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Abstract 

Since the 1990s, many countries have established and embraced early intervention 

services for first episode psychosis as an essential component of mental health service 

delivery. Early intervention services aim to provide mental health treatment in a way that 

is accessible and acceptable to young people following a first episode of psychosis, whilst 

ensuring that treatment is high quality and evidence based. There is strong evidence for 

their effectiveness, however interventions are only successful if a person engages with 

them meaningfully. Dropout rates range between 6 and 60 percent, suggesting that early 

intervention services are variably meeting the needs of all the people using them. These 

dropout rates cannot be improved without first understanding the factors that influence a 

person’s decision to engage with, or disengage from, early intervention services. This 

thesis sought to add to our knowledge on this through two studies. 

Study One, a systematic meta-synthesis of nine qualitative studies, aimed to collect, 

interpret and synthesise how engagement is experienced within early intervention 

services for first episode psychosis. The findings highlighted the importance of the 

therapeutic relationship, including the significance of collaboration and communication. 

Notably absent from the qualitative literature were multi-stakeholder perspectives of 

engagement over time, including a comprehensive understanding of the needs, roles and 

responsibilities of the key people involved and strategies that supported service 

engagement and re-engagement. 

Study Two, a longitudinal, qualitative, multi-perspective study, aimed to 

understand how nine young people with first episode psychosis, their caregivers and their 

clinicians (total of 24 participants; nine case-study groups), experienced engagement and 

disengagement with an early intervention service over time. Data were collected over 

three time-points: 3-9 weeks, 4-7 months and 11-15 months after entry to the service, or 

at discharge if earlier (total of 55 qualitative interviews). Data on perspectives of 

engagement from the views of distinct participant groups at specific time-points were 

examined cross-sectionally, using thematic analysis. Multi-perspective experiences over 

time were examined longitudinally, using trajectory analysis.  
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Overall, the findings highlighted the importance attributed to personal connections 

established and maintained during the engagement process. However, a large proportion 

of factors contributing to disengagement, or reduced quality of engagement, were found 

to be systemic and related to service delivery and design. Notably, early intervention 

services promoted diagnostic-specific interventions which were not always aligned with 

the varied needs of young people and their caregivers. Subsequently, clinicians 

experienced difficulty being flexible and responsive to individual young person needs, 

especially when clinical assessment suggested that the young person had a transdiagnostic 

presentation. These findings broaden out the traditional conceptual frame of the 

therapeutic relationship, which emphasises the association between disengagement and 

personal factors such as amotivation, inability to attend a clinic setting or misalignment 

of goals. 

Engagement is at the centre of mental health service provision. The two studies 

within this thesis have enhanced our theoretical understanding of engagement and 

disengagement, acknowledging that they are active and dynamic processes influenced by 

multiple relational, organisational and societal factors. To address disengagement, 

clinicians, services and policy designers need to deeply consider how to improve the 

interpersonal experience between young person, caregiver and clinician. This thesis 

suggests actions that can be taken on an individual clinician level (i.e., reflective 

supervision), service level (i.e., resource allocation) and policy level (i.e., a move towards 

transdiagnostic models of care). Any actions taken will greatly influence how successful 

participation in mental health treatment will be, resulting in better outcomes for the 

person, their caregivers, services and society.   
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Chapter 1 Introduction  

1.1 Introduction to the problem 

It is estimated that one in five Australians are diagnosed with a mental illness each 

year (Productivity Commission, 2019). Mental illness significantly affects individuals, 

families, friends and communities, and has broader societal and economic impacts. Some 

of the most severe and devastating mental health symptoms are classified under the term 

‘psychosis’. Overall, psychotic symptoms impact a person’s understanding and 

experience of reality (American Psychiatric Association, 2013). They may include 

hallucinations, delusions, disorganised thought and behaviour, changes in mood and 

affect, and impaired cognition. These symptoms can be confusing, frightening and 

distressing, and often impact a person’s capacity to work, study or connect with others. 

As psychotic symptoms predominantly emerge during adolescence or early adulthood, 

there is also the risk that psychotic symptoms may disrupt a person’s developmental 

trajectory (Hughes et al., 2014; Productivity Commission, 2019). 

The causes of psychotic symptoms are not fully understood. The most widely 

presented theory is the stress-vulnerability model (Early Psychosis Guidelines Working 

Group, 2016). In this model, a person has a baseline vulnerability for psychosis that is 

informed by genetic and biological factors (e.g., a family history of psychosis). As a 

person is exposed to different degrees of psychological or social stress (e.g., poor sleep, 

trauma or drug use), the risk of the person developing psychosis increases. The threshold 

for psychosis is unique to each individual and is currently impossible to predict. This 

medical model of psychosis is the dominant discourse in mental health service delivery, 

particularly for government funded healthcare programmes.  

However, this theory is not adopted or accepted by all. For example, other theories 

highlight the significant impact trauma and disrupted attachment have on wellbeing, 

viewing psychotic symptoms as a coping response to significantly abnormal 

circumstances (Pearce et al., 2017). Current critiques of the psychiatric (medical) model 

are informed by the antipsychiatry movement of the 1960s, in which psychosis is framed 

as an understandable reaction to a ‘sick’ world (Rissmiller & Rissmiller, 2006). In 
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contrast, some cultures understand psychotic symptoms as a divine gift, and people who 

experience symptoms are revered (Phillips, Lukoff & Stone, 2009).  

Psychotic-like experiences are common in the general population (van Os & 

Reininghaus, 2016). However, when psychotic symptoms become persistent and affect a 

person’s capacity to engage in meaningful activities or relationships, or when there are 

associated clinical risks (e.g., risk of suicide, risk of vulnerability or risk to others), 

clinical intervention is recommended. A person may experience one period of psychotic 

symptoms at this level of acuity (episode of psychosis) in their lifetime, while others 

experience discrete episodes of psychosis with periods of wellness in-between, and others 

remain chronically unwell. A longitudinal study examining clinical and functional 

outcomes of people presenting with psychosis in Australia found that around 25 percent 

of people experienced a full symptomatic and functional recovery that continued seven 

years after first presenting to mental health services (Henry et al., 2010). Another study 

in Norway found that 18 percent of people experienced a full symptomatic and functional 

recovery that continued after five years (Bertelsen et al., 2008). It is not possible to predict 

who may experience one or multiple episodes of psychosis, or who may experience a full 

symptomatic and functional recovery. 

When a person is referred to mental health services for their psychotic symptoms, 

a diagnosis is made by their treating team. Diagnosis of psychotic disorders takes into 

account the length of time that symptoms have been present for, and whether the person 

has experienced a single episode of psychosis or recurrent episodes. In the most 

commonly used diagnostic manual, diagnoses include schizophreniform disorder, 

schizophrenia, schizoaffective disorder, affective disorders (such as major depression or 

bipolar disorder) with psychotic symptoms, drug induced psychosis, or psychotic disorder 

not otherwise specified (American Psychiatric Association, 2013). Establishing a 

diagnosis is complicated by the fact that psychotic symptoms may be present for people 

already diagnosed with personality disorders and anxiety disorders, most likely as an 

indicator of illness severity (van Os & Reininghaus, 2016). Formulating a diagnosis for a 

person with psychotic symptoms therefore takes time and longitudinal assessment. For 

these reasons, when a person initially presents for treatment, the term ‘First Episode 

Psychosis’ (FEP) is commonly used.  
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Informed by the stress-vulnerability theory of psychosis, treatments for psychosis 

take a multipronged approach, seeking to mitigate all potential bio-psycho-social triggers. 

Internationally, this treatment is provided by specialised tertiary mental health services 

which are government funded and staffed by professionals with clinical backgrounds, 

such as mental health nurses, occupational therapists, social workers, psychologists and 

psychiatrists (Kreyenbuhl, Nossel, & Dixon, 2009; Nose, Barbui, & Tansella, 2003). 

Clinicians offer interventions which may be prescribed on a voluntary or compulsory 

basis, depending on the person’s capacity to make an informed decision, their level of 

acuity and any associated clinical risks. Common interventions provided by tertiary 

mental health services, also identified in this thesis as “treatment as usual”, are case-

management, psychological interventions (e.g., cognitive behavioural therapy), medical 

interventions (e.g., medication, electroconvulsive therapy), and social and vocational 

interventions (e.g., group programs). 

Caregivers, family and friends are integral to the recovery process, as they provide 

the emotional, social and practical support that is critical in recovery from psychosis 

(Pope, Jordan, Venkataraman, Malla & Iyer, 2019). However, there are also times where 

this is not appropriate or practical, for example, when there is a history of, or current 

violence within, these relationships, when the person is estranged from their caregivers 

or when caregiver capacity to provide care and support is limited. The decision to engage 

caregivers in the recovery process is further complicated as carer involvement requires 

permission from the person, and clinicians may strive to balance the autonomy and 

preferences of people with psychosis, against the potential risks of excluding caregivers. 

Many people actively engage with mental health services without the involvement of their 

caregivers. Caregiver, family and friends’ involvement in treatment is therefore preferred, 

but not always feasible. For this reason, throughout this thesis, caregiver involvement is 

accompanied with the caveat ‘where present and appropriate’.  

Alternative treatment and support options have emerged over time, driven by other 

causation theories of psychosis. An example is the hearing voices movement (Higgs, 

2020). This movement highlights personal, relational and cultural influences on hearing 

voices, noting that not all voice-hearers are diagnosed with psychotic disorders, and that 

hearing voices is a relatively common experience that does not always cause disruption 

to a person’s wellbeing and functioning (Parry & Varese, 2020). In this context, support 



 11 

groups are held at varying locations internationally to explore the content and context of 

auditory hallucinations, with the premise that increased understanding is associated with 

decreased distress and changes in the voice hearing experience itself. Approaches such 

as the hearing voices movement are sometimes used as an adjunctive support for people 

receiving treatment in tertiary mental health services, but more often as an alternative 

where the stress-vulnerability model does not align with a person’s understanding of the 

world. Some people experience these interventions as more useful for them than 

interventions provided by tertiary mental health services (Higgs, 2020). 

The treatment provided within tertiary mental health services aims to eliminate or 

lessen psychotic symptoms, whilst facilitating a person’s return to their normal level of 

functioning (Andrews, 1999). If there is not a full clinical recovery from psychotic 

symptoms in a timely manner, there are significantly increased risks of poor clinical and 

social outcomes for individuals (Reed, 2008). There are also concurrent impacts on their 

caregivers, family, friends, service resources, clinician optimism and the wider 

community (Addington, Van Mastrigt, Hutchinson & Addington, 2002; Doyle et al., 

2014; Kreyenbuhl, Nossel & Dixon, 2009; Reed, 2008).  

However, treatment can only be effective if a person participates in it over a 

sustained period of time (Doyle et al., 2014). Some people stop attending their 

appointments and are unable to be contacted by clinicians before their symptoms have 

remitted, effectively ‘dropping-out’ of treatment. Drop-out rates from generic tertiary 

mental health services are between 4 and 46 percent (O’Brien, Fahmy, & Singh, 2009). 

