to life, Calhoun and Tedeschi include threat
to general well-being, which presumably includes psychological and emotional well-being as

well as physical.
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For further elements of what constitutes a traumatic event, we could consider the
traumagenic model of child sexual abuse developed by Finkelhor and Browne (1985). They
highlighted four key aspects which can be considered traumatising; traumatic sexualisation,
betrayal, powerlessness and stigmatisation. Although these four elements occur together in
child sexual abuse, they can occur (individually or combined) in other types of trauma
(Finkelhor & Browne, 1985).

Another important aspect to bear in mind when considering what constitutes a
traumatic event is the distinction between impersonal trauma, such as natural disasters,
interpersonal trauma, such as assault, or attachment trauma, for instance, child abuse (Allen,
2005). The difference between interpersonal and attachment trauma is that interpersonal
trauma tends to involve actions from others to whom there is no emotional attachment.
Attachment trauma, however, as the name suggests is trauma which occurs in relationships
“where there is a close emotional bond and a high degree of dependency” (Allen, 2005, p. 7).

A further consideration in the interplay between trauma and attachment is that a
secure early attachment can help reduce the impact of trauma, both in childhood (Busch &
Lieberman, 2007), and adulthood (Berry, Danquah & Wallin, 2014). This is understandable
when we consider that the purpose of attachment is to enable a person to feel secure in the
world (Bowlby, 1988). This fits with Janoff-Bulman’s theory of shattered assumptions. The
assumptions that the world is benevolent, the world is meaningful, and the self is worthy are
likely to stem from our early interactions with sensitive caregivers (1992). These
assumptions will be well-established for an adult, therefore following a trauma, they may be
able to rebuild these assumptions, because they have the psychological resources available to
do so. A child’s assumptions, however, are likely to be more malleable, and early abuse may
become incorporated into their understanding of themselves and the world, and go with them

into adulthood (Janoff-Bulman, 1992). It is therefore understandable that adults with a
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history of childhood abuse may be more negatively impacted by trauma than those with a
history of secure attachment (van der Kolk, 1996).

Lenore Terr (1991) makes the distinction between single blow and repeated trauma,
highlighting that often repeated trauma results in more difficult experiences later in life.
Similarly, van der Kolk and McFarlane (1996), among others, have highlighted that often
people who have experienced a traumatic event, will go on to experience further ones, for
instance, adults who are sexually assaulted may well have been abused as children
highlighting how trauma can be compounded in people.

Finally, it is important to consider the aftermath of trauma, such as the emotional
responses to trauma. Allen (2005) highlights that following a trauma, people can experience
“cynicism, bitterness, distrust, alienation, hatred, vengefulness, demoralisation, loss of faith
and loss of hope” (p. 5). This intense mix of emotions become understandable when we
consider that for those who have experienced a trauma, the external world becomes a
dangerous, frightening place, and they cannot trust their own assumptions to guide them
through it, as their internal world is also in chaos (Janoff-Bulman, 1992).

To summarise, there appear to be various elements that can come together to
constitute a trauma. The most important aspect to hold in mind when deciding if an event is
traumatic is the individual’s personal understanding of the event. Another key element of
traumatic events is that they engender a feeling of powerlessness in the individual. Their
preconceived assumptions about themselves as invincible or in control of their own lives are
destroyed, and alongside this comes the destruction of the assumptions of the world and
others as benevolent. Following trauma, a person is aware of their own vulnerability in a
dangerous world, peopled with others who may have malevolent intent, and may experience a
mix of emotions such as bitterness and demoralisation, or a loss of hope, trust and faith. Itis

also important to bear in mind previous trauma, and the impact of repeated trauma.
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Alongside this, the impact of attachment needs to be taken into account, both early
attachment, and the current relationship a person has with the other who has caused the
trauma. Finally, trauma may also include aspects of uncontrollability and suddenness, threats
to well-being, and feelings of betrayal and stigmatisation, all of which combine to render the
individual temporarily overwhelmed.
Method

The best way to understand people’s subjective experiences is through qualitative
research (Chambers, 1998), so this review focused on qualitative studies. As there are no
qualitative studies looking specifically at traumatic experiences of hospitalisation, the review
investigated studies describing people’s experiences as a whole. The author used the
framework outlined above to develop a secondary level of interpretation of these findings, to
learn what elements of inpatient experience constitute trauma. Where possible, original
quotes from participants are included to highlight traumatic elements, in an effort to remain
true to participants’ voices (Avis, 1997). An audit trail is described below in an effort to
enable transparency, however, it should be acknowledged that the interpretations rely on the
author’s reading of the papers selected.
Search Strategy

A search for relevant papers was conducted on databases MEDLINE and PsycINFO,
using the search terms (mental health services OR psychiatric OR inpatient) AND (patient
OR service user OR consumer) AND experience AND (informal OR formal OR voluntary
OR involuntary). The search was conducted on 31/10/15, and papers published on or before
this date were included. As the recovery approach was beginning to be adopted around the
early 2000s, studies published before 2000 were excluded as they would not be indicative of

current inpatient experiences.
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The total returned number of papers was 1207, 318 of which were duplicates. After
reading the title and/or abstract, 870 studies were excluded, leaving 20 which appeared
suitable. These were read in full and a further seven were excluded as they did not meet the
inclusion or exclusion criteria. A further two studies were identified following hand-
searching of reference lists, resulting in a total of 15 studies being included in the study.
Details of the studies are included in Appendix 1-A.

Selection Criteria
Studies were included if
1. They focused on service user experience of hospitalisation.
2. They used a qualitative method.
3. They were published in peer-reviewed journals (to ensure quality of studies).
4. They were in English.
Studies were excluded if:
1. They focused on secure services, or drug/alcohol services.
2. They included views of staff or family members which were not distinguishable from
those of service users.
3. They were published prior to 2000.
The author undertook repeated readings of the studies to familiarise herself with the data.
She then used the main elements of traumatic experiences from the above framework to note
the quotes in each study that appeared to fit one or more of these elements (see Appendix 1-
B). From the quotes it was apparent that the elements of traumatic experiences interacted in
different ways in each experience, and that the experiences occurred throughout
hospitalisation; admission to hospital, spending time on the ward, and the aftermath of

hospitalisation.
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Going into Hospital

For many people, admission to a mental health inpatient unit was experienced as
sudden and unexpected, for example, a physician abruptly stating “Well now you will be
admitted to involuntary care” (Johansson & Lundman, 2002, p. 643). This suddenness
demonstrates how a person might feel powerless during admission (McFarlane & di
Girolamo 1996). Furthermore, those who went into hospital involuntarily felt as if their
opinions were not respected during admission (Olofsson & Jacobsson, 2001). This lack of
respect appears to be felt by some people throughout hospitalisation, and can, at its extremes,
be experienced as being treated as less than human (discussed below).

Alongside admission feeling sudden and unexpected, it can engender feelings that
events have spiralled out of a person’s control (van der Kolk & McFarlane, 1996). As
highlighted by Gilburt , Rose and Slade (2008), participants felt that even when they
“voluntarily” went into hospital, this was actually an imposed decision; “My GP at the time
said either you go in or I section you” (p. 4). This raises questions about how clinical
decisions around admission are made, and explained to the person. As highlighted earlier,
the decision to detain an individual is not one that should be taken lightly, however, it should
not be avoided by coercing them into going into hospital under threat of detention.
Unfortunately, coercion in the mental health system is a long running concern (Laurance,
2003).

One participant in the study by Katsakou et al. (2011) commented “it certainly didn’t
feel like I had a choice, so I got angry” (p. 278), illuminating a key issue with experiences of
coercion; individuals being told they have to be somewhere against their will is likely to
cause anger, and aggression, possibly stemming from attempts to regain control of their lives

(van der Kolk & McFarlane 1996). Unfortunately, the aggression may very well reinforce

1-21



Are mental health inpatient experiences traumatic

clinicians’ decisions around how “risky” a person is and appear to confirm a decision to
admit.

Furthermore, admission can feel out of control when people are “taken away”, for
instance, by the police. One person in Katsakou et al.’s (2012) study shared their realisation;
“After being sectioned I’ve realised that police can walk in at any time in your own home!
It’s MY home! ... and drag me out in handcuffs” (p. 1178). A similar sense of violation is
apparent in the study by Olofsson & Jacobsson, (2001). Similarly, one participant in the
study by Fenton et al. (2014) described being taken away in the back of a police van with
little understanding of why; “I just thought, ‘I’m gonna die’” (p. 236).

Being taken from your home by police officers is likely to impact on your
assumptions about your self-worth (Janoff-Bulman, 1992), and lead to negative judgement or
stigmatisation from neighbours; “Children in the street are stoning my windows! I’ve been
labelled by being dragged out by the police” (Katsakou et al., 2012, p. 1178). This quote
highlights the possibility that the stigma that stemmed from the intervention of the police may
be over and above stigma traditionally experienced for having a mental illness (Wahl, 1999).
Alternatively, the stigma may stem from the mental iliness becoming apparent to others, due
to being taken to hospital by police. As highlighted by Finkelhor and Browne (1985), stigma
can be a key element that leads to an event being experienced as traumatic. This stigma may
become internalised and experienced as shame (Katsakou et al., 2012), further impacting on
an individual’s assumptions about themselves (Janoff-Bulman, 1992).

In addition, people being considered for mental health admission are likely to be in a
confused state of mind, feeling “terribly fragile” (Andreasson & Skérsiter, 2012, p. 18), and
these experiences of coercion or detention may be experienced as a betrayal by professionals.
As highlighted by Finkelhor and Browne (1985), feelings of betrayal may lead to an event to

be experienced as traumatic. For instance, in the above quote from Gilburt et al. (2008), it
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was the participant’s GP who issued that ultimatum, a GP they presumably turned to for help.
Although it can be argued that the GP is helping in the best way they can in an imperfect
system, this response may still feel like a betrayal, especially if the individual is trying to
acknowledge their difficulties; “In a way I wanted to face up to my problems... but I felt
really intimidated, pressured into going” (Katsakou et al., 2011, p. 279).

From the above, it is apparent that people often experience being detained as sudden
and confusing. In the UK, when detained, a person should have their rights explained to
them on arrival at the hospital, be given a copy of these rights, and be offered the services of
an independent mental health advocate (RCP, 2013). However, as discussed earlier, people
who are detained are likely to be feeling highly anxious and agitated, or extremely low in
mood. Research into how we process information shows that anxiety has an adverse impact
on people’s attention and memory (Derakshan & Eysenck, 2009). It is therefore possible that
in the incidents described above, those participants were given the required information, but
they did not assimilate this information, highlighting the possibility that the experience of
admission had overwhelmed their internal resources and processing ability (Briere & Scott,
2015).

Additionally, when people are experiencing a mental health crisis, it is possible their
understanding of reality may be affected. As discussed above, a person’s understanding of a
situation is relevant when considering if that situation is traumatic. This was demonstrated
clearly in Gregory and Thompson (2013), when Alex (writing in an autoethnographic article)
described being taken to a place of safety while experiencing fears that her family and the
police were planning to harm her; “My fear was palpable. I thought, ‘now they [the police]

299

are going to kill me and put me in that skip’” (p. 461). This quote shows how even being
taken to a place of safety could be a traumatic experience, especially if the individual is

unsure of the intentions of those taking them, and also demonstrates the way in which an
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objective event and the subjective understanding of the event may not correspond (Allen,
2005). This subjective understanding of being in danger is likely to cause feelings of fear,
and may lead to aggression, for instance defending the self, in a similar way that feeling
coerced might (Johansson & Lundman, 2002).

While on the Ward

Following admission, people may continue to experience situations that result in them
feeling powerless, such as restraint; “When I came here they put me straight into those resting
bonds and they didn’t tell me what was happening”, (Koivisto, Janhonen, & Viisidnen, 2004,
p. 272). In this example, it is possible that the combination of a lack of knowledge and
understanding and the inability to move may engender feelings of “utter helplessness” as
described by Allen (2005, p. 22). Furthermore, the way in which restraint occurs could lead
to it being experienced as traumatic; “I wasn’t restrained, [ was attacked” (Gilburt et al.,
2008, p. 4). This appears more likely when restraint is used to administer compulsory
medication; “drag you to the bed and give you the injection with force and a lot of people are
holding you” (Johansson & Lundman, 2002, p. 643). These experiences may leave an
individual feeling powerless and helpless (McFarlane & di Girolamo 1996), and also shatter
their assumptions of others as benevolent (Janoff-Bulman, 1992).

Experiences of restraint and compulsory medication may also feel like a continuing
betrayal of trust (Andreasson & Skarsater, 2012; Olofsson & Jacobsson, 2001), or a
punishment (Hughes, Hayward & Finlay, 2009; Mayers, Keet, Winkler, & Flisher, 2010),
possibly shattering an individual’s assumptions of themselves as worthy of care and affection
(Janoff-Bulman, 1992). It is important to note that these experiences of betrayal and
punishment may echo an individual’s early life experiences, and may be repeating negative or

traumatic childhood experiences (Steele & van der Hart, 2014).

1-24



Are mental health inpatient experiences traumatic

Typically, restraint is used by ward staff when a patient is highly agitated, and, as
discussed above, when in this state, an individual’s ability to process information is likely to
be impaired (Derakshan & Eysenck, 2009). It is therefore understandable that a patient may
not realise why they are being restrained, and may come up with their own explanation for
what is happening to them; fearing they are near death; “I thought I would die” (Koivisto et
al., 2004, p. 272); “They injected me and I thought I was going to die” (Katsakou et al., 2012,
p. 1173). Or they may believe an alternative, highly traumatic event is happening:

They took me back to the room, they put me face down on the bed, actually holding

my face into the cushions, so that I couldn’t breathe. I was fighting and fighting. And

they were saying, um, go on, pull her trousers down and stick it in her arse. | thought

they were raping me (Hughes et al., 2009, p.157).

These interpretations may be due to re-experiencing of past traumas, as are likely to cause
many similar feelings. As highlighted by Creamer et al. (2005), the subjective understanding
and emotions that arise during an experience can predict the magnitude of the reaction to it,
therefore, it is possible that these intense thoughts and feelings will ultimately have a
negative impact on those who experienced them.

It is also important to consider non-emergency prescribed medication, which can have
very unpleasant side effects such as muscle stiffness, or involuntary movements of the mouth,
jaw and tongue caused by antipsychotics (RCP, 2014). Often people are prescribed
medication despite not wanting it, leading to feelings of powerlessness in relation to others, “I
get different injections and | try to explain that they are giving me too many, but | get
dismissed and they don’t listen. It makes me feel upset and like a guinea pig” (Wyder, Bland,
Blythe, Matarasso & Crompton, 2015, p. 185). In this description, it is apparent that the
individual felt they had lost control over their own life (van der Kolk & McFarlane, 1996).

Feelings of powerlessness may also arise from the side effects, leaving a person feeling as if
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their body is no longer under their control; “I couldn’t talk, my mouth was locking, my mouth
was like twisting, it really hurt [...] And I couldn’t talk to let them know what was wrong”
(Hughes et al., 2009, p. 157). In this instance, medication has become a threat to physical
wellbeing (Calhoun & Tedeschi, 1998/2008).

Being prescribed medication despite not wanting it can also lead to feelings of
betrayal; “I said in my Advance Statement I didn’t want C or D and they piled on the full
dose” (Ridley & Hunter, 2013, p. 514); “I used to plead with them and plead with them
(tearful), please don’t give me that [medication]” (Hughes et al., 2009, p. 157). It is apparent
that these feelings of betrayal are linked to feelings of powerlessness and helplessness
(McFarlane & diGirolamo, 1996), and demonstrates that even medication not given under
restraint can be experienced as traumatic.

These feelings of betrayal are understandable when we consider the importance of
relationships between staff and service users on an inpatient unit (Sibitz et al., 2011), and the
strong attachment feelings people might develop with staff; “you were in such a subordinate
position, when you encountered love, it felt like you had made a friend” (Andreasson &
Skarséater, 2012, p. 19). Experiencing these strong positive relationships may reinforce
assumptions of others as good and caring (Janoff-Bulman, 1992). However, due to the
potential intensity of these relationships, it is likely that when the same staff become involved
in restraint or sedation, this assumption of others as benevolent may be shattered; “they
wanted to tear me to pieces and I have arthritis of the shoulder to prove it” (Gilburt et al.,
2008, p. 4). This experience may be all the more powerful for service users who have a
history of traumatic relationships with caregivers, and who now experience positive
relationships for the first time (Goodwin, Holmes, Cochrane & Mason, 2003).

Alongside feelings of powerlessness in relation to staff, participants experienced these

feelings in relation to other patients, for instance anxiety about other service users being

1-26



Are mental health inpatient experiences traumatic

nearby; “(...) it feels they are coming for you” (Fenton et al., 2014, p. 27). This can
sometimes be the case, and can sometimes come with a warning; “I swear on Saint
Christopher that I’1l fucking hurt someone” (Quirk, Lelliott & Seale, 2004, p. 2579), but
sometimes can just happen (Gilburt et al., 2008). For some, there may be no actual act of
violence, or threat, but they may feel afraid of other patients, simply due to the environment;
“I continued to feel afraid of the young men who seemed to be prowling the wards” (Gregory
& Thompson, 2013, p. 466). This illustrates that on an inpatient ward, people can experience
threats to physical wellbeing (Calhoun & Tedeschi, 1998/2008), and also that these types of
incidents may happen more than once, thus compounding the trauma (Terr, 1991).

Experiencing others as dangerous while unable to defend yourself could shatter
assumptions of yourself as capable and able to influence the outcome of events (Janoff-
Bulman, 1992). When fearful of violence from other patients, service users sometimes
recruit staff to monitor the situation; “I’ve warned (a nurse) just in case” (Quirk et al., 2004,
p. 2581). Although this strategy may work sometimes, on this occasion, it is reported that the
service user was eventually assaulted by the other person described, in all likelihood thereby
shattering her assumptions of herself as capable and in control, as she tried and failed to
protect herself (Janoff-Bulman, 1992).

Furthermore, it is possible that simply being on a ward environment may shatter
assumptions. Janoff-Bulman (1992) argues that we view the world as benevolent, despite all
the evidence to the contrary, because we focus on our immediate environment. Thus if we
are taken from that environment and placed in a new one; “I was put into what felt like a
‘padded cell’” (Gregory & Thompson, 2013, p. 464), our assumptions about the world as a
safe, benevolent place may well be shattered, therefore it is understandable that being placed

in this environment may be experienced as traumatic.
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A poor environment may also lead to some service users feeling as if they are less
than human, or being treated as such; “It’s disgusting and I wouldn’t put a pig in there let
alone a human being” (Gilburt et al., 2008, p. 8). These feelings may also stem from feeling
as if they are little more than a label or a diagnosis; “Many staff members treat you like a
case or number” (Wyder, Bland, Blythe et al., 2015, p. 184). Unfortunately, it also appears
that simply being in hospital is sufficient to leave service users feeling as if they are less than
human (Johansson & Lundman, 2002; Katsakou et al., 2011); “if you treat me like an
animal, then I’1l act like an animal” (Hughes et al., 2009, p. 157). These examples also
demonstrate how assumptions of the self as worthy can be shattered by being in hospital
(Janoff-Bulman, 1992).

The last quote also illustrates how feeling as if staff are treating them as somehow less
than human can lead service users to behave in a particular way, potentially resulting in
cycles of aggression. Previous research has shown that people often feel powerless just
before an aggressive incident, which itself leads to a feeling of power, albeit short-lived
(Johnson, Martin, Guha & Montgomery, 1997). Service users may become aggressive,
feeling they need to defend themselves in some way (Gilburt et al., 2008; Johansson &
Lundman, 2002). Even if people do not resort to physical aggression, being treated in such a
way may result in them becoming frustrated with staft, or ignoring advice; “It is the ‘high
almighty’ that gets my back up and I switch off and I don’t listen any more” (Wyder, Bland,
Blythe et al., 2015, p. 185). Despite attempting to regain power, it is likely that individuals
may still be treated in the way they are trying to avoid, thus reinforcing a loss of control over
their own lives (van der Kolk & McFarlane, 1996), and further impacting on their sense of
selves as capable and worthy (Janoff-Bulman, 1992).

All the experiences described above may be repeated various times in various

combinations, resulting in service users experiencing multiple blows of trauma (Terr, 1991)
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throughout their stay in hospital. Additionally, the feelings of high agitation experienced by
service users on the ward will likely increase each time they undergo one of these traumatic
experiences:

That used to make me more crazy, because I didn’t know where to turn, Ididn’t

know what to do (crying) [...] the more bad I was, the more | knew | was going to be

medicated, so the more crazy I got, because I was terrified” (Hughes et al.,

2009, p. 157).

It is also important to remember that many people going into mental health inpatient
wards are likely to be experiencing poor mental health due to difficult or traumatic early
experiences (Steele & van der Hart, 2014). As such, experiencing trauma in hospital may
compound this past trauma by returning them to those past feelings of helplessness,
powerlessness and terror; “I knew I was evil before I went into hospital, because of what
happened in my childhood. [...] but, they, [...] exemplified it” (Hughes et al., 2009, p. 155).
Additionally, people may be currently experiencing trauma or violence; “lots of people come
from abusive and violent situations and the last thing they want is violence” (Quirk et al,
2004, p. 2577).

Aftermath of Hospital
Following hospital, some people may find that their experiences on the ward impact
negatively on self-respect and identity; “I had no self-respect when I left there whatsoever”;
“you are laid flat, like you are dead or something. And then you are gradually [...] built up
[...]But you don’t have any relationship with yourself, you don’t know what you were like
before, you don’t know what you’re going to be like” (Hughes, 2009, p. 153). This may stem
from feeling devalued and disempowered in relation to others (Katsakou et al., 2011), feeling
that life has been interrupted by hospital, that there is now a constant threat of return to

hospital (Katsakou et al., 2012), or that they are now “beneath” others in society (Olofsson &
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Jacobsson, 2001). This demonstrates that for some people, hospital throws their internal
worlds into chaos, and they struggle to make sense of the world, and their place in it (Janoff-
Bulman, 1992).

People can also experience stigma, arising from judgement from staff; “I felt that the
duty doctor could have been more polite, ’cause that sort of made me think that I was a bad
person” (Katsakou et al., 2011, p. 280), or judgement from other service users; “a recovering
detox patient may mock or laugh at a mental patient” (Quirk et al., 2004, p. 2577). This
stigma can become internalised, with service users feeling as if they have done something to
cause this situation, or that it is their fault in some way, “I felt like I had done something
wrong, that [ was a criminal”, Gilburt et al., 2008, p. 8). These quotes show that people’s
external worlds are now not to be trusted and also that they cannot trust others’ judgements of
them (Janoff-Bulman, 1992), or their own judgements of themselves (Briere & Scott, 2015).

Finally, service users often fear going into hospital again, due to unpleasant
experiences on a previous stay (Mayers et al., 2010). These feelings may be due to cynicism
and lack of trust, or they may simply reflect a loss of hope, as the environment in which they
were placed for support was in fact traumatising.

Discussion
This review has systematically demonstrated that throughout the hospitalisation process,
people go through a range of experiences that can be understood as traumatic. Additionally,
it has shown that typically people will undergo more than one of these experiences,
compounding the trauma. Some of the aspects that lead to traumatic experiences were ones
that destroyed an individual’s belief in themselves as in control of their lives (van der Kolk &
McFarlane, 1996). The above reinterpretation of the studies showed that having no control
over admission, experiencing restraint, sedation or seclusion, and feeling powerless in

relation to staff or other service users may shatter an individual’s assumptions about
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themselves as autonomous and worthy of care, and assumptions about others as benevolent
(Janoff-Bulman, 1992). The experiences might also leave an individual feeling overwhelmed
and unable to process them (Briere & Scott, 2015).

That aspects of inpatient care are experienced as traumatic for some people does not
detract from the evidence that shows mental health inpatient support is helpful and containing
for others, in the way it is designed to be (Katsakou & Priebe, 2007). However, if even one
person experiences a system designed to support as traumatic, this should be acknowledged
with them. It is important to ensure that people who receive inpatient care are being asked
about their experiences, and offered support if needed. Power imbalances should be
considered in relation to this; if people have felt powerless and helpless, it is questionable
whether they would feel able to disclose that to those who hold the position of power.

Furthermore, it is possible to look at which elements of hospitalisation are most likely
to be experienced as traumatic and consider how the risk of trauma could be reduced. Many
people viewed admission as sudden and unexpected, and felt as if they were coerced, whether
on a voluntary or involuntary status. Perhaps when discussing admission it is important for
staff to remain mindful of the effect of distress on how people process information, and be
clear on what the discussion is about. Additionally, on the wards, there have been calls to
increase training in prevention of aggression, or de-escalation techniques, such as using
verbal redirection to diffuse situations (Essex, 2001). Despite evidence showing that such
training programmes are effective (Scanlan, 2010), evidence also suggests that they are often
not used and staff fall back to seclusion or restraint to manage incidents (Jacob et al., 2016).
However there are studies that show inpatient wards can shift away from the use of seclusion
and restraint, with the right support (LeBel et al., 2014).

It is vital that we understand the experience of trauma in the context of inpatient care,

and one way to do this is to use an attachment approach. Allen (2005) draws attention to the
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negative consequences that attachment trauma can have. The examples he gives are around
child abuse or domestic violence, where typical attachment relationships are disrupted.
However, research has shown that the relationships between staff and inpatient service users
can constitute attachment relationships which can be used for positive therapeutic effect. For
instance, staff can provide an opportunity to develop a strong attachment bond with service
users by providing consistently appropriate, containing responses to their emotional needs
(Goodwin et al., 2003).

However, there are potential negative consequences to these attachment relationships.
Some research shows an increased risk of suicide immediately following discharge from an
inpatient unit (King et al., 2001), which has been explained in terms of the strong attachments
that people form with inpatient staff, which are then torn at the point of discharge (Seager,
2014). In some cases, these may be the first positive attachments that people form, as often
those who are experiencing mental health difficulties have difficult or traumatic attachment
histories. Furthermore, an institution can itself recreate negative patterns of attachment, for
instance by seeing several different clinicians at ward rounds, or the above example of
discharge (Seager, 2014). Thus, by disregarding our understanding of attachment, services
may be inadvertently recreating damaging attachment relationships with the people who most
need positive, secure attachments.

It may therefore be beneficial to hold attachment in mind when developing services,
for instance by providing a consistent figure to hold the service user’s life story in mind, by
ensuring positive attachment relationships are available outside of hospital when considering
discharge, or by creating a “family-like” environment on wards, where a small number of
consistent staff are available for support (Seager, 2014).

It is also important to acknowledge that although the psychiatric model is the

dominant model of mental health support in many western countries, including the UK, there
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are other ways to support people experiencing extreme distress. For instance, in Finland, the
development of the Open Dialogue approach has changed the way that first episodes of
psychosis are understood and supported (Seikkula & Olson, 2003). Rather than taking people
into hospital, or providing medication that dampens psychotic experiences, staff talk through
these experiences with the service user and their family, thinking about what they might
represent, in an attempt to use the crisis therapeutically. In this example, we can see that
attachment relationships are maintained, with family and a small group of staff remaining
consistently involved throughout the care period. A five year follow up showed that service
users who received this style of support had fewer days in hospital, 82% were no longer
experiencing psychotic symptoms, and 86% were in work or studying (Seikkula et al., 2006),
whereas outcomes in the UK showed that after 10 years of treatment as usual, 46% were no
longer experiencing psychotic symptoms and only 22% were in paid work (Morgan et al.,
2014). There is now a pilot of Open Dialogue being trialled across NHS trusts in the UK
(NELFT NHS Foundation Trust, 2016).

Another alternative to psychiatric inpatient wards is the use of Soteria Houses.
Originating in California, the approach involves supporting people experiencing psychosis in
a caring, home-like environment (Mosher, 1999). Typically people are supported by staff in
an empathic way, with a focus on “being with” a person to develop a meaning in their
psychotic experiences (Mosher, 1999). Research has shown that this approach has similar
outcomes to the medical approach, without the use of medication (Calton, Ferriter, Huband &
Spandler, 2008). In both of these alternative approaches, it is evident that a focus on
supporting people while maintaining an awareness of attachment relationships can be
beneficial, and potentially be less traumatising.

Finally, and arguably most importantly, it is important to hear guidance from service

users themselves; the experts by experience (Noorani, 2013). There are various people who
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have used services who now suggest ways forward for the mental health system (see,
Corstens, Longden & May, 2012; Slade & Longden, 2015). An example relevant to inpatient
care is the work of James Leadbitter, an artist who has experienced mental health support
both in the community and on inpatient wards, and has designed an alternative “day
hospital”, called “Madlove” (Leadbitter, 2015). With input from other service users,
Leadbitter attempted to design “a safe place to go mad” (Leadbitter, 2015). Although this
was an art project, it is an alternative way to hear service users’ voices and to take on board
their suggestions.