Some of the wide variation in attrition estimates likely stems from a variety of 

understandings of what is being measured (Reynolds, Kim, et al., 2019). There is no one 

consistent definition of drop out, and different indicators (e.g., timeframe of no contact) 

are used across research studies to measure drop-out. 

Early Intervention Services (EISs) for psychosis were established in the 1990s to 

provide comprehensive care that was more agreeable treatment to people with FEP, in an 

attempt to reduce drop-out rates (Hughes et al., 2014). Compared to treatment in generic 

tertiary mental health settings, caseloads are lower, enabling the inclusion of additional 

evidence-based interventions such as low-dose pharmacotherapy, cognitive-behavioural 

based case-management, family interventions, vocational support, psychosocial support, 



 12 

peer support and group programs (Malla & McGorry, 2019). As 75 percent of mental 

health disorders present before the age of 25, EISs target their interventions to be 

developmentally appropriate for adolescence and early adulthood (Hughes et al., 2014; 

Productivity Commission, 2019). Outcomes for people attending EISs are significantly 

better than treatment as usual (Correll et al., 2018). However, these positive outcomes are 

only present when a person attends the EIS and meaningfully engages with treatment. 

Unfortunately, drop-out from EISs mirrors that of generic tertiary mental health services, 

with most recent estimates of drop-out varying between 6 and 60 percent (Reynolds, Kim, 

Brown, Tindall, & O'Donoghue, 2019). 

The term ‘drop-out’ does not comprehensively capture a range of issues that also 

impact the effectiveness of EISs for young people with FEP. For example, there are 

people who attend appointments but do not actively participate in them, and therefore 

would be benefiting little from any interventions (Littell, Alexander, & Reynolds, 2001). 

Or, a person may reluctantly attend an appointment for a depot medication (long-acting 

antipsychotic) under coercion as allowed by mental health legislation, but leave the 

appointment before any meaningful interaction. Or, a person may inconsistently 

participate in one part of treatment (e.g., social interventions), whilst actively avoiding 

other aspects of treatment (e.g., medication and therapy). These circumstances are best 

described as disengagement, although a gold standard definition of this term remains 

absent from the literature (Reynolds, Kim, et al., 2019). For the purposes of my study, 

engagement is understood as sustained and active connection between a person, their 

caregivers (where present and appropriate) and the treatment service, with all working 

towards mutually agreed upon goals. Disengagement is understood as a total or partial 

break in meaningful contact, on a permanent or temporary basis.  

My PhD thesis seeks to increase our understanding of engagement and 

disengagement from EISs for FEP through two studies: a systematic review and meta-

synthesis of the qualitative literature (Study One) and a longitudinal, qualitative, multi-

perspective study (Study Two). To understand these studies in the context of the broader 

literature, this chapter will provide an overview of EISs, describe what is known about 

engagement and disengagement from the literature and identify where there are gaps in 

our knowledge. My research aims are then provided, including a discussion of the reasons 
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why the two studies within this PhD are significant to the field. The chapter finishes with 

an overview of how the remainder of this PhD thesis is structured. 

1.2 Background 

1.2.1 Early intervention services for first episode psychosis 

EISs were developed in the 1990s as an alternative to generic tertiary mental health 

services for young people experiencing a FEP (Malla & McGorry, 2019). They aim to 

reduce the time between first presentation of symptoms and treatment being provided, as 

this is associated with better clinical and functional outcomes for young people (Marshall, 

Lewis, Lockwood, Drake, Jones & Croudace, 2005). EISs also aim to provide flexible, 

evidence-based, bio-psycho-social treatments specifically for FEP. There is strong 

evidence for the effectiveness of EISs when compared to treatment as usual in generic 

tertiary mental health settings (Correll et al., 2018). Benefits include: improved longer-

term prognosis, improved longer-term functioning (i.e., capacity to work, study and 

connect with others), reduced risk of harm to self and others, reduced rate of admissions 

to acute mental health services and reduced comorbid issues such as substance use, 

depression or anxiety (O'Brien et al., 2009; Reed, 2008; Stowkowy, Addington, Liu, 

Hollowell, & Addington, 2012). EISs are also longitudinally more cost-effective than 

treatment as usual (Tsiachristas, Thomas, Leal & Lennox, 2016). 

The concept of EISs for FEP started at an organisation in Melbourne, Australia:  the 

Early Psychosis Prevention and Intervention Centre (EPPIC). EISs have since 

proliferated across high-income countries, with substantial uptake in Australia, the United 

Kingdom, Europe, North America and Asia (McGorry, Killacky & Yung, 2008). More 

recently, there has been movement towards implementing the philosophy and principles 

of early intervention to low- and middle-income countries (Singh & Javed, 2020). 

Internationally and nationally in Australia, EISs tailor implementation according to their 

local needs, funding models and pre-existing governance structures (McGorry, Ratheesh, 

& O’Donoghue, 2018). This means that there are inconsistencies in the way EISs 

resource, operate and structure their models of care, and although EISs aspire to achieve 

the EIS principles, capacity to do this depends on local models, resources and structures. 

Thus, aspirational goals are not always reflected in actual practice. Despite this, all EISs 

are aligned through the vision of providing accessible and appealing evidence-based care 
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to young people with FEP and their caregivers, family and friends (McGorry, Ratheesh 

& O’Donoghue, 2018). 

Currently in Australia, treatment is provided by doctors and clinicians (often known 

as case-managers), who may be mental health nurses, occupational therapists, social 

workers or clinical psychologists. Additional support and interventions are provided by 

peer workers (people with lived experience of recovering from psychosis or experience 

of caring for those with psychosis), and vocational and educational specialists. EISs target 

their interventions to be developmentally appropriate for adolescence and early adulthood 

(Hughes et al., 2014; Productivity Commission, 2019). Treatment is generally offered 

over a two-to-five-year time period (Early Psychosis Guidelines Working Group, 2016). 

Engagement is a core feature of the model of care for all EISs and is prominent in 

the best practice guidelines for FEP (Early Psychosis Guidelines Working Group, 2016; 

International Early Psychosis Association Writing Group, 2005). Staff members working 

within EISs aim to make the experience appealing to young people and their caregivers 

so that they attend and participate in their treatment program (Dodgson, Ross, Tiffin, 

Mitford, & Brabban, 2012; Garety & Rigg, 2001; O'Brien et al., 2009). In this way, 

engagement is seen as “the foundation of treatment”, a condition that must be met before 

treatment can commence (Early Psychosis Guidelines Writing Group, 2016, p.12). The 

assertiveness and type of treatments that clinicians offer depend on the person’s stage of 

recovery. For example, treatment in the acute phase of psychosis often includes 

commencing medications and providing education to the young person and their 

caregivers on psychosis, treatment and recovery trajectories. In contrast, treatment in the 

recovery phase of psychosis often includes therapy and support to remain in, commence 

or recommence school or work.  

Drop-out rates at EISs mirror that of generic tertiary mental health services, and can 

be as high as 60 percent (Reynolds, Kim, et al., 2019). This means that the core goal of 

acceptability is not being met, and there are risks that the psychotic illness may become 

more chronic if symptoms remain untreated, or partially treated. EISs aim to equip young 

people and their caregivers with a range of coping strategies moving forward, and if 

young people disengage from treatment, they may not have the opportunity to learn or 

develop these skills in a supportive space (Riera-Lopez de Aguileta, Vila-Badia, Usall, 
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Butjosa & Ochoa, 2020). Young people who disengage from services have also been 

found to experience higher rates of suicide; violence to others; relapse; involuntary 

hospital admissions to acute mental health services; problematic substance use; and 

forensic activity (O'Brien et al., 2009; Stowkowy et al., 2012). Understanding 

engagement and disengagement from EISs for FEP is therefore crucial for successful 

service delivery and subsequently improving outcomes for people recovering from a FEP. 

This is especially important and timely given the ongoing implementation of EISs 

internationally (McGorry, Killacky & Yung, 2008; Singh & Javed, 2020). To avoid 

wasted investment, it is imperative that EISs are appropriate for people experiencing a 

FEP. 

1.2.2 Summary of the engagement and disengagement literature 

Understanding engagement and disengagement from EISs has been a shared 

mission for multiple international research teams since the early-2000s. The breadth of 

research is provided in Figure 1. The quantitative research has been summarised in 

literature reviews, ranging from high-level systematic reviews (Doyle et al., 2014; 

Reynolds, Kim, et al., 2019) to narrative reviews (Becker, Buckingham, Rith-Najarian, 

& Kline, 2015) to commentaries (Dixon, Holoshitz & Nossel, 2016; Kline & Thomas, 

2018; Lal & Malla, 2015). At the time this research commenced, there was no systematic 

review of the qualitative research. Over the period of time I have been studying, three 

qualitative meta-syntheses have been published, inclusive of a paper that forms part of 

this thesis (Hansen et al., 2017; Loughlin et al., 2019; Tindall et al., 2018). 
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Figure 1 Engagement and first episode psychosis, overview of peer-reviewed literature 
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While it is not a component of my PhD, I was a co-author of the systematic review 

with Reynolds et al. (2019), exploring definitions of disengagement from EISs across the 

quantitative literature (Appendix A). This study is important because it highlights the fact 

that, despite 15 years of research into engagement and disengagement, there are no gold 

standard definitions of these terms. Different terms are used interchangeably to describe 

disengagement, including ‘drop out’, ‘attendance default’, ‘lack of clinical contact’ and 

‘discontinuity of care’. This limits the comparability, and therefore the usefulness, of the 

existing empirical research. There are also different theoretical understandings of 

disengagement. In 18 studies, the authors viewed disengagement as a binary, absolute 

concept, and in other studies, disengagement was viewed as either a variable concept (five 

studies) or a continuous concept (seven studies). When it was determined that 

disengagement had occurred, inconsistent attention was paid to whether ongoing care was 

actually needed for the person, including whether non-attendance coincided with goals 

being met. Alongside these conceptual gaps, widely different time periods were assigned 

to determine when disengagement had occurred, ranging from two-weeks of non-

attendance to three-months of non-attendance. This study concluded with the 

recommendation that an international consortium of experts work together to develop a 

gold standard definition. 

Despite the definitional, theoretical and conceptual issues in the engagement and 

disengagement literature, it remains worthwhile to examine what is known about these 

phenomena in EISs for FEP. This is outlined below with both a summary of the 

quantitative and qualitative literatures. 