This review has shown that despite efforts to ensure inpatient care is a supportive,
containing environment, some people still experience this care as traumatic. Many of the
elements described as traumatic do not have to be; if we maintain an awareness of the impact
of attachment, and are mindful of the potential impact of clinical decisions, inpatient
experiences can change for the better. Furthermore, the alternatives to medical inpatient care
described above show that this approach is not the only, or even the best, way to support
people in extreme distress. With approaches such as Open Dialogue being trialled in the UK,

perhaps the time is right for a shift in mental health inpatient services.

1-34



Are mental health inpatient experiences traumatic

References

Allen, J. (2005). Coping with Trauma: Hope Through Understanding. Arlington, VA:

American Psychiatric Publishing.

American Psychiatric Association. (2013). Diagnostic and Statistical Manual of Mental

Disorders, (5th ed.). Washington, DC: Author

Andreasson, E. & Skarsater, . (2012). Patients treated for psychosis and their perceptions
of care in compulsory treatment: basis for an action plan. Journal of Psychiatric and

Mental Health Nursing, 19, 15-22. doi: http://dx.doi.org/10.1111/].1365-

2850.2011.01748.x

Archer, M. (1995). Realist Social Theory: The Morphogenetic Approach. Cambridge:

Cambridge University Press.

Avis, M. (1997). Incorporating patients’ voices in the audit process. Quality in Health

Care, 6(2), 86-91. doi: http://dx.doi.org/10.1136/qgshc.6.2.86

Berry, K., Danquah, A. N. & Wallin, D. (2014). Introduction. In A. N. Danquah & K. Berry
(Eds.), Attachment Theory in Adult Mental Health: A Guide to Clinical Practice.

Oxon: Routledge.

Borthwick, A., Holman, C., Kennard, D., Mcfetridge, M., Messruther, K. & Wilkes, J.
(2001). The relevance of moral treatment to contemporary mental health care.
Journal of Mental Health, 10(4), 427-439. doi: 10.1080/09638230120041191

Bowlby, J. (1988). A Secure Base: Clinical Applications of Attachment Theory. London,

England: Routledge.

1-35


http://dx.doi.org/10.1111/j.1365-
http://dx.doi.org/10.1111/j.1365-
http://dx.doi.org/10.1111/j.1365-

Are mental health inpatient experiences traumatic

Briere, J. N. and Scott, C. (2015). Principles of Trauma Therapy: A Guide to Symptoms,
Evaluation and Treatment, Second Edition, DSM-5 Update. California, CA: Sage

Publications.

Busch, A. L. & Lieberman, A. F. (2007). Attachment and Trauma. In D. Oppenheim & D.
F. Goldsmith (Eds.), Attachment Theory in Clinical Work with Children: Bridging the

Gap between Research and Practice. New York, NY: The Guildford Press.

Bynum, W. F., Porter, R, & Shepherd, M. (2004). The Anatomy of Madness: Essays in the
History of Psychiatry, Volume 3. New York, NY: Routledge.

Calhoun, L.G. and Tedeschi, R. G. (1998/2008). Posttraumatic growth: Future directions. In
R. G. Tedeschi, C. L. Park and L. G. Calhoun (Eds.), Posttraumatic growth: positive

changes in the aftermath of crisis. London, England: Routledge.

Calton, T., Ferriter, M., Huband, N. & Spandler, H. (2008). A systematic review of the
Soteria Paradigm for the treatment of people diagnosed with schizophrenia.

Schizophrenia Bulletin, 34(1), 181-192. doi: 10.1093/schbul/sbm047

Collins, J. A. & Fauser, B. C. J. M. (2005). Balancing the strengths of systematic and
narrative reviews. Human Reproduction Update, 11(2), 103-104. doi:

10.1093/humupd/dmh058

Chambers, M. (1998). Interpersonal mental health nursing: research issues and challenges.
Journal of Psychiatric & Mental Health Nursing, 5(3), 203-211. doi:

http://dx.doi.org/10.1046/j1365-2850.1998.00132.x

Corstens, D., Longden, E. & May, R. (2012). Talking with voices: Exploring what is
expressed by the voices people hear. Psychosis: Psychological, Social and
Integrative Approaches, 4(2), 95-104. doi: 10.1080/17522439.2011.571705

Creamer, M., McFarlane, A. C., & Burgess, P. (2005). Psychopathology following trauma:
1-36


http://dx.doi.org/10.1111/j.1365-

Are mental health inpatient experiences traumatic

The role of subjective experience. Journal of Affective Disorders, 86(2-3), 175—182.

doi: http://dx.doi.org/10.1016/j.jad.2005.01.015

de Jongh, A., OIff, M., van Hoolwerff, H., Aartman, I. H.A., Broekman, B., Lindauer, R. &
Boer, F. (2008). Anxiety and post-traumatic stress symptoms following wisdom
tooth removal. Behaviour Research and Therapy, 46, 1305-1310. doi:

10.1016/j.brat.2008.09.004

Derakshan, N. & Eysenck, M. W. (2009). Anxiety, Processing Efficiency, and Cognitive
Performance. European Psychologist, 14(2), 168-176. doi: 10.1027/1016

9040.14.2.168

Dixon-Woods, M., Agarwal, S., Jones, D., Young, B. & Sutton, A. (2005). Synthesising
qualitative and quantitative evidence: A review of possible methods. Journal of
Health Services Research & Policy, 10(1), 45-53. doi: http://dx.doi.org/10.1258/

1355819052801804

Doessel, D. P. (2009). A historical perspective on mental health services in Australia: 1883—
84 to 2003-04. Australian Economic History Review, 49(2), 173-197. doi:

10.1111/j.1467-8446.2009.00254.x

Dreman, S. (1991). Coping with the trauma of divorce. Journal of Traumatic Stress, 4(1),

113—121. doi: http://dx.doi.org/10.1007/bf00976012

Essex, C. (2001). NHS staff must be trained in how to prevent aggression. British Medical

Journal, 323(7305), 169. doi: http://dx.doi.org/10.1136/bmj.323.7305.169/a

Fenton, K., Larkin, M., Boden, Z. V. R., Thompson, J., Hickman, G. & Newton, E. (2014).

The experiential impact of hospitalisation in early psychosis: Service-user accounts of

1-37


http://dx.doi.org/

Are mental health inpatient experiences traumatic

inpatient environments. Health and Place, 30, 234-241. doi: http://dx.doi.org/

10.1016/j.healthplace.2014.09.013

Finkelhor, D. and Browne, A. (1985). The traumatic impact of child sexual abuse: A

conceptualisation. American Journal of Orthopsyhiatry, 55, 530-541.

Frauley, J. & Pearce, F. (2007). Critical Realism and the Social Sciences: Methodological
and Epistemological Preliminaries. InJ. Frauley & F. Pearce (Eds.), Critical Realism

and the Social Sciences, (pp. 3-29). University of Toronto Press.

Frueh, B, C., Knapp, R. G., Cusack, K. J., Grubaugh, A. L., Sauvageot, J, A., Cousins, V, C.,
Yim, E., Robins, C. S., Monnier, J. & Hiers, T. G. (2005). Patients’ reports of
traumatic or harmful experiences within the psychiatric setting. Psychiatric Services,
56(9), 1123-1133. doi: http://dx.doi.org/10.1176/appi.ps.56.9.1123

Gilburt, H., Rose, D. & Slade, M. (2008). The importance of relationships in mental health
care: A qualitative study of service users’ experiences of psychiatric hospital
admission in the UK. BMC Health Services Research, 8(92), 1-12. doi:

10.1186/1472-6963-8-92

Goodwin, I., Holmes, G., Cochrane, R. & Mason, O. (2003). The ability of adult mental
health services to meet clients’ attachment needs: The development and
implementation of the Service Attachment Questionnaire. Psychology and
Psychotherapy: Theory, Research and Practice, 76(2), 145-161. doi:

http://dx.doi.org/10.1348/147608303765951186

Gregory, M. J. & Thompson, A. (2013). From here to recovery: one service user’s journey
through a mental health crisis: Some reflections on experience, policy and practice.
Journal of Social Work Practice, 27(4), 455-470. doi: http://dx.doi.org/10.1080/

02650533.2013.802678

1-38



Are mental health inpatient experiences traumatic

Harper, D. & Spellman, D. (2006). Social constructionist formulation: Telling a different
story. In L. Johnstone & R. Dallos (Eds.), Formulation in psychology and
psychotherapy: Making sense of people’s problems (pp. 98-125). London, England:

Routledge.

Health and Social Care Information Centre. (2014). Mental Health Bulletin: Annual Report
from MHMDS Returns 2013-14. London: Author. Retrieved from:

http://www.hscic.gov.uk/catalogue/PUB15990/mhb-1314-ann-rep.pdf

Howard, P. B., EI-Mallakh, P., Rayens, M. K. & Clark, J. J. (2003). Consumer perspectives
on quality of inpatient mental health services. Archives of Psychiatric Nursing, 17(5),

205-217. doi:10.1053/S0883-9417(03)00096-7

Hughes, R., Hayward, M. & Finlay, W. M. L. (2009). Patients’ perceptions of the impact of
involuntary inpatient care on self, relationships and recovery. Journal of Mental

Health, 18(2), 152-160. doi: 10.1080/09638230802053326

Jacob, T., Sahu, G., Frankel, V., Homel, P., Berman, B. & McAfee, S. (2016). Patterns of
Restraint Utilization in a Community Hospital’s Psychiatric Inpatient Units.

Psychiatric Quarterly, 87, 31-48. doi: 10.1007/s11126-015-9353-7

Janoff-Bulman, R. (1992). Shattered Assumptions: Towards a New Psychology of Trauma.

New York, NY: The Free Press.

Johansson, I. M. & Lundman, B. (2002). Patients’ experiences of involuntary psychiatric
care: Good opportunities and great losses. Journal of Psychiatric and Mental Health

Nursing, 9(6), 639-647. doi: http://dx.doi.org/10.1046/].1365-2850.2002.00547.x

Johnson, B., Martin, M. L., Guha, M. & Montgomery, P. (1997). The experience of

thought-disordered individuals preceding an aggressive incident. Journal of

1-39



Are mental health inpatient experiences traumatic

Psychiatric and Mental Health Nursing, 4(3), 213-220. doi: http://dx/doi.org/
10.1046/j.1365-2850.1997.00041.x

Katsakou, C. & Priebe, S. (2007). Patient’s experiences of involuntary hospital admission

and treatment: A review of qualitative studies. Epidemiologia e Psichiatria Sociale,

16(2), 172-178. doi: 10.1017/S1121189X00004802

Katsakou, C., Marougka, S., Garabette, J., Rost, F., Yeeles, K. & Priebe, S. (2011). Why do
some voluntary patients feel coerced into hospitalisation? A mixed-methods study.

Psychiatry Research, 187, 275-282. doi: 10.1016/j.psychres.2011.01.001

Katsakou, C., Rose, D., Amos, T., Bowers, L., McCabe, R., Oliver, D., Wykes, T. & Priebe,
S. (2012). Psychiatric patients’ views on why their involuntary hospitalisation was

right or wrong: a qualitative study. Social Psychiatry and Psychiatric Epidemiology,

47,1169-1179. doi:10.1007/s00127-011-0427-z

King, E. A., Baldwin, D. S., Sinclair, J. M. A., Baker, N. G., Campbell, M. J. & Thompson,
C. (2001). The Wessex recent inpatient suicide study, 1: Case-control study of 234

recently discharged psychiatric patient suicides. British Journal of Psychiatry, 178,
531-536.

Koivisto, K., Janhonen, S. & Viisédnen, L. (2004). Patients’ experiences of being helped in

an inpatient setting. Journal of Psychiatric and Mental Health Nursing, 11(3), 268—

275. doi: http://dx.doi.org/10.1111/j.1365-2850.2003.00705.x

Laurance, J. (2003). Pure Madness: How Fear Drives the Mental Health System.

Oxon: Routledge.

Leadbitter, J. (2015). Madlove: A Designer Asylum. Retrieved from http://madlove.org.uk/

1-40



Are mental health inpatient experiences traumatic

LeBel, J. L., Duxbury, J. A., Putkonen, A., Sprague, T., Rae, C. & Sharpe, J. (2014).
Multinational experiences in reducing and preventing the use of restraint and
seclusion. Journal of Psychosocial Nursing and Mental Health Services, 52(11), 22-

29. doi: http://dx.doi.org/10.3928/02793695-20140915-01

Lovett, B. J. and Hood, S. B. (2011). Realism and operationism in psychiatric diagnosis.

Philosophical Psychology, 24(2), 207-222. doi: 10.1080/09515089.2011.558498

Mayers, P., Keet, N., Winkler, G. & Flisher, A. J. (2010). Mental health service users’
perceptions and experiences of sedation, seclusion and restraint. International

Journal of Social Psychiatry, 56(1), 60-73. doi: 10.1177/0020764008098293

McFarlane, A. C. & de Girolamo, G. (1996). The nature of traumatic stressors and the
epidemiology of posttraumatic reactions. In B. A. van der Kolk, A. C. McFarlane &
Weisaeth, L. (Eds.), Traumatic Stress: The Effects of Overwhelming Experience on

Mind, Body and Society. The Guildford Press: New York, NY.

Morgan, C., Lappin, J., Heslin, M., Donoghue, K., Lomas, B., Reininghaus, U., Onyejiaka,
A., Croudace, T., Jones, P. B., Murray, R. M, Fearon, P., Doody, G. A. & Dazzan, P.
(2014). Reappraising the long-term course and outcome of psychotic disorders: the
AESOP-10 study. Psychological Medicine, 44, 2713-2726. doi:

10.1017/S0033291714000282

Morrison, A. P., Bowe, S., Larkin, W. & Nothard, S. (1999). The Psychological Impact of
Psychiatric Admission: Some Preliminary Findings. The Journal of Nervous &

Mental Disease, 187(4), 250-253. doi: http://dx.doi.org/10.1097/00005053-

199904000-00011

1-41



Are mental health inpatient experiences traumatic

Mosher, L. R. (1999). Soteria and other alternatives to acute psychiatric hospitalization: A
personal and professional review. The Journal of Nervous & Mental Disease,

187(3), 142-149. doi: http://dx.doi.org/10.1097/00005053-199903000-00003

National Institute for Mental Health in England. (2005). Guiding Statement on Recovery.
Retrieved from http://studymore.org.uk/nimherec.pdf
NELFT NHS Foundation Trust. (2016). The NHS Open Dialogue Project. Retrieved from

http://www.nelft.nhs.uk/aboutus-initiatives-opendialogue

Noorani, T. (2013). Service user involvement, authority and the ‘expert-by-experience’ in
mental health. Journal of Political Power, 6(1), 49-68. doi:

10.1080/2158379X.2013.774979

Novella, E. J. (2010). Mental Health Care in the Aftermath of Deinstitutionalization: A
Retrospective and Prospective View. Health Care Analysis, 18, 222-238. doi:

10.1007/s10728-009-0138-8

O’Hagan, M. (2004). Recovery in New Zealand: Lessons for Australia? Australian e-
Journal for the Advancement of Mental Health, 3(1), 5-7. Retrieved from
www.auseinet.com/journal/vol3iss1/ohaganeditorial.pdf

Olofsson B. & Jacobsson L. (2001). A plea for respect: involuntarily hospitalized psychiatric
patients’ narratives about being subjected to coercion. Journal of Psychiatric and
Mental Health Nursing, 8(4), 357-366. doi: http://dx.doi.org/10.1046/j.1365-

2850.2001.00404.x

Pearlman, L. A. & Saakvitne, K. W. (1995). Trauma and the Therapist:
Countertransference and Vicarious Traumatization in Psychotherapy with Incest

Survivors. New York, NY: Norton.

1-42



Are mental health inpatient experiences traumatic

Quirk, A. and Lelliot, P. (2001). What do we know about life on acute psychiatric wards in
the UK? A review of the research evidence. Social Science & Medicine 53(12),

1565- 1574. doi: http://dx.doi.org/10.1016/s0277-9536(00)00457-3

Quirk, A., Lelliott, P. & Seale, C. (2004). Service users’ strategies for managing risk in the
volatile environment of an acute psychiatric ward. Social Science & Medicine, 59,

2573-2583. doi: 10.1016/j.socscimed.2004.04.005

Rickwood, D. (2004). Recovery in Australia: Slowly but surely. Australian e-Journal for
the Advancement of Mental Health, 3(1). doi: http://dx.doi.org/10.5172/jamh.3.1.8

Ridley, J. & Hunter, S. (2013). Subjective experiences of compulsory treatment from a
qualitative study of early implementation of the Mental Health (Care & Treatment)
(Scotland) Act 2003. Health and Social Care in the Community, 21(5), 509-518.

doi: 10.1111/hsc.12041

Rosen, G. M. and Lilienfeld, S. C. (2008). Posttraumatic stress disorder: An empirical
evaluation of core assumptions. Clinical Psychology Review, 28, 837-868. doi:

10.1016/j.cpr.2007.12.002

Royal College of Psychiatrists. (2013, August). Being sectioned (in England and Wales).
Retrieved from http://www.rcpsych.ac.uk/healthadvice/problemsdisorders/

beingsectionedengland.aspx

Royal College of Psychiatrists. (2014, January). Antipsychotics. Retrieved from
http://www.rcpsych.ac.uk/healthadvice/treatmentswellbeing/antipsychotic

medication.aspx

Scanlan, J. N. (2010). Interventions to reduce the use of seclusion and restraint in inpatient
psychiatric settings: What we know so far a review of the literature. International

Journal of Social Psychiatry, 56(4), 412-423. doi: 10.1177/0020764009106630
1-43



Are mental health inpatient experiences traumatic

Scott, M. J., & Stradling, S. G. (1994). Post-traumatic stress disorder without the trauma.
British Journal of Clinical Psychology, 33(1), 71-74. doi:

http://dx.doi.org/10.1111/].2044-8260.1994.tb01095.x

Seager, M. (2014). Using attachment theory to inform psychologically minded care services,
systems and environments. In A. N. Danquah & K. Berry (Eds.), Attachment

Theory in Adult Mental Health: A Guide to Clinical Practice. Oxon: Routledge.

Seikkula, J., Aaltonen, J., Alakare, B., Haarakangas, K., Kerdnen, J. & Lehtinen, K. (2006).
Five-year experience of first-episode nonaffective psychosis in open-dialogue
approach: Treatment principles, follow-up outcomes, and two case studies.

Psychotherapy Research, 16(2), 214-228. doi: 10.1080/10503300500268490

Seikkula, J. & Olson, M. E. (2003). The open dialogue approach to acute psychosis: It’s
poetics and micropolitics. Family Process, 42(3), 403-418. doi:

http://dx.doi.org/10.1111/j.1545-5300.2003.00403.x

Shorter, E. (1998). A history of psychiatry: From the era of the asylum to the age of Prozac.
New York, NY: John Wiley & Sons.

Sibitz, 1., Scheutz, A., Lakeman, R., Schrank, B., Schaffer, M. & Amering, M. (2011).
Impact of coercive measures on life stories: Qualitative Study. British Journal of

Psychiatry, 199(3), 239-244. doi: http://dx.doi.org/10.1192/bjp.bp.110.087841

Slade, M. (2009). Personal recovery and mental illness: A guide for mental health
professionals. Cambridge: University Press.

Slade, M. & Longden, E. (2015). The empirical evidence about mental health and recovery:
how likely, how long, what helps? Victoria: MI Fellowship.

Steele, K. & van der Hart, O. (2014). Understanding attachment, trauma and dissociation in

complex developmental trauma disorders. In A. N. Danquah & K. Berry (Eds.),

1-44



Are mental health inpatient experiences traumatic

Attachment Theory in Adult Mental Health: A Guide to Clinical Practice. Oxon:
Routledge.

Stickley, T. & Wright, N. (2011). The British research evidence for recovery, papers
published between 2006 and 2009 (inclusive). Part One: A review of the peer-
reviewed literature using a systematic approach. Journal of Psychiatric and Mental

Health Nursing, 18, 247-256. doi: 10.1111/].1365-2850.2010.01662.x

Terr, L. (1991). Childhood traumas: An outline and overview. American Journal of

Psychiatry, 148(1), 10-20. doi: http://dx.doi.org/10.1179/ajp.148.1.10

van der Kolk, B. A. (1996). Trauma and Memory. In B. A. van der Kolk, A. C. McFarlane
& Weisaeth, L. (Eds.), Traumatic Stress: The Effects of Overwhelming Experience on

Mind, Body and Society. New York, NY: The Guildford Press.

van der Kolk, B. A. & McFarlane, A. C. (1996). The black hole of trauma. In B. A. van der
Kolk, A. C. McFarlane & Weisaeth, L. (Eds.), Traumatic Stress: The Effects of
Overwhelming Experience on Mind, Body and Society. New York, NY: The

Guildford Press.

Wahl, O. F. (1999). Mental health consumers' experience of stigma. Schizophrenia
Bulletin, 25(3), 467-478. doi: http://dx.doi.org/10.1093/oxfordjournals.

schbul.a033394

World Health Organisation. (1990). International Statistical Classification of Diseases and

Related Health Problems, 10th Revision (ICD-10). Geneva: Author.

World Health Organisation. (2003). Mental Health Legislation & Human Rights. (Mental

health policy and service guidance package). Geneva: Author.

1-45



Are mental health inpatient experiences traumatic

Wright, D. (1997). Getting out of the asylum: Understanding the confinement of the insane
in the nineteenth century. The Society for the Social History of Medicine, 10(1), 137-

155. doi: http://dx.doi.org/10.1093/shm/10.1.137

Wyder, M., Bland, R., Blythe, A., Matarasso, B. & Crompton, D. (2015). Therapeutic

relationships and involuntary treatment orders: Service users’ interactions with health-
care professionals on the ward. International Journal of Mental Health Nursing,

24(2), 181-189. doi: 10.1111/inm.12121

1-46



Are mental health inpatient experiences traumatic

Appendix 1-A

Table of included studies

Authors Date | Methodology Population N Sex | Age Ethnicity | Country
(years) of study
Andreasson & 2012 | Phenomenography Adults who had been 12 5F 18-65 Unknown | Sweden
Skéséter compulsorily admitted 7M
Fenton, Larkin, | 2014 | Interpretative Young adults with 6 1F 18-33 4 White England
Boden, phenomenological psychosis 5M British
Thompson, analysis 1 White
Hickman & European
Newton 1 White-
African
Caribbean
Gilburt, Rose & | 2008 | Thematic analysis Adults who have 19 9OF 25-60+ 13 White England
Slade experienced admission to 10M British
psychiatric hospital 1 White
European
3 Black
British
2 Asian
British
Gregory & 2013 | Auto-ethnography Service user with a 1 F Unknown | Unknown England
Thompson professional social care

background

1-47




Are mental health inpatient experiences traumatic

interpretative

Hughes, 2009 | Thematic analysis Adults with previous 12 7F 19-62 Unknown | England
Hayward & experience of involuntary 5M
Finlay inpatient treatment
Johansson & 2002 | Narrative interviews Adults who had been 5 3F 27-49 Unknown | Sweden
Lundman Analysis — involuntarily admitted to 2M

phenomenological psychiatric care

hermeneutic
Katsakou, 2011 | Thematic analysis Voluntarily admitted 36 18F |21-47 20 White England
Marougka, (part of a mixed patients, some who felt 18 M 16 Ethnic
Garabette, Rost, methods study) coerced into admission, Minority
Yeeles & Priebe and others who did not
Katsakou, Rose, | 2012 | Grounded theory and Involuntarily admitted 59 25F | 27-47 37 White England
Amos, Bowers, thematic analysis patients interviewed 34 M 14 Black
McCabe, Oliver, following discharge 6 Asian
Wykes & Preibe 2 Other
Koivisto, 2004 | Phenomenological Voluntarily admitted 9 Not | Not Not stated | Finland
Janhonen & adults stated | stated
Vaisénen
Mayers, Keet, 2010 | (Two-phase study) Adults either with their Inter-views 22F | 25-60 Language | South
Winkler & Thematic analysis of own experience of -43 21 M spoken — Africa
Flisher focus group sedation, seclusion or 27

Content analysis of restraint, or being present Afrikaans

semi-structured at the time of sedation, 13 English

interviews seclusion or restraint of 2 Xhosa

another 1 Sotho

Olofsson & 2001 | Narrative interviews Involuntarily admitted 18 12F | 19-52 Not stated | Sweden
Jacobsson Qualitative adults due to be 6 M
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content analysis

discharged in the next 3
days

using NVIVO 9.2

treatment order, who
were nearing discharge

Quirk, Lelliot & | 2004 | (Two part study) Service users, patient Ethnographic | Not | Not Not stated | England
Seale Combinative advocacy workers and study — not stated | stated
ethnography hospital staff stated
Content analysis of (service user quotes are Qualitative
qualitative survey data | labelled) survey - 5169
Ridley & Hunter | 2013 | Qualitative data Adults with experience of | 49 16 F |21-63 45 White Scotland
analysis using NVivo7 | either community 33 M 4 BME
Compulsory Treatment
Order (CTO) or hospital
CTO
(Quotes about Hospital
CTO are labelled)
Wyder, Bland, 2015 | Narrative summaries Patients admitted to 25 11F | 24-65 Not stated | Australia
Blythe, that were analysed hospital under an 14 M
Matarasso & using NVIVO 9.2 involuntary treatment
Crompton order
Wyder, Bland, 2015 | Narrative summaries Patients who had been 25 14 F | 25-65 Not stated | Australia
Herriot & which were admitted to hospital 11 M
Crompton thematically coded under an involuntary
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Appendix 1-B

A table noting the elements of trauma in the review papers by page number and line

Subjective understanding

Koivisto et al. page (P). 272 line (L). 20, 33
Fenton et al. P. 236 L. 44; P. 237 L. 17
Gregory & Thompson P. 461 L. 19

Wyder, Bland, Blythe etal. P. 185 L. 1
Hughes et al. P 157 L. 32, 36

Katsakou et al. (2012) P. 1173 L. 16
Mayersetal. P.68 L. 9

Threats to wellbeing
Quirk etal. P. 2577 L. 36, 49
Hughes et al. P. 157 L. 25, 36

Repeated trauma

Gilburtetal. P.5 L. 15

Koivisto et al. P. 272 L. 49

Gregory & Thompson P. 466 L. 20
Quirk etal. P.2577 L. 37, 39

Hughes etal. P. 155 L. 24; P. 157 L. 3
Katsakou et al. (2012) P. 1178 L. 44
Johansson & Lundman P. 643 L 48
Mayers etal. P.67 L. 27

Sudden

Wyder, Bland, Blythe etal. P. 185 L. 6
Hughes et al. P. 157 L. 36

Katsakou et al. (2012) P. 1178 L. 26, 29
Johansson & Lundman P. 643 L. 16
Olofsson and Jacobsson P. 362 L. 20
Wyder, Bland, Herriot et al. P. 47 L. 66

Attachment
Andreasson & Skarsater P. 19 1. 37
Katsakou et al. (2012) P. 1178 L. 1

Stigma

Gilburtetal. P.5,L.51,P.8L.3
Quirketal. P.2577 L. 14

Hughes et al. P. 155 L .24

Katsakou et al. (2012) P. 1173 L. 1; P. 1178
L.31

Olofsson and Jacobsson P. 362 L. 32

Powerless

Fentonetal. P. 237 L. 3

Gilburtetal. P.4,L.12,40,P.6 L. 4 & 48
Quirketal. P.2581L.1

Wyder, Bland, Blythe et al. P. 185 L. 2, 30
Fenton etal. P. 237 L. 60

Hughes et al. P. 155 L. 36; P. 156 L. 49; P.
157 L. 25, 36, 44

Koivisto et al. P. 272 L. 33

Katsakou et al. (2011) P. 278 L. 10; P. 280
L.42

Katsakou et al. (2012) P. 1178 L. 29, 36, 44
Andreasson & Skarsater P. 19 1. 44

Mayers et al. P. 67 L. 28

Olofsson and Jacobsson P. 360 L. 50; P.
362 L.5,12

Johansson & Lundman P. 643 L. 39

Ridley & Hunter P. 514 L. 1

Wyder, Bland, Blythe et al. P. 186 L. 10, 16
Wyder, Bland, Herriot et al. P. 48 L. 21

Betrayal

Gilburtetal. P.4L.44,P5L.29 & 39,P.6
L. 48

Gregory & Thompson P. 461 L. 17

Hughes et al. P. 156 L. 49; P. 157 L. 36, 44
Katsakou et al. (2011) P. 278 L. 9, 14; P.
280 L. 25, 42

Andreasson & Skérsater P. 19 1. 41
Katsakou et al. (2012) P. 1178 L. 11, 44
Mayers etal. P.67 L. 20

Johansson & Lundman P. 643 L. 1, 16
Ridley & Hunter P. 514, L. 1
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Uncontrollable

Koivisto et al. P. 272 L. 33

Quirk etal. P.2577 L. 27, 36; P. 2579 L. 8;
P.2881L.1

Wyder, Bland, Blythe et al. P. 185 L. 30; P.
186 L. 37

Hughes et al. P. 157 L. 36, 44

Katsakou et al. (2012) P. 1173 L. 11; P.
1178 L. 29

Olofsson and Jacobsson P. 362 L. 20
Mayersetal. P.68 L. 8

Wyder, Bland, Herriot et al. P. 48 L. 34

Shattered assumptions — world is
meaningful

Gilburtetal. P.6 L. 26

Hughes et al. P. 157 L. 8

Shattered assumptions —world is
benevolent

Gilburtetal. P.4L.13,P.5L. 1

Fenton et al. P. 237 L. 31, 37; P. 238 L. 62
Gregory & Thompson P. 461 L. 14; P. 464
L.9

Quirk etal. P. 2577 L. 50; P. 2579 L. 40
Katsakou et al. (2011) P. 280 L. 16

Shattered assumptions — self is worthy
Gilburtetal. P.5L.35;P.6L.25;P.7L.
31, 44, 47,50

Gregory & Thompson P. 464

Quirketal. P.2581L.1

Fentonetal. P. 237 L. 1

Wyder, Bland, Blythe et al. P. 186 L. 16
Hughes et al. P. 155 L. 20, 30, 36, 49; P.
157L.8

Katsakou et al. (2011) P. 278 L. 10; P. 280
L.1, 14,51

Olofsson and Jacobsson P. 362 L. 12, 43
Johansson & Lundman P. 643 L. 22, 49
Wyder, Bland, Herriot et al P. 48 L. 23
Katsakou et al. (2012) P. 1178 L. 52
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Appendix 1-C

Notes for contributors to Journal of Loss and Trauma

Instructions for authors

Thank you for choosing to submit your paper to us. These instructions will ensure we have
everything required so your paper can move through peer review, production and publication
smoothly. Please take the time to read them and follow the instructions as closely as possible.

AUTHORSERVICES

Supporting Taylor & Francis authors

Should you have any queries, please visit our Author Services website or contact us at
authorqueries@tandf.co.uk.

Please note that Journal of Loss and Trauma uses CrossCheck™ software to screen papers
for unoriginal material. By submitting your paper to Journal of Loss and Trauma you are
agreeing to any necessary originality checks your paper may have to undergo during the peer
review and production processes.

***Note to Authors: please make sure your contact address information is clearly visible on
the outside of all packages you are sending to Editors. ***

Submission of Manuscripts.

Original manuscripts should be submitted to John Harvey, Department of Psychology,
University of lowa, via john-harvey@uiowa.edu. The manuscript should be prepared using
MS Word and should be clearly labeled with the authors’ names, file name, and software
program. Each manuscript must be accompanied by a statement that it has not been published
elsewhere and that it has not been submitted simultaneously for publication elsewhere.
Authors are responsible for obtaining permission to reproduce copyrighted material from
other sources and are required to sign an agreement for the transfer of copyright to the
publisher. As an author, you are required to secure permission if you want to reproduce any
figure, table, or extract from the text of another source. This applies to direct reproduction as
well as “‘derivative reproduction’’ (where you have created a new figure or table which
derives substantially from a copyrighted source). All accepted manuscripts, artwork, and
photographs become the property of the publisher.

All parts of the manuscript should be double-spaced, with margins of at least one inch on all
sides. Manuscripts should be no more than 18 pages in length, including tables and

figures. Number manuscript pages consecutively throughout the paper. All titles should be as
brief as possible, 6 to 12 words. Authors should also supply a shortened version of the title
suitable for the running head, not exceeding 50 character spaces. Each article should be
summarized in an abstract of no more than 100 words. Avoid abbreviations, diagrams, and
reference to the text. Authors should also submit a list of about 5 keywords. Please consult
our guidance on keywords here.
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Manuscripts, including tables, figures, and references, should be prepared in accordance with
the Publication Manual of the American Psychology Association (Sixth Edition). Copies of
the manual can be obtained from the Publication Department, American Psychological
Association, 750 First Street NE, Washington, DC 20002-4242; phone (202) 336-5500 .
Ilustrations. Illustrations submitted (line drawings, halftones, photos, photomicrographs, etc.)
should be clean originals or digital files. Digital files are recommended for highest quality
reproduction and should follow these guidelines:

-300 dpi or higher

-sized to fit on journal page

-EPS,TIFF, or PSD format only

-submitted as separate files, not embedded in text files

Publishing Ethics

The Editor and Taylor & Francis Group are committed to the highest academic, professional,
legal, and ethical standards in publishing work in this journal. To this end, we have adopted a
set of guidelines, to which all submitting authors are expected to adhere, to assure integrity
and ethical publishing for authors, reviewers, and editors.

Taylor & Francis is a member of the Committee of Publications Ethics (COPE). COPE aims
to provide a forum for publishers and editors of scientific journals to discuss issues relating to
the integrity of their work, including conflicts of interest, falsification and fabrication of data,
plagiarism, unethical experimentation, inadequate subject consent, and authorship disputes.
For more information on COPE please visit http://publicationethics.org.

Color Reproduction.

Color art will be reproduced in color in the online publication at no additional cost to the
author. Color illustrations will also be considered for print publication; however, the author
will be required to bear the full cost involved in color art reproduction. Please note that color
reprints can only be ordered if print reproduction costs are paid. Print Rates: $900 for the first
page of color; $450 per page for the next three pages of color. A custom quote will be
provided for articles with more than four pages of color. Art not supplied at a minimum of
300 dpi will not be considered for print. Tables and Figures. Tables and figures should not be
embedded in the text, but should be included as separate sheets or files. A short descriptive
title should appear above each table with a clear legend and any footnotes suitably identified
below. All units must be included. Figures should be completely labeled, taking into account
necessary size reduction. Captions should be typed, double-spaced, on a separate sheet. All
original figures should be clearly marked in pencil on the reverse side with the number,
author’s name, and top edge indicated.

Tables and Figures

Tables and figures should not be embedded in the text, but should be included as separate
sheets or files. A short descriptive title should appear above each table with a clear legend
and any footnotes suitably identified below. All units must be included. Figures should be
completely labeled, taking into account necessary size reduction. Captions should be typed,
double-spaced, on a separate sheet.
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Proofs

One set of page proofs is sent to the designated author. Proofs should be checked and
returned within 48 hours.

Reprints and complimentary copies

Each corresponding author will receive one copy of the issue in which the article appears.
Reprints of individual articles are available for order at the time authors review page proofs.
A discount on reprints is available to authors who order before print publication. Authors for
whom we receive a valid e-mail address will be provided an opportunity to purchase reprints
of individual articles, or copies of the complete print issue. These authors will also be given
complimentary access to their final article on Taylor & Francis Online as well as a free PDF
of their article.

Open Access

Taylor & Francis Open Select provides authors or their research sponsors and funders with
the option of paying a publishing fee and thereby making an article fully and permanently
available for free online access — open access — immediately on publication to anyone,
anywhere, at any time. This option is made available once an article has been accepted in
peer review. Full details of our Open Access program.

1-54


http://journalauthors.tandf.co.uk/preparation/OpenAccess.asp

RUNNING HEAD: Posttraumatic growth following psychosis

Section Two: Empirical Paper

“It’s all changed completely”: How posttraumatic growth following psychosis becomes

part of an individual’s life story

Natasha Goakes
Doctorate in Clinical Psychology

Division of Health Research, Lancaster University

Word count: 7998

All correspondence should be sent to:

Natasha Goakes

Doctorate in Clinical Psychology
C16 Furness College

Lancaster University

Lancaster

LAL14YG

Email: n.goakes@hotmail.co.uk

Prepared for submission to: Psychosis: Psychological, Social and Integrative Approaches

2-55



Posttraumatic growth following psychosis

Abstract
Research has shown that psychosis can be a traumatic experience, and can lead to on-going
distress. Additionally, research investigating the links between mental health and trauma
often looks at the potential negative consequences of trauma, such as psychological or
emotional distress. However, little research has investigated the potential positive outcomes
of experiencing psychosis, such as posttraumatic growth (PTG). To date four studies have
investigated whether psychosis could lead to PTG, each of which took place a short time after
a first episode of psychosis. This study aimed to learn if the growth people experienced soon
after experiencing psychosis remained with them over time. Seven people with an experience
of psychosis that they felt led to positive change were interviewed. Narrative analysis was
used to unpack participants’ stories, revealing a clear structure of the stages that individuals
moved through; Preface — A Time of Difference; Chapter 1 — The Crisis: Lost Connections;
Chapter 2 — Acceptance and Connections; Chapter 3 — Life Now has Transformed; and the
Epilogue — Looking Forward. The characters that supported individuals to reach PTG were
also apparent. These narratives have provided some idea of how PTG occurs following
psychosis, and what it might feel like. With regards to clinical implications, the study has
shown that it is important not just to consider the potential traumatic elements of psychosis,
but also to create space to talk about areas of growth.

Keywords: psychosis, posttraumatic growth, narrative
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“It’s all changed completely”: How posttraumatic growth following psychosis becomes
part of an individual’s life story

Much of the research regarding trauma and mental health has looked into the negative
psychological consequences of trauma. For instance, evidence suggests that childhood
trauma can play a role in the development of psychosis (Varese et al., 2012), and bipolar
disorders (Aas et al., 2016). While an important area of study, this focus on negative
outcomes of trauma may lead us to neglect other possible outcomes; that positive changes, or
growth, can occur in addition to the suffering caused by trauma (Tedeschi & Calhoun, 2004).

Moving away from clinical research, there have been stories throughout history of the
possibility of developing in a positive way following traumatic experiences. For instance,
Christianity teaches about the transformative powers of suffering through the story of Christ’s
ascension following crucifixion, while Greek mythology depicts the Phoenix bursting into
flame, only to be reborn from the ashes. Philosophers and teachers often described the
connection between difficult experiences and a strengthening of positive experiences; for
instance, in “The Prophet”, Khalil Gibran (1926/2005) discusses sorrow’s inextricable
relationship with joy; “the deeper that sorrow carves into your being, the more joy you can
contain”. Within research, these positive aspects of trauma have been understood in different
ways, as adversarial growth (Joseph & Linley, 2005), or stress related growth (Park, Cohen &
Murch, 1996). One influential area of research is that into posttraumatic growth (Tedeschi,
Park & Calhoun, 1998/2008).

Posttraumatic growth (PTG) is a positive change that occurs following a trauma that
challenges a person’s understanding of themselves and the world. It is and indicates that a
person has grown beyond a previous level of functioning (Zoellner & Maercker, 2006).
Tedeschi and Calhoun use the metaphor of an earthquake destroying buildings, but following

the earthquake, structures can be rebuilt in new and better ways, and may even be earthquake
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resistant (Tedeschi & Calhoun, 2004). Similarly, following a trauma, some people’s beliefs
can be shaken or even damaged, but they can rebuild their beliefs, changed so that they are
able to accommodate the trauma in a way they were previously unable to. The theoretical
understanding of PTG therefore is based around the idea that people have assumptions about
the world that are shattered by trauma (Janoff-Bulman, 1992). It is the attempt to redevelop
these assumptions following a trauma that leads to growth (Tedeschi & Calhoun, 2004).

Research into PTG has demonstrated that the growth people tend to experience can be
categorised into five broad areas, although it is possible that people may experience change
lying outside these categories (Calhoun & Tedeschi, 2004). An individual may find that their
priorities have changed, often because they have a new appreciation for life. This greater
appreciation for life may lead people to prioritise things that previously may have given way
to work or school, such as time with family, or time spent doing enjoyable hobbies (Tedeschi
& Calhoun, 2004). Another area in which people may experience PTG is in the development
of closer relationships with other people. This may be because they learn how supportive
others are during and after a trauma, or they may become more empathic towards others’
difficult experiences (Calhoun, Tedeschi, Fulmer, & Harlan, 2000).

People may also experience PTG as a change in their understanding of themselves;
seeing themselves as stronger or more resilient than they were prior to the trauma. We can
relate this to the earlier metaphor of an earthquake; following the destruction, buildings can
be built which are stronger than before, and similarly, following the trauma, a person’s
adjusted beliefs about themselves and the world might include the understanding of
themselves as a “survivor” (Tedeschi, Park & Calhoun, 1998/2008). Another aspect of
change within people is the realisation of new directions for their lives, for instance, a person
surviving a natural disaster may become a rescue volunteer, or a person who survived cancer

may go on to train in the medical profession.
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A person may also experience PTG in the domain of the spiritual. For some, a pre-
existing faith may be strengthened, while others who had not previously been religious may
become more so (Tedeschi & Calhoun, 2004). Still others may not join an organised religion,
but may become more spiritual in other ways, for instance, becoming closer to nature, or
developing a more philosophical, questioning way of life (Tedeschi & Calhoun, 2004).

When considering what constitutes a traumatic experience, Calhoun and Tedeschi
(2004) acknowledge the subjective elements of trauma. Other trauma researchers have also
developed similar understandings of trauma, for instance Pearlman and Saakvitne (1995)
describe it as a subjective threat to life, bodily integrity, or sanity. Alternatively, Briere and
Scott (2015, p. 10) suggest that “an event is traumatic if it is extremely upsetting” and “at
least temporarily overwhelms the individual’s internal resources”. When considering trauma
from this wider perspective, it is apparent that an extensive range of experiences may be
considered traumatic, meaning that PTG has been investigated in relation to a wide range of
experiences, including car accidents (Wu, Leung & Cho, 2016), bereavement (Taku,
Tedeschi & Cann, 2015), and physical illness such as cancer or HIV/AIDS (Sawyer, Ayers &
Field, 2010).

Although the range of areas in which PTG has been investigated is broad, there has
been little research investigating the relationship between PTG and mental health labels such
as psychosis. Psychosis is an umbrella term for occurrences when people’s experiences of
reality become altered or distorted. This can be experienced as seeing or hearing things that
others do not, paranoid beliefs, or disordered thoughts (Andresen, Oades & Caputi, 2003).
People typically experience their first episode of psychosis (FEP) early in their life, between
adolescence and early adulthood, at a time when a person’s way of thinking about themselves
and the world are still developing (Dunkley, Bates & Findlay, 2013). The experience of

psychosis impacts on an individual’s sense of self in various ways. There is the possible fear
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of “going crazy”, highlighted by Jeffries (1977), where a person’s narrative of themselves as
a healthy, sane individual is altered into a narrative of unusual experiences, and they must
face the resultant challenges to their identity. This fits with the concept of shattered
assumptions, where a trauma shatters our fundamental assumptions about the world (Janoff-
Bulman, 1992).

In addition to this potential destruction of their world view, people’s psychotic
experiences themselves could be traumatic. Simply experiencing things that others do not
can be incredibly frightening, particularly when trying to tell the difference between what is
“real” and what is not (Tan, Gould, Combes & Lehmann, 2014). People who hear
persecutory voices may believe that they are in genuine danger from the voices’ threats of
violence (Brunet, Birchwood, Upthegrove, Michail & Ross, 2012). It could be argued that
the voices do not constitute an external threat to those hearing them, but as Murphy
highlights, “real or imagined, their influence was felt” (2000, p. 18). Those who experience
feelings of paranoia may feel isolated (Morrison, Frame & Larkin, 2003). Furthermore, all
the changes associated with psychosis may lead to an incredible sense of loss, including a
loss of continuing identity, loss of confidence, or even changes to physical appearance due to
side effects of medication (Dunkley et al., 2013).

In addition to the distress caused by the experience of psychosis, it is possible that
interventions people experience as a response to their psychosis are in themselves traumatic.
Intervention may entail strong medication with unpleasant side effects, or it may entail
community treatment orders, involuntary hospitalisation, or even police involvement
(Morrison, Bowe, Larkin & Nothard, 1999). If people are hospitalised, they may be
restrained or medicated against their will, leaving them feeling threatened or unsafe, or they
may witness others experiencing restraint and find this distressing (Mayers, Keet, Winkler &

Flisher, 2010). Each of these experiences may individually be traumatic, and often a person
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will go through more than one of the experiences, multiple times, thus compounding the
trauma (Morrison et al., 2003).

Traditionally, “recovery” from psychosis has been considered in terms of “symptom
reduction” (Kelly & Gamble, 2005), however, an alternative to this clinical view is the
concept of personal recovery, which will look and feel different for each person (Anthony,
1993). Previously, studies have shown that personal recovery from psychosis can include an
element of transformation or growth (e.g. Andresen et al., 2003; Pitt, Kilbride, Nothard,
Welford & Morrison, 2007), however, to date, there are only four studies that conceptualise
this within the framework of PTG (Dunkley & Bates, 2014; Dunkley, Bates, Foulds &
Fitzgerald, 2007; Mapplebeck, Joseph & Sabin-Farrell, 2015; Pietruch & Jobson, 2012).

Recovery and PTG are similar concepts, however, it is important to note that PTG
entails more than recovering to a previous level of functioning, and also that PTG does not
negate the negative impact of trauma, but acknowledges that positive change can exist
alongside current distress (Tedeschi, Calhoun & Cann, 2007). If we accept that psychosis
can shatter a person’s world view, it follows that they will need to develop a new world view
or story that accommodates their unusual experiences. It is likely that this different story
would encapsulate elements of PTG, such as appreciating life in a new way, or feeling
stronger in themselves for having endured such a difficult and unusual experience.

Very few studies have investigated the possibility of PTG following an experience of
psychosis. The study by Dunkley et al. (2007) indicated that psychotic experiences were
distressing, and participants did identify elements of PTG. Dunkley and Bates (2014) found
that following an experience of FEP, growth was an integral element of people’s recovery. A
quantitative study found that self-disclosure about psychotic experiences was associated with
higher levels of PTG (Pietruch & Jobson, 2012). Most recently, an interpretative

phenomenological study showed that people can experience growth following an episode of
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psychosis (Mapplebeck et al., 2015). However, the first three studies were carried out within
three years of a person experiencing FEP, while the study by Mapplebeck et al. (2015) did
not state the length of time since FEP for the participants. Although it is apparent that PTG is
possible following FEP, it is unclear from the current knowledge base whether this remains
consistent for people, or is more transient or variable.

It is important to note that Tedeschi and Calhoun state that people are less likely to
develop PTG if they are still experiencing trauma (Tedeschi & Calhoun 2004). A few
months after a FEP, a person is still likely to be learning how to manage difficult or
distressing psychotic experiences (Birchwood, Todd & Jackson, 1998). Additionally, people
are likely to still be trying to make sense of their experiences, as suggested by the critical
period hypothesis (Birchwood et al., 1998). In this hypothesis, Birchwood et al. suggest that
intensive support is most needed in the first two to three years following a FEP. It is at this
point that, in England, people should be receiving support from Early Intervention services,
which will be influencing how they understand their experiences (Reading & Birchwood,
2005). Dunkley and Bates (2014) suggest that future research could investigate the further
nature and trajectory of growth following an experience of FEP. Therefore, this study will
build on the current evidence base by interviewing people at least three years after their FEP
in order to further develop our understanding of the long term nature of PTG following
psychosis. The study aimed to learn if the growth people experienced soon after FEP
remained with them over time; that is, if stable PTG could occur, how it appears as an
ongoing process, and to what extent it becomes part of an individual’s life story.

Cohen, Hettler and Pane (1998/2008, p. 34) state that “analysis of narratives... are
ideally suited for the qualitative assessment of PTG”. Additionally, Tedeschi and Calhoun
(2004) describe how people often develop a narrative of trauma, describing their life prior to

experiencing the trauma, the trauma itself, and how their life changed following it.
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Therefore, this study took a narrative approach, considering participants’ stories as a whole,
without breaking them into component parts. The research question this study sought to
address is, “What are people’s ongoing narratives of PTG after psychosis?”

Method

Study Design

A narrative methodology was chosen for this study as narratives are used by people to
organise and make sense of their experiences. This need for organisation is understandable if
we consider the chaos that can be caused by experiencing psychosis. People use narratives to
shape identities and work through identity change (Murray, 2003), such as that caused by
psychosis. As Riessman (1993) states, narratives typically occur “where there has been a
breach between ideal and real, self and society” (p. 3), and as described above, experiencing
psychosis can result in this breach. We also use narrative to frame our worlds (Murray, 2003),
and it is this framing and re-storying that allows people to develop new understandings of the
world, and so move toward PTG (Tedeschi & Calhoun 2004).

Ethics

Ethical approval was obtained from the Lancaster University Research Ethics Committee.
Although many participants were recruited through support groups, they were given the
opportunity to contact the researcher separately, to ensure anonymity. Prior to interview,
potential participants were screened (discussed further below), and at this point the researcher
carried out a semi structured interview based on the positive subscale of the Positive and
Negative Syndrome Scale (PANSS) (Kay, Fiszbein & Opler, 1987). This was to ensure that
no one was interviewed who was currently highly distressed or confused by their experiences
of psychosis. All participants’ names have been changed, along with other potentially
identifying information.

Recruitment
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Participants were recruited from support groups, online forums relating to psychosis, and
networks such as The Hearing VVoices Network and The Paranoia Network. Participants were
purposively recruited, and were a self-defining, self-selecting population as the study aim was
to understand the richness of their stories rather than to generalise to a wide population
(Ewick & Silbey, 2003). The researcher contacted moderators of online forums and posted a
message describing the study and asking potential participants to contact the researcher. The
researcher also contacted facilitators of network meetings and support groups, to ask if she
could attend meetings or provide information about the study. The researcher attended two
support group meetings, where she described the research and provided information packs,
asking potential participants to contact her if they were interested in taking part. Information
about the study was also sent to more distant support groups.

Once people expressed an interest in taking part, the researcher carried out a brief
screening check to ensure they met the inclusion and exclusion criteria. For all participants,
the screening took place over the phone, and involved a discussion of the person’s experience
of psychosis, why they would like to take part, and an assessment of the current level of risk
to self or others. Additionally, the PANSS (Kay et al., 1987) was used to retrospectively
assess the potential participants’ past experiences to confirm they met the inclusion criteria of
a traumatic experience of psychosis. The researcher took note of the person’s GP in case
they were presenting a risk to themselves or others that necessitated information sharing.
Participants
Seven participants were interviewed; four men and three women. Four participants were
recruited from Hearing Voices groups, and three from online forums. The participants
ranged in age from 34 to 54, and the time since FEP ranged from three and a half years to 22

years. Participants were included if they had a past experience of psychosis, which they
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considered to be traumatic in some way, and felt they had consequently experienced one or
more elements of PTG.
Data Collection
Participants located within 50 miles of the researcher were interviewed in person in a
university building or in a community building near to them while participants further than 50
miles away were interviewed via Skype. Informed consent was obtained (see Protocol in
Appendix 4-A for details). The interviews were conducted by the researcher, a trainee
clinical psychologist. Interviews were conducted using open ended questions in an effort to
elicit a narrative (Riessman, 1993). Participants were invited to talk at length, however,
prompts were available to assist the creation of a narrative if necessary (See Appendix 4-E
for topic guide). The initial question was “Please tell me about your experience of psychosis,
starting when you first realised something was different.” Interviews lasted between 42 and
75 minutes and were audio recorded. A research supervisor listened to one interview to check
style and technique. Following interviews, the audio data were transcribed verbatim,
including detail such as discourse markers, silences and false starts, to stay true to
participants’ story telling style, and to maintain the context necessary for analysis (Riessman,
1993).
Data Analysis
As highlighted by Riessman (1993), analysis and transcription are not easily separated. Thus,
during transcription and the following reading and rereading of transcriptions, notes were
made on the shape that stories took, the similarities and differences between them, and how
understanding changed with each reading. Through the course of this, the similarity in the
overall plot of each participant’s story began to emerge (Murray, 2003).

Mishler (1986) notes that the purpose of narrative analysis is to flexibly investigate

individual stories, rather than to apply one method rigidly across all stories. This is echoed

2-65



Posttraumatic growth following psychosis

by Riessman (1993), who emphasises that there is no one way to perform narrative analysis.
Therefore, analysis was informed by the thematic narrative approach described by Riessman
(2008), in that the author noted the main events in each narrative, before looking across
narratives for similarities and elaborations on these events (See Appendix 2-A). Although
participants moved around their stories as they told them during the interviews, certain events
appeared in predictable sequences, giving rise to the plot (detailed in each participant’s
summary story in Appendix 2-B). The plot that emerged was held in mind throughout
analysis, for, as Murray (2003) notes “the plot is what gives the narrative account its
structure” (p. 98). Analysis was also informed by structural narrative analysis detailed by
Riessman (2008), as the author noted the characters in each story along with the function they
played, and noted how each participant used the elements of their story to show personal
meaning within themes (Appendix 2-A). The below write up follows the plot of the narratives
as awhole, as it is this plot that ultimately leads us to the growth that stemmed from
participants’ experiences of psychosis; the growth that prompted participants to share their
stories.

Results

The analysis below describes the importance of characters in each participant’s narrative, and
the roles that different characters played. It goes on to note the main elements of each
chapter, and similarities and differences between narratives. The narratives moved from the
Preface — A Time of Difference, where participants first noticed difference, through Chapter
One — The Crisis: Lost Connections, where participants began to lose connections with
others, and with themselves, to Chapter Two — Acceptance and Connections, where
participants rebuilt those connections and accept their lives now. This is followed by Chapter

Three — Life Now has Transformed, where participants described how their lives transformed
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following their FEP, and the stories end with the Epilogue — Looking Forward, where
participants consider the future.

Dramatis Persone

Characters were important to each person’s story, although they varied in the functions they
served. For Bradley, Nathan, Albert and Violet, some of the main characters were family or
friends who were involved in supporting them. These “supportive” characters accepted the
participants as they were, and worked hard to help them reconnect with others. In doing this,
they fostered the beginning of PTG. In contrast, Bernadette and Carl’s families gave clear
messages that their psychosis was too much to cope with, and asked them to leave the family
home. These characters became “obstructive” in that they reinforced the lack of connection
felt by these participants, and hindered their path to PTG.

Professionals, such as counsellors and psychologists were “facilitating” characters for
Violet, Albert, Carl, Bradley and Sarah, in that they supported these participants to reconnect
to themselves, in some cases by facilitating participants to physically reconnect with
themselves, and in others by facilitating their connections to their voices or experiences.
These facilitators meant that for Carl, Albert and Sarah, their voices became an integral part
of their lives, ones which enriched their experiences today, and were a key part of the growth
they described.

Finally, services appeared as characters throughout some participants’ stories.
Although services are made up of multiple people, they often appeared as a single character,
one that was either “supportive”, such as an Early Intervention service for Bradley, or
psychiatric services for Albert and Violet, or they were “obstructive”, such as an Early
Intervention service for Sarah, or a Crisis Team for Nathan. Similarly, Hearing VVoices
groups appeared as a “facilitating” character in the stories of Sarah, Carl, Bradley, and Albert,

helping them to connect with and understand their experiences.
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Preface — A Time of Difference

For each participant, a period of difference occurred before “The Crisis” of their FEP. This
period of time was characterised by feelings of fear, paranoia and uncertainty. For instance,
Carl began hearing whispering voices, but he “couldn’t make out what they were saying”,
leaving him feeling “paranoid” and suspicious of others, particularly family. Albert found
himself talking to the equipment he worked with, and then heard “the voices from the
equipment back at me”. Bernadette first noticed that she “couldn’t cope with any interaction
with people”. This is similar to Violet’s experience, who started to feel people were ganging
up on her, and eventually became “paranoid”, thinking that “people were being horrible,
probably even when they weren’t”, and also echoes Nathan’s experience, who “just didn’t
feel right in society”. Bradley’s initial experience was a traumatic event which he believed
had occurred in reality, but which he eventually realised had been a hallucination. This event
was followed by years of hurt and pain, until Bradley began experiencing hallucinations
again.

For Sarah, the preface showed itself differently, as she had had experiences such as
hearing voices all her life, and assumed that this was true for everyone. However, at age
nine, she began to realise that others do not hear voices, and began to have a feeling of
difference. Around the same time, her voices became more negative than they had previously
been. Sarah’s experiences therefore changed at the same time as she experienced a shift in
her understanding of herself in relation to others.

Over time, these experiences of difference became more pronounced for participants,
as they moved into the next chapter of their lives, The Crisis.

Chapter One — The Crisis: Lost Connections
This chapter was characterised by a feeling of lost connections; participants stopped

connecting to themselves, and to others. This separation was understandable as many
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participants suffered scary or traumatic psychotic experiences and overwhelming emotions,
leading to suicidal thoughts. It was difficult for participants to seek help at this time, either
due to fear of stigma, or because they felt misunderstood by professionals, adding to feelings
of lost connectedness. The consequences of their experiences included being made homeless
or being hospitalised, therefore losing the safety and familiarity of home and further
undermining connections to themselves and others.

As participants’ experiences of psychosis became more intense, they began to
distance themselves from others. For instance, Nathan’s paranoia led him to become “very
isolated”, and he had “minimal interaction” with others. Similarly, Violet’s paranoia led her
to skip work, and think that her family was against her; “my sister tried to get me to take
some medication, I was actually expecting it to kill me”. Bradley also began to keep himself
separate from others, walking around town all day; “if I ever bumped into a friend, I’d run the
other way (...) I was trying to keep myself away from everyone”. Bernadette began to
believe she could hear thoughts of other people wanting to sexually abuse her, and became
more and more withdrawn.