1.2.2.1 Quantitative literature 

The quantitative research has attempted to identify the common characteristics of 

those people who disengage from EISs for FEP. To answer this question, research teams 

have used either a retrospective file audit methodology (Casey et al., 2016; Conus et al., 

2010; Kim et al., 2019; Lau et al., 2019; Maraj et al., 2018; Schimmelmann, Conus, 

Schacht, McGorry, & Lambert, 2006; Solmi et al., 2018; Stowkowy et al., 2012; Turner, 

Boden, Smith-Hamel, & Mulder, 2009; Turner, Smith-Hamel, & Mulder, 2007; Zheng, 

Poon, & Verma, 2013) or they have interviewed participants cross-sectionally, using a 

range of measures (Anderson, Fuhrer, Schmitz, & Malla, 2013; Ishikura et al., 2015; 
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Lecomte et al., 2008; Macbeth, Gumley, Schwannauer, & Fisher, 2013; Perry et al., 2019; 

Spidel, Greaves, Yuille, & Lecomte, 2015). 

Multiple factors specific to the individual with psychosis have been measured 

including: unemployment; functioning at baseline; substance use; duration of untreated 

psychosis; insight; ongoing symptoms; forensic history; family support; ethnicity; 

adverse life events; personality traits; pathways to care; treatment beliefs; and family 

history of mental illness. Unfortunately, consistent measures were not used across the 

many studies, limiting comparability. Overwhelmingly, the most common person-related 

factor found to negatively affect engagement was a history of, or current substance use 

(Conus et al., 2010; Kim et al., 2019; Lau et al., 2019; Schimmelmann et al., 2006; Spidel 

et al., 2015; Stowkowy et al., 2012; Turner et al., 2009).  This was followed by: lack of 

family support (Conus et al., 2010; Schimmelmann et al., 2006; Stowkowy et al., 2012; 

Zheng et al., 2013); unemployment (Kim et al., 2019; Turner et al., 2009; Zheng et al., 

2013); forensic history (Conus et al., 2010; Lecomte et al., 2008; Spidel et al., 2015); and 

poor insight (Maraj et al., 2018; Turner et al., 2007; Zheng et al., 2013). Some studies 

found inconsistent results, for example, both Stowkowy et al. (2012) and Conus et al. 

(2010) found that a shorter duration of untreated psychosis increases the risk of 

disengagement, which is contradictory to both Zheng et al. (2013) and Turner et al. (2007) 

who found that a longer duration of untreated psychosis increases the risk. In addition, 

Macbeth et al. (2013) found no association between duration of untreated psychosis and 

disengagement.  

Some studies examined additional factors that further highlight the complexity of 

engagement with EISs. For example, Solmi et al. (2018) identified that higher 

disengagement rates were associated with a person not meeting the diagnostic criteria for 

a psychotic disorder during their period of time with the EIS. Given the many reasons 

why psychotic symptoms occur, including as an indicator of illness severity in anxiety 

and personality disorders, it is common for people to not receive a formal psychotic 

diagnosis at the end of their treatment with an EIS (van Os & Reininghaus, 2016). This 

means that people who do not meet the criteria for a psychotic disorder are counted as 

disengaging, yet it unclear whether their needs would be best met by an EIS for FEP. 
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Another example of the complex environment within which engagement occurs is 

described by Casey et al. (2016). They identified that if a person’s belief about the origins 

of psychosis aligns with the bio-psycho-social model, then this increased engagement 

with the EIS. Beliefs are heavily aligned with the individual’s cultural and personal 

background and may be influenced by the interpersonal dynamics within the engagement 

process. For example, the way in which psychosis is explained to a person and how this 

explanation takes into account their cultural understanding of the world may impact how 

easily the person incorporates into their own understanding the proposed bio-psycho-

social model. The complexity of this process cannot be fully understood through surveys 

and reviews of a person’s clinical file. In order to fully understand these complex factors, 

methodologies that enable the researcher to listen to, and ask questions about, personal 

experiences, from the person, their caregivers and their clinicians perspectives are 

required. This would allow the interpersonal and relational factors to be explored in more 

depth. 

One of the concerns with these studies is that engagement and disengagement are 

viewed as binary concepts, which means that re-engagement and varying levels of session 

participation are not taken into account, when measuring engagement (Reynolds, Kim, et 

al., 2019). An exception to this is the study by Kim et al. (2019) in which disengagement 

was viewed as a complex, episodic phenomenon. In this study, the authors also measured 

re-engagement with EISs for FEP. This study was completed at the same EIS in the same 

years as my PhD was undertaken and I am a co-author, however this does not form part 

of my PhD study (Appendix B). We found that not being in employment, education or 

training, not having a family history of psychosis in second degree relatives and using 

cannabis were significant predictors of disengagement. While these findings are similar 

to the other studies examining characteristics of those at risk of disengaging from EISs 

for FEP, a novel finding was that 85.5 percent of people with FEP re-engaged following 

an initial episode of disengagement. No significant predictors for re-engagement were 

found; we hypothesised that this may be a consequence of the limited relational factors 

studied. For example, quality of the therapeutic relationship, satisfaction with services 

and clinician communication style were factors that may impact re-engagement rates. 

However, these were not assessed, as they are difficult to measure and understand within 

the confines of cross-sectional quantitative research. 
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Just two quantitative studies have examined characteristics of the person at risk of 

service disengagement using longitudinal approaches. Given that disengagement may 

occur at any time throughout the treatment period with an EIS, exploring factors 

impacting disengagement longitudinally may be more helpful than looking at the impact 

of a factor on disengagement at one point in time. Factors studied were cannabis use 

before and during treatment over a 12-month period (Miller et al., 2009) and the impact 

of an initial involuntary admission to hospital on engagement over a two-year period 

(Opjordsmoen et al., 2010). Overall, cannabis use increased the hazard of service 

disengagement by 6.4 (p=0.0034) (Miller et al., 2009), but an initial involuntary hospital 

admission was not found to affect longitudinal disengagement rates (Opjordsmoen et al., 

2010). 

The final area of focus in the quantitative literature has been an exploration of 

whether broader social characteristics impact disengagement rates. This is useful as it 

takes into account the growing evidence that mental health is affected by social 

determinants of health, such as where a person lives, their level of education and exposure 

to social exclusion, and begins to link this to the engagement research (Reynolds, Brown, 

et al., 2019). For example, unemployment has been identified as a risk factor for 

disengagement, but there is a need to better understand the dynamic, multi-faceted context 

within which unemployment occurs and what specifically impacts decisions to engage or 

disengage. Reynolds, Brown, et al., (2019) conducted a file audit looking at both 

community factors, such as social deprivation and social fragmentation (as measured by 

postcode using National Census data), and service factors, such as travel distance to and 

from the EIS clinic. These factors have not previously been explored when understanding 

the characteristics of the person more at risk of disengagement. I am a co-author of this 

paper (Appendix C). This study found that those young people residing in 

neighbourhoods with higher socio-economic deprivation were more likely to have an 

episode of disengagement, but there was no meaningful difference in disengagement rates 

and travel distance to and from the EIS. 

In summary, across the quantitative literature, there has been a sustained effort to 

differentiate a subgroup of the EIS population who are prone to disengagement, but this 

has been inconclusive. There is no clear, consistent picture of a person who is more likely 

to disengage from an EIS for FEP (Lau et al., 2019). Whilst there are some factors that 
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may indicate an increased risk of a person disengaging from the EIS (substance use, lack 

of family support, unemployment, forensic history and poor insight), these factors are not 

consistently identified. This may be due to differences in study methodologies (such as 

the timing of cross-sectional assessment), populations or service delivery, or it may be 

that disengagement, in its complexity, cannot be accounted for by individual factors. 

Furthermore, the variables measured are inconsistent across studies and determined by 

the individual research teams. Although the chosen factors may be relevant for each site, 

it is unclear whether they are relevant from the perspective of the person with FEP, their 

caregivers or their treating teams. These findings are limited in their clinical utility 

because many of the factors are static (e.g., history of abuse) and measured at one point 

in time, therefore they cannot be easily modified in attempts to improve engagement. It 

is unknown whether modification of any of the dynamic factors actually changes the 

trajectory of engagement for a person. Our understanding of the broader contexts 

surrounding these factors is also limited when relying solely on quantitative 

methodologies. These studies identify broad characteristics of those people who may 

disengage from EISs for FEP, but the findings would benefit from an in-depth exploration 

of the surrounding contexts. 

1.2.2.2 Qualitative literature 

In parallel with conventional epidemiological research about person factors and 

risks of disengagement, there has been an increased interest in understanding engagement 

and disengagement from EISs using qualitative methodologies (Figure 1). This has 

allowed the experiences of engagement and disengagement from the perspectives of the 

people involved in the process to be heard. Given the complex and interpersonal nature 

of engagement and disengagement, these methodologies are highly useful in both 

building understanding of the issues and planning ways to improve the experience of 

engagement, which may in turn reduce disengagement rates.  

On commencing this PhD, I wondered what insights were emerging from the 

qualitative findings and identified that the qualitative literature was lacking a robust and 

systematic review. Specifically, there was no review that had appraised the quality and 

findings of the qualitative literature in order to: confirm what is known; identify where 

there are discrepancies in findings; and to inform where future research should be 

targeted. Subsequently, I completed a systematic review and meta-synthesis of the 
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qualitative research as part of this thesis (Chapter Three). A brief overview of the two key 

methodological and conceptual issues that informed the rationale for my research are 

therefore provided here. 

First, the qualitative studies, including my previous work, have highlighted the 

importance of seeing engagement as a dynamic process which changes over time (Tindall, 

Francey, & Hamilton, 2015; van Schalkwyk, Davidson, & Srihari, 2015). However, the 

methodologies used have struggled to fully capture this, as like most of the quantitative 

studies, they have used a cross-sectional approach to participant selection and data 

collection. This means that studies only capture in-depth views from people at one 

particular time-point (Allard, Lancaster, Clayton, Amos, & Birchwood, 2016; Lucksted 

et al., 2015; Lucksted et al., 2016; O'Toole, Ohlsen, Taylor, Walters, & Pilowsky, 2004; 

Stewart, 2013; Tanskanen et al., 2011; Tindall et al., 2015; van Schalkwyk et al., 2015). 

It also means that the perspectives gathered are only of those engaged with the EIS at the 

time of data collection, as it is difficult to recruit and hear from people who have already 

disengaged from the EIS.  

The exception to this approach to data collection is the study by Lester et al. (2012), 

in which researchers interviewed participants (people with FEP) at two time-points (six 

and twelve months). Important to engagement was continuity in the therapeutic 

relationship. The authors also found that whilst young people valued individual and 

family support from the EIS, three-years of treatment was perceived as too intensive and 

participants expected that the full treatment period would not be required for them. It is 

unknown whether this view continued after the second time-point (twelve months), or 

whether service engagement deteriorated in the later years due to this perception. Attrition 

was problematic in this study, with only 57 percent of young people participating in both 

interviews. The qualitative field would benefit from further longitudinal studies that seek 

to understand the dynamic nature of the engagement process. 

Second, the prominent voice in the qualitative data is the person with psychosis. 