As well as losing connections to others, participants began to lose connection with
themselves; “my mind couldn’t understand what had happened, I couldn’t understand what
had happened” (Bradley). Violet described the day before she attempted to commit suicide,
and talked about some of the bizarre things she did, which she still finds confusing; “I threw
my glasses on the floor, don’t ask me why, I pulled a bogey out of my nose (...) don’t ask me
why now”. Sarah also experienced this loss of connection, and felt that services often made
this worse; “I often think that the main struggle that people have, and often it’s then
intensified in mental health services, is the lack of connection, with themselves and with their

emotions, and with other people and with meaningful activities”.
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Each participant had very difficult psychotic experiences or overwhelming emotions;
“I’ve probably blotted a lot of memories out of my head, probably for my own safety (...)
‘cause it was really traumatic” (Bernadette); “a really overwhelming experience of (...) really
powerful emotional states where my experience of myself was pretty fragmented” (Sarah); “it
was a very bizarre, very scary place to be” (Bradley); “I feared [the voice] would kill me”
(Albert). These experiences led to suicidal thoughts or actions for Sarah, Nathan, Violet and
Carl; “I became suicidal, and it got that bad that I even attempted it” (Carl).

Participants often struggled to ask for help at this time, for instance, Carl worried
about what others would think after looking up information on the internet around psychosis;
“I kept seein’ stuff on the media about lunatics an’ psychopaths (...) well I don’t really
wanna be admittin’ to this do I?”” When Carl did talk to psychiatrists, he remembers them
saying the voices were due to his drinking, rather than hearing his explanation; “I started
drinkin’ because I were hearin’ the stuff”. Similarly, Sarah was told to take medication to
remove the voices, but she felt that it would be more helpful to understand the voices, as she
saw them as part of her identity.

As a result of their experiences, Carl and Bernadette were made homeless, as family
“couldn’t take any more” (Carl). Although Violet, Albert and Nathan were not asked to leave
home, they were still given messages that their psychosis was too difficult to cope with; “a lot
of friends dropped off when I went through this” (Nathan), again indicating a loss of
connection with others. Another consequence of these experiences was being taken to
hospital, which some people found helpful; “I thought that was the safest place to be”
(Albert), but others experienced as scary; “I only stayed there a weekend, because I hated it”

(Bernadette).
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Although this chapter in participants’ lives was characterised by loss and fear, and felt
overwhelming, the participants all came through it, and found in the next chapter that their
lost connections could be formed again, and their lives would not always be ruled by fear.
Chapter Two - The Shift: Acceptance and Connections
This chapter in participants’ narratives represents a time when connections were forged
again, and participants began to accept their new lives. The chapter was peopled with
characters who helped them reconnect to others. Participants also found words for their
experiences, and began to accept them as part of themselves. It was apparent in the third
chapter (described below), that growth could not have occurred without this reconnection and
acceptance.

The characters that helped each participant reconnect varied. For Sarah, a mental
health physiotherapist helped her to reconnect to herself, and “find a way to being less
fragmented”, which allowed her to attend Hearing Voices groups, and “come back to my
initial instinct (...) this is ok to hear voices”. A psychologist helped Albert reconnect to
himself by encouraging him to “accept [the voices] and work with them”. Albert began to
reconnect to others through the Hearing Voices group he attended, again supported by his
psychologist. Carl had a similar experience, after telling a counsellor he heard voices, they
referred him to a Hearing Voices group, where he received “empathy and understanding”,
and felt “normal there”. Nathan also appreciated the normalising support of the Hearing
Voices group; “I feel I can walk in society again”. Nathan also received support from the
Soteria Network, which he felt helped him to “see people as not dangerous (...) just helping
someone who’s not well”.

Bradley found the support from Early Intervention allowed him to reconnect to
himself and the world, as he went every week, “talking, sharing, offloading”. Alongside this,

he felt his parents helped him to regain trust for others, by visiting him daily in hospital and
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allowing him to live with them when he left. Violet had a similar experience, as she moved
in with her parents following discharge from a physical health hospital after her suicide
attempt, and spent time watching her father; “I started seeing myself in a more positive light,
because of the fact that he was caring for me, and (...) I was looking at his example and then
starting to behave like he did”.

Bernadette began to reconnect through the church, as she was introduced to
Catholicism and witnessed acts of kindness. She then decided; “because of the kindness, 1
wanted to be kind to other people”. In addition to this kindness, Bernadette had come to
accept her experiences of psychosis as the way in which she found God, whom she believed
was present during those moments.

This time of reconnection and acceptance was a key step on participants’ journey to
the current chapter of their lives; one where life is different from what it was before, but
where that difference is viewed with pleasure and gratitude.

Chapter Three — Life Now has Transformed

After Chapter Two, the participants described how their lives had transformed following their
FEP. Some of this transformation involved losses, or life being harder in some way.
However, there were also positive elements to these transformations, most notably in the
form of connections that had been reformed in the previous chapter, and which showed as
empathy towards others and themselves, wanting to “give back” to society in some way, and
understanding relationships better. Participants’ experiences of FEP led to them being aware
of their own vulnerabilities, but at the same time feeling stronger in spite of these. They were
often passionate about sharing these experiences of transformation.

Carl and Bradley highlighted losses caused by psychosis; “there is good things that
have come from it, but there’s still negatives there” (Carl), “I’m sort of getting back to where

I need to be” (Bradley). Sarah described aspects of life that were more difficult following
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psychosis, for instance, not being able to follow the career she had considered, because
“there’s so many things that I would have to comply with that I couldn’t, without risking my
health (...) and my sanity”. Nathan and Albert had also experienced this shift in future plans;
“which I’'m not ok with really, but I have to accept” (Nathan).

However, alongside these negatives, all participants described growth that stemmed
from their FEP. For instance, Albert stated, “I’m much stronger. I’m much more motivated”
when talking about life now compared to before he became unwell. Carl also felt stronger,
and acknowledged that although in some ways he was “quite a vulnerable person”, his
strength “comes from keepin’ it all going”. Similarly, Nathan acknowledged his vulnerability
and strength together; “it’s crazy isn’t it, in this kind of damaged state, I feel stronger in many
ways”.

Bradley, Violet, Bernadette and Albert described feeling more confident now than
prior to experiencing psychosis; “I’m not scared to try new things now” (Bradley), which
related to stepping outside of comfort zones; “I did things that I perhaps wasn’t very
comfortable with, and just got more confident really from doing that” (Violet). Confidence
also linked to feelings of strength at having survived such difficult experiences; “I’d hit rock
bottom (...) it’s time to go back up” (Bradley).

These difficult experiences also led to a sense of empathy for others; “I always buy a
big issue, because of being homeless myself” (Bernadette). This empathy may have been
present before, but now appeared to resonate more strongly and showed how participants had
reconnected to others; “it wasn’t that I didn’t feel, oh dear, that’s not very nice, I just never
realised what it was to have a truly awful experience” (Violet). As well as extending
empathy and compassion to others, many participants showed this to themselves. For
instance, Bradley heard a female voice, but no longer heard his own voice inside his head.

He found this frustrating at times, but said “he’s been through a tough time up there, so it’s
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just about patience and letting him know he’s not on his own”. This empathy towards
themselves could also be interpreted as a better connection to the self (discussed further
below).

The empathy and compassion had also helped each of the participants to build
stronger or better relationships than they had previously; “I think I’ve got better friends.
People who are kind to me, and I’m kind to them, more supportive” (Bernadette).
Relationships with others were also enhanced by them being more connected to themselves;
“I’m a lot more in touch with my feelings, I sort of understand how communication works a
bit better, how other people might be different to me” (Violet).

The deeper connections to themselves, and the acceptance of their experiences
mentioned in Chapter Two meant that many participants had learnt from their experiences.
For instance, the voices that people heard could indicate when something needed to change;
“she’s like an alarm system. She’s just sorta like telling me that something’s not right”
(Carl). Sarah felt she had learnt how to be in relationships because she had had a consistently
positive relationship with one voice; “the way he’s always behaved, acted and engaged with
me, has been a really good role model of an equal, solid, connected relationship”. Deeper
connections also related to the realm of the spiritual; “the world comes alive in a different
way when you’ve got invisible beings and energies everywhere (...) nature comes alive in a
different way” (Sarah); “I think there’s a lot more meaning to life than what we give credence
to” (Nathan); “prayer has come into my life a lot more” (Bradley). Participants described
learning how to take care of their mental health following their experiences, for instance,
Bradley used counselling skills to talk to his voice and understand its worries, while
Bernadette adjusted the spiritual tasks she undertook by giving herself breaks when she

needed them.
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Participants further showed their reconnection to others as they described a desire to
“give back” in some way, for instance by supporting others at Hearing Voices groups, by
praying for others, or by volunteering in some way. For Carl, this gave a sense of
“satisfaction (...) I helped someone today”. Participants were also often clear that “I’ve
always been quite a caring person” but “I’ve just never been confident enough” (Albert),
showing how confidence developed after going through difficult experiences, and showing a
shift in noticing and prioritising other opportunities; “now I’m focusing on outside life,
focusing on work, focusing on helping people” (Albert); “I think I’ve become less selfish and
more holistically motivated, with the rest of humanity” (Nathan).

Some participants described how the positive changes in their lives now had stemmed
from their experiences of psychosis; “if that episode hadn’t have happened, I wouldn’t be
doing what I’'m doing now” (Bradley); “I find a meaning and purpose in life” (Bernadette);
“before I had a psychotic episode, I was very unaware of anything” (Violet). For these
participants, it was clear that they felt the psychosis had been the catalyst for the
transformation of their lives. Other participants did not appear to view psychosis as a catalyst
for change, but did described being grateful for their experiences, and to have survived them
and reach a different stage of life; “it’s all changed completely and it’s like I'm a completely
different person and I really like it” (Albert);

The whole thing, as much as it’s been really traumatic and awful, it’s kind of been

magical as well. (...) I mean you can lose your life in psychosis, and people do. But

if you get through it, oh it can make you go wow, just those experiences (Nathan).
Epilogue — Looking Forward
Although much of each interview centred around past experiences and how participants came
to be where they are now, often they also talked about their hopes for the future, and it was

clear they had been thinking about the next chapter in their lives. Some hoped the future
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would consist of “carrying on the same” (Bernadette), and tried to take it as it comes; “I try
and take one day at a time, and not rush things” (Bradley). However, alongside this
steadiness was an awareness of different possibilities ahead; “there’s loads of stuff I wanna
do, but I’m not being impulsive, so I won’t just jump into it” (Albert).

Although many participants had already learned and gained from their experiences,
some felt there was more potential; “I’ve got this ongoing hope that there’s more for me to
draw from” (Sarah). Furthermore, participants spoke about wanting to learn more about
themselves, and to continue furthering their understanding of themselves; “just looking out
for new ways of understanding how my mind works” (Violet).

In addition to thinking about the future of their own mental health journey,
participants also talked about hoping this research would be helpful for others having similar
experiences; “it’ll give people hope that you can recover” (Violet); “it could help ‘em see that
there is light at the end of the tunnel” (Carl). Participants also chose to take part in the
research in an effort to challenge some of the stigma surrounding mental health and
psychosis; “hopefully doing this research makes people realise that we’re just normal people”
(Bradley).

Discussion

The narratives showed that each participant experienced growth that exceeded a return to
their way of being before experiencing psychosis. The overarching arc of the narrative for
these participants is one of challenge, struggle and eventual transformation. Participants’
lives were interrupted by psychosis, and their experience of it was distressing, or sometimes
traumatic. They each found ways to survive their experiences, either helped or hindered by
characters along the way. Each participant ultimately reached a point of accepting their
experiences and reconnecting to themselves and others. This allowed them to recognise the

transformation of the stories of their lives.
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Each participant felt that they had deeper or better relationships with family or
friends, felt stronger than they had been prior to their FEP, and felt more empathy towards
others. Many participants also felt that they were more confident than before. These changes
led many participants to want to “give back” in some way to others, a desire they may have
had before experiencing psychosis, but which they had not had the confidence to pursue.
Some participants also felt they now had new priorities and directions in life. Some
participants also experienced spiritual changes, either through the finding of a new religious
understanding, or through feeling more spiritually connected to nature. The narratives
showed that PTG had occurred for these participants, and had continued to be experienced for
many years (up to 22 years for one participant), despite the continuing experiences of
psychosis for some participants. This demonstrates what the study set out to find; that not
only is growth possible following an experience of psychosis, but that it can remain with
people for many years.

The growth described above can be equated with the domains of PTG described by
Tedeschi and Calhoun (2004), however, the stories of growth told by participants have also
provided some indication of how growth came about, and what it feels like to experience.

For instance, one aspect that appeared more nuanced and complex than that captured by
quantitative measures of PTG is the change in connecting to the self described by
participants. Although this could relate to a change in relationships, in that participants’
relationship with themselves had grown, it appears to be more than that. Participants
described taking time to reflect on themselves and their day to day experiences, and described
these reflections leading to changes in their understanding of the world, for instance,
Bernadette feeling closer to God in her experiences, or Nathan realising the kind and caring

nature of others. As well as these wider reflections, participants described using their voices
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as a way to understand themselves, or using experiences of paranoia to look out for what in
life might be bothering them.

These descriptions show that many participants experienced life in a different way to
before psychosis. Furthermore, participants appeared to have found an extra dimension to
their experiences, as the experiences enriched their lives in some way. The idea of voices
becoming supportive and helpful to voice hearers is not new, and can happen as the result of
Dialoguing with Voices (Corstens, Longden & May, 2012). It is perhaps not a stretch to
imagine that all experiences of psychosis can lead a person to connect with themselves in a
different way, or to learn how to understand and respond to their needs. Most of the
participants had attended Hearing Voices groups, so it would be understandable that this idea
is familiar to them, as the ethos of the Hearing VVoices Network is to make sense of unusual
experiences (Dillon & Hornstein, 2013). It should be noted that one participant had not
attended a Hearing Voices group, however, she had still learnt to use her feelings of paranoia
as an indicator to take care of herself and her mental health.

The participants also acknowledged that although they had experienced growth or
transformation, there were still negatives that came from experiencing psychosis. For
instance, the participants still had experiences that related to their FEP, such as hearing a
voice. Each of them, however, felt they had learnt how to manage these experiences, and, as
discussed above, was able to think of them as a message about their needs, and know how to
respond to them. Additionally, many participants still struggled at times with the interruption
that psychosis had on their life course. This relates to ideas around developmental lifecycle,
where certain milestones are expected to be reached by certain developmental stages, for
instance, leaving home, finding a partner, getting married and having children (Carter &
McGoldrick, 1999). These examples may feel stereotypical, but can be understood as a way

of noticing difference (Carr, 2006). In literature around learning disabilities for instance, it is
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noted that families with one member with a learning disability go through lifecycle changes
at a different pace to other families, or in a different order (Goldberg et al., 1995). It is
apparent from the narratives of the participants in this study that some felt as if they did not
reach expected stages at the expected time, and experience understandable feelings of loss as
a consequence.

The findings also showed that for participants to reach PTG in spite of these feelings
of loss, reconnection needed to occur, to themselves and to others. The loss of connection is
supported by other studies into psychosis and PTG (Dunkley et al., 2007), and this
reconnection fits with Tedeschi and Calhoun’s (2004) theoretical explanation of PTG. When
a trauma occurs, it shatters a person’s understanding of the world, but then that understanding
is rebuilt to accommodate the trauma. Participants in this study described losing connection
with themselves as they struggled to understand the new world they found themselves in; a
world of terrifying visual hallucinations, of threatening voices, or of paranoia and loss of
trust. As they began to understand these experiences in a different way, they were able to
accept them and build them into their worldview, allowing them to connect with their
experiences and themselves in a new way. This acceptance, of the self, the experiences of
psychosis, and the way that life is now, relates to previous findings (Mapplebeck et al., 2015).

Furthermore, Tedeschi and Calhoun (2004) describe the importance of talking with
others about traumatic experiences in order to jointly create new narratives and ways of
understanding of the world, demonstrating the importance of reconnecting to others. This
relates to the work of Lysaker and Lysaker (2002) on the dialogical nature of the self. They
argue that the individual is constantly in dialogue with themselves and with others, allowing
them to develop a sense of coherence around identity. During an experience of psychosis,
however, Lysaker and Lysaker (2002) argue that an individual is unable to maintain this

dialogue, or this sense of coherence. It appears that the participants in this study needed to
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reconnect to themselves and others, to restart this dialogue, in order to facilitate a shift
towards acceptance and growth.

Clinical implications

This study shows that when working with people with experiences of psychosis, it is
important to consider the traumatic elements of their experiences, to ask about these as well
as listening for the potential for growth. Simply encouraging discussion around this may
provide an alternative possibility for people to consider. The style of discussion will be
important, in order for the therapist to support the individual to restart dialogues that support
coherency of identity. In addition to listening for positives and negatives of psychosis, it may
be beneficial to facilitate the understanding and acceptance of experiences, to further
facilitate growth.

When considering current practice, the emphasis on family intervention is of great
importance when considering that relationships appear to facilitate growth. When carrying
out family interventions, it would be beneficial to ensure space is provided to talk through the
development of a different understanding of the world, that includes the experiences of
psychosis. Finally, when considering the experiences of psychosis, it is important to
remember that many current interventions, including medication, aim to reduce them.
However, this may be unhelpful when thinking about PTG, as it appears that incorporating
experiences of psychosis into life may well facilitate growth.

Limitations

This study had a small sample, which was purposively selected, so the results are not
generalizable; not everyone with psychosis will experience growth, and those who do may
not experience it in the way described by the participants in the study. Furthermore, most
participants attended Hearing Voices groups, making it difficult to disentangle their views

from the ethos of Hearing Voices.
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The researcher’s own subjectivity is acknowledged when interpreting the stories told
by participants, as stories have not been replicated verbatim, but were interpreted (Riessman,
1993). Additionally, as noted by Bartlett (1920), when stories are reproduced, elements are
often changed or left out, especially when the culture of the person reproducing them differs
from the culture of the original storyteller. Therefore, the researcher’s own culture of
working in mental health and not having a personal experience of overt/distressing psychosis
is likely to have influenced what was privileged in participants’ stories.

Further research

This research demonstrated that PTG can occur following an experience of psychosis, albeit
in a small group of people, and that PTG can persist and evolve over many years.
Importantly, it has also begun to consider the process of how PTG emerged; through
reconnection and acceptance. Future research could further investigate why and how
reconnection and acceptance occurs for some people following psychosis, but not for others.
Additionally, it was apparent that PTG can occur alongside psychosis. This study did not
interview people who were currently distressed by their experiences, however this may be an
interesting area for further investigation, as it may be that PTG can occur alongside distress in
mental health. Additionally, as noted above, many participants attended Hearing Voices
groups, and may have reflected the ethos of these groups in their experiences. Future
research could further investigate the interaction between the ethos of Hearing Voices and the
development of stories of PTG, perhaps looking at the extent to which people consciously

incorporate these understandings into their own.
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Bernadette
Key Characters

Appendix 2-A

Diagrams showing the structural analysis of individual’s stories

Main elements of story Plot

Headachestired

Withdrawing

Can’t cope with people

Coincidences not coincidences—arranged for me

[ can hear others” thoughts—they want to sexually abuse me
Rat to neighbours thinking the house would explode

Neighboursfriends

Dioctor put th e ont eticating  sm—— Dl dication—helped with voicesfthoughts but mademe feeldll
MWium threw me out “T can’t look — e—— o e, bt thrown out by moiam

after het”

Heighbourafriends called doctor, took m e to hospital 3
Terrified while in hospital had to get out

Zaty e hotm e, bt still pootly—people ward to abuse me

Withdrew further, stopped leavinghouse, stopped changing clothes, stopped bathing
Sectioned, hospital still terrifyin g - tried to ran away

Moved into supported accomim odation J

Friennd took tne to church

Begantoattend Catholic Mass

People are so kind, becam e part of chuechy, kind to others, they re kind to me
Wiotk hard at beingkind to others now

Pray for others, takes an hour each day

Friend givestme massages -4

Friend introduced m e to Buddhisy —se————Totroduced to Buddhist moeditation which T like because it emphasises compassion
Feel close to Cod and supported by s Cam e to believe that [ found God through my experiences of psychosis

Him

Dad—judgesme heinga Catholic e LIy religion helpsme to support my family, like walking Dad’s dog when he had a fall

bt T still support him

Began receiving Shiatas massa ge—very supportive, kind moan, he is now my friend

Feell have deeper friendships now
Eind to others because of whatI ™ve been through

Religion also gves mee strength

Gotoa hearing woices group, they accept and support me

[ ey to take things one day ata time

[ want to keep going with my spiritual ex ercises, and would like to return to Lourdes
[ would like to go on a silent retreat one day, [ have done one in the past and erg oyed
it

[ will keep attendingm ental health groups for support
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Violet

Eey Characters Main elements of story Ploi
Ex-boyfrend@mng Came to the end of relationdp with colleague .]
b He “ganged up™ onme, with his friends e A tim e of difference

Felt bullied, anwious and patanoid
Wotk became difficult and uncomfortable, so I left L
Iayhe I would have been ok, but one of his friendswasz at the new job
Paratioda becath e very strong
Went to a new job, but paranoia stayed
Felt people were beinghotrible to me, probably even when they weren't
Skipped work
Felt that what people were saying o the radio were relevant to me
Scared family wastryingto kill mee, sister gave me a pill - I thought it was poison
Couldn’t sleep, driving around town at mght
Eoyfriend Boyfriend couldn’t look after m e—no one was sleeping
Took me to parents house
Very arcrious and paranodd, believed lots of people wete tying to kill me
Walking around lots
Tried to kill myselfl - jumped off a moulti- storey car park in the middle of the night
It hospital for severs injuries

3 Lost connections

FL.

Peychiatric nurse *® IVlet peyehiatric nurse

Discharged from hospital to stay with moum and dad

Focused on getting better physically ¥ Acceptance and connections
Dadbeingking Saw how kind my dad was, thought “Tm a bit likce him™

Ilaybe ['m nota bad persor, Ive just been il

&hle to return to work it a less busy position

Lif'e now iz where [ want it to be

Flad to be living independently

[ canreally understand others” suffering and tir to help when I can

[ understand moyself more, and widerstand how to communicate better } Life o ha s tranaorem ed
Psychologist, helpful Seemy psychologst - helps me to talk theough things that worty mee, and helpsme

to think atiout oy meental health

Sotn etith ez worty about what other people think, but T can usaally moana ge this

[ wrant to do more mindfulness, and keep taking care of my mental health

["dlike to start doing som e volunteering

[ want people to know they can recover from peychosis Looking forward

I
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Albert

Eey Characters

Frienndz

Friendly voice/scary voice 4=

Gitlfriend .

Iium and dad  *

Brother -+

Paychologst

Main elements of story

Wotking lots of hours, but also going out lots with friends

Started talkingto kitchen ecquipm et

Started hearingthe kitchen equipm ent talk back tome

Put it down to itmagination, but it kept happening

Heard woices that weren’ from the equipm ent

Oe friendly woice, one threatening

Started self harming

Gitlfriend supported me to go to services bt told “nothing wrong”
Bum and dad told me to com e hom e

Went hom e and when [ got back, went into hospital

This was good - felt like the safest place to be

Had som eone there to talk to 24 howrs a day

Prescribed antipsychotic, which made me exhausted

Stopped self harming and felt better, and I was discharged

Ttying to get back into life, but kept goingbackwards and start self harming
Stress made this worse

Vioices still threatened moy family, would text my brother constantly
Wasbhack in Engand and [ had a breakdown, because of stress
Went itto hospital again

Given new m edication—rchanged everything More ener gy and motivation
Iet my peychologst

YV oices—o |:1ent15t, Spanky, Spatky sem—"ith peychologist’s help started talkingto voices, and got to know them

Heatring Voices #

Brother—different relationship)  efe—

Went to Hearing Vodces, they helped me accept my voices

I ostill the sam e person ] wasbefore, bt sometites [ struggle and have to take
thitigs ea sy

[ can’tbe a chef anymore, because it’stoo stressful, which is disappointing

Butl hawve thought of a different career—focusing on peer suppott

Erjoy peer support, like givingback to others and supporting them

Feel some of my voices, especially The Ilad Scientist, give me confidence and great
ideas

Feell am micer and more patient, e.g if som eone cuts mee up in the car I used to get
atugry, but nowe [ think sham e, maybe they're lost

[vwe learnt lots about moyseld and my volces from HY group

Closer to others, including my brother

' cloget to my voices, they're like best friends who are withme all the time. I7d
tmigs them if they went awary.

Have lots of ideas of what]™d like to do, like go to university

Lessimpulsive thanI used to be, so don’t want to jum p into amything

Happy that T am fomsing on moary different things, like wotl:, friendships and
voluniteeting

FPlot

> A& tim e of difference

} Lost conhections

¥ Acceptance and connections

Life now has trandorm ed

= Looking forward
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Mathan

Eey Characters Main elements of story FPlot

Fell in swimmingbaths, hittinghead wery hard 1
Off sick
Retumned to work inmeental health ward, bt couldn’t handle it, felt very sensitive
Had to wall away from anger - defences were shattered
Left work and started asza taxi driver,- very isolated
Statted to feel paranodd, not +ght in society
Partnier Partnier tells moe now that [ was experiencing mood swings, but T don’t rem ember
Hours on the internet- Mayan calendars and spirituality ¥ Atime of difference
Went into my own head, lots of links, [ lost track of what wasreal
Wole up one dav, - father”s spirit abowe my bed, which then dropped into me - which
wra g incredibly em otional
Carried on feeling paranodd, partner and I packed wup, andm oved around cosntey to
keep e safe
Sudden realisation- I've been il
Terrified - lay in bed, grippitigm 7 pattnet’s hand to stopme from killing m reelf J
[ woke my pattner in the moormdng, - told her T need help 3
After hawvingto go to services twice, I got support from a crisis team
Theymademe feellike a performingm onkey - asked lots of questions, and reminded
Crigisteam 4 the how far avway oy Family wazs, started withholding oy moedication
Decided to discharge myself and ot moyself off from meds v L ost connections
Iy parttier and [ kept mooving around, trying to moatage the paranoda, wdil T tried to
kill myzelf. T realized] needed help again
D oteria Hetworl Spent tith e in a Soteria H ouse, recedving mindful com patdonship
Realised people are trying to help, not ot mee ¥
Atill feel paranodd, but work hard to mana ge this, and I fry to rem em ber that wpeetting }

thoughts are patt of beinglnman
' stronger now becavse of what ['ve survived ;
Hew friends now, especially those in Hearing W oices - better/deeper friendships than
I had before

Heating Vnices 4 Keep goingto Hearing Voices, [ feel accepted there, bt alzo enjoy supporting others
['tnomoore inclusive and holistic now, and include othersin my thoughts, instead of just
the and my partner +
[ cant work, so 1 spend tim e supporting others instead
Iy futare s not what I expected. [ can’™ hawe children, it s not fair to bring them up
with how I might behave and I really not ok with that
I'm hopeful for the future, and feell can cope with whatever happens .

Aeceptance and connections

Life now has trandorm ed

= Looking forward
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Carl

Eey Characters Main elements of story

Started to hear whispering woices, but couldn’t make out what they wete saying

It sounded like people talking it another roos, - thought it was moy family - paranodd
Ewventually could hear it all the tim e, even when fam iy were asleep - not them
Mayhe ghosts, ot a govertun ent conspiracy? Lookedat peychosis, scared['d get

locked away o
Voices becam e clearer - terrified - gelf medicated with aleoholfanything else T could 9
afford
Wife Problem sin family - wife askedme toleave home- moved into a flat on my own
Psychiatrists [ saw paychiatrists - told m e the voices were caused bymy drinking they didn’t even

want to hear my explanation
Eventually I got prescribed an antipsychotic - helped with moods
Very datk days, and I thought a lot abost sicide, and evertually attem pted it

Counsellar = [ started to see a counsellor - opened up to hum aboutmy voices [ don’t know if he Y
wasa voice hearer, bt he know about Hearing Vodces, and suggested I go
Heating Voices Heatitig Woices group - T cowld say what ] wanted and not be judged - everyrone got

what I was on about
["m normal here
Psychologist 4+ e [+ c11c)z writh poychologist - got to know my woices, better relationship with them now
Vioices e Lotz of downsides to life now - no sleep, can’t diive, cook etoin case ] switch into a
voice, fot with moy fam iy angn ore, hard to toost
B etter relationships with m v voices, use them for support, especially Max, my
Protector
o Good relationship with oy son now
Actually understand people’s pain now, different to before
Fealize [ have all these partsinme, maybe others do too, understand relationships
better
Mluch moore confidence- I can help others I facilitate H earitng Wodces group, T talk
aboutmy experiences at traindng and wndversity courses
Like suppotting people - feel good - I'm puttingback
Stronger now than before g
What to learn moore about the different patts and see what they have to say for
them selves
Atatt a new Hearing Voices group, keep helping others
Want people to know there’slight at the end of the tunnel o

FPlot

= A& tim e of difference

} Lost connections

> Acceptance and connections

} Life now haz trangorm ed

Looking fotward
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EBradley
Eey Characters

Coutisellor  s—

Iium atd dad

Eatly Intervetrtion s

Hearing Voices -

Voice -

Main elements of story

Attended a family wedding had an expetience I believed to be true - [ had beenraped
Very paindfial titn e - made worse when police catn e back and said it didn’™ happen

2 years of tryingto get on with life, saw counsellor to talk abowt rape

Job becam e too stressful - walked out

Voices started, and so did hallucinations

Terrifying hallucinations - hotror filtn 2 and challenges

Walked around town all day, trying to cope with constant hallucinations

Avoided people - ranaway if T saw moy brother or a friend

Parentstried to stay in touch - pushed them away

Collapsed it the street, agreed to go into hospital

Hospital - frightening at the start

Atarted to get to know people - all straggling like me

Regained trust for parentsas they wisited daily, showed their love

Ilet Early Intervention while in hospital - they were fantastic

Eatly Intervertion let e tall about my experiences, includingthe rape which I real-
ised had beena hallucination

Told my family it had been a hallucination- needed courage to admit it

Went to Hearing Voices, very supportive - moade my woice part of moy ife

Wioalden™t be whete I am now if hadn™ had peychosiz

Volunteered for so moany different organisations

Setup a Hearing Voices group inmy homee town as before had to travel owt of town-
my way of gving back

Heatitig W odces offers hope

Wluch moore confident and stronger - I've already hit rock botbom, 've built myself up
Confidence means] domore - learningm ore, trying new thin gs - [ have new opportu-
ities

Relationships are better- mum and dad especially are very suppottive

[ hawvea good relationship with the voice - talk to her when she swrearsto see what's
WEOLNE

Pray often - for m e and others

Whant a part time job one day, but need to take moy tith e and not fash

Eeep volunteeting

Trainingto be a peer support worker

Keep learning sign language

Want people to know, people with peychosiz are just nosm al people

FPlot

}

»

7%

F .

A titn e of difference

Lost connections

Aeceptance and connections

Life now has trandorm ed

Looking forerard
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Sarah

Eey Characiers Main elements of story Plot

Heard woices whole 1ife, thought everyone did, realised around 10011 other people
didn’t
Started to feel armiousfot o ght/different from others » Atime of difference
Voiceshad always been positive, now critical and seary, bad things outside window
tryingto getme
Fitat had suieidal thoughts
Carried on like thizs until 16, when had an experience of beitg overrheln ed by
em otion self becam e fragm ented
Ewentually reached out to services, but not taken seriously P, Lost contections
iom - Iiom had to coteritice services ] wanted to kill wowrself
Eatly Intervertion — Went to hospital then with Early Intervention service
Driden’t like moedication, bt that’s moostly what they could offer, so left service p
Physiotherapist = Recetved physiotherapy from mental health physiotherapist, started to feel less
fragmented
Heatitig Wodces group - it's ok to heat voices - patt of my identity
Beganto process experiences propetly
My experiences are a wealth of inspiration - help me be creative, beings can support
meif I need them
B eitigs hawe different ideas and thoughts to me, help me to know what good
relationships are, of fer different ways of thinking about things
Vety connected with myself now, also connected to the world around me
Expetiencesm ean [ make ethical choicesthat fit with moy world view - beingstellme } Life now has tranaform ed
off otherwise
Ilaybe Life would have been easier without these experiences because [ could fit in/
cotn protise, but D can’t im agine life without them
Needto be careful about depth of connection [ make to others, but the connections
catl lead to positive relationships J
Hopefull can draw more onmy experiences - egmaybe they can give me energy }

Fa"

» Acceptance and connections

Hearing Voices

F 3

Woices/B ein gz

Looking forwrard
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T ahle showing the development of themes hetween individual 's stories

Acceptance
Gotoa hearing voices group,
theyaccept atd aupport me
Saw how kind my dad was,
thought “T*m a bit like him™
Mlaybe I'm not a bad persorn,
T'wre just been il
Went to hearitg woices, they
helped me acceptmy voices
Eeep goingto Hearing Voic-
es, [ feel accepted there, but
also ery oy supporting others
Eetter relationships with my
wolces
Realize I hawe all these parts
ity tn g, moayhe others do too,
understand relationdips
better
What to learn moore abowt the
different parteand see what
they hawve to say for
them selves
Eatly Intervertion let m e talk
about iy expetiences, iclad-
inngthe rape which I realised
had been a hallucination
Wient to Hearing VW oices, very
suppottive - toade my volce
part of my Life
Hearing Voices group - it’s
ok to hear voices- part of my
identity

Reconnections selffothers
eople are so kind, becam e part of
boarclhy, kind to others, they're kind to
8
otk hard at beingkind to others now
eell hawve deeper friendships now
irnd to others because of whatI™ve
een through
aw how kind my dad was, thought
T'm a bit like him ™
understand myself more, and wndes-
atid how to commxdcate hetter
Mre learnt lots about moyzelf and my
oices from HV group
loser to others, including my brother
't closer to my voices, they're like
egt friends who are with me all the
e [7d
igs them if they went away.
ealized people are tryingto help, not
utt moe
thothootre inchasive and holistic oo,
tud itnclude others in my thoughts, in-
ead of jus
e atud my partner
rietuds with peychologst - got to know
v woices, better relationship with them
o
etter relationships with my voices, use
et for support, especially Max, moy

ood relationship with my son now
elationships are better- moum and dad
specially are wery supportive

have a good relationship with the

oice - talk to her when she swears to
ee what’s

rrong,

W ety conmected with moyself now, also
potmected to the world around mee

Positivesmegatives life now
Life now iz whetre I want it to
he
Som etitn es worty about what
othet people think, but D can
usually mana ge this
[t still the satn e person ]
was hefore, bt som etitnes ]
stiaggle and have to take
thitigs easy
[ can’t be a chef any more,
hecause it’s too stressful
which iz disappointing
But] hawve thought of a diffes-
et career—foousing on peer
support
Happy that I am fomsing on
matyy different things, like
wortk, friendships and
volunteeting
Iy future isnot what I ex-
pected. T can’t have childrery,
it'snot fair to bring them up
with hioar [ might behave and
I'm really not ok with that
I'm hopefil for the fatare,
atd feell can cope with what-
ever happens
Lots of downsides to life now
- o sleep, can’t deive, cook
etein cage ] switch into a
voice, fot with oy fam iy
atryrm ore, hard to trost
Wouldn't be where I am now
ifhadn’t had peychosis
Ilayrhe life would have heen
easier without these experi-
ences because I could fit inf
cotn promise, butl can’timag
ite 1if'e without them

Confidence
Feelsome of my
woilces, especially
The Iad 3cientist,
give e confidence
atud great ideas
Much m ore confi-
dence- I can belp
others, [ facilitate
Hearing Wodces
groug, T talk
aboutimy expetiences
at traindtz and -
wersity courses
Confidence means [
domoore - learning
tn ote, teying few
thitigs - I have new
oppothanities

Empathy
Kind to othersbecause of
what I've been theough
I can really understand others”
suffering and try to help when
I can
Feell am micer and more pa-
tient, e.g. if som eone cutsme
up it the carl vsed to get
angry, but now I think sham e,
mayhe they're lost
I'm moore inclusive and holis-
tic now, and include others in
my thoughts, instead of just
e and my partner
Actually understand people’s
pain ooy, different to before

Giving hack
Fray for others, takes an hour
each day
Ly religion helps me to sup-
pott moy Family, likke walking
Dad’s dogwhen he hada fall
[ can really understand oth-
ers suffering and tiy to help
whenl can
["dlike to start doing som e
wolunteeting
Eut] hawe thought of a differ-
ent caresr—foousing on peet
support
Enjoy peer suppott, like giv-
ighack to others and sup-
portitng them
Eeep goingto Hearing V odc-
es, [ feel accepted there, but
alzo efy oy suppotting others
I'm more inclusive and holis
tie now, and include othersin
my thoughts, instead of just
the atd iy pattner
[ can’t work, sol spend tim e
suppotting others instead
Like supporting people - feel
good - I'm putting back
Statt a new Hearing Voices
groug, keep helping others
Want people to know there’s
light at the end of the hannel
Volunteered for so moany dif-
ferent organisations
Eeep volunteeting
Trainingto be a peer support
wotker
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Sirength
Religion also gves me
strenigth
I'm stronger now because of
what ["ve survived
I'm hopeful for the future,
atid feell can cope with what-
ever happens
Stronger now than before
hluch moore confident and
strotuger - ['ve alveady hit rock
hiottom, I'we baailt moyrself up

Hp irituality
Began to attend Catholic
Ilass
People are so kind, becam e
patt of charchy, kind to others,
they're kind tome
Introduced to Buddhist medi-
tation which I like because it
e phasises com pa sson
Cath e to believe that I found
God through my experiences
of paypchosis
want to keep going with my
spititual exercises, and would
like to return to Lourdes
[ wonld like to go onoa silent
retreat one day, [ have done
ofue it the pag and enjoyed
[ want to do more mindful-
fiess
Pray oftenn - forme and others
Vetry connected with myzelf
now, also connected to the
wotld around me

MedicationHospital
Meighbiourafriends called
doctor, took e to hospital
Terrified while in hospital,
had to get owt
Sectioned, hospital still ters-
frying - tried to i away
hledication—helped with
volcesfthoughts, bt made me
feelill
Went bom e and when [ got
back, went into hospital
This was good - felt like the
safest place to be
Had som eone there to talk to
24 hours a day
Prescribed antipsychotic,
which made me exhavsted
Went into hospital again
Given tiew medication—
chatged everything MWore
energy atd motivation
started withholding oy medi-
cation
Decided to discharge myself
atud cut myself off from meds
Ewentually I got prescribed an
attipayehotic - helped with
toods
Hospital - fri ghtening at the
statt
Statted to get to know people
- all struggling like me
Wit to huospital then with
Eatly Intervention service
Didn’t like medication, but
that’s m ostly what they could
offet, ao left service

Suicide
Tried to kill myself - jumped
of f a multi- storey car park in
the middle of the night
Terrified - lay in bed, grip-
pitgmy partner’s hand to
stop the from killing m yzelf
My partner and I kept mooving
around, tryitg to moata ge the
paranoia, until [ tried to
kill wiyself. I realised need-
ed help again
Wery datk days, and I thought
a lot about suicide, and even-
tually attem pted it
First had suicidal thoughts
hiom hadto cotrvince ser-
wices] wanted to kill myzelf

Hearing Voices Group
3o to a hearingwoices groug,
they accept atd suppott me
Went to hearing voices, they
helped
[we learnt lots about m yeelf
atd v wodces from HV
group
Mew friends now, especially
those in Hearing W oices -
better/deeper friendships than
I had before
Eeep goingto Heating ¥ oic-
es, [ feel accepted there, but
alao enjoy supporting others
Hearitig Woices group - 1
cowld say what [ wanted and
not be judged - everyone got
what ] was on about
I'm normal here
[ facilitate Hearing Voices
group
Starta new HearingVoices
groug, keep helping others
Went to Hearing Voices, very
suppottive - moade my voice
patt of my life
Setup a HearihgVoices
group it my home townas
hefore had to travel out of
towt - oy way of gving back
Heatitig W odces offers hope
Hearitig Woices group - it's
ok to hear voices - part of my
identity

Disconnection
Withdrawing
Can’t cope with people
Withdrew further, stopped
leaving hioase, stopped chang
g clothes, stopped bathing
Sectioned
Hom e, it theonen out by
M
Felt people wete beinghorri-
ble to e, probably even
whern they weren't
Skipped work
Boyfriend couldn’t look after
tme
WVery anxious and paratiodd,
believed lots of people were
tryingto killme
wery isolated
Statted to feel paranodd, not
tight in society
Liavhe ghosts, or 2 govern-
ment conspiracy? Looked at
paychosis, soared I7d get
locked away
Problem s in family - wife
agkedme toleave home -
moowed into a flat onomy own
Woalked around town all day,
tryingto cope with constant
hallurinations
Zoroided people - ran away if
[ saw my brother or a friend
Parents tried to stay in towch -
pushed them away
Hospital - frightening at the
start
Started to feel armioushot
right/different from others
self becam e fragm ented
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Appendix 2-B
Summary Stories

Bernadette’s Story Summary

Dramatis persone (in order of appearance in interview)

Bernadette -
Mum -

God -

Friend -

Dad -

main character. Her story is described below

Bernadette’s mother. Supported her initially through her psychosis, but
then asked her to leave the family home. Mum feels that Bernadette is ill
because of the medication she takes, and if she stopped taking it, she would
no longer be ill

Bernadette became a Catholic in the first few years after her first
experience of psychosis. Religion is very important to her, and she
believes that God was present in her moments of psychosis, and that is
how she found Him.

Bernadette receives Shiatsu massage from this friend. He is very
supportive of her, and Bernadette trusts him and feels safe with him. He
also introduced her to Buddhist meditation.

Bernadette’s father. He was physically violent towards Bernadette and her
mother when Bernadette was a child. He now laughs at her experiences,
along with other members of her family, saying “you hear voices that tell
you to get a job”.

Preface — A Time of Difference

Bernadette remembers not receiving support during the first 1% years of psychosis. During

this time, she had frequent headaches and felt tired. Eventually she reached a point where she

felt she could not cope with any interactions with people. She felt that coincidences were in

fact arranged specifically for her. She also could hear other people’s thoughts, thoughts of

wanting to sexually abuse her. She ran out of the house one night, believing that the gas was

leaking and that her house was going to explode.

Chapter 1 - The Crisis: lost connections

At this point, in 1995, Bernadette voluntarily went into hospital. However, she found this

experience terrifying, as she was on a mixed ward, and remembers one particular man who

only wore a sheet and would occasionally expose himself to others. Bernadette only stayed
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on the ward for a weekend on this occasion. On her return home, she continued to believe
that others wanted to sexually abuse her and became more withdrawn, eventually stopping
bathing, changing her clothes, and eating. At this point, Bernadette was admitted to hospital
on a section. She returned to the same ward, where she was very frightened, and kept trying
to escape. She refused medication, and was held down by staff and injected. She was put on
an antipsychotic, which stiffened her muscles, and blurred her vision. With support, she
came off the medication and returned home, however, 9 months later, her experiences
returned and she was sectioned again. She was placed on a women’s only ward and resumed
taking medication. She returned to the community, and continued on her medication, which
she still takes. She struggled with accommodation at this time, as her mum threw her out.
Bernadette has blotted out many memories of this time, because it was so traumatic.

Chapter 2 - The Shift: acceptance and connections

When Bernadette first started having psychotic experiences, a friend took her to a Catholic
care centre which provided counselling, and daily Mass. While there, Bernadette noticed
how kind and accepting this group of people were, both to her, and to others who were
struggling. She also met people who had had problems of their own, but who had recovered
and were now focused on helping others. A link was made, and on her return to her home
town, she visited a Methodist church, and a Baptist church, before finding her home in the
Catholic church, and becoming a Catholic 2 years later. She attends Mass regularly, has been
on retreats, and has twice made a pilgrimage to Lourdes.

Chapter 3 - Life Now is Bittersweet

Bernadette feels that the kindness shown to her by those in the church has influenced her to
be kind to others. She shows this kindness in different ways, for instance, having been

homeless, she supports big issue sellers, or often buys hot drinks for those living on the street.
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Bernadette also prays daily for other people, and tries to show kindness and compassion in all
areas of her life.

Bernadette receives Shiatsu massage from a friend, and through him has also become
interested in Buddhist meditation. She feels this fits well with her Christianity, because it
emphasises compassion. She still struggles with suicidal thoughts, but has found that
meditation can help with these, as she has learnt not to hold onto the thoughts. Bernadette
feels that she would not have come to her faith had she not experienced psychosis, and feels it
is important to look for God in difficult experiences.

She has made many friends through the church, and through attending meditation
sessions, and tries to support them and help them in whatever way she can. She feels that
these friendships are deeper than they were before she experienced psychosis. Although her
family have not always been supportive, she tries to remain kind and compassionate to them
and is guided by her religion in this. Bernadette also attends a hearing voices group, where
she can talk about her experiences, and receive acceptance and support.

Afterword - Looking Forward

Bernadette finds that things are easier if she takes life one day at a time. She is currently
undertaking the spiritual exercises of St. Ignatius of Loyola, and would like to continue with
these, alongside her other prayers, and her Buddhist meditation. She is also planning on
continuing to attend mental health groups. She would like to do a silent retreat in the future.
Bernadette took part in the study because she thinks that it is important to support “any

advancement in the treatment of mental illness”.

2-99



Posttraumatic growth following psychosis

Violet’s Story Summary
Dramatis persone (in order of appearance in interview)

Violet - main character. Her story is described below

Dad - Violet’s father. He took care of her following her experience of
psychosis, providing support while she lived with him and her mother.
During this time, he was also caring for Violet’s mother, who had
Alzheimer’s.

Psychologist -  Violet began seeing a psychologist a few years ago, and still sees her
around once a month. This psychologist is helpful in that she provides
space for Violet to talk, but also often provides alternative ways of
thinking about worries or concerns that Violet has.

Preface — A Time of Difference

Violet feels her difficulties first began with the end of a relationship with a colleague. As the
relationship ended, Violet felt that neither person handled it well at first, but then remembers
her ex partner and his friends starting to gang up on her. She went to a new job, but
unfortunately, a person from her previous workplace had also begun working there, and at
this point, Violet began feeling paranoid.

Chapter 1 - The Crisis: lost connections

Violet moved to another workplace, however, the experiences of paranoia remained, for
instance feeling that colleagues were being horrible to her. She began skipping work, and
noticed that things on the radio were becoming relevant to her. She felt that her family were
against her, and that they may be trying to kill her. She was struggling to sleep, and would
often take the car and drive away from home, so that her boyfriend would need to come and
look for her. She is not sure why she did this, but remembers feeling afraid and paranoid.
Her boyfriend eventually took her to stay at her parents’ house, as he could no longer look
after her. Violet was very distressed at this point, believing various people were planning to

kill her. She walked to a nearby multi-storey car park, and jumped off, with the intention of

killing herself. Violet was in hospital for several weeks due to her physical injuries, and
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during this time was visited by a psychiatric nurse, who prescribed an antipsychotic. Violet
left hospital and lived with her mother and father.

Chapter 2 - The Shift: acceptance and connections

After leaving hospital, Violet found she had to focus on her physical recovery, rather than
spending time thinking about being a bad person. She was able to take several months off
work, and felt that she had no pressure to interact with people until she felt ready. She spent
time watching her dad interact with others, and noticed how he was a good caring person, and
began to see herself in this light, and behave in the way he did. When she did return to work,
her employers found a less stressful role, where she could focus on documentation. It was
during this time that Violet realised “I haven’t been well” and found this a relief, as it shifted
her thinking of herself as a bad person.

Chapter 3 - Life Now is Bittersweet

Violet feels that it has taken her a long time, but that her life now is nearly back to where she
wants it to be. She spent a long time living with her parents, and felt it was difficult to
eventually get the confidence to move out alone, but was glad she did. Violet feels that one
of the key things about life now is that she can identify with people who are in trouble. She
has always had empathy for others, but now experiences it as though it would be happening
to her. Because of this, she is interested in other people’s wellbeing, and often gives to
charity, and supports her family in various ways.

Violet feels that before her experience of psychosis, she “blundered about”, without
much understanding of her feelings, or of other people’s, whereas now she is more in touch
with her own feelings, and understands how communication works, and so feels her
relationships have improved because of this. She is also appreciative of relationships, and is

particularly appreciative of her father, who care for her for so long. She feels she is also
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working hard on her relationship with herself, and understanding herself and her mental
health.

Violet still experiences some physical problems as a result of her suicide attempt, and
has to take care of herself, however she is immensely grateful for her physical health, and the
ability to do physical exercise.

Violet also prioritises caring for her mental health; she reads books in this area, goes
on courses, such as a building resilience course, looks on the internet, and talks to her
psychologist. She does struggle at times with anxiety, or worrying about other people’s
opinions of her, but works hard at talking these worries out, rather than letting them build.
She is also grateful that she is able to work, as she finds this very normalising.

Afterword - Looking Forward

Violet plans to continue to learn more about caring for her mental health, for instance, by
building mindfulness practice into her daily life. She is hoping to take up some volunteering,
possibly supporting older people. Violet chose to take part in the research because she finds
it important to give back. She feels it is important to share that although she has had difficult
experiences, she has been lucky enough to have good ones as well, and wants to give other

people the hope that they can recover too.

2-102



Posttraumatic growth following psychosis

Albert’s Story Summary
Dramatis persone (in order of appearance in interview)

Albert - main character. His story is described below

Parents - Albert’s mum and dad. They are supportive of Albert and were worried
when he was unwell, especially as he was living in another country.
They encouraged him to come home to “get things sorted”.

Girlfriend - Albert was dating his girlfriend when he first started experiencing
psychosis. She was very supportive of him, and he ended up living with
her in her parents’ house. They were also supportive of him, and often
took him to doctor’s appointments.

Psychologist -  Albert met his psychologist last year in hospital. Albert feels that the
psychologist was fantastic, and turned him into a completely new person.
He supported Albert to accept his voices, and work with them, and also
suggested Albert attend a local Hearing Voices group.

*The Mad one of the voices that Albert hears. He is supportive of Albert, and will

Scientist - give him suggestions and ideas when Albert is stuck with something.
The Mad Scientist is very outgoing and tries to support Albert when he
tries something new. Sometimes he gets Albert to take on too much, so
that Albert eventually crashes, but Albert has now figured out how to
handle him at these times. The Mad Scientist also gives Albert

confidence.

*Spanky the this is another voice that Albert hears. He typically just wants to go out

Dog - for walks. He can talk in English, but when he does not get his own way,
he barks, which can be annoying for Albert.

*Sparky - another voice that Albert hears. He knows a lot about Albert, because he
is Albert when he was a 5 year old.

Brother - Albert’s brother. He was slightly distant when Albert was not doing very

well, for instance, he did not come to visit Albert in hospital. Albert
wonders if this was because he did not like to see Albert’s self harm
injuries. Albert also feels he annoyed his brother at one point; sending
lots of texts asking if he was safe. Albert and his brother get on better
now that Albert is doing well. He feels they were always close, but now
they talk more and their relationship seems different.

*Albert also hears negative voices, but he did not describe them in detail during the

interview.

Preface — A Time of Difference

Albert first noticed something was different in 2009. He was working as a chef at this time,

and found he began talking to the kitchen equipment, and it started talking back. At first he

thought it was his imagination, but it kept getting more real, until one day he began hearing

voices that did not come from the equipment. One voice was quite nice, and friendly, but the

other one was very scary, telling Albert to harm himself, or it would kill him, or members of
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his family. Albert felt that the only way to manage this voice was to do what it said, and he
started self harming.

Chapter 1 - The Crisis: lost connections

Albert was living in England at this time, and with the support of his girlfriend and her
parents, he tried to access services for help. However, he was told there was nothing wrong.
His parents urged him to come home to his native country, where they could support him, and
when he did return, he was put in hospital. At the time, although he was not sure what to
expect from hospital, he felt that it was the safest place to be, as there was someone available
to support him 24 hours a day.

When Albert came out of hospital, he received regular support, had managed to stop
self harming, and was starting to feel better. However, he struggled to keep this going, and
occasionally slipped back into self harming and feeling bad. During this time he attempted to
return to work, and tried to move to England a couple of times, but usually ended up
struggling again. In addition, Albert was taking an antipsychotic during this time which had
severe side effects, particularly a feeling over overwhelming tiredness.

Chapter 2 - The Shift: acceptance and connections

Albert was living in England when he experienced his most recent breakdown, and went into
hospital. On this occasion, his medication was changed, leaving him a completely different
person, with high levels of energy and motivation. While in hospital, Albert also began
seeing a psychologist, who was very supportive. He helped Albert earn how to accept his
voices and stop fighting them, which made life much easier for Albert. He also helped Albert
to find the Hearing VVoices Network, and Albert began attending meetings.

Chapter 3 - Life Now is Bittersweet

Albert feels that he is still essentially the same person he was before psychosis, but that every

now and then he goes through a bad time. There are some downsides to life now, for
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instance, he is no longer able to work the long hours he used to. This, in part, has led to a
hard choice to no longer work as a chef, and to do something different with his life.
However, he has now decided to move into peer support, returning to the hospital where he
was a patient. He finds this work very motivating, and feels it will suit him, as it is not long
hours. He would also like to start a cooking club, and combine his enjoyment of cooking and
his desire to help.

Albert feels he has always been a caring person, and believes it is important to help
others, however, he has not always had the confidence to try this. He now feels more
confident, largely due to the support of The Mad Scientist. Albert also feels he has become
nicer, and more patient, and that he understands the problems other people might experience
because he has had his own problems.

Albert has also learned more about what he has been through, from attending the
hearing voices group, and feels he understands a lot more about his voices, and about himself.
He also uses this group, and others that he attends, to pick up tips to help other people.

Albert feels his relationships have changed, particularly with his brother, who he now
feels closer to. Albert is also making new friends. Previously when he met a new person, he
would not engage with them, but now he will talk to people and make new friends, like at the
Hearing Voices group. Albert also feels he has a different relationship with his voices, and
feels that if they went away not it would be quite sad. They have kept him company for five
years, and to lose them now would leave him feeling lonely, and missing the support of the
good voices.

Afterword - Looking Forward
Albert has found he is less impulsive than he used to be, and tries to think before he acts. He
feels he has a lot of different possibilities ahead of him now, but is taking time to think things

through rather than jumping into something. He would like to go to university and take up
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studying, but wants to wait until he is sure he can manage this. He finds that while before his
life was “cook, cook, cook”, he is now focusing on all sorts of different things, such as

outside life, work, and helping people.
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Nathan’s Summary Story
Dramatis persone (in order of appearance in interview)

Nathan - main character. His story is described below

Angela - Nathan’s partner. She has supported Nathan through his experience of
psychosis. She has talked with him, moved house with him when he was
feeling paranoid, helped him to access services, and when he was at his
most distressed, fed him and kept him safe.

Services - Nathan had a negative experience with NHS services. At his first
contact, he was asked why he did not just get a job. He received input
from a crisis team, but experienced the 15 different people who came to
the house as coming to see a “performing monkey” tell his story. Nathan
was quite rude to staff at this time, and this led to them withholding

medication.
Soteria Nathan received support from the Soteria Network. At the time, he was
Network - sure that there was a conspiracy against him, and often accused staff of

trying to poison him, or trying to kidnap him. However, they continued

to stay with Nathan and support him, which gave him the space to realise

that people are actually caring, and not out to hurt him.
Preface — A Time of Difference
Nathan had been working on a mental health ward, and although it was demanding, he
enjoyed it. He then had a fall in the local swimming baths, dislocating his shoulder and
hitting his head very hard. He had a few weeks off work, but when he returned, found that he
was hypersensitive to situations. For instance, when people on the ward became angry or
upset, Nathan would have to walk away. He describes it as having his defences shattered.
He eventually left this job and took up a new one as a taxi driver, but found that he was
starting to feel quite paranoid. He would draw the curtains when at home, worried that
people were watching him, and noticed that he no longer felt right in society. Angela also
reported that he was experiencing mood swings at this time. Nathan would spend hours
reading things on the internet, around the Mayan calendar, and spiritual ideas. He would
follow these ideas, making links in his mind, until he started to lose track of reality. The
spiritual ideas that Nathan had been having culminated in him waking up one morning and

feeling the spirit of his father above his bed. Nathan found this an emotional experience, and
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told his family, who believes this was an expression of grief, as Nathan’s father had recently
passed away.

Nathan’s paranoia continued, until he and his partner left their home and began to
move around the country, as Nathan no longer felt safe anywhere. One evening he and his
partner were in bed, and an image came to mind. He had experienced this image many times
before, but on this occasion, it slowly disappeared. As it disappeared, Nathan came to the
realisation of “oh no, I’ve been il1”.

Chapter 1 - The Crisis: lost connections

Up to this moment, Nathan had believed he was on a spiritual journey, and realising that this
was not the case dropped him into a state of terror and panic. Nathan spent the night in this
state of terror, resisting the urge to kill himself to make it stop. In the morning, he asked
Angela to take him to the mental health services, which she did. Nathan remembers having
to ask for help more than once, until he received input from a crisis team. Fifteen different
members of the team came to see Nathan, and he began to feel like a performing monkey, as
he told his story and beliefs again and again. Often staff would comment on how far away
Nathan’s family was, causing him further stress. Nathan was also put on various
medications, which caused horrible side effects. At one point, after Nathan was rude to staff,
they began withholding medication, causing Nathan’s psychiatrist to get involved to ensure
he received it. Eventually, Nathan chose to discharge himself and attempted to cut out all
medication. This caused a severe and painful reaction, which meant he had to reintroduce
some of the medication. Over the next few months, Nathan continued to experience distress
and paranoia, and he and Angela moved several times to try to cope with this. Eventually,
they lied for some time in an upgraded van, driving around the country to wherever Nathan
felt safer, albeit temporarily. Nathan’s memories of some of this time period are hazy, but he

recalls with clarity tying a plastic bag over his head, and tying his hands behind his back, in
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an attempt to end his life. He believed at first that he was doing a deal with God, but as he
lay there, unable to breathe, the thought came to him that perhaps it was a game by Lucifer,
and he was able to manoeuvre his hands and rip open the bag. At this point, Angela found
him, and they agreed it was time to get help again.