Young people describe the relationship they build with their key clinicians as the most 

useful facilitator of initial and ongoing engagement (Tindall et al., 2018). Important 

within this are two factors: the support they receive to understand and process the 

emotional and confusing period of seeking help for their symptoms, and the collaborative 
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process of working towards recovery from the FEP. Caregivers are described as integral 

in facilitating the initial link with the EIS when the person with psychosis is acutely 

unwell and providing the ongoing emotional support through the peaks and troughs of 

recovery. Across the qualitative literature, the process of engagement is experienced by 

young people as dynamic, relational and complex, responding to intrinsic and extrinsic 

factors such as shame, stigma and changes in key clinicians (Tindall et al., 2018). 

It is therefore remarkable, given these finding, that the voices of caregivers are very 

limited and the voices of clinicians are entirely missing in the qualitative literature. There 

would be significant benefits in understanding the perspectives of all involved in the 

experiences of engagement and disengagement. Understanding only the person with 

FEP’s view of engagement places the responsibility for disengagement with them, rather 

than taking into account the fact that the clinician, caregiver and person are all integral 

parts of the engagement process. Research would therefore benefit from using a multi-

perspective approach, to understand these phenomena. 

1.3 Study rationale and aims 

As can be seen from the review of the recent research undertaken on engagement 

and disengagement with EISs for FEP, there are some significant gaps that my study seeks 

to address. Given the recent attention on understanding engagement and disengagement 

from EISs for FEP, it is an opportune time to fully understand what the literature has 

found to date. Thorough and robust systematic reviews and meta-analyses of the 

quantitative literature have been completed, but there is now a need to assemble, appraise 

and analyse the qualitative literature conducted on this issue. This will clearly highlight 

any gaps in our knowledge and identify areas that require focus in future research. The 

first aim for this thesis is to: 

1. Collect, interpret and synthesise qualitative research about how engagement 

is experienced within EISs for FEP. 

This research aim is addressed in Study One of this thesis. 
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Engagement is best understood as a complex and dynamic concept that involves 

multiple stakeholders. The bulk of research to date has been restricted in fully 

understanding the nuances of engagement. The quantitative research has studied 

engagement from a researcher perspective and found varied, often conflicting, results that 

are of limited value for guiding changes to clinical practice. The qualitative research has 

predominantly studied engagement from a service user perspective, which is much 

needed, but this perspective alone is limited in its scope. There is a poor understanding 

of the complex influences that initiate and maintain engagement and disengagement over 

time and there are limited opportunities to hear the stories of people who are disengaged 

from the EIS. For these reasons, I use a longitudinal qualitative methodology to: 

2. Understand how people with FEP, their caregivers and their clinicians 

experience early engagement with an EIS; and 

3. Understand what causes and maintains periods of disengagement from EISs 

for FEP over time. 

These research aims is addressed in Study Two of this thesis. 

In Study Two, I follow people who have experienced a FEP and their nominated 

caregiver/s and assigned clinician/s (case-study groups) through their first year with an 

EIS for FEP, enabling an in-depth exploration of engagement longitudinally. The 

caregiver participant is defined as a family member, friend or significant other that the 

person with psychosis identified as socially and emotionally present in their recovery 

from the FEP. The clinician participant is the social worker, nurse, occupational therapist 

or psychologist that the person with psychosis has most contact with, in the role of case-

manager, at the EIS. Through the duration of this study, I moved from the term case-

manager (present in Chapter 3 and 4) to clinician on the request of a young person in the 

study. He passionately advocated that he is not a ‘case’ to be ‘managed’. 

A qualitative design was chosen as it allows for an in-depth exploration of these 

complex issues, with findings led by the data rather than fitting results into pre-existing 

hypotheses (Giacomini, 2013). The longitudinal nature of the study allows for the 

subjective and interpersonal stories of engagement, from the perspectives of the key 
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people involved in them, to be heard as they happen over time (Grossoehme & Lipstein, 

2016). 

1.4 Significance of the study 

1.4.1 Academic and clinical significance of the study 

The two studies completed in this thesis offer a unique academic and clinical 

contribution to the FEP knowledge base. They facilitate the opportunity to deeply 

consider what affects engagement and disengagement from EISs for FEP. The already 

increasing attention and research on this topic highlights the urgency of the need to 

understand what is causing people to disengage from EISs. If certain factors can be 

identified as important in the decision to engage or disengage from a service, steps can 

be taken to address them. This will ultimately improve the experience for people using 

EISs for FEP, which may subsequently mean that treatment for FEP is experienced as 

more useful for the young person. This has the potential to positively impact outcomes 

for the young person (Correll et al., 2018). Understanding these factors from the 

perspectives of all involved in the primary engagement experience will also allow us to 

understand where there are synergies between experiences and where there are 

differences. This is especially important when considering engagement as an 

interpersonal process.  

Many of the recommendations formed from the outcomes of this study can directly 

guide and influence clinical practice in real-world settings. They can highlight what is 

currently done well and where different approaches may improve participation and 

engagement in different parts of the EIS treatment process. Other findings within this 

study will require reflection on how mental health service systems operate, and whether 

these systems work to promote and facilitate good engagement. These considerations 

have the potential to disrupt the way services are currently operationalised in order to 

enable a clinical environment that is more nurturing of engagement. 

1.4.2 Personal significance of the study 

This study is important to me as a nurse, a clinician who has worked in an EIS for 

FEP, a manager and a researcher. As a mental health nurse, during my graduate and 

postgraduate formative nursing years, I rotated through a number of acute mental health 
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wards. I became increasingly aware of people who repeatedly presented to acute mental 

health settings after community mental health teams had not been able to see them, and 

the person’s health and wellbeing had deteriorated. I could see the frustration from the 

perspective of service providers, the distress experienced by caregivers as they saw their 

loved one experiencing worsening outcomes, and the impact ongoing symptoms had on 

the person’s hope for recovery and capacity to reconnect with employment, study or other 

meaningful activities. 

Due to my passion for working with young people and their families, I moved to 

work at Orygen, the specialist EIS for FEP in my home state of Victoria, Australia. I then 

found myself on the other side of this service dynamic, assertively trying to follow up 

young people up in the community and provide the best possible evidence-based 

interventions. I had good success with some young people and their families, but felt 

confused and ineffective trying to engage others in treatment. I sought clinical supervision 

and embraced the literature around engagement, but found there were still some young 

people who did not want to engage with me, or found it difficult to do so. 

I undertook a Master of Advanced Nursing Practice (Mental Health) with a minor 

thesis component and decided to start exploring this issue. Using interpretive 

phenomenological analysis, I sought to understand the experiences young people had of 

engaging with EISs for FEP (Tindall et al., 2015). I interviewed seven young people at 

varying stages of their journey with an EIS and found that they viewed engagement as a 

process. There were a number of factors, such as fear of relapse, stigma and the 

therapeutic relationship, that influenced young people’s decisions to engage or disengage 

from services. Whilst this study provided some insights into engagement, it also raised 

further questions. Given that engagement is a process, does the experience of engagement 

change over the two-year treatment period? And, how do the different people who are 

involved in the engagement process experience it? These unanswered questions 

encouraged me to explore engagement and disengagement further in this PhD. 

My PhD research was completed on a part-time basis over six years. On 

commencement, I was working as a team leader at Orygen. I found my questions around 

engagement were not unique to me, but also asked by the clinicians for whom I provided 

clinical supervision. I came into this study wanting to produce research that would support 
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clinicians working in the field to better engage and work with young people, so that 

ultimately, young people and their caregivers had a better experience of treatment. 

I have since changed roles a number of times. Whilst remaining in mental health, I 

have worked in operational management positions and I am currently in an executive 

management position at a different health service. I have become increasingly aware of 

the structural and systemic constraints of mental health service provision that may be 

affecting the perspectives and experiences of engagement and disengagement. For 

example, I have experienced first-hand how political and funding priorities can influence 

service operations. As a masters student, I had focussed on the young person’ experience 

of their immediate engagement relationships with team members in a service system. 

Whilst holding with consumers, caregivers and clinicians as the key perspective holders, 

my PhD research questions reflect my openness to hearing from their experiences about 

structural and systemic factors. I have learnt that engagement and disengagement often 

occur as consequences of factors outside of a young person, caregiver or clinician’s 

individual control. This realisation has led me to position myself in roles and projects 

where I can advocate and advise on service reform, moving the learnings from this 

research to translatable actions that may improve the engagement experience for current 

and future users of mental health services. 

1.5 Organisation of the remainder of the thesis 

This PhD thesis with publication includes four first-author publications. Three 

relevant additional co-authored publications can be found in appendices A, B and C. The 

structure of the thesis is as follows: 

Chapter Two: Methodology 

This chapter describes the theoretical framework and the methods used to undertake 

the two studies that form this research project and thesis. Study One is a qualitative 

systematic review and meta-synthesis of the literature on engaging and disengaging from 

EISs for FEP. Study Two is a longitudinal, qualitative study following people who 

experienced a FEP, their associated caregiver/s and their associated clinician/s (case-

study groups) through their first year with an EIS for FEP. 
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Chapter Three: Qualitative Systematic Review and Meta-Synthesis 

 This chapter contains the published paper titled ‘Essential ingredients of 

engagement when working alongside people after their first episode of psychosis: A 

qualitative meta-synthesis’ (Tindall, Simmons, et al., 2018). This paper reports on the 

findings of Study One. 

Chapter Four: Young Person and Caregiver Perspectives 

This chapter contains the published paper titled: ‘Engagement at entry to an early 

intervention service for first episode psychosis: an exploratory study of young people and 

caregivers’ (Tindall, Allott, et al., 2018). This paper reports on the initial findings of 

Study Two. 

Chapter Five: Clinician Perspectives 

This chapter contains the published paper titled: ‘The missing voice of engagement: 

an exploratory study from the perspectives of case-managers at an early intervention 

service for first-episode psychosis’ (Tindall, et al., 2019). This paper reports on further 

findings of Study Two. 

Chapter Six: Longitudinal Qualitative Findings 

 This chapter contains the published paper titled: ‘Disengagement processes within 

an early intervention service for first-episode psychosis: A longitudinal, qualitative, 

multi-perspective study’ (Tindall, et al., 2020). This paper reports on the final findings of 

Study Two. 

Chapter Seven: Discussion and Conclusion 

This chapter provides an overview of the main findings of this study, connecting 

the outcomes from the four published papers with the pre-existing literature. I summarise 

the contextual contributors to disengagement over time, providing an original 

contribution to the established knowledge base. The limitations of the research are then 
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provided, as are the theoretical and practical implications. This thesis then concludes by 

suggesting important avenues for future research.  
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Chapter 2 Methodology 

2.1 Introduction to chapter 

Through this thesis, I seek to better understand the experiences of engaging and 

disengaging with EISs for FEP from the perspectives of the key people involved in the 

process. The previous chapter provided an overview of the research on engagement and 

disengagement. What became apparent through this review of the literature was the need 

to examine the cumulative knowledge and insights from the qualitative studies on 

engagement and disengagement from EISs for FEP. There are also clear gaps in the 

empirical research, including the lack of perspective gathering from caregivers and 

clinicians, difficulty accessing the views of people who are disengaged from EISs for FEP 

and a lack of commitment to understanding engagement and disengagement as processes 

that change and evolve over time. To address these gaps, my research aims are three-fold: 

1) To collect, interpret and synthesise qualitative research about how engagement 

is experienced within EISs for FEP; 

2) To understand how people with FEP, their caregivers and their clinicians 

experience early engagement with an EIS; and 

3) To understand what causes and maintains periods of disengagement from EISs 

for FEP over time.  