Chapter 2 - The Shift: acceptance and connections

Nathan spent some time receiving mindful companionship from the Soteria Network.
Through this time, he began to question some of his paranoid ideas, as he realised that people
were caring for him, rather than trying to hurt him. He felt that it was this care which brought
him back round, and helped him to trust again.

Chapter 3 - Life Now is Bittersweet

Life now is not always easy for Nathan. He still experiences feelings of paranoia, and also
hears voices which can be confusing and frightening, and can prevent him from sleeping.
However, he still loves life, and feels he has learnt a lot about himself, and about how the
brain functions. He feels he has a new respect for the brain, and for the mind, and the
journeys the mind can take you on. Although sometimes he finds thoughts can be upsetting,
Nathan feels he accepts unpleasant thoughts now, and views them as part of being human.

Nathan feels that he is stronger than before, feeling that he has survived the worst of
experiences. He also feels that these experiences have led to a shift in his spiritual beliefs, in
that he feels life has more meaning to it than he previously realised.

Nathan has realised that people, at their core, are altruistic, and that it is important to
care about other people, which he does by supporting them. Some of Nathan’s friends and
family were not always supportive through his psychosis, but he has made new friends now,
and he sees these friendships as more powerful. He attends a Hearing Voices group, where
the members empathise with one another, and support each other. Most importantly for

Nathan, they do not judge him when he describes an experience, as often they have had
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similar experiences. He feels that because of the support of this group, he no longer has to
hide from society. He describes feeling amazing when he walks away from the group.
Although right now Nathan is not ready to work, he is using his time to support
people in the new circles in which he has found himself. Previously, he would see his life as
consisting of Nathan and Angela, but now he sees life as inclusive, feeling he has become
less selfish and more holistically motivated and connected to the rest of humanity.
Afterword - Looking Forward
Nathan is aware that due to some of his experiences, his future now looks very different. He
feels he will probably not have children now, as it would not feel fair to bring them into his
current situation. He feels he has to accept this, even though he does not feel ok with it.
However, Nathan also feels that although things have been difficult, and there will be more
struggles in the future, he has hope for the future, and feels he is strong enough to cope with

whatever comes.
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Carl’s Summary Story

Dramatis persone (in order of appearance in interview)

Carl -
Wife -

Psychologist
friend -
Son -

Dell -

Max -

Penelope -

Singing lady -

Crying lady -

Harry -

Harriet -

Commentators -

main character. His story is described below

Carl’s wife. She struggled to support Carl through his psychosis and
eventually asked him to leave.

Carl met this friend through attending a Hearing Voices group. He has
helped Carl to get to know his voices, and provides support to Carl
when he needs it.

Carl’s son. Carl feels his son has “got to grips” with his psychosis and
is very supportive. He spends time with Carl, and works hard to
understand him.

one of the voices that Carl hears. Carl sometimes will also “switch” to
Dell. Dell is aged somewhere between 16 and 20, and loves to party.
Sometimes he can get Carl to do “silly” things, especially when Carl
has had a drink. Carl usually gets on well with Dell.

this is another voice that Carl hears, and also sometimes “switches”
into. Max is protective of Carl. At first he and Carl had a difficult
relationship, because Carl would try to ignore Max, making him angry
and aggressive. Now Carl uses Max for support, especially in situations
where he needs to be assertive.

another voice that Carl hears, and also sometimes “switches” into.
Penelope describes herself as a petite blonde lady, and at first she did
not get on with Carl, because he does not look the way she thinks she
should, and she is a bit more “upmarket” than Carl. Penelope can be
quite eccentric at times, and can complicate Carl’s life, for instance, he
prefers to drink lager, while she likes gin and tonic. But Carl
appreciates that Penelope may also be trying to help him, for instance
by getting him to eat healthily, and to have better manners.

another voice that Carl hears. She tends to sing songs that loosely relate
to what Carl is doing. This can be annoying, especially as she
sometimes picks songs that Carl does not like.

another voice that Carl hears. She cries when things are not quite right
for him. He thinks of her as an alarm system, and when he hears her,
will take time to reflect on what is happening for him.

another voice that Carl hears. He appears to reflect a younger, boyhood
version of Carl, and often says things to Carl that bullies said to Carl
when he was at school. Harry often blames Carl for not protecting him
from this, and often sides with Max when they feel that Carl needs to
stand up for himself.

another voice that Carl hears. She often appears to pick up on Harry’s
comments and expresses her distress in confusion, for instance, asking
why Carl is doing something, or where he is going.

Carl also has two commentators, a male and a female. He is still
playing with names for them. They commentate on what Carl is doing
all the time (including during the interview) and, understandably, Carl
finds this very annoying. Max also finds them annoying and will often
tell them to shut up.
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*Carl moves between different parts of his personality. He calls it “switching” but knows
that other people call it “dissociation”.

Preface — A Time of Difference

In 2009, Carl began to hear whispering. At first he thought it was his family, and became
paranoid, accusing his family of conspiring against him. Over time, the whispering became
clearer and he could hear it even when his family were asleep. It reached a point where the
voices were clearly audible, and as if he was overhearing conversations.

Carl came up with various explanations for the voices, including ghosts and a
government conspiracy. He did look things up online, and learnt about psychosis at this
point. However, he felt that he did not want to admit to this, because he worried that he
would end up being locked up.

Chapter 1 - The Crisis: lost connections

Carl began to self medicate, with alcohol. During this time, Carl felt scared and
overwhelmed, and there were stresses and problems in his relationships with his wife and
children. Eventually, Carl had to leave the family home and move into a flat on his own. He
saw psychiatrists a couple of times, but did not find this helpful. The first felt that Carl’s
problems were down to his drinking, although Carl tried to explain that he was drinking
because he was hearing voices. The next psychiatrist that he saw prescribed an antipsychotic.
These helped to stabilise Carl’s mood, as he was drifting from hyper to extreme depression,
however, he was still struggling with the voices. Carl describes this time as “dark days” and
at one point attempted suicide.

Chapter 2 - The Shift: acceptance and connections

Carl began to see a counsellor, and was able to tell him about hearing voices. The counsellor
suggested that he attend a Hearing VVoices group, where Carl found others who understood

his experiences, and that he understood theirs. Carl received empathy from the group, and
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felt normal there. Carl also became friends with the psychologist who facilitated the group
and who supported Carl to get to know the different voices he was hearing. During this time,
Carl made new relationships in the group, and his relationship with his voices developed.
Chapter 3 - Life Now is Bittersweet

Carl is clear that life right now is not perfect, and still has a lot of downsides. He struggles to
sleep, and finds it hard to make new friends, as he struggles to trust new people. He can no
longer cook or drive, in case he switches into one of the other voices.

However, there are other aspects to his life now that Carl sees as positive. He
describes building relationships with his voices, and using them for support and
understanding. For instance Carl will use Max’s support to stand up for himself, choose a
healthier meal because of Penelope’s influence, or take time to reflect when he hears The
Crying Lady.

Carl feels he can truly empathise with people now, and understand their pain better.
He feels that knowing the different parts of himself have helped with relationships, in that he
better understands other people’s different wants or needs. Carl’s confidence has grown, and
he uses this confidence to support others, for instance, he now co-facilitates the Hearing
Voices group that he attends. Carl is very supportive of people, and feels it is his way of
putting back, as he currently does not work.

Carl also feels that he is stronger than before, as he is able to continue living his life
despite hearing so many voices.

Afterword - Looking Forward

Carl hopes to continue to learn about the different parts of himself, and understand what each
part is trying to say. He is not well enough to work, but channels his energy and caring
nature into helping others, which brings him satisfaction. Alongside continuing to co-

facilitate the Hearing Voices group that he attends, he is looking to start one in another city.
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He is also trying to build up the confidence of other group members by asking them to
facilitate at times.

Carl took part in the research because he thinks it could be helpful for other people
who are going through similar experiences, to know that there is light at the end of the tunnel.
He also hopes it will bring awareness that people with psychosis are not monsters, they’re
just people who struggle with what life has dished them out, and that all experience is

genuine experience, even though it might not be something others can see or hear.
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Bradley’s Summary Story

Dramatis persone (in order of appearance in interview)

Bradley -
Mum and Dad -

Early
Intervention -

Voice -

Counsellor -

main character. His story is described below

Bradley lives with his mum and dad and they have always been very
supportive of him. They visited daily while he was in hospital and now
provide space to talk about his experiences.

Bradley received support from an Early Intervention service for three
years following his time in hospital, and describes them as fantastic. H
saw them weekly, and spent time talking and offloading, as well as
participating in activities such as bowls.

Bradley hears a female voice, which he did not name in the interview.
Bradley used to see her as a woman who just swore and put him down,
but now sees her as a sensitive soul, who may swear if she is frightened
or unsure. When this happens, Bradley talks to her and tries to work
out what is happening for her. Sometimes she apologises during these
discussions. Sometimes the voices can offer Bradley support when he
needs it.

Bradley saw a counsellor to talk through his experience of rape. The
counsellor was very supportive, and gave Bradley time to talk, share his
worries, and offload them.

Preface — A Time of Difference

In 2004, Bradley attended a wedding where he drank heavily. When he woke up the next

day, he believed he had been raped. He accused a family member, however the police

investigated and reported back to Bradley that the incident had not actually occurred.

Bradley understandably felt considerable pain and distress following this incident, which was

exacerbated by the statement of the police that it had not actually happened.

For the next two to three years, Bradley managed to continue with his life, but in

2006, he began to hear voices and hallucinate. He felt his boss was asking too much of him,

and so resigned from his job.

Chapter 1 - The Crisis: lost connections

After Bradley left his job, he began walking the streets of his home town. He would leave the

house at around 5.00 a.m., and would not return until around 12.00 a.m., walking around 10

miles each day. If he saw anyone he knew, he would avoid them. Bradley was hallucinating
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constantly at this point. Many of his hallucinations were like horror films, for instance, he
thought he was going through the trials depicted in the “Saw” film franchise. He also
believed he was involved in a game, and had won £3.5 billion. In 2007, Bradley collapsed,
and agreed to go into psychiatric hospital.

Chapter 2 - The Shift: acceptance and connections

Although Bradley found hospital frightening at first, over time, he got to know people, and
found they had been through similar struggles to himself. He found that they were able to
support each other. Prior to coming into hospital, Bradley felt he had lost his trust for the
world, including his parents, who he had pushed away. However, his parents visited every
day while in hospital, and through this, he regained his love and trust for them. At this point,
Early Intervention became involved and supported Bradley for three or four years. They
gave him space to talk about his experiences, and helped him to rationalise his thoughts, and
the hallucinations he was still experiencing. He was also able to talk about his experience in
2004, and with time began to understand that it had also been a hallucination. He slowly
began to come to terms with what that meant for him. Bradley also attended a Hearing
Voices group, and found that it is important to normalise the experiences he was having and
make them part of his life.

Chapter 3 - Life Now is Bittersweet

Bradley feels that if his episode of psychosis hadn’t happened, he would not be doing what he
is doing now, and feels that life has changed for the better. Bradley spends a lot of time
volunteering for different organisations. Over time, he has volunteered for around 15
organisations, including working in conservation, working with young people, working with
people with learning difficulties and disabilities, delivering mental wellbeing training, and

facilitating a Hearing Voices group, which he established in his local town. This last the sees
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as important because it is his way of offering hope to people, and also sees it as a way of
giving something back.

Bradley feels he has a wide variety of opportunities available to him, and thinks that
his confidence and independence have grown following these experiences, because he had to
build himself back up after hitting rock bottom. Bradley has always had a caring side, but
when he was younger did not have the confidence to pursue this. Due to this shift in
confidence and independence, Bradley has been able to take on new learning opportunities.
He has completed his Level one in British Sign Language and is also currently part way
through a diploma in education. He also undertook part of a counselling course, and is
hoping to go back and compete that in the future.

Bradley feels that his relationships have improved, and he particularly values his mum
and dad. He talks to them often about his experiences, and feels they are very supportive.
Bradley’s relationship with his voice has also improved; he talks to her, and reflects on what
she says and how that might relate to how he is feeling. He also uses the counselling skills he
has learnt to try to understand himself and his voice.

Bradley has found that prayer became very important to him during his experiences
before going into hospital. He still prays now, both for himself, and for others.

Afterword - Looking Forward

When thinking about the future, Bradley tries to take on day at a time and not rush things.
He’d like a part time job one day, but is happy to wait until he is ready for that. In the
meantime, he plans to continue volunteering, and is in the process of becoming a peer support
worker for people struggling with mental health. Bradley also plans to join a signing choir, to
develop his sign language in order to take his Level Two in British Sign Language. He also

plans to go abroad on holiday this year, for the first time since experiencing psychosis.
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Bradley took part in this research in order to show people that those who have
experienced psychosis are just normal people. He feels there are lots of negative stereotypes
around of people with mental illness as dangerous and he would like to challenge that. He

hopes people will learn a lot from this research.
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Sarah’s Summary Story

Dramatis persone (in order of appearance in interview)

Sarah -
Mom -

Early
Intervention
Team -

Physiotherapist -

Hearing Voices
group -

Voices/Beings -

main character. Her story is described below

Sarah had a tumultuous relationship with her mother growing up, and at
times her mother could be very detached. However, when Sarah was
feeling suicidal, and services were not listening, her mom came with her
to the G.P. and told them that they needed to listen to Sarah and take her
seriously. Once Sarah became more comfortable in her experiences,
she became able to talk about them with her mom, and they can laugh
and joke about them now.

Sarah was referred to an Early Intervention service after being in
hospital. They did not get along. She stopped taking her medication,
and they wanted her to go back onto it. They were only able to offer
her a Cognitive Behavioural Therapy group, which she attended, but did
not find helpful.

Sarah saw a physiotherapist for five years. He was linked to mental
health services, and worked a lot with Sarah on physical boundaries,
safety, centring and grounding. They worked on a mix of exercises and
massages, and eventually Sarah began resistance training. The
physiotherapy helped her to feel less fragmented in herself, and also
helped her to see that she had been living in a state of high anxiety,
without realising it.

Sarah began attending a Hearing Voices group and appreciated her
experiences being normalised. Prior to this, she had felt quite alone
with her experiences, and had received the message from services that
the experiences were something to be feared, or resisted. Sarah found
that in the Hearing VVoices work, she was able to feel ok to hear voices,
but also found that she was able to put words to her experiences, and
process them in a different way.

Sarah hears more than one voice, but did not name them during the
interview. She feels they are more than “voices” as she can sense their
presence, so prefers to call them beings. Over time she has found that
she can ask them for support when she needs it, or can discuss ideas
with them, and use them for inspiration. She finds it challenging at
times, because she likes to be quite rational, while the beings are not
always rational, but she feels that through talking with them she has
learnt to be accepting that there may be more than one idea of truth or
reality. She has also used her relationship with one being, that has been
constantly positive through her life, to build relationships with other
people, using the feelings she gets from the relationship with the voice
as a sort of measurement for her relationships with others.

Preface — A Time of Difference

Sarah grew up in mainland Europe, where most of her experiences happened. She has heard

voices all her life. When she was around 10 or 11, she began to feel as if something was

different about her. Before this, she had assumed that everyone heard voices, but as she
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realised that this was not the case, began to feel more anxiety and distress. The voices that
she heard began to be more critical and more problematic, and she began to feel as if there
were bad things in the room, or outside the windows trying to get to her. Sarah also began to
experience suicidal impulses.

Chapter 1 - The Crisis: lost connections

She lived with these experiences until she was about 15 or 16, when she had what she calls
her first experience of psychosis, which was an overwhelming experience of powerful
emotional states where her experience of herself became fragmented. These could affect her
physically, so she ended up having what she calls adult tantrums. She tried to control these
states, by numbing herself and trying to not feel her emotions by constantly having her
attention elsewhere. When she did then return to her emotions and body, it would be very
scary, chaotic and overwhelming for her. When Sarah was 22, she began to think that life
should not be this difficult, and reached out to mental health services for help. Initially she
struggled to be taken seriously as she was seen as being quite high functioning. She found
this frustrating, wondering how she should look and behave for others to believe that she is
suffering. Eventually, Sarah’s mom intervened, and convinced services that Sarah was
genuinely feeling suicidal. She was admitted to hospital for a month, and then received
support from an Early Intervention team. Sarah did not find this service helpful, as she felt
that the medication that was prescribed turned her into a zombie. She did not want to take
medication unless she could do so in hospital where she would be thoroughly monitored, and
as the service did not want to admit her, that was the end of her involvement with that team.
Chapter 2 - The Shift: acceptance and connections

At this point, Sarah had begun to receive physiotherapy. This was associated with mental
health services, and she accessed it for five years. She worked with her physiotherapist on

becoming less fragmented in herself. She feels it was the work she did with the

2-120



Posttraumatic growth following psychosis

physiotherapist that allowed her to feel ready to connect with the Hearing VVoices Network.
In the city she was living in at the time, the network offered groups facilitated by workers,
informal talking sessions, and different courses. Before attending the Hearing Voices groups,
Sarah had had to rely on her own framework and understanding of her experiences, which
made sense of them, but left her feeling quite alone. This was exacerbated by her time with
services, where the message was that she had to get rid of her voices. The groups allowed her
to learn that it was ok to talk about these experiences, and that it was ok to have them. She
felt acceptance from the group that the voices were part of her identity and part of her
experience. She also found it helpful to be able to put words to her experiences, as this made
them less overwhelming, and helped her to process them.
Chapter 3 - Life Now is Bittersweet
Sarah now sees her experiences as a wealth of inspiration. She sees them as useful, for
instance, if she gives a talk about her experiences, she will invite some of the beings to come
and support her. She finds that when she does this, she can feel them near her, giving off a
warm, comforting energy, and describes it as similar to asking a friend along for support.

Sarah feels that her engagement with the beings now is very similar to friendships.
She will have conversations with them, and they will give her different ideas. Sometimes
they say things that do not resonate with her own beliefs, and she finds this challenging, but
in a good way. She finds that they are also very good at coming up with creative ideas, when
Sarah is writing or painting. At times they can give off a strong sense of excitement, leaving
Sarah feeling a bit wired, and she has to be careful at these times.

Sarah finds that these experiences leave her with a strong sense of connection, both to
herself, and to the world around her. She feels that the world comes alive in a different way
because of this, and feels a sense of awe and humility, and she finds that this experience

guides her in making ethical choices.
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Sarah finds it hard to imagine life without these experiences, but does feel that some
things would have been easier. For instance, she finds that if she goes against her values,
then the beings will let her know that this is not ok, which makes it hard sometimes to always
live by expected norms and values of society, for instance, no spontaneous dancing in the
streets. Sarah has also thought about a career as a psychiatrist, but feels that this would be
unlikely to happen as she would end up risking her health.

Similarly, Sarah has to be careful about how she connects to others. She finds that
she can often build very strong, deep, meaningful connections with others, but that this can
also be quite scary for her. She does, however, feel that these connections have resulted in
positive relationships. She often uses the relationship she has with one of the beings as a sort
of template for other relationships in life, and feels that a lot of her skills in how to be in a
relationship have come from her relationship with the beings.

Afterword - Looking Forward

Sarah fees that she has not yet fully been able to make use of the resources available to her in
the form of the beings. She has a sense that there is more there for her to draw on and hopes
to be able to make use of it one day. She also wonders if these experiences could be a source

of energy for her, as well as being a source of inspiration and support.
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Appendix 2-B

Notes for contributors to Psychosis

Instructions for authors

Thank you for choosing to submit your paper to us. These instructions will ensure we have
everything required so your paper can move through peer review, production and publication
smoothly. Please take the time to read them and follow the instructions as closely as possible.

AUTHORSERVICES

Supporting Taylor & Francis authors

Should you have any queries, please visit our Author Services website or contact us at
authorqueries@tandf.co.uk.

This journal uses ScholarOne Manuscripts (previously Manuscript Central) to peer review
manuscript submissions. Please read the guide for ScholarOne authors before making a
submission. Complete guidelines for preparing and submitting your manuscript to this journal
are provided below.

The instructions below are specifically directed at authors that wish to submit a manuscript to
Psychosis . For general information, please visit our Author Services.

Psychosis considers all manuscripts on the strict condition that they have been
submitted only to Psychosis, that they have not been published already, nor are they
under consideration for publication or in press elsewhere. Authors who fail to adhere to
this condition will be charged with all costs which Psychosis incurs and their papers will
not be published.

Contributions to Psychosis, whether research papers, reviews, or first person accounts
(from service users or therapists), will be subjected to peer review by referees at the
discretion of the Editorial Office.

Manuscript preparation
1. General guidelines
« Manuscripts should be consistent with the Aims and Scope of the journal.
o Papers are accepted only in English. American or British English spelling and
punctuation is preferred provided usage is consistent throughout.
e The following word limits apply (including the abstract, tables, figures, and
references):
Research articles and reviews will not exceed 5,000 words;
First person accounts (both kinds) 3,000 words;
Brief Report - 1,000 words;
Opinion Pieces - 750 words;
Letters to Editor - 400 words;
Book Reviews - 750 words.
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Please do not submit Abstracts for Letters to Editor or Book Reviews.

e Submitted manuscripts should be anonymised to allow for review. A separate title
page should be submitted containing the author name.

e Manuscript should be assembled in the following order: main text;
acknowledgements; appendixes (as appropriate); references; table(s) with caption(s)
(on individual pages).

o A separate Abstracts of 200 words (100 words for First person accounts and Opinion
Pieces) should also be provided for review papers, research papers and brief reports.

o Each paper should have up to five keywords.

« Section headings should be concise.

o Please include, in the Discussion section, a subsection subtitled Clinical Implications
(or Practical Implications if you see implications beyond mental health services, eg
primary prevention).

« For all manuscripts non-discriminatory language is mandatory. Sexist or racist terms
should not be used.

e Authors must adhere to Sl units. Units are not italicised.

e When using a word which is or is asserted to be a proprietary term or trade mark,
authors must use the symbol ® or TM.

o Authors are encouraged to include at least two, preferably three, potential reviewers
when submitting.

e Authors must not embed equations or image files within their manuscript.

e Authors must not use footnotes.

2. Style guidelines

o Desription of the Journal's article style, Quick guide

o Description of the Journal's reference style, Quick guide. Visit CiteRefs for
assistance in ensuring accurate referencing according to APA style.

Word templates

Word templates are available for this journal. If you are not able to use the template via the
links or if you have any other template queries, please contact
authortemplate@tandf.co.uk (please mention the journal title in your email).

3. Figures

We welcome figures sent electronically, but care and attention to these guidelines are
essential as importing graphics packages can often be problematic.

o Please be sure that all imported scanned material is scanned at the appropriate
resolution: 1200 dpi for line art, 600 dpi for grayscale and 300 dpi for colour.

o Figures must be saved individually and separate to text. Please do not embed figures
in the paper file.

e Avoid the use of colour and tints for purely aesthetic reasons.

o Figures should be produced as near to the finished size as possible.

o All figures must be numbered in the order in which they appear in the paper (e.g.
figure 1, figure 2). In multi-part figures, each part should be labelled (e.g. figure 1(a),
figure 1(b)).

« Figure captions must be saved separately, as part of the file containing the complete
text of the paper, and numbered correspondingly.

« The filename for the graphic should be descriptive of the graphic, e.g. Figurel,
Figure2a.

o Files should be saved as one of the following formats: TIFF (tagged image file
format), PostScript or EPS (encapsulated PostScript), and should contain all the
necessary font information and the source file of the application (e.g. CorelDraw/Mac,
CorelDraw/PC).
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Please note that it is in the author’s interest to provide the highest quality figure format
possible. Please do not hesitate to contact our Production Department if you have any
queries.

4. Tables

Tables should be numbered consecutively with Arabic numbers in order of appearance in the
text. Type each table double-spaced on a separate page, with a short descriptive title typed
directly above and with essential footnotes below.

5. Reproduction of copyright material

Contributors are required to secure permission for the reproduction of any figure, table
or extensive extract (more than fifty words) from the text of a source that is copyrighted
or owned by a party other than Taylor & Francis or the contributor. This applies to
direct reproduction as well as 'derivative reproduction’, where the contributor has created a
new figure or table that derives substantially from a copyrighted source. Authors are
themselves responsible for the payment of any permission fees required by the copyright
owner. Copies of permission letters should be sent with the manuscript upon submission to
the Editor(s). Copyright permission letter template

6. Informed consent

Manuscripts must include a statement that informed consent was obtained from human
subjects. Authors should protect patient anonymity by avoiding the use of patients' names or
initials, hospital number, or other identifying information.

7. Code of experimental ethics and practice and confidentiality

Contributors are required to follow the procedures in force in their countries which govern
the ethics of work conducted with human or animal subjects. The Code of Ethics of the
World Medical Association (Declaration of Helsinki) represents a minimal requirement.

For human subjects or patients, describe their characteristics. For human participants in a
research survey, secure the consent for data and other material - verbatim quotations from
interviews, etc. - to be used. Specific permission for any facial photographs is required. A
letter of consent must accompany any photographs in which the possibility of identification
exists. It is not sufficient to cover the eyes to mask identity.

It is your responsibility to ensure that the confidentiality of patients is maintained. All clinical
material used in your article must be disguised so that it is not recognisable by a third party.
Where possible and appropriate, the permission of the patient should be obtained. Authors are
invited to discuss these matters with the editor if they wish.

If you are writing a 'case study' or any account of another person's psychosis and/or treament
it is required that the person concerned is shown what has been written about them, given an
opportunity to correct inaccuracies and add commentary, and signed a consent form stating
this to be the case. The paper needs to include a statement to this effect and the Editor needs
to be sent a copy of the signed consent form, either as a document attached in the submissoin
process or as a separate email.

8. Drug names

Generic rather than trade names of drugs should be used, although trade names may be
mentioned in parentheses in the first text reference to the drug.
9. Competing financial interests

A competing interest exists when your interpretation or presentation of information may be

influenced by your personal or financial relationship with other people or organizations.
Authors should disclose all financial and non-financial competing interests.
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Authors are required to complete a declaration of competing interests and submit it together
with the manuscript. All competing interests that are declared will be listed at the end of
published articles. Where an author gives no competing interests, the listing will read 'The
author(s) declare that they have no competing interests'. Please consider the following
questions:

1. In the past five years have you received reimbursements, fees, funding, or salary from
an organization that may in any way gain or lose financially from the publication of
this manuscript, either now or in the future? Is such an organization financing this
manuscript? If so, please specify.

2. Do you hold any stocks or shares in an organization that may in any way gain or lose
financially from the publication of this manuscript, either now or in the future? If so,
please specify.

3. Do you hold or are you currently applying for any patents relating to the content of
the manuscript? Have you received reimbursements, fees, funding, or salary from an
organization that holds or has applied for patents relating to the content of the
manuscript? If so, please specify.

4. Do you have any other financial competing interests? If so, please specify.

If you are unsure as to whether you, or one of your co-authors, has a competing interest
please discuss it with the editorial office.
10. Affirmation of authorship

Authors are expected to have made substantive intellectual contributions to, and to have been
involved in drafting or revising the manuscript. Each author should have participated
sufficiently in the work to take public responsibility for appropriate portions of the content.
Acquisition of funding, collection of data, or general supervision of the research group, alone,
does not justify authorship. With the submission of a manuscript, it is assumed that all
authors have read and approved the final manuscript.

11. Acknowledgements

All contributors who do not meet the above criteria for authorship, should be listed in an
acknowledgements section. Examples of those who might be acknowledged include those
who provided general, technical, or writing assistance Acknowledgement of funding/grants
are also included in this section.

Manuscript submission

All submissions should be made online at the Psychosis ScholarOne Manuscripts site. New
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made via the Author Centre. To ensure blinded review authors should only include
identifying information on a title page which can be uploaded separately.

Manuscripts may be submitted in any standard Word format or EndNote. Please use Word's
"Save As" option to save your document as an older (.doc) file type. LaTeX files should be
converted to PDF prior to submission because Manuscript Central is not able to convert
LaTeX files into PDFs directly.

Authors are required to recommend at least two potential reviewers for their paper.
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table, or extract from the text of another source. This applies to direct reproduction as well as
"derivative reproduction™ (where you have created a new figure or table which derives
substantially from a copyrighted source). For further information and FAQs, please see
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Exceptions are made for Government employees whose policies require that copyright cannot
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Critical Appraisal
This thesis explored relationships between distressing mental health experiences and trauma,
and the possible relationships between that trauma and posttraumatic growth (PTG). The
literature review aimed to explore what elements of mental health inpatient support could be
considered to be traumatic. A framework was developed which incorporated current
understandings of trauma, and was used to interrogate qualitative studies investigating
experiences of inpatient care. The review showed that throughout the process of
hospitalisation, from being admitted, through being on the ward, to the experiences following
discharge, people endure a wide range of experiences that could be considered to be
traumatic, and will often undergo multiple experiences, compounding the trauma.

Following the literature review, the research paper aimed to learn if the PTG that can
be experienced following psychosis remained stable over time, and how it felt to experience
that growth. Narrative analysis was used to investigate participants’ stories of psychosis they
felt had been traumatic, and how those experiences led to growth and transformation.
Although participants moved around in time while telling their stories, a clear structure of the
stages that individuals moved through emerged during analysis; Preface — A Time of
Difference; Chapter 1 — The Crisis: Lost Connections; Chapter 2 — Acceptance and
Connections; Chapter 3 — Life Now has Transformed; and the Epilogue — Looking Forward.
The characters who had supported individuals to reach PTG were also apparent.

The appraisal below will describe how my personal understanding of unusual
experiences, or psychosis, has changed over time, what influenced me to investigate the
connection between psychosis and posttraumatic growth (PTG), and how this investigation

further influenced my way of thinking.
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Introduction to psychosis

One of my first posts in mental health was working in an Early Intervention in
Psychosis (EIP) Service, and it was in this job that I first learnt about psychosis, and about
the standard approach to intervention that is taken in the United Kingdom (UK). This
service, as is standard in EIP services, took a bio-psychosocial approach (Read, Bentall &
Fosse, 2009). This meant that although the service did not take a wholly medical perspective,
there was still a shared assumption that psychosis and schizophrenia were due to disturbances
in the brain, and that medication was therefore necessary for a person to recover from
psychosis. This assumption was made apparent in various ways, for instance in meetings
staff would remark that a client had stopped taking medication because they were feeling
better; to which another member of staff would invariably reply that of course they felt better,
they had been taking medication! As | had no previous understanding of psychosis, or any
personal experience, | accepted the dominant narrative in the team, and felt that the biological
explanation made sense.

In addition to medication, the service had an emphasis on social interventions, and
psychological support, including developing psychological formulations for clients.
However, although the team psychologist would often suggest formulations, or try to remind
the team of this option in meetings, it was only taken up sporadically. On reflection now, the
bio-psychosocial model that the service followed had in fact become “the bio-bio-bio” model
(Read, et al., 2009). The biological aspect was always the most important part, and we could
only incorporate the psychological or social support once we had the biological aspect, the
medication, in place.

While working in this service, | could see the very positive work that happened, and
did see many clients helped, both by medication, and by the social support and psychological

interventions they may have received reinforcing my acceptance that this way of working
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was beneficial. However, | still felt confusion around the diagnosis of schizophrenia, and the
label of psychosis. My understanding was that typically an individual would need to
experience the “symptoms” associated with the label psychosis for at least 6 months before
the diagnosis of schizophrenia could be made (American Psychiatric Association [APA],
2013). However, this distinction seemed arbitrary to me, and | struggled to think of a
comparable example in physical health, where a certain length of time is the difference
between an experience and a diagnosable medical condition. However, other members of
staff did not appear to echo my confusion, so | assumed my uncertainty around this was due
to my lack of knowledge in the area, and that it would become clearer the more time | spent
working in this area, and the more training | received.

Clinical Psychology Training

During training, | learnt that my uncertainties with regard to diagnosis are not
completely unusual. In fact, | was frequently encouraged to question previously held ideas,
to question the way in which mental health services are structured, to question the very
concept of mental “health” — in short, to question everything. | began to feel more
comfortable with uncertainty, and with learning to hold ideas lightly. As I attended teaching,
and spent time on different placements in different services, | began to think more about the
purpose of diagnosis in relation to mental health.

My main interest was still in the area of psychosis, and | began to learn more about
the origins of this label, and the origins of the diagnosis of schizophrenia. Kraepelin was one
of the most well-known names in this area, after he labelled a certain type of mental illness
that began in adolescence and continued into inevitable decline as “dementia praecox”
(Boyle, 1990). He used a circular logic that some have argued has continued to underpin the
diagnosis of schizophrenia; declaring that it is not possible to recover from dementia praecox,

and when people with this diagnosis did recover, stating they must have been misdiagnosed
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(Read, 2013). Bleuler, who coined the term schizophrenia, rejected the prognostic element of
Kraepelin’s dementia praecox (Maatz, Hoff & Angst, 2015). Unlike Kraepelin, Bleuler
noted the importance of understanding an individual’s experience of schizophrenia (Maatz, et
al., 2015), however, he was unable to establish the physical causes that he sought, nor was he
able to establish a predictable course for his newly named category of mental illness (Read,
2013). As I learnt more about the history of schizophrenia, | began to see that a diagnostic
category | had previously accepted as a valid scientific concept was in fact based on poor
science.

At this time, | began to learn about the methods of categorising mental health
diagnoses in general, and also about the current ways of categorising schizophrenia.
Diagnosis in mental health is typically problematic (Jablensky, 2016). There are problems
with how reliable a diagnosis is (as in whether two clinicians can reliably give the same
diagnosis to a person), and also with the boundaries of diagnosis (Paris, 2013); at what point
an experience becomes a “clinically significant symptom”. These problems are evident with
regards to schizophrenia, for instance, in the revised fourth edition of the Diagnostic and
Statistical Manual (DSM), (APA, 2000), a person had to experience two out of five
“symptoms” (delusions, hallucinations, disorganized speech, disorganised or catatonic
behaviour and negative symptoms) to receive a diagnosis. This meant that there were 15
different ways in which a person could have schizophrenia, with no overlap between them
(Read, 2013). The most recent edition of the DSM has retained the “two out of five” rule,
however, one of those must be one of the first three in the list (delusions, hallucinations or
disorganized speech) (APA, 2013). This has narrowed down the ways in which to have
schizophrenia to nine. As | read more about this, | felt that it showed that the category of

schizophrenia was simply meaningless in scientific terms.
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In my second year of training, | heard John Read talk about the traumagenic model
(Read, Perry, Moskowitz & Connolly, 2001), and spent time reading around this. The idea
that experiences associated with psychosis and schizophrenia are in fact a response to early
traumatic experiences is one that resonated with me. | began to feel that perhaps my own
understanding of psychosis, or unusual experiences, was that they are a completely normal
response to abnormal situations. At around the same time, | read around the idea that
psychosis is simply on a continuum (van Os, Hanssen, Bijl & Ravelli, 2000); that we all have
had experiences such as hearing the phone ring when it has not, or hearing your name called
on the street, but no one else hears it. This idea also resonated with me, and at this point,
there was a shift in my understanding of unusual experiences. | had moved from seeing them
as categorisable and diagnosable experiences that should be reduced or stopped completely,
to seeing them as normal responses to abnormal situations, which we should spend time
trying to understand.

The research idea

I had begun to feel that focusing on the negative consequences of psychosis, and
thinking of psychosis as an “illness” with “symptoms” was not the only, or the most
beneficial, way of thinking. This was supported by reading that I had done in my first year
around recovery from psychosis, and the findings of many research studies that suggested
that recovery from psychosis appeared to include elements of growth (Pitt, Kilbride, Nothard,
Welford & Morrison, 2007). | began to wonder if there was more to this idea of growth, and
whether growth was more than just an element of recovery, but was actually a phenomenon
in its own right.

This led me to reading and thinking about the theory of PTG (Tedeschi & Calhoun,
2004). Although there are other theories around growth following trauma, the concept of

PTG appealed to me, because the theory acknowledges that distress can coexist with growth.
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Intuitively, | felt that this made sense for me, based on the clients | had known through Early
Intervention; many would still experience distress from their experiences of psychosis, but
often talked about positive aspects from them as well. Furthermore, | felt that the theory of
the process underlying PTG would be applicable with regards to psychosis; a trauma
challenges a person’s way of understanding the world, as does psychosis, and growth comes
from their attempts to develop new understandings, which occurs following an experience of
psychosis.

As | carried out background reading for the project, and entered my third year
placement in an Early Intervention service, | learnt about alternative ways of supporting
people with psychosis, such as Open Dialogue approaches (Seikkula & Olson, 2003), and
The Soteria Network (Mosher, 1999). Learning about these approaches, and about their
success led me to further question the approach of the medical model. Much of this
questioning left me conflicted, as although | had seen a medical model prove to be unhelpful
for some people, | had also seen it prove to be very helpful for others. Additionally at this
time, | learnt that recovery rates for psychosis in developed countries are typically poorer
than recovery rates in developing countries (Hopper & Wanderling, 2000). This raises the
obvious question of what it is that these countries do that developed countries do not, or
perhaps, what it is that developed countries do that developing countries do not. For instance,
many cultures in developing countries may view an individual who hears or sees things that
others do not as special in some way, for instance, sangomas in many parts of southern Africa
are seen to have a direct link to their ancestors, and are able to talk with them and hear their
guidance (Hund, 2004). Sangomas are viewed with respect, and are often called upon to
intercede with the ancestors on people’s behalf. Even when not viewed with this high level
of respect, often people with unusual experiences are cared for by family, and may be

supported to perform low stress, manual jobs (Hopper & Wanderling, 2000). By contrast, in
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developed counties, typically there is a lot of stigma associated with mental health,
particularly with diagnoses such as schizophrenia (Frances, 2013), people who are deemed
“unwell” are placed in hospital, away from family and friends, and their experiences are
dulled by the use of antipsychotic medication.

These alternative understandings of unusual experiences resonated with me, as | had
grown up in a developing country. Prior to living in the UK, I had lived among people who
believed that they could speak to their ancestors, who firmly believed in the power of the evil
eye, and who were as likely to seek the advice of a sangoma as they were to seek advice from
a medical doctor. Thus it felt that the more I learnt about accepting people’s own
explanations for their experiences as valid, and finding ways to make sense of these
experiences in whatever way fits for the individual, the more | felt I was returning to an
earlier, more intuitive understanding of unusual experiences.

The Research Process
Screening Interviews

With support of my supervisors, | began thinking about the design of the study.
Through discussion, we established that in order to clearly see the way in which PTG
occurred over the long term following psychosis, it would be important to ensure that we did
not interview people who were currently distressed by their experiences. We felt that the best
way to do this would be to use the positive subscale of the Positive and Negative Syndrome
Scale (PANSS) (Kay, Fiszbein & Opler, 1987), as this has been designed for the purpose of
assessing experiences of psychosis. The PANSS can be carried out in a very structured way,
however, my supervisors and | felt that it would be best to carry it out as a less formal clinical
interview, which had more flexibility, and would allow me to work on building rapport with
potential participants. | was aware that this might make the research process more difficult,

as participants’ first contact with me would be discussing “symptoms”, however, I felt that it
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was important to have a clinical tool to guide decisions about whether an individual could or
should take part in the study.

However, | had not fully anticipated the power dynamics that would occur due to the
use of the PANSS. Although | was aware that there would be a power imbalance between
myself as the researcher and my participants, the use of the PANSS shifted this imbalance
towards giving me the power. Simply by asking about clinical “symptoms” of psychosis, |
felt as if | was presenting myself as a medical professional, whose aim was to assess an
individual’s mental health, from an assumed position of “mental wellness”. This was further
emphasised when it was apparent that participants were familiar with the PANSS from their
time in mental health services.

Additionally, when I was carrying out the PANSS with people who were not currently
distressed by their experiences, or whose “symptoms” were not at a clinical level, there was
still an obvious power imbalance, one that was perhaps more subtle. Many of the questions |
asked were simply no longer relevant to these individuals, and | began to wonder how |
would feel, or what I might answer with, if a person was asking me questions such as “do you
think you are special in some ways”, or even “do you ever imagine things that are not true?”
(Kay, Fiszbein & Opler, 1987). Although the potential participants understood the purpose of
this screening, and agreed to it, it still raised questions for me around the power given to the
researcher by institutions, and wider culture.

These power dynamics can sometimes be addressed through the use of participatory
research. This involves ensuring that the populations about whom research is being carried
out have a say in how that research develops (van der Riet & Boettiger, 2009). When first
planning the research, I had hoped to, at the very least, seek service users’ advice on the
materials | would be using, or preferably involve someone with lived experience of mental

health support or psychosis throughout the research. However, although I contacted service
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user involvement networks, due to time constraints, | was unable to involve any service users
in the project. | obviously cannot know how this may have affected the power imbalance, but
it is possible that they may have foreseen some of the elements that shifted the power in my
favour, and been able to help me to redress the balance.

Research interviews

| found at the start of interviews, | had to work hard to attempt to redress the power
imbalance that had been established during the screening conversations. Many participants
expressed concerns that they may not tell their story in the right order, or they may not tell
me what | needed to hear. As | had taken a narrative approach to the study, | was aware of
the ways in which the interviewer and the interviewee co-construct a story together, and | was
hoping to encourage participants to tell their story with as few prompts as possible.

However, as my initial contact with participants had been very structured, and symptom
focused, it was apparent that they were expecting the interview to be similarly structured. |
therefore had to work hard at creating a rapport, alongside explaining that this interview
would be very different to the initial conversations that we had had. Although this may have
required more effort than otherwise because of the use of the PANSS, | felt | was able to
achieve a good rapport with each participant, as they evidently relaxed into telling their
stories to me, feeling able to move around their narratives as different memories occurred to
them, and sharing with me some awe-inspiring experiences.

In addition to the power imbalance described above, it was apparent that my position
as a trainee clinical psychologist, and therefore an employee of the NHS, was relevant to the
way in which some stories were told. For instance, one person had found NHS services to be
unhelpful, but before telling me this, stated that I probably did not want to hear that part,
alluding to my NHS employment. | was able to clarify with him that I certainly wanted to

hear all aspects of his experiences, positive or negative, regardless of who | was employed
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by, and he shared some of his negative experiences with services. However, | do wonder to
what extent he censored his story or altered his language, knowing my affiliation with the
NHS, or to what extent other participants did this, without raising it as an issue.

Despite these initial struggles, and my concerns about my affiliation with the NHS, |
feel 1 was able to create a warm, supportive environment, which allowed participants to share
their stories with me. During interviews, I found myself in awe of participants’ stories, from
their descriptions of psychosis and the difficulties they encountered, to their lives now, and
how their experiences seemed to enrich them. | was also struck by the enthusiasm so many
had for this area of research. | found this particularly inspiring, especially when | hit the
inevitable bumps along the road of research. Each of the people I interviewed told incredible
stories, and many made it clear that they wanted others to know that although psychosis is a
distressing, even traumatic experience, it brings more to life than they could have anticipated.

Reflections

| feel that this journey has broadened my understanding of psychosis, and also helped
me to develop a more nuanced understanding than when I first began working in this field. 1
also feel that there is still more for me to learn, and | hope that does not change. With that in
mind, | hope to continue to be able to hold my ideas lightly, both in research, and in clinical
work. | have also enjoyed learning about the alternative ways of understanding psychosis,
and supporting those who experience it. | am hopeful that these alternatives will gain ground
and we will see a further move away from the “bio-bio-bio” model that I first encountered
when working in this area.

Most importantly, the research process has taught me the incredible worth of each
individual’s story. I have learnt more about the enormous value in truly hearing people’s
experiences, and learning from their explanations of these experiences. This journey has

tremendously influenced my clinical work, with regards to both hearing clients’ stories of the
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distress of psychosis, but also knowing the importance of listening out for the potential for
growth. | am immensely grateful to those who took part in this research study who have
shared their passion with me; a passion for communicating that as well as being difficult,
psychosis can be a transformative experience. | can now hold that passion when it comes to
future research, but also when | am working with clients. | felt that Nathan summed the key
message up for me when he said; “if you get through it, oh it can make you go wow, just

those experiences”.
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Final University Research Ethics Committee application form

Faculty of Health and Medicine Research Ethics Committee (FHMREC)
Lancaster University

Application for Amendment to Previously Approved Research

Instructions: Please re-submit your original research ethics approval documents with any
amendments highlighted in yellow, attaching this form as a cover sheet.

Completed documentation should be submitted as a single PDF by email and in
signed hard copy to:

Dr Diane Hopkins

Faculty of Health & Medicine
B03, Furness College
Lancaster University

LAl 4YT

d.hopkins@Iancaster.ac.uk

1. Name of applicant: Natasha Goakes

2. E-mail address and phone number of applicant: n.goakes@lancaster.ac.uk
07935838403

3. Title of project: An investigation into the stability of posttraumatic
growth following an experience of psychosis

4. Project reference number:RS2015/5

5. Date of original project approval as indicated on the official approval letter
(month/year): 08/2015

Amendment request

6. Please outline the requested amendment(s): Have the option of interviewing
participants via phone or skype, rather than solely in person.

7. Please explain your reason(s) for requesting the above amendment(s): To widen
recruitment from current geographical location (north of England) to the
whole of the UK

Signatures

Applicant: Natasha Goakes Date: 22/01/16
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Faculty of Health and Medicine Research Ethics Committee (FHMREC)

Lancaster University

Application for Ethical Approval for Research

Instructions
1. Apply to the committee by submitting

v" The University’s Stage 1 Self-Assessment Form (standard form or student form)
and the Project Information & Ethics questionnaire. These are available on the
Research Support Office website: LU Ethics. [The Project Information & Ethics
questionnaire should be sent directly to Debbie Knight, RSO, Bowland Main.]

(\

The completed FHMREC application form

v" Your full research proposal (background, literature review,
methodology/methods, ethical considerations)

v" All accompanying research materials such as, but not limited to,

1) Advertising materials (posters, e-mails)

Letters of invitation to participate

Participant information sheets

Consent forms

Questionnaires, surveys, demographic sheets

Interview schedules, interview question guides, focus group scripts
) Debriefing sheets, resource lists

NONUlT AN WN
—_—— — — —

2. Submit all the materials electronically as a SINGLE email attachment in PDF format.
Instructions for creating such a document are available on the FHMREC website
(http://www.lancs.ac.uk/shm/research/ethics/).

3. Submit one collated and sighed paper copy of the full application materials. If the
applicant is a student, the paper copy of the application form must be signed by the
Academic Supervisor.

4. Committee meeting dates and application submission dates are listed on the research
ethics committee website http://www.lancs.ac.uk/shm/research/ethics. Applications
must be submitted by the deadline stated on the website, to:

Diane Hopkins

Faculty of Health & Medicine
B14, Furness College
Lancaster University, LA1 4YG
d.hopkins@lancaster.ac.uk

5. Attend the committee meeting on the day that the application is considered.

1. Title of Project:

An investigation into the stability of posttraumatic growth following an experience of
psychosis

2. If this is a student project, please indicate what type of project by ticking the relevant box:

] PG Diploma [CIMasters dissertation CIMRes CImsc CIDClinPsy SRP
[ PhD Thesis ~ [IPhD Pall. Care/Pub. Hith/Org. Hith & Well Being [IMD v'DClinPsy

Thesis [ Special Study Module (3" year medical student)

3. Type of study
v Involves direct involvement by human subjects

[ Involves existing documents/data only. Contact the Chair of FHMREC before continuing.
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Applicant information

4. Name of applicant/researcher:

Natasha Goakes

5. Appointment/position held by applicant and Division within FHM

Trainee Clinical Psychologist, Division of Health Research

6. Contact information for applicant:

E-mail: n.goakes®@lancaster.ac.uk Telephone: 07935838403

Address: Furness College, Lancaster University, Lancaster, LA1 4YG

7. Project supervisor(s), if different from applicant:
Name(s): Suzanne Hodge, Graeme Reid

E-mail(s): s.hodge®@lancaster.ac.uk, graeme.reid@lancashirecare.nhs.uk

8. Appointment held by supervisor(s) and institution(s) where based (if applicable):

Dr Suzanne Hodge - Lecturer in Health Research, Division of Health Research, Lancaster
University

Dr Graeme Reid - Consultant Clinical Psychologist/Professional Lead, Step 5 Adult Psychological
Services, Central Lancashire, Lancashire Care NHS Foundation Trust, and Honorary Lecturer in
Clinical Psychology, Lancaster University

9. Names and appointments of all members of the research team (including degree where
applicable)

Research team consists of:
Lead Researcher - Natasha Goakes (Trainee Clinical Psychologist)
Research Supervisor - Suzanne Hodge (Lecturer in Health Research)

External Supervisor - Graeme Reid (Consultant Clinical Psychologist/Professional Lead)

The Project
NOTE: In addition to completing this form you must submit a detailed research protocol and all
supporting materials.

10. Summary of research protocol in lay terms (maximum length 150 words).

Research suggests that psychosis can be considered to be a traumatic experience (e.g. Morrison,
Frame and Larkin, 2003), as can associated experiences such as psychiatric hospital admission
(e.g. Morrison, Bowe, Nothard and Larkin, 1999). However, research also suggests that
recovery from psychosis can involve change and growth in many areas of life. This project will
investigate whether recovery from psychosis can involve elements of posttraumatic growth, as
described by Tedeschi and Calhoun in 2004.
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The project will interview people who have had an experience of psychosis, and who now
consider themselves to have experienced elements of posttraumatic growth. If, following the
screening process, potential participants are felt by the lead researcher to be too high risk for
the study, they will be informed of this fact, and the lead researcher will contact the potential
participant’s G.P. if necessary. Interviews will be audio recorded and transcribed, and the data
will be analysed by narrative analysis.

11. Anticipated project dates
Start date: October 2015 End date: May 2016

12. Please describe the sample of participants to be studied (including number, age, gender):

Participants will be people who have had an experience of psychosis that they consider to have
been traumatic, and who now consider themselves to have experienced elements of
posttraumatic growth. In the recruitment materials elements of posttraumatic growth will be
described as whether “parts of your life are better in some ways than before experiencing
psychosis” in order to help potential participants recognise themselves (please see the
participant information sheet, Appendix 1).

The ideal number of participants will be between 8 and 12. The minimum number of
participants will be 4.

Both male and female participants will be included, from age 18 upwards.
To be included an individual must:
-have the ability to give informed consent

-have had an experience of psychosis, defined as having been assessed as eligible for the First
Episode of Psychosis pathway within an early intervention service

- consider some aspect (symptoms, treatment, etc) of their psychosis to be traumatic

-consider themselves to have experienced some aspects of posttraumatic growth, outlined by
the participant information sheet

Individuals will be excluded if they:

- present a high current level of risk to self or others, assessed by the lead researcher in a
screening assessment.

- are currently experiencing clinically significant psychotic symptoms (assessed by the lead
researcher using the positive symptoms subscale of the PANSS (Kay, Fiszbein and Opler, 1987).
Although not designed for use over the phone, the positive subscale can be used in this way and
will still be a valid measure of assessing symptoms.)

- have had less than 3 years since their first treated episode of psychosis.

If potential participants do not get through the screening because they are experiencing current
clinically significant psychotic symptoms, or are a high risk to themselves or others, the lead
researcher will share this information with the potential participant’s G.P. If potential
participants do not get through the screening for other reasons (e.g. not having experienced
psychosis or do not feel any part of their experience was traumatic), the lead researcher will
inform them in a sensitive manner that they are not suitable for the study.
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13. How will participants be recruited and from where? Be as specific as possible.

Participants will be recruited from online forums, support groups and networks relating to
psychosis (for example The Hearing Voices Network and The Paranoid Network).

The lead researcher (Natasha Goakes) will contact the moderators of online forums, asking for a
message to be placed on an open message board, describing the research, providing contact
details and asking that any interested person contact the lead researcher via email or phone if
they are interested in taking part (Appendix 2).

The lead researcher will also contact the facilitators of support groups and networks in the
nearby area, asking to attend a meeting to describe the research and provide recruitment packs
with participant information sheets and contact details. After each attendance, recruitment
packs will be left and people will be asked that they contact the lead researcher via email or
phone if they are interested in taking part. The researcher will also contact support groups
further afield and ask to send through recruitment information to be shared at the next group,
if the facilitator feels this is appropriate.

Once participants have expressed an interest in taking part, the lead researcher will briefly
screen via phone to check that they fit the inclusion/exclusion criteria (see above). The lead
researcher will also take a note of the participant’s GP in case the participant is currently
experiencing psychotic symptoms, low mood, or is otherwise a risk to themselves or others.

Recruitment will continue until the required number of participants has been reached. If more
than the required number of participants express an interest, recruitment will occur on a first

come, first served basis. Face to face interviews will be restricted to participants in the north
of England, although they will also be offered interviews via phone or Skype. Participants who
are based further away will be interviewed via phone or Skype.

If potential participants do not get through the screening because they are experiencing current
clinically significant psychotic symptoms, or are a high risk to themselves or others, the lead
researcher will inform them sensitively of her concerns, and will share this information with the
potential participant’s G.P. If potential participants do not get through the screening for other
reasons (e.g. not having experienced psychosis or do not feel any part of their experience was
traumatic), the lead researcher will inform them in a sensitive manner that they are not
suitable for the study.

If potential participants do not meet the inclusion/exclusion criteria, they will be informed of
this at the time of the screening assessment, and will also be informed that their contact
details will be destroyed. The lead researcher will be responsible for destroying the contact
details.

14. What procedure is proposed for obtaining consent?

Once a potential participant has expressed an interest in taking part, the lead researcher will
confirm that they meet the inclusion/exclusion criteria. This will be done via phone.

Face to face: The researcher and participant will then agree a convenient time and place for
the interview. Prior to conducting the interview, the researcher will read through the consent
form with the participant, clarifying any points where necessary and then ask the participant to
sign the consent form.

Phone or Skype: Participants will receive a written copy of the consent form (via email or post)
to read through prior to the interview. At the beginning of the interview, the researcher will
inform the participant that she will be recording and transcribing the consent process
separately. The researcher will check if the participant has read and understood the consent
form, and will address any questions at this point. The researcher will ask the participant to
state their name, then read through each section of the consent form, asking them to confirm
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agreement after each point. Once verbal consent is recorded, the researcher will inform the
participant that she is ending the recording of the consent process. The researcher will
transcribe the consent process separately and store this in a locked cabinet with signed paper
consent forms from face to face interviews.

Skype: Prior to beginning the interview, participants will be made aware that the internet
cannot be guaranteed to be a completely secure means of communication and will be provided
the opportunity to withdraw from the study, or use a different method for interview.
Participants will be informed that if they wish to withdraw their data from the study, they will
need to inform the lead researcher within 2 weeks of taking part in the study.

15. What discomfort (including psychological), inconvenience or danger could be caused by
participation in the project? Please indicate plans to address these potential risks.

As the research may include discussions around traumatic experiences, it is possible that the
participants may become distressed. The researcher will remind them of this possibility when
discussing consent and will monitor any potential distress throughout the interviews. If the
participant becomes distressed, the researcher will check if they wish to continue, would like a
break, or would like to end the interview. The researcher will be guided by the participant
during this process.

It is also possible that participants may be distressed following the interview. If participants
would like to, the researcher will provide space to debrief and reflect on the interview
immediately following it. This will be the limit of the support provided by the researcher
following the interview. The researcher will also provide contact information of local support
services if the participant requires this. The lead researcher has clinical experience in
supporting people in distress, as well as assessing clinical risk. Furthermore, the lead
researcher will also contact the external supervisor for support around clinical issues, and will
have the details of the participant’s GP should this be needed.

Although there is some risk of distress due to discussing past trauma, research indicates that
discussing past trauma does not lead to long lasting distress, and is not permanently
detrimental to participants, provided it is handled in a sensitive manner (Read, Hammersley
and Rudegeair, 2007).

Additionally, throughout the interviews, the lead researcher will assess any risks to self or
others, as well as remaining aware of any potential safeguarding concerns. The participant will
be made aware during the consent process of the limits to confidentiality (see appendix 3 for
consent form).

16. What potential risks may exist for the researcher(s)? Please indicate plans to address such
risks (for example, details of a lone worker plan).

The lead researcher will be conducting the face to face interviews in health centres and
community centres near to participants’ homes, and as such will keep herself safe in
accordance with the - Lone Worker Policy (Appendix 4). This will include operating a
“buddy system” whereby details of the location and person to be interviewed will be left in a
sealed envelope with the buddy. If the researcher does not contact the buddy by a prearranged
time, then the buddy will attempt to contact the lead researcher. If there is no contact made,
the buddy will open then envelope and follow agreed escalation procedures. If the researcher
does get in touch, then the unopened envelope will be destroyed on her return.

The lead researcher will use a Lancaster University research mobile, or phone at Lancaster
university to conduct phone interviews, and will use a professional Skype account, so
participants will not be provided with any personal contact details during the study.

17. Whilst we do not generally expect direct benefits to participants as a result of this
research, please state here any that result from completion of the study.

There are no direct benefits to taking part, however, it is possible that the participants may
benefit from talking about their experiences in a positive, growth oriented way that they may
not previously have had the opportunity to.

18. Details of any incentives/payments (including out-of-pocket expenses) made to
participants:

Travel expenses will be paid to participants up to £20 per person.

19. Briefly describe your data collection and analysis methods, and the rationale for their use
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Participants will be interviewed face to face, over the phone, or via Skype, in a semi structured
interview to gather as much depth on the topic as possible (Please see Appendix 5 for topic
guide). Interviews will take place in local health or community centres, during working hours,
and the researcher will ensure there will be other staff present. Alternatively, the interviews
will take place via phone or Skype at a time convenient to participants.