This chapter begins by presenting the theoretical framework guiding the two studies 

within this thesis. In Study One, I address Aim 1 through a systematic review and meta-

synthesis of the qualitative literature, to comprehensively synthesise and interpret how 

engagement is experienced within EISs for FEP. Study Two addresses Aims 2 and 3 

through a longitudinal, qualitative study, hearing from people who have experienced a 

FEP, their associated caregiver/s and their associated clinician/s about their experiences 

of engagement and disengagement over their first year with an EIS for FEP. The 

methodology for Study One is comprehensively described in the paper: Essential 

ingredients of engagement when working alongside people after their first episode of 

psychosis: A qualitative meta-synthesis (Tindall, Simmons, et al., 2018) (Chapter Three). 

The focus in this chapter will be on the methodology used to acquire the empirical data 

for Study Two. 
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2.2 Theoretical framework 

Engagement and disengagement are dynamic concepts that are strongly influenced 

by the people involved in their processes (Tindall et al., 2015). The aim of this study is 

to understand these phenomena, but to do this as a qualitative researcher, it is important 

to acknowledge that the understanding of qualitative data is affected by how I understand 

reality (ontology), how I interpret knowledge and truth (epistemology) and how I 

understand myself within the research process (positioning) (Giacomini, 2013). I will 

therefore outline my ontology (realism) and epistemology (interpretivism). I will return 

to my positioning later in this chapter. 

A realist ontology assumes the belief that there is a true, objective reality that exists 

independent from an individual’s perceptions, experiences and constructions of the world 

(Giacomini, 2013; Silverman, 2005). Entering into this research, I understood the truth of 

mental illness to be informed by the scientific theories of causation, which, whilst not 

fully understood, drive the Western approaches to providing treatment and interventions 

for mental illnesses (realist assumption). The mental health system and my training 

assumes that psychosis causes a person’s perceptions and reasoning to be distorted, and 

therefore less credible, due to a combination of biological, psychological and social 

reasons (Pilgrim, 2014). Subsequent diagnoses and treatment models are introduced to 

people experiencing psychosis as the mental health system’s version of the truth of that 

experience. 

In the context of realism, I understood the events and emotions described by people 

about their contact with the mental health system as being their perception and experience 

of reality (subjective experience) (Giacomini, 2013). As a mental health nurse, especially 

working with people with psychosis, I approach clinical practice by believing the distress 

and emotional context of experiences. Whilst an individual’s view may not always be 

coherent to others or congruent with my perception of reality, I understand it as true to 

their perception of reality, and therefore equally as valid.  

Through my research, this epistemology was an important anchor to hold the 

different emotions, experiences and conceptualisations of engagement together. I 

perceived the experience of engagement as having multiple subjective truths and each 
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participant in each triangulated case-study had individual accounts and realities that were 

interconnected by their experience of engaging with the EIS. It was challenging to 

acknowledge each of the three different stories of the experience equally, especially when 

there were points of contention, when one story aligned more with my view of reality, or 

when one experience, which was significant to one participant, was not identified as 

relevant to another participant in the same inter-connected story. Through supervision 

and reflective practice, I returned to the concept of realism and used this as a way to place 

my conceptualisation of reality to one side, so that I could hear and appreciate the 

experiences of each participant. 

Underpinning this stance was my belief that a researcher is inherently a part of the 

research process and can never be fully removed from it (interpretive epistemology). My 

assumptions underpin the expectations, methods and analyses of the research, which 

subsequently affect the findings and suggested implications (Silverman, 2005). To 

maintain the rigour and validity of the study and the integrity of the personal stories of 

participants, it is therefore vital to reflect on and articulate my values and perspectives, 

outlining how and when these were compartmentalised and challenged. 

I began this research as a clinician-researcher, with direct experience working as an 

active participant in people’s and families’ engagement processes. There were aspects of 

myself as a person and a clinician that I used to conduct research interviews. For example, 

I used my personal and professional skills to build rapport with people with the aim of 

creating a sense of psychological safety in the interview space. However, I also realised 

the importance of establishing a space where my understanding of the truth was 

compartmentalised so that I could attend to the participant’s experiences. I did not want 

to influence a person’s understanding of psychosis, recovery and engagement with the 

EIS, especially in early interviews where experiences were new and there had not been 

time for participants to process and fully comprehend them. I was also mindful of shifting 

my listening style from that of a clinician towards that of a qualitative researcher. As a 

clinician, I often appraise conversations, seeking to evaluate a person’s mental state and 

level of risk. As a researcher, I instead focused on deeply understanding a person’s 

meaning and story. 
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When analysing data, I was aware that my assumptions tended to align with the 

clinician participants of this research. It was important for me to challenge this and bring 

forward the other voices within the case-studies as equally valid. I was also more inclined 

to use clinical language to describe circumstances, especially when writing up papers that 

were targeted at clinical journals. I describe how I balanced this tension later in this 

chapter. As I moved from a clinician to a manager of mental health services, my language 

and assumptions also subtlety shifted. At the start of each findings chapter (Chapters 

Three, Four, Five and Six), I have described the impact of these changes to my language, 

focus and description of results.  

My values of commitment to a person’s recovery, provision of excellent, evidence-

based care, and inclusiveness of all involved in the person’s recovery journey were 

consistent throughout the process of completing this research. As a team-leader and now 

a manager of mental health services, I strive to support clinicians to provide a service that 

incorporates these values. The expression of these caring ideals and values can be 

compromised in everyday clinical practice, and I expected them to be challenged in the 

process of this research. For example, a young person may decline participation in 

treatment and not wish to be an active decision maker in treatment plans. Or, a young 

person may be acutely unwell and assessed as not able to make an informed decision on 

their care, resulting in treatment being provided on an involuntary basis. Or, a young 

person may decline to have their family involved in their treatment, but the family may 

present with significant distress and valid concerns about the young person. Or, a clinician 

may have built a good relationship with a young person, but move into another role in the 

organisation, causing disruption to continuity of care and as a result, the young person 

does not wish to continue with the EIS.  

As I described in Chapter One, I am personally committed to this study and its 

learnings, as I have seen the effect and impacts of service disengagement across many 

clinical settings. Subsequently, my perspective entering this study was that successfully 

maintained engagement with an EIS for FEP would greatly benefit all involved. The 

young person could receive treatment of their illness and experience a full recovery, 

caregivers could receive support and guidance in caring for their young person, and 

clinicians could experience job satisfaction knowing that they were useful to the person 

and their caregivers. These views were supported by the clearly articulated mental health 
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service expectations that engagement is established and maintained as a priority, so that 

treatment can be effectively provided. However, I needed to place these values and 

perspectives aside, to hear the real and true experiences of all participants included in this 

study, who were in their own individual and unique engagement processes. Examples of 

where I was challenged in this are included throughout this chapter, concluding with an 

in-depth consideration on my reflexive process.   

2.3 Study One: qualitative systematic review and meta-synthesis 

The research aim of Study One was to collect, interpret and synthesise qualitative 

research about how engagement is experienced within EISs for FEP. To achieve this aim, 

a systematic review and meta-synthesis of the qualitative research on engagement and 

disengagement with EISs for FEP was conducted. As noted in the introduction of this 

Chapter, the methodology for this study is comprehensively described in the paper: 

Essential ingredients of engagement when working alongside people after their first 

episode of psychosis: A qualitative meta-synthesis (Tindall, Simmons, et al., 2018) 

(Chapter Three). 

2.4 Study Two: longitudinal, qualitative study 

2.4.1 Overview of study design 

The research aims of Study Two were to understand how people with FEP, their 

caregivers and their clinicians, experience engagement with an EIS and to understand 

what causes and maintains periods of disengagement from EISs for FEP over time. These 

research aims were informed by the findings of Study One.  

As the aims of Study Two were to explore meaning, context and processes, to 

describe a phenomenon and to examine how people made sense of an experience, a 

qualitative design was identified as most suitable (Braun & Clarke, 2013; Crowe, Inder, 

& Porter, 2015). A case study approach was chosen for recruitment and data collection 

purposes, due to the desire to study multiple individuals going through a process or an 

event (Creswell, 2007). As Stake (2005, p.443) states: “case study is not a methodological 

choice but a choice of what is to be studied”. In this study, the case-study approach 

supported me to obtain multiple perspectives about specific engagement-related events 
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that were shared but could have been experienced differently by each person in the 

process. This approach was also informed by other studies in healthcare that have 

successfully used case studies to approach the collection and analysis of data from 

multiple stakeholders over time, for example Calman, Brunton and Molassiotis (2013) 

and Pinnock et al. (2011). 

Case studies consisted of a young person who was attending an EIS for FEP and, 

as applicable, their associated caregiver/s and clinician/s. The caregiver participant was 

defined as a family member, friend or significant other that the person with psychosis 

identified as socially and emotionally present in their recovery from the FEP. The 

clinician participant was the social worker, nurse, occupational therapist or psychologist 

that the person with psychosis worked with on their individual treatment goals at the EIS. 

Semi-structured interviews and reflective field notes were completed at three pre-

determined time-points over the first year with the EIS. Figure 2 (as provided in the 

findings paper Tindall et al., 2020) provides an overview of this process. 

 

Figure 2  Study two overview 

 

Data was collected at two additional time-points (at young person discharge and 3-

months post discharge), but this data relates to research aims outside of the confines of 
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this thesis, so are not discussed further. This data and these research aims will be 

addressed in post-doctoral work. 

In keeping with my aims, I sought to understand the different perspectives of 

engagement and to understand engagement as a process that was likely to change and 

develop over time. Data were therefore analysed using two approaches: 1) data on 

understanding perspectives of engagement from the views of individual participant 

groups were examined cross-sectionally using thematic analysis; 2) data on experiences 

over time were examined longitudinally using trajectory analysis. 

2.4.2 Study setting 

The Early Psychosis Prevention and Intervention Centre (EPPIC) at Orygen in 

Melbourne, Australia was chosen for this research project. EPPIC is a public tertiary 

mental health service providing care to young people aged 15 to 25 years old in the first 

two years following a FEP. This centre is a pioneer in the treatment of FEP and its 

structure has been used to guide implementation of further EISs internationally (Hughes 

et al., 2014).  

Young people are referred to EPPIC by Orygen’s community crisis and assessment 

team, called the Youth Access Team (YAT). YAT provides assessment and crisis-support 

for all young people in its nominated geographical region, and it acts as the gatekeeper 

for both admissions to the youth specific mental health inpatient unit and the community 

teams, of which EPPIC is one. Other community teams within Orygen provide age-

specific treatment for anxiety, depression and personality disorders. Referral into EPPIC 

is initiated following identification of psychotic symptoms during an inpatient admission 

or through the YAT assessment process. 

Treatment in EPPIC consists of medical consultations, case-management, therapy 

and a psychosocial group program. This care is available during business hours (Monday 

– Friday, 0830hours – 1700hours), with crisis care provided 24-hours, 7 days a week as 

thought both the inpatient unit and YAT. Young people attend the EPPIC community 

clinic on a weekly to monthly basis dependent on their stage of recovery and meet with 

either their clinician (mental health nurse, occupational therapist, social worker or 

psychologist) or their doctor. A clinician working full-time in EPPIC would be expected 
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to have a caseload of 20-24 young people, although at times of increased demand, this 

can temporarily increase to 30 young people. A full-time consultant psychiatrist routinely 

supports 50-60 young people at any one time, supported by a psychiatric registrar. 

Overall, these caseloads are smaller than generic tertiary mental health community teams, 

to allow more frequent appointments and opportunities for assertive treatment when 

needed, including home visits, school visits or support with other health and psychosocial 

goals. EPPIC covers the western and north-western areas of the large city of Melbourne, 

enabling access to individuals from a broad demographic area. The service operates from 

two, geographically spaced, separate clinics. Over the recruitment period for this study 

(July 2016-September 2017), 243 young people (105 females and 138 males) were 

registered with EPPIC. 

2.4.3 Ethical considerations 

Ethical approval was obtained from the Melbourne Health Human Research Ethics 

Committee (HREC), Project Number 2016.101. The study was also registered with the 

University of Melbourne HREC, Project Number 1647278. Five specific ethical 

principles considerations were addressed (National Health and Medical Research 

Council, 2007). These were: the principles of integrity, beneficence and justice; research 

involving children and young people; research involving persons with an intellectual or 

mental impairment; research involving persons in dependent or unequal relationships; 

and privacy of information. Annual progress reports were submitted to both HRECs 

throughout the duration of data collection (2016 – 2019) and a final report was submitted 

in December 2019. 

A verbal and written explanation of the study was provided to all participants, to 

ensure that they understood the research process and that their consent was both voluntary 

and informed. The principle of retrospective consent was used for all participants, due to 

the potential for young people in their early recovery from an acute psychotic episode, or 

anyone experiencing high distress, to have impaired capacity. This meant that consent to 

continue in the study and to include data from the previous research interview was 

verbally confirmed with participants at each following research interview. All 

participants confirmed their consent. Consent was obtained using Participation 

Information and Consent Forms. Participants were advised that they could withdraw their 

consent at any time. 
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Data for this study consisted of demographic information, audio recordings, field 

notes, transcripts, narrative interview summaries and analysis documents. These hard 

copy and electronic versions of research materials will be kept for a minimum of seven 

years from the date of any published research, as per the University of Melbourne 

guidelines. 

2.4.4 Recruitment 

2.4.4.1 Sampling method 

A purposive sampling method was chosen to ensure that the research questions 

were answered by a sample that can logically be assumed to be representative of the 

population of young people entering EPPIC (Schneider, Whitehead, & Elliott, 2007; 

Silverman, 2005). Recruitment was led by the identification of a young person at the point 

of referral to EPPIC. If they consented to the study, then they were asked to identify a 

primary caregiver and clinician. These people were subsequently invited to participate. 

Recruitment processes for each participant group are outlined in detail below.  

2.4.4.2 Intended sample 

A predetermined sample size is not required in qualitative research, and the 

usefulness of data saturation (a measure for quantifying the number of qualitative 

interviews required by identifying when no new information or themes emerge) is much 

debated amongst qualitative researchers (Braun & Clarke, 2013). Some researchers 

consider that data saturation occurs on average at twelve qualitative interviews, with the 

majority of meta-themes collected by six qualitative interviews (Guest, Bunce, & 

Johnson, 2006). Braun and Clarke (2013) further suggest that six to ten interviews are 

sufficient for a study using thematic analysis. Built into my study was the intended 

complexity and heterogeneity of three participant types (young person, caregiver and 

clinician), as well as multiple interviews per participant. I expected that large amounts of 

data would be collected due to the longitudinal methodology and the structure of the 

interview schedules resulting in detailed interview data. I was also mindful of the fact that 

I would use two different types of qualitative analysis to understand the data, and that I 

wanted to maintain a focus on the importance and value of each unique participant voice. 

I therefore anticipated that seven to ten participants in each group may be sufficient to 

complete data analysis. This was confirmed through active monitoring of initial interview 
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data sets, attrition rates and the absence of new themes arising during data analysis. 

Interview data was rich across all participant types. Recruitment into the study ceased 

after 16 months, with nine case-studies (total 24 participants).  

2.4.4.3 Recruitment of young people  

The inclusion criteria for young people were broad, to enable a real-world sample 

of young people to be followed through their journey with EPPIC.  

Inclusion Criteria: 

• Young person aged 15 to 25 years old (inclusive) 

• Presenting to the acute services at Orygen (inpatient unit or YAT) with a 

plan for referral into EPPIC 

Exclusion Criteria: 

• Young people who had a clinical relationship with the researchers, or 

were known to the researchers personally 

• Young people who were identified by their treating team as unable to 

participate in qualitative interviews (for example, due to poor 

cognitive functioning) 

 

I aimed to conduct the initial research interview in the first nine-weeks of the young 

person being registered into the EIS, in order to capture experiences of the initial phase 

of engagement as it was happening. This required active and continued communication 

with clinicians in all parts of Orygen, including Orygen inpatient unit, the YAT team and 

EPPIC. Due to the longitudinal design and research aims of this study, those people who 

were discharged from the EIS, lost to follow-up or unable to be contacted within the first 

nine-weeks were deemed to be ineligible (Table 1). Whilst learning from this sub-group 

of participants is important to comprehensively understand engagement and 

disengagement, their stories were outside the scope of this longitudinal, multi-perspective 

study. 

Once a potential participant had been identified, the treating clinician routinely 

determined whether the young person was willing in general to participate in research at 

Orygen or identified the young person as appropriate for me to contact directly. If the 
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young person was interested in research participation, I approached them in person and 

gave a verbal and written overview of the study aims, purpose and process. Written 

consent was obtained for all participants. If the young person was under 18 years of age 

or acutely unwell, this process included the nominated caregiver. Participants were 

informed that the information they disclosed would not be shared with other members of 

their case-study and that identifying details would be removed prior to data dissemination. 

It was also explained that participation in the study was voluntary and would not affect 

treatment.  

Between 25/07/2016 and 19/09/2017, 45 young people were reviewed for eligibility 

into this study; I identified 20 young people to be ineligible, with reasons outlined in 

Table 1. Twenty-five young people were then approached for participation in the study; 

16 young people declined to participate, with the reasons for non-participation outlined 

in Table 2. No person cited the research methodology (multi-perspective, longitudinal 

study) as their reason for declining participation.  
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Table 1 Reasons for study ineligibility 

N Reason for study ineligibility 

5 Moved out of the catchment area and were subsequently discharged 

from the service 

3 Poor capacity to engage in qualitative interviews (e.g., non-verbal) 

3 Had been a service-user for too many weeks (9 or more) by the time 

they were referred for research participation 

3 Discharged from the service within the first 9 weeks and had not 

connected with the EIS 

2 Clinical contact with the lead researcher 

2 Identified within the first 9 weeks as not having a psychotic illness 

and subsequently transferred to another team at Orygen 

1 Incarcerated and subsequently discharged 

1 Re-registration into service (second treatment episode) 

 
 

 

Table 2 Reasons for declining participation 

N Reason for declining participation 

11 Young person declined to give reason 

1 Prominent symptoms (anxiety, feeling overwhelmed) 

1 Not wanting to tell personal story again 

1 Prioritising work or study 

1 Caregiver declined on behalf of young person under 18 years of age 

1 Had participated in other research and did not want to participate in 

further studies 
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During the recruitment process, a parallel engagement process started between the 

young person and me. I fully expected that it would take time for me to build trust with 

the young person. This was due to the anticipated acuity of symptoms and risks at time 

of referral into the EIS, the new experience of a psychotic illness and the fact that the 

young person would have met many clinicians and strangers in their journey into the EIS. 

Strategies that helped me to facilitate trust were: asking the key clinician to introduce me 

to the young person; allowing time for the young person to connect with me during the 

information provision and consent process; and shorter initial interviews, where 

indicated. Rapport with each participant was reflected on within the field notes and 

discussed during research supervision.  

2.4.4.4 Recruitment of caregivers 

After a young person had consented to the study, they were asked to nominate a 

caregiver to participate. This was explained to the young person as a family member, 

friend or significant other that they identified as socially and emotionally present in their 

recovery. It was anticipated that not all young people may identify as having a caregiver. 

For example, some young people attending EPPIC live independently from their family, 

some young people do not disclose their attendance to family, friends or housemates, and 

some young people do not perceive themselves as ill or disabled in a way that requires a 

person to be their ‘caregiver’.  

If a caregiver was identified, I approached them in person and gave a verbal and 

written overview of the study aims, purpose and process. I explained that participation in 

the study was voluntary and would not affect their young person’s treatment and that they 

could withdraw their consent at any time. They were then invited to participate and the 

formal consent process was completed. If a caregiver was not identified (n=4), the case 

study continued without their data. 

2.4.4.5 Recruitment of clinicians 

At the second interview time-point, which was 3-6 months after the young person 

had entered the EIS, the current clinician who was working with the young person on 

their treatment goals was approached in person by me and given a verbal and written 

overview of the study aims, purpose and process. They were then invited to participate in 
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the study, and the formal consent process was completed. If clinicians changed for the 

young person over the course of treatment, the consent process was repeated with the new 

clinician at the appropriate time-point. Changes in clinician occurred for two of the young 

people within the first 12-months. 

2.4.5 Data collection 

After the young person, caregiver and clinician had consented to participate in the 

study, contact was maintained through phone, text or email to organise the research 

interview. This was conducted in a location where the participant felt comfortable. All 

clinician interviews were held at the EIS. Overall, seventeen young person and ten 

caregiver interviews were also held at the EIS, four young person and three caregiver 

interviews were held at the participant’s home and three young person interviews were 

conducted by phone. Young people and caregiver participants were reimbursed for their 

time and travel expenses ($25 at each interview). I conducted all the interviews, as 

previous longitudinal qualitative studies have identified that this continuity provides 

optimal conditions for the researcher–participant relationship, enhancing the depth and 

candour of data gathered (Calman et al. 2013; Shirani, 2010).  