Face to face: participants will be provided with a consent form (Appendix 3), which will be read
through with them prior to beginning the interview and then signed by the participant.

Phone or Skype: Participants will receive a written copy of the consent form (via email or post)
to read through prior to the interview and the researcher will gain verbal consent as detailed
above.

If interviewing over Skype, participants will be informed that the researcher cannot guarantee
secure transmission of data over the internet, and will be given the option to withdraw from
the study or arrange an alternative interview method. This information will also be on the
participant information sheet.

Interviews will be digitally audio-recorded and transcribed by the lead researcher. The research

supervisor will listen to an interview to check style and technique.

Should there be concerns about risk or safeguarding, if appropriate, the lead researcher will
inform the participant that she will need to break confidentiality. The lead researcher will
contact the external supervisor to discuss the concerns, and will then contact the participant’s
G.P. if necessary.

The data will be analysed by narrative analysis as this method explores the person’s own story
of their experience, acknowledging that this story may be influenced by both the participant’s
and the researcher’s personal and social factors. The lead researcher will transcribe the
interviews verbatim. Each transcript will be read several times to allow the lead researcher to
familiarise themselves with the data, and then the boundaries of narrative segments will be
identified. Key events and themes will be identified within the narrative segments and across
the transcripts (Riessman, 1993).

20. Describe the involvement of your target participant group in the design and conduct of
your research. If you have not involved your target participant group in developing your
research protocol, please indicate this and provide a brief rationale/explanation.

It is planned that service user involvement will include advice on the topic guide to be used in
interviews, as well as draft reads of the final piece of work. Service users will be recruited
from LCFT, where the external supervisor has facilitated contact with the service user
involvement lead. Due to time pressures, service users have not been consulted about
recruitment material.

21. What plan is in place for the storage of data (electronic, digital, paper, etc.)? Please
ensure that your plans comply with the Data Protection Act 1998.

Once audio files are transcribed (see section 22), transcriptions will be anonymised. Paper
consent forms and transcribed audio consent will be kept in a locked cabinet belonging to the
lead researcher, all other data will be stored electronically on a secure server.

Any electronic or paper data containing participants’ personal information (such as
emails/phone numbers) will be destroyed after the interview has taken place unless a
participant expresses interest in checking the themes that emerge from the data. In this case
their contact details will be kept until after the themes have been sent to them to confirm they
fit with their experience, and then will be destroyed.

At the end of the project, all data will be saved electronically (consent forms will be scanned in
and then paper copies will be destroyed), encrypted and password protected and transferred to
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the Research Coordinator at Lancaster University. They will be stored for 10 years and then
will be permanently deleted by the Research Coordinator.

22. Will audio or video recording take place? L no ‘/audio [lvideo

If yes, what arrangements have been made for audio/video data storage? At what point in the
research will tapes/digital recordings/files be destroyed?

Audio data will be transferred onto the secure university network by the lead researcher as
soon as possible after each interview as the audio recorders cannot be encrypted. Once
transferred, the data will be deleted from the audio recorders. The recordings will be deleted
from the server once the project has been examined.

23. What are the plans for dissemination of findings from the research?

The research will be written up as part of a doctoral thesis by the lead researcher. The
research will also be submitted for publication in a suitable journal.

24. What particular ethical problems, not previously noted on this application, do you think
there are in the proposed study? Are there any matters about which you wish to seek advice
from the FHMREC?

Signatures: Applicant: eeeseenensnenstenta s s aa e e e e e e a e e e e ee e nneeeeaneaeennnes

Project Supervisor® (if appliCable): ...ccvceeeeerrererseeesrnesnrenres e e ernneeeeennnnes

*| have reviewed this application, and discussed it with the applicant. | confirm that the
project methodology is appropriate. | am happy for this application to proceed to ethical
review.
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Research supervisor:

Field Supervisor:

Appendix 4-A

Research Protocol

An investigation into the long term stability of posttraumatic growth

following an experience of psychosis

Natasha Goakes, Trainee Clinical Psychologist, Lancaster University

Dr Suzanne Hodge, Lecturer in Health Research, Lancaster University

Dr Graeme Reid, Consultant Clinical Psychologist/Professional Lead, Step 5

Adult Psychological Services, Lancashire Care
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Introduction

Psychosis is an experience where people’s reality can become distorted, leading them to
experience hallucinations, paranoid beliefs and disorganised thoughts and behaviours (Andreson,
Oades and Caputi, 2003). It is not a diagnosis in itself but is associated with diagnoses such as
schizophrenia and bipolar disorder (American Psychiatric Association, 2013). A first episode of
psychosis (FEP) typically occurs during young adulthood; a time when a person is consolidating their

identity and their way of understanding the world (Dunkley, Bates and Findlay, 2013).

Research has suggested that the experience of psychosis can be traumatic (Morrison, Frame
and Larkin, 2003). This can be due to the symptoms of psychosis themselves, for instance, hearing
voices which can be seen as malevolent, powerful and threatening (Brunet, Birchwood, Upthegrove,
Michail and Ross, 2012). Furthermore, the experiences of intervention that accompany an acute
episode of psychosis could also be considered traumatic. Intervention may entail strong medication
with unpleasant side effects, or at the other end of the spectrum, it may entail community
treatment orders, involuntary hospitalisation, or even police involvement (Dunkley et al., 2013).
Each of these experiences may individually be traumatic, and often a person will go through more
than one of the experiences, multiple times, thus compounding the trauma (Morrison et al., 2003).
Furthermore, throughout these experiences, it is likely that people will be experiencing the
additional fear of “going crazy”, which, as Jeffries (1977) highlighted is a traumatic experience in and
of itself. Finally, psychosis can destroy a person’s understanding of and assumptions about the
world and themselves, and for this to occur during a FEP in young adulthood may lead to the
splintering of an emerging sense of self (Jackson and Igbal, 2000). Birchwood, Todd and Jackson
(1998) describe the first two to three years following an experience of FEP as the “critical period”,
emphasising that this is the point at which a person’s mental health is most likely to decline, and also

that this is a key time for intervention, in order to best support a person’s recovery. In the UK, this is
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typically the time in which Early Intervention Services become involved, providing intense support

throughout the critical period (Reading and Birchwood, 2005).

Recovery from psychosis can be understood in various ways. From a clinical perspective, a
person may be considered to be recovered if their symptoms reduce and they return to a level of
social functioning that is similar to what they experienced before the psychotic episode (Andreson et
al., 2003). However, recovery can also mean more than simply controlling symptomes, as highlighted
by the recovery movement (Anthony, 1993). For instance, Anthony (1993) describes it as an
experience that is personal to each individual, resulting in them leading satisfying and fulfilling lives.
With regards to psychosis, a literature review by Andreson et al. (2003) suggested a model of
recovery with four domains; finding hope; re-establishment of identity; finding meaning in life; and
taking responsibility for recovery. It is evident that recovery can be considered in broad terms, with

personal and far reaching consequences for each individual.

It should be noted that, regardless of the way in which recovery from psychosis is
understood, it often involves returning to a pre-existing way of being. Some studies suggest that
there is an element of personal growth (e.g. Nixon, Hagen and Peters, 2010; Pitt, Kilbride, Nothard,
Welford and Morrison, 2007), however, there are few studies expressly investigating the link
between the experience of psychosis and growth. One theoretical framework in which to
understand this growth is posttraumatic growth (PTG), developed by Tedeschi and Calhoun (2004).
Tedeschi and Calhoun (2004) describe PTG as positive psychological change following challenges to a
person’s way of understanding themselves and their world (Tedeschi, Park and Calhoun, 1998). This
change is explained as transformative, leading to a life that is better than it was prior to the trauma.
Tedeschi and Calhoun outline the five domains of PTG as “greater appreciation of life and changed
sense of priorities; warmer, more intimate relationships with others; a greater sense of personal

strength; recognition of new possibilities or paths for one’s life; and spiritual development”
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(Tedeschi and Calhoun, 2004, p. 6). Growth can occur in any or all of these domains, and they are

not mutually exclusive.

Traditionally, PTG has been investigated in relation to physical illness and other disasters,
such as cancer, bereavement, natural disasters, and war (Tedeschi, Park and Calhoun, 1998).
However, it is also highlighted that “any life crisis can spark PTG” (Schaefer and Moos, 1998, p.101).
Given that psychosis can be considered to be traumatic, it is feasible that people who experience
psychosis may go on to develop PTG, however research in this area is limited to two studies
(Dunkley, Bates, Foulds and Fitzgerald, 2007; Dunkley and Bates, 2014). Dunkley et al. (2007) carried
out case studies of two people with an experience of FEP and their data suggests that people
recovering from psychosis can experience aspects of PTG. Dunkley and Bates (2014) found that
following an experience of FEP, people use coping strategies in their recovery and that growth is an
integral element of this recovery. However, both studies had small sample sizes, and conducted
their interviews within months of a person experiencing FEP. Although the participants showed
elements of PTG, it was unclear whether this was stable or long term. Additionally, Tedeschi and
Calhoun state that people are less likely to develop PTG if they are still experiencing trauma
(Tedeschi and Calhoun 2007). A few months after a FEP, a person is still likely to be coming to terms
with their experience, and is likely to still be experiencing troubling psychotic symptoms that they
have not yet made sense of or learned how to manage (Birchwood et al., 1998). Additionally, in the
UK, people will still be receiving support from Early Intervention services, which will be influencing
how they understand their experiences (Reading and Birchwood, 2005). Dunkley and Bates (2014)
suggest that future research could investigate the further nature and trajectory of growth following

an experience of FEP.

This study will therefore build on the current evidence base investigating people’s
experience of PTG following FEP. It will explore the ways in which recovery and growth following

psychosis relate to PTG and how stable PTG remains over time. The study will interview people who
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have experienced FEP and now consider themselves to have experienced an element of PTG. In
keeping with the hypothesis of the “critical period” put forward by Birchwood et al. (1998), and with
the importance and influence of support at this time, the study will aim to interview people at least

3 years after their first treated episode of psychosis.

The study will aim to answer the research question, “Can the experience of psychosis lead to stable

posttraumatic growth?”

Method

Study Design

As this study is investigating people’s experiences, a qualitative methodology will be used.
Participants will be interviewed using a semi-structured interview. Once the data is transcribed it will
be analysed using a narrative analysis as this method allows a focus on participants’ narratives of

their difficulties of experiencing psychosis, and how they moved to develop elements of PTG.

Participants

Participants will be included if they have had an experience of psychosis, and feel they have
experienced one or more elements of PTG. In the recruitment materials elements of PTG will be
described as whether “parts of your life are better in some ways than before experiencing psychosis”
in order to help potential participants recognise themselves. As the study is investigating trauma,
participants will be included if they consider some aspect of their experience of psychosis to be

traumatic (this could be the symptoms themselves, or the treatment/intervention).

As narrative analysis will be used the ideal number of participants will be between 8 and 12.

The minimum number of participants will be 4. (Riessman, 1993).

To be included in the study an individual must:
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e have had an experience of psychosis, defined as having been assessed as eligible for the First
Episode of Psychosis pathway within an early intervention service

e consider some aspect (symptoms, treatment, etc) of their psychosis to be traumatic

e consider themselves to have experienced some element of PTG

e have the ability to give informed consent

Individuals will be excluded if they:

e present a high current level of risk to self or others, assessed by the lead researcher in a
screening assessment

e are currently experiencing clinically significant psychotic symptoms (assessed by the lead
researcher in a screening assessment using the positive symptoms subscale of the PANSS
(Kay, Fiszbein and Opler, 1987))

e have had less than 3 years since their first treated episode of psychosis

Recruitment

Participants will be recruited from support groups, online forums relating to psychosis, and
networks such as The Hearing Voices Network and The Paranoia Network. The lead researcher
will email moderators of online forums asking to post a message on open discussion boards. On
approval, a message will be posted on an open discussion board, describing the study and asking
potential participants to contact the lead researcher if they are interested in taking part (please see
Appendix 2). The lead researcher will also email facilitators of local network meetings and support
groups, asking if she can attend a meeting to discuss the research. At the meeting, she will describe
the research and provide information packs, asking potential participants to contact the lead
researcher if they are interested in taking part. The researcher will also contact support groups
further afield and ask to send through recruitment information to be shared at the next group, if the

facilitator feels this is appropriate.
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Once people have expressed an interest in taking part, the lead researcher will carry out a
brief screening check to ensure they meet the inclusion and exclusion criteria. The screening will
take place over the phone, and will involve a brief discussion of the participant’s experience of
psychosis and why they would like to take part, an assessment of the current level of risk to self or
others, and the use of the positive subscale of the PANSS (Kay, Fiszbein and Opler, 1987) to ensure
the participant is not currently experiencing psychosis. Although not designed for use over the
phone, the positive subscale can be used in this way and will still be a valid measure of assessing
symptoms. The lead researcher will also take a note of the participant’s GP in case the participant is
currently experiencing psychotic symptoms, low mood, or is otherwise a risk to themselves or
others. If, following the screening process, potential participants are felt by the lead researcher to
be too high risk for the study, they will be informed of this fact, and the lead researcher will contact

the potential participant’s G.P.

Recruitment will continue until the required number of participants has been reached. If
more than the required number of participants express an interest, participants will be selected on a

first come first served basis.

Face to face interviews will be restricted to participants in the north of England, although
they will also be offered interviews via phone or Skype. Participants who are based further away will

be interviewed via phone or Skype.

If potential participants do not get through the screening because they are experiencing
current clinically significant psychotic symptoms, or are a high risk to themselves or others, the lead
researcher will inform them sensitively of her concerns, and will share this information with the
potential participant’s G.P. if necessary. If potential participants do not get through the screening
for other reasons (e.g. not having experienced psychosis or do not feel any part of their experience
was traumatic), the lead researcher will inform them in a sensitive manner that they are not suitable

for the study.
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If potential participants do not meet the inclusion/exclusion criteria, they will be informed of
this at the time of the screening assessment, and will also be informed that their contact details will

be destroyed. The lead researcher will be responsible for destroying the contact details.

Data Collection

Interviews will be conducted with open ended questions and prompts (please see appendix
5 for topic guide). In an effort to be inclusive, participants can choose to be interviewed in a nearby
health or community centre. Participants will be reimbursed for travel expenses up to £20 per
person. At the start of face to face interviews, participants will be provided with a consent form
(Appendix 3), which will be read through with them prior to beginning the interview and then signed
by the participant. In phone or Skype interviews, participants will receive a written copy of the
consent form (via email or post) to read through prior to the interview. At the beginning of the
interview, the researcher will inform the participant that she will be recording and transcribing the
consent process separately. The researcher will check if the participant has read and understood the
consent form, and will address any questions at this point. The researcher will ask the participant to
state their name, then read through each section of the consent form, asking them to confirm
agreement after each point. Once verbal consent is recorded, the researcher will inform the
participant that she is ending the recording of the consent process. The researcher will transcribe
the consent process separately and store this in a locked cabinet with signed paper consent forms

from face to face interviews.

Interviews will last between 1 and 1% hours and will be audio recorded. The research

supervisor will listen to an interview to check style and technique.

During the interviews, if there are concerns about risk or safeguarding, if appropriate, the

lead researcher will inform the participant that she will need to break confidentiality. The lead
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researcher will contact the external supervisor to discuss the concerns, and will then contact the

participant’s G.P. if necessary.

Following interviews, the audio data will be transcribed verbatim.

Data Storage

All paper data (such as transcripts) will be stored in a locked cabinet belonging to the lead
researcher. Consent forms and transcribed audio consent will be stored separately. Audio
recordings will be transferred to the secure university server as soon as possible after each
interview, and set up with password protection, by the lead researcher. The research supervisor will
listen to one interview to check style and technique, following this, their copy of the file will be
deleted. Once audio files have been transcribed and anonymised, they will be deleted from the
recorder. Any electronic or paper data containing participants’ personal information (such as
emails/phone numbers) will be destroyed after the interview has taken place unless a participant
expresses interest in checking the themes that emerge from the data. In this case their contact
details will be kept until after the themes have been sent to them to confirm they fit with their
experience, and then will be destroyed. All electronic data will be stored on a secure server. Once
the study has been completed, consent forms will be scanned and saved and the paper versions will
be destroyed by the lead researcher. All electronic data will then be encrypted and will be stored by
Lancaster University for 10 years, following which they will be permanently deleted by Lancaster

University’s Research Coordinator.

Data Analysis

The data will be analysed using narrative analysis. The lead researcher will transcribe the
interviews verbatim. Each transcript will be read several times to allow the lead researcher to

familiarise themselves with the data, and then the boundaries of narrative segments will be
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identified. Key events and themes will be identified within the narrative segments and across the

transcripts (Riessman, 1993).

As an attempt to minimise bias, once themes have been identified, the lead researcher will
share the interviews and themes with both supervisors to allow comparison and contrast.
Additionally, throughout the analysis, the lead researcher will keep a reflective journal of the

process, using this to maintain an awareness of bias and misinterpretation.
Materials
All participants will receive: An information sheet (See Appendix 1)
A consent form (See Appendix 3)
An online message, and a topic guide will also be used (See Appendix 2 and Appendix 5)
Practical issues

Once interview dates have been agreed, if face to face, the lead researcher will arrange to

book a room in a GP surgery/community centre.

If participants need to travel to the research interview, the lead researcher will arrange for

the reimbursement of their travel costs.

If interviews are taking place face to face, the lead researcher will take appropriate
measures in accordance with the - lone worker policy, and will employ a buddy system to ensure
her safety. Face to face interviews will also take place during working hours and will ensure there

are other staff present in the building.

The lead researcher will liaise with the field supervisor when arranging interviews, for clinical

support regarding potential participant distress.
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Interviews will be audio recorded and this data will be transferred as soon as possible to the
university server by the lead researcher, where it will be encrypted and password protected. The

files will then be deleted from the audio recorder.

Written data will be recorded on the university drive and password protected by the lead

researcher.

Paper data such as expression of interest letters or contact details will be stored in a locked
cabinet and destroyed as soon as they are no longer required. Other paper data such as consent
forms and transcribed audio consent will be stored in a locked cabinet belonging to the lead

researcher.

Ethical concerns

As participants will be talking about an experience that they found traumatic, it is possible
that they will become distressed during the interview. The researcher will monitor their emotional
response to the interview, offering options to continue, have a break, or end the interview as
appropriate. The researcher will be guided by the participant with regards to continuing the
interview. The field supervisor will provide clinical support to the lead researcher regarding

participant distress.

Following the interview, participants will have the opportunity to talk about their experience
of the interview, and the researcher will check for any ongoing distress. This will be the limit of the
support provided by the researcher following the interview. The researcher will supply information

of local services and support should the participant require this.

Timescale

May 2014 — Submit protocol and application to university ethics board
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Jul — Sept 2014 - Decide method for analysis of data. Decide journal for research paper.

Oct — Dec 2014 - Conduct data collection for main study. First draft introduction and

method.

Jan - Mar 2015 - Analyse data. Hand in draft introduction and method by end of
January. Write draft abstract, results and discussion sections. Hand in

complete draft of research paper by end of March.

Apr - May - Complete final version of research paper.
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Appendix 4-B

Lancaster %3%
University

Participant Information Sheet

An investigation into the long term stability of posttraumatic growth following an
experience of psychosis

My name is Natasha Goakes and | am conducting this research as a student in the Clinical
Psychology programme at Lancaster University, Lancaster, United Kingdom.

What is the study about?

The purpose of this study is to learn if recovery from psychosis can involve positive aspects.
For example, if parts of your life are better in some ways than before experiencing
psychosis.

Why have | been approached?

You have been approached because | would like to talk to people who feel they have had
these experiences:

e An experience of psychosis. This may have involved receiving a diagnosis of
psychosis, or schizophrenia, or receiving support from an early intervention service.

¢ You feel that part of the experience of psychosis was traumatic to you. This could be
any part of the experience, such as the symptoms you experienced or the treatment
you received.

e It has been at least 3 years since your first treated episode of psychosis (i.e. since
you first came into contact with mental health services)

e Since your experience of psychosis, you feel you have either developed a greater
appreciation for life, changed your priorities in life, developed warmer or closer
relationships with others, feel stronger than you did before, feel that you have more
possibilities ahead of you than before, or feel you have changed spiritually.

Do | have to take part?

No. It's completely up to you to decide whether or not you take part. If you choose not to
take part there will be no negative consequences to this, and it will not affect your medical
care or legal rights.

What will | be asked to do if | take part?
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If you decide you would like to take part, | will contact you by phone at a time that is
convenient to you, to talk about how you might fit the study, to answer any questions you
may have and to check you still want to take part. During this phone conversation, | will also
ask you for your GP details. This is in case talking about your experiences of psychosis
becomes to upsetting for you, and | need to make sure you have the right support available.
I will also ask a few questions about any symptoms you might currently be experiencing, to
make sure you are well enough to take part in the research. This is also an opportunity for
you to ask any questions you have about the study.

Following this phone conversation, you will be asked to take part in an interview. This will
either take place at a health or community centre close to you, or can take place over the
phone or over Skype. If we interview in person, | can pay travel expenses for you to get to
and from the interview. The interview will take place at a time that is convenient to you. The
interview will last between 60 and 90 minutes. Once the interview is completed, this will be
the end of your involvement.

Will my data be confidential?

The information you provide is confidential. The data collected for this study will be stored
securely and only the researchers conducting this study will have access to this data:

¢ Audio recordings will be transferred to a secure server and password protected.
e Consent forms will be kept in a locked cabinet.
¢ All other identifying material will be destroyed as soon as possible.

o Any files on the computer will be encrypted (that means no-one other than the
researcher will be able to access them) and the computer itself password protected.

e At the end of the study, all information from the study will be encrypted and password
protected (consent forms will be scanned and saved and paper copies will be
destroyed at this point). The data will be kept by Lancaster University for 10 years. At
the end of this period they will be destroyed.

o The typed version of your interview will be made anonymous by removing any
identifying information including your name. Anonymised direct quotations from your
interview may be used in the reports or publications from the study, so your name will
not be attached to them.

Please note:

There are some limits to confidentiality - if you say something in the interview that makes me
think that you, or someone else, is at significant risk of harm, | will have to break
confidentiality and speak to a member of the research team about this. If possible, | will tell
you if | have to do this. If interviewing via Skype, it is important to be aware that the internet
is not a guaranteed secure method of communication.
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What will happen to the results?

The results will be summarised and reported for assessment by the university and may be
submitted for publication in an academic or professional journal.

Are there any risks?

As | will be asking you about your experiences of psychosis, it is possible that you may
become upset or distressed during the interview. If this happens, it will be your choice about
carrying on with the interview, taking a break, or ending the interview altogether. | will
provide details of local support services should you feel you need them. If you become very
distressed, | will contact your GP to make sure you get the support that you need.

Are there any benefits to taking part?

There are no direct benefits to taking part, but you may find it helpful to talk about any your
experience of psychosis in a positive way.

Who has reviewed the project?

This study has been reviewed by the Faculty of Health and Medicine Research Ethics
Committee, and approved by the University Research Ethics Committee at Lancaster
University.

Where can | obtain further information about the study if | need it?
If you have any questions about the study, please contact the main researcher:

Natasha Goakes Email: n.goakes@Ilancaster.ac.uk Tel: 07852515788

Alternatively, please contact:

Suzanne Hodge Email: s.hodge@lancaster.ac.uk Tel: 01524 592712

Graeme Reid Email: graeme.reid@lancashirecare.nhs.uk Tel: 01695 598 498

Complaints

If you wish to make a complaint or raise concerns about any aspect of this study and do not
want to speak to the researcher, you can contact:

Jane Simpson,
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Senior Lecturer

Division of Health Research
Lancaster University
Lancaster

LA1 4YG

Tel: (01524) 592858 Email: j.simpson2@lancaster.ac.uk

If you wish to speak to someone outside of the Clinical Psychology Doctorate Programme,
you may also contact:

Prof Roger Pickup,

Associate Dean for Research,

Faculty of Health and Medicine

(Division of Biomedical and Life Sciences),
Lancaster University,

Lancaster LA1 4YD

Tel: (01524) 593746 Email: r.pickup@lancaster.ac.uk

What do I do if | would like to take part?

If you would like to take part, or if you would like further information about the study, please
contact the lead researcher, Natasha Goakes.

You can call on 07852515788

Or email on n.goakes@lancaster.ac.uk

Thank you for taking the time to read this information sheet.

Appendix 4-C

Letter for online message boards/forums
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Hi,

My name is Natasha Goakes and | am a trainee Clinical Psychologist at Lancaster
University. | am doing some research on people’s experience of recovery from psychosis. |
have ethical approval for this study from Lancaster University.

| am hoping to talk people who have had an experience of psychosis, and consider that
experience to have been a difficult one, or a traumatic one. The difficult part of the
experience could be from the symptoms you had, or the treatment and intervention you
received. | would like to talk to you if you now feel that since your experience of psychosis,
you have either developed a greater appreciation for life, changed your priorities in life,
developed warmer or closer relationships with others, feel stronger than you did before, feel
that you have more possibilities ahead of you than before, or feel you have changed
spiritually.

If you would like to learn more about this study, or are interested in taking part, please
contact me on:

Tel: 07852515788
Email: n.goakes@lancaster.ac.uk

Thank you for taking the time to read this information,

Natasha
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Consent Form

Study Title:  An investigation into the stability of posttraumatic growth following an
experience of psychosis

We are asking if you would like to take part in a research project which aims to learn about
the link between posttraumatic growth and psychosis.

Before you consent to participating in the study we ask that you read the participant
information sheet and mark each box below with your initials if you agree. If you have any
guestions or queries before signing the consent form please speak to the principal
investigator, Natasha Goakes.
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Please initial box after each statement

1. | confirm that | have read the information sheet and fully understand
what is expected of me within this study.

2. | confirm that | have had the opportunity to ask any questions and to
have them answered.

3. l understand that my interview will be audio recorded and then made
into an anonymised written transcript.

4. | understand that audio recordings will be kept until the research
project has been examined.

5. lunderstand that the audio recording and/or transcript of my interview
may be shared with the interviewer’s supervisor.

6. | understand 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.

7.l understand that once my data have been anonymised and
incorporated into themes it might not be possible for it to be withdrawn,
though every attempt will be made to extract my data, up to the point of
publication.

8. l understand that the information from my interview will be pooled with
other participants’ responses, anonymised and may be published.

9. | consent to information and quotations from my interview being used
in reports, conferences and training events.

10. | understand that any information | give will remain strictly
confidential and anonymous unless it is thought that there is a risk of
harm to myself or others, in which case the principal investigator will need
to share this information with her research supervisor.

11. | consent to Lancaster University keeping written transcriptions of the
interview for 10 years after the study has finished.

12. | consent to take part in the above study.
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Topic Guide
Question Prompts

Can you tell me about your experience of
psychosis, starting from when you first realised
something was different?

What do you remember about becoming
unwell?

What was your first contact with services?
How did you feel about receiving support from
services?

Did you meet anyone else with similar
experiences?

Can you tell me about your “recovery”,
whatever that means to you, starting with when
you first felt that you were “recovering”?

Do you remember recovery being a slow
process, or one that happened quickly?

Did you recognise it yourself, or did other
people mention things that made you realise
what was happening?

Can you tell me a little bit about your life now,
in comparison to your life before experiencing
psychosis?

Do you feel you have developed a greater
appreciation for life?

Do you feel you have changed your priorities in
life?

Do you feel you have developed warmer or
closer relationships with others?

Do you feel stronger than you did before?

Do you feel that you have more possibilities
ahead of you than before?

Do you feel you have changed spiritually?
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Applicant: Natasha Goakes
Supervisor: Suzanne Hodge
Department: Health Research
FHMREC Reference: FHMREC15050

15 February 2016

Dear Natasha

Re: An investigation into the stability of posttraumatic growth following an experience of
psychosis.

Thank you for submitting your research ethics amendment application for the above project
for review by the Faculty of Health and Medicine Research Ethics Committee (FHMREC). The
application was recommended for approval by FHMREC, and on behalf of the Chair of the
University Research Ethics Committee (UREC), | can confirm that approval has been granted
for this research project.

As principal investigator your responsibilities include:

- ensuring that (where applicable) all the necessary legal and regulatory requirements
in order to conduct the research are met, and the necessary licenses and approvals
have been obtained;

- reporting any ethics-related issues that occur during the course of the research or
arising from the research to the Research Ethics Officer (e.g. unforeseen ethical issues,
complaints about the conduct of the research, adverse reactions such as extreme
distress);

- submitting details of proposed substantive amendments to the protocol to the
Research Ethics Officer for approval.

Please contact the Diane Hopkins (01542 592838 fhmresearchsupport@|ancaster.ac.uk ) if
you have any queries or require further information,

Yours sincerely,

/W“?

Dr Diane Hopkins
Research Development Officer

SN

CC Ethics@Lancaster; Professor Roger Pickup {Chair, FHMREC)
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