As is usual in qualitative case study analysis, varied forms of data collection 

methods were used (Creswell, 2007). These included demographic data, qualitative semi-

structured interview and reflective field notes. All data sources were used in describing 

the findings of this research. Table 3 provides an overview of the process that was 

followed for each participant in the study. 
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Table 3  Case-study process 

Time Young person Caregiver Clinician 

  

Demographic data  

 

 

Demographic data 

 

Demographic data 

Time 1:  

Entry into service 

Interview 

Field notes 

Transcribing  

De-identification  

Member checking 

Analysis of data 

 

Interview 

Field notes 

Transcribing 

De-identification  

Member checking 

Analysis of data 

 

Time 2: 

3 – 6 months  

(or discharge) 

Interview 

Field notes 

Transcribing 

De-identification  

Member checking 

Analysis of data 

 

Interview 

Field notes 

Transcribing 

De-identification  

Member checking 

Analysis of data 

Interview 

Field notes 

Transcribing 

De-identification  

Member checking 

Analysis of data 

 

Time 3:  

9 – 12 months 

(or discharge) 

Interview 

Field notes 

Transcribing 

De-identification  

Member checking 

Analysis of data 

Interview 

Field notes 

Transcribing 

De-identification  

Member checking 

Analysis of data 

Interview 

Field notes 

Transcribing 

De-identification  

Member checking 

Analysis of data 
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2.4.5.1 Demographic data 

Demographic data were collected for both study and contact purposes. Data 

collected for the young person participants were: age, gender, ethnicity, marital status, 

occupation, forensic history, diagnoses and substance use. Data collected for the 

caregiver participants were: relationship to the young person (e.g., mother) and gender. 

Data collected for the clinician participants were: gender, discipline, years employed in 

mental health and years specialising in early intervention for FEP. 

2.4.5.2 Semi-structured interview data 

The purpose of the semi-structured interview was to understand the lived 

experience of engaging with an EIS for FEP and the meaning that the young person, 

caregiver or clinician made of that experience. I approached interviews by asking 

participants to describe what had happened to them, in the context of their connection 

with the EIS. This was informed by my previous experience in conducting semi-

structured interviews, as described in Tindall et al. (2015), my practical experience in 

providing therapeutic interventions and clinical supervision, and methodological 

resources such as Giacomini (2013) and Schneider et al., (2007), This resulted in a 

participant-led story, during which I provided temporal and specific prompts to generate 

further discussion about the relationships between key people involved and the emotions 

that participants experienced during events. This approach to semi-structured 

interviewing aligns with narrative enquiry, a method of data collection that allows 

participants to speak freely and reflectively on a given topic, whilst allowing the 

researcher to prompt for development of their ideas (Schneider et al., 2017). It is 

commonly used in longitudinal qualitative studies where stories extend beyond the 

confines of a single, cross-sectional interview and the assertions at one time-point may 

differ from another, for example with the benefit of hindsight or due to changes in the 

emotional intensity surrounding an event (Calman et al. 2013; McLeod, 2003).   

For young people and their caregivers, semi-structured interviews were offered on 

three occasions: within two months of entry into the service, 3-6 months and 9-12 months. 

Clinicians were offered interviews on two occasions: 3-6 months and 9-12 months. 

Interviews were pragmatically conducted within the identified timeframe, with the order 

of interviews for each case-study determined by participant availability. Each participant 
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interview was undertaken independently from the others within the case-study; this meant 

that each interview was structured as a separate, disconnected event, only informed by 

information provided by that participant during any of their previous interviews. This 

ensured that each participant’s data remained confidential, only linked with other people 

within their case-study when data had been de-identified. It also meant that each 

participant told their story in its entirety without assuming my pre-existing knowledge 

from other participant interviews.  

Each interview began by reminding the participant of the consent procedure, 

confidentiality and a distress protocol. Interviews were audio-recorded. No participant 

declined permission for this to occur and no participants who were approached to 

participate expressly declined because of concerns about audio-recording. Interviews 

lasted between 10 and 65 minutes. The 10-minute interview was an outlier and was short 

due to a young person’s ongoing psychotic symptoms impacting his concentration and 

attention. Despite its brevity, it allowed rapport to be established, and subsequent research 

interviews became longer, with more emotional depth. 

The interview schedule was written in such a way as to be led by the themes of the 

interviewee, whilst facilitating reflection on how the participant made sense of their 

experience of engaging with an EIS. This allowed the person-driven narratives to be told, 

rather than linking answers back to preconceived hypotheses. There were separate 

interview schedules for each participant group, but the themes of the questions remained 

consistent across the groups where they were applicable. The interviews focused on 

understanding: (1) experiences of FEP, recovery and contact with the EIS; (2) factors that 

pushed towards, or pulled away from engaging with the EIS, (3) relationships with other 

key stakeholders (young person; caregiver; clinician); and (4) roles and responsibilities 

in maintaining engagement. For young person and caregiver participants, there were 

separate interview schedules for initial contact, follow-up interviews and discharge. For 

clinician participants, there were separate interview schedules for when the young person 

remained in the EIS and when the young person was discharged, or being discharged, 

from the EIS. The full interviews schedules are provided in Appendix D.  

Questions were open-ended and the interview schedule was used as a guide. As is 

common in qualitative research interviews, I was not bound by the expectation that I 
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would ask the same questions in each interview, nor that I would ask them in the same 

way each time (Silverman, 2005). I found that sometimes the participant comprehensively 

told their story and required minimal prompting. This was more common for the caregiver 

participant interviews. It felt like this participant group had been wanting to tell their 

story, but had little opportunity to do so prior to the research interviews. As a 

consequence, events, emotions and reflections were rich, and I rarely needed to prompt 

for elaboration of themes. At other times, participants responded with concise answers 

and I needed to creatively consider how I could re-ask the question to facilitate further 

engagement with the topic without becoming repetitive. This was more common for 

young person participants, especially in early interviews. This may have been because 

the experience of participating in qualitative interviews was new and different. I also 

observed some young people experiencing ongoing psychotic symptoms, which may 

have also impacted their capacity to deeply reflect on questions.  

As a strategy to keep participants connected with the longitudinal research process, 

I communicated with participants between research interviews by providing a transcript 

of their research interview and a narrative summary. This narrative summary reviewed 

the themes from the completed research interview using the language and words of the 

interviewee, and it provided an opportunity for participants to confirm the accuracy of 

my understanding of their story (member checking) (Schneider et al., 2017). At the 

beginning of the next research interview, I read the narrative summary aloud to the 

participant for further member checking and to remind the participant of the themes from 

the last interview. No participants wished to change their data. Several participants 

reported positively on the feedback and found the summary to be an accurate description 

of their experiences. I found that the process of providing a summary of the research 

interview allowed for key themes to be elaborated on, and for changes in thoughts, 

feelings and behaviours between interviews to be noticed and discussed during 

subsequent research interviews. On reflection, this may have resulted in a more 

temporally connected set of interviews than the alternative of starting each interview as a 

new event each time. However, this aligned with my aim of providing a sense of 

continuity through the research process, both in data collection and later during the 

trajectory analysis. 
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Supervision was integral, facilitated through reflective field notes written after each 

interview. My supervisors listened to a proportion of audio recordings to ensure that my 

pre-existing assumptions and beliefs did not impact the interview process. Feedback 

around qualitative interview technique was incorporated into future interviews, for 

example, the value of silence and not attempting to prematurely move a conversation 

forward.   

2.4.5.3 Reflective field notes 

Field notes were written for two purposes: to provide context for the setting of the 

interview and to critically analyse thoughts and feelings that arose during the interviews. 

This was important in order to ensure that the participants’ stories were placed into 

context, and to reflexively recognise and challenge my own realist assumptions 

(Giacomini, 2013; Schneider et al., 2017). Field notes were written within the 24 hours 

after each interview and focused on describing the interview process, identifying how the 

interview felt (including issues of rapport, emotional tone and the parallel engagement 

process) and any observations of participants that added further depth to their spoken data 

(including non-verbal cues such as changes in body posture or affect when discussing 

difficult topics) (Braun & Clarke, 2013). 

2.4.6 Maintaining contact and managing attrition 

Due to expected changes in participant circumstances (e.g., disengagement from 

treatment, changes in work or study demands, or moving out of catchment area), the 

potential for attrition was carefully considered when designing this study. All efforts were 

made to offer ongoing involvement in order to gather in-depth data about engagement 

and disengagement from EPPIC. Contact between the beginning of the consent process 

and the initial research interview was maintained through phone, letter or email. Mid-way 

between time-points, the transcript and narrative summary of the interview themes were 

sent to the participant by post or email. Annual study updates were also sent to 

participants in an infographic format to support their ongoing connection with the study. 

At the start of each time-point, the participant was approached either by phone or 

in person, as had been discussed and agreed upon at the end of the preceding research 

interview. If a participant did not wish to complete an interview, permission was 
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confirmed for their existing data to remain part of the study findings and for their case-

study group to remain in the study. Overall, two young people dropped-out of the study. 

One young person dropped-out at time-point 2 as they did not enjoy the process of 

qualitative interviews, and one young person dropped-out at time-point 3 due to work and 

social commitments. One caregiver dropped out of the study (time-point 2) as she was no 

longer the identified caregiver for the young person. The sub-samples across time are 

summarised in Figure 3 below.  

Figure 3  Participant attrition 

 

Telephone interviews were offered as an alternative method of data collection if 

face-face interviews were not feasible and overall, three telephone interviews were 

conducted (two discrete young person participants). Although this did not allow for visual 

cues to be elaborated on, it did allow me to maintain a relationship with the participant 

and to support their ongoing participation in the study. It is also debateable within the 

methodological literature whether more sensitive and personal information is easier to 

obtain from participants by telephone (Irving, Drew, & Sainsbury, 2013; Mealer & Jones, 

2014). I did not notice any change in the type or quality of data collected between face-
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face and telephone interviews, perhaps because of an already established relationship 

with participants. 

2.4.7 Data analysis 

Each qualitative interview was professionally transcribed verbatim, de-identified 

and I confirmed the content of each transcript. Analysis commenced following the first 

research interview, to allow revision of the interview schedules as required. I completed 

all original data coding. To ensure that the experiences of each participant remained at 

the centre of data analysis, I discussed and challenged my own realist assumptions in 

supervision and sections of data items were co-coded by supervisors. Data coding was 

performed using ‘dedoose’, a software program that is available online for analysis of 

qualitative, quantitative and mixed methods research (www.dedoose.com). This software 

allowed for my supervisors to monitor the progress and quality of analysis. The data on 

this site was encrypted and password protected, making it only accessible to members of 

the research team. Data was coded in vivo, thereby allowing words and phrases used by 

participants to lead the creation of concepts, themes and subthemes (Braun & Clarke, 

2013). 

Two forms of analysis were used within the research study to best address the 

research aims: thematic analysis and trajectory analysis. Each will be discussed in depth 

below. The demographic data, interview transcripts, narrative summaries and field notes 

were all utilised during analysis. 

2.4.7.1 Thematic analysis 

Thematic data analysis was used to understand how people with FEP, their 

caregivers, and their clinicians experience engagement with an EIS, addressing Aim 2 of 

this thesis. I anticipated that there may be differences in experiences of engagement 

between the participant groups. Young people and their caregivers may be experiencing 

their first and only experience of a therapeutic relationship in the context of a FEP. For 

some participants, it may be their only experience with a mental health service in their 

lifetime. I predicted that the language they used in research interviews would be emotive, 

reflecting the distress that may be associated with a direct and personal experience of a 

FEP. I was also mindful that there could be generational differences between young 
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people and their caregivers that may impact experiences. There may also be varying levels 

of previous exposure to, and levels of stigma attached to, mental illness more generally, 

and the potential for differences, even conflict, in views between the two participant 

groups. I needed to create a space where all these elements could be thoughtfully attended 

to. 

Additionally, I expected that the experience of clinician participants would likely 

be different again. Clinicians would be supporting numerous young people and families 

through their experiences of a FEP. Their reflections on engagement, whilst centring on 

the specific young person, would likely take into account their other experiences of 

engagement, subconsciously and consciously comparing this young person’s engagement 

against other past and current experiences. I predicted their language would be less 

emotive, more clinical and underpinned by their biological, psychological and social 

understandings of psychosis.  

To account for these factors, I addressed this study aim in two parts. I first analysed 

young person and caregiver time-point 1 data (Chapter Four) to compare and contrast 

young person and caregivers’ experiences of seeking help and beginning an engagement 

journey with an EIS for FEP. I then analysed clinician time-point 2 data (Chapter Five) 

to understand how clinicians at an EIS for FEP experienced engaging and working with 

young people and caregivers who had varying levels of attendance and participation.  

Organising, describing and then interpreting the data of young people and 

caregivers, and then clinicians, followed the six steps outlined by Braun and Clarke 

(2013) as summarised in Table 4.  
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Table 4 Phases of thematic analysis (adapted from Braun and Clarke, 2013, p.202) 

Step Process 

1 I familiarised myself with the data by reading the transcript and listening to 

the audio recording several times, noting down initial ideas. 

2 I generated initial codes by examining the entire dataset in a systematic 

fashion and capturing descriptive, emotive and conceptual thoughts on the 

data. 

3 I searched for themes by clustering the initial codes into related ideas, then I 

gathered all data relevant to each potential theme. 

4 I reviewed themes and then confirmed that the themes worked in relation to 

the coded extracts and the entire data set. I created a thematic map of the 

analysis that focused on the relationships between provisional themes and 

sub-themes. 

5 I defined and named themes, using quotes from the data where possible to 

capture the essence of the theme. 

6 I synthesised the themes and produced reports exploring the relationships 

between the themes and the context from which they emerged.  
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There are two primary reasons why I identified thematic analysis as the most 

appropriate methodology to address my second research aim. The process of thematic 

analysis seeks to actively find patterns of meaning across broad data sets, whilst allowing 

flexibility in how the data is interpreted (Braun & Clarke, 2013). It allows for the personal 

experience of each participant to be individually analysed before moving into further 

analysis against the other datasets. For me, this was essential for maintaining the integrity 

of each voice in the multi-perspective data I had collected. Without this step, there was a 

risk that one perspective within the triad could dominate another’s perspective or that one 

truth could be seen as more ‘real’ than another truth.  

There were a number of strategies I employed to mitigate these risks. As I moved 

into the latter stages of thematic analysis, I paid particular attention to similarities, 

differences and patterns across the dataset. I took into account, and valued, any diversity 

in experiences across the participant groups. I avoided homogenising perspectives, or 

resolving differences that existed between young person, caregiver and the clinician. 

Thematic analysis allowed for, and encouraged, any differences in experience or realities 

to be identified and given consideration within the findings papers.  

This relates to the second reason why thematic analysis was the most appropriate 

method to address the second aim of this study. Thematic analysis is an inductive process, 

with analysis generated from the data (Braun & Clarke, 2013). I had already reflected on 

my pre-existing assumptions and values and I discussed the impact of these in supervision 

as I progressed through data analysis. However, as a nurse, there was a risk that my 

clinical positioning could dominate my findings. I found, particularly as I moved into 

reporting results, that my narrative tended towards using clinical language to describe 

findings. The inductive process of thematic analysis allowed me to challenge this 

constantly, enabling me to consider each idea and theme, and identify how I was 

influencing the findings or the way the findings were described. Ideas were noted using 

the original wording of the participants where possible to maintain closeness with the 

participants’ experiences and the process by which they reflected on them. Quotes were 

also identified and included when discussing my findings, so that the participants’ voices 

led the development and presentation of each theme throughout the analysis process. 
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2.4.7.2 Trajectory analysis 

After completion of thematic analysis to address the second aim of this study, I 

analysed all the 12-month data, to understand what causes and maintains periods of 

disengagement from EISs for FEP over time from the perspectives of young people, 

caregivers and clinicians. This was Aim 3 for this thesis. I chose to use trajectory analysis 

to analyse the complete data set as it is suitable for research aims that seek to understand 

experiences and processes over time, especially where the same cohort can be maintained 

(Grossoehme & Lipstein, 2016). The focus is on the cohort and their service use 

trajectories, with emphasis on experiences of engagement and disengagement from the 

EIS over time. 

The use of trajectory analysis is a relatively recent development in the field of 

healthcare research and there are limited methodological resources available providing 

guidance (Grossoehme & Lipstein, 2016). Two useful resources that summarise learnings 

from longitudinal qualitative studies in healthcare are papers by Calman, Brunton and 

Molassiotis (2013) and Grossoehme and Lipstein (2016).  As my overarching purpose in 

using trajectory analysis was to understand factors that influenced and impacted 

disengagement over time, I sought guidance from similar longitudinal qualitative studies 

that aimed to understand decision-making processes and experiences over time. These 

included Robards et al. (2019) and Pinnock et al. (2011). On reflection, my perspective 

as a clinician and manager of mental health services also impacted the way I approached 

trajectory analysis, as I integrated the voices of participants into a pragmatic service 

process account, that enabled me to determine service provision recommendations as an 

outcome. 

Organising, describing and then interpreting the full data set followed the four steps 

outlined by Grossoehme and Lipstein (2016), as summarised in Table 5, and examples of 

how the matrices were structured are provided in Table 6 and 7. 
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Table 5 Application of longitudinal trajectory analysis (Tindall et al., 2020) 

Step Process 

1 Trajectory analysis began when data was collected for all three time-points. 

For this study, thematic analysis of each interview and a narrative summary 

had already been completed before trajectory analysis commenced. This 

allowed early identification of themes to inform the longitudinal matrices as 

described below.  

2 Findings from each unit of analysis (for this study, each participant group) 

was mapped into its own matrix (nine matrices). Data was organised by 

broad themes along the Y-axis and time along the X-axis. The themes 

derived from the thematic analysis were emotions, engagement, therapeutic 

relationship, engagement motivators and engagement detractors.  

3 A final matrix was created, integrating the nine trajectories. The focus of 

this matrix was how the data changed (or did not change) over time, across 

all units of analysis. In this matrix, the Y-axis was organised by themes and 

the X-axis was organised by participant group. 

4 Data analysis was conducted from the final matrix with reference back to 

the first set of nine matrices as needed. New conceptual groupings were 

identified as time-related concepts emerged during coding.  
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Table 6       Example matrix (step 2) 

  Timepoint 1 Timepoint 2 Timepoint 3 Timepoint 4 Timepoint 5 
Young Person Emotions      
 Engagement      
 Therapeutic relationship      
 Engagement motivators      
 Engagement detractors      
Caregiver Emotions      
 Engagement      
 Caring experience      
 Engagement motivators      
 Engagement detractors      
Clinician Emotions      
 Engagement      
 Therapeutic relationship      
 Engagement motivators      
 Engagement detractors      

 

Table 7       Example matrix (step 3) 

 PG 1 PG 2 PG 3 PG 4 PG 5 PG 6 PG 7 PG 8 PG9 
Emotions How this changed over 

time for each 
participant in the group 

        

Engagement          
Therapeutic relationship          
Engagement motivators          
Engagement detractors          



 57 

Mapping out the data using trajectory analysis (step 2) allowed for the differences 

and similarities in experiences to be more easily identified. The matrices allowed for this 

to be visually represented, highlighting important aspects such as when one voice was 

more dominant or where one theme was apparent across all perspectives. However, as the 

data set was reduced down to themes and words, it was a step further removed from the 

participants’ own narratives. The inductive process of naming and understanding themes 

was therefore integral for demonstrating differences in language, emotional content and 

the amount of importance each participant attributed to a theme. 

As I moved into understanding all nine data sets as a whole (steps 3 and 4), I also 

noted variances in the perspectives across case-study groups, especially where there were 

different types of engagement patterns, where there was no caregiver present and where 

there were stark differences in age and culture between case-study groups. I documented 

these reflections as I worked through analysing the data and ensured that these differences 

were included when reporting the findings, using realism as the anchor for holding 

multiple different descriptions of a shared experience. I particularly looked at where a 

lack of a voice, due to either drop-out or non-participation, influenced themes and 

experiences, and ensured that this was discussed in the findings paper. At times, this likely 

shifted the final findings report beyond the reality that each participant described, as is 

understood and embraced when approaching research from an interpretivist stance. 

Despite this, I strove to present the findings in a way that reflected the true experiences 

of participants in the study. The reflexive process I actively undertook to support this is 

therefore important to articulate.    

2.4.8 Researcher reflexivity 

Qualitative research is a subjective process, with researchers incorporating their 

own “histories, values, assumptions, perspectives, politics and mannerisms” into data 

collection, analysis and reporting (Braun & Clarke, 2013, p.36). My assumptions and 

values have been explored earlier in this chapter. To mitigate the influence these pre-

existing ideas and assumptions had on data collection and analysis, I used strategies such 

as: open-ended questions during research interviews; reflective field notes; supervision; 

and supervisor oversight of the qualitative interviews. Reflexivity and subjectivity 

remained an important focus as I strove to conduct this research in a rigorous and robust 

manner. My passion and commitment to the research question, as well as my time and 
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willingness to do the research, on the one hand made me an ideal person to conduct this 

study. On the other hand, there were also challenges that required consideration. 

During the early stages of this study, I worked within the EIS as a team leader and 

later as a manager. I was aware of the nuances of the EPPIC model of care and had 

experience building and maintaining relationships with both young people and their 

caregivers. These skills supported me during the research interviews, especially when 

young people were experiencing acute symptoms or increased distress. I sought to 

complete the research interviews at a place chosen by the participant so that they felt 

comfortable in the setting. Working in the EIS environment enabled me to be responsive 

to the individual requirements of each participant. For example, one participant requested 

that the interview be conducted at their home at each time-point, but could not nominate 

a time in advance, so would text suitable times at short notice. Another young person 

wanted to be involved in the study, but often cancelled interviews at the last minute; at 

one interview, I arrived at their house and they cancelled the interview then as they had 

just argued with their mother. I was able to flexibly respond to this and book another time 

the next day. Being onsite at the EIS also allowed for unscheduled face-face brief contacts 

with participants, which aided the longitudinal relationships within this study. 

However, there was also the risk that my association with EPPIC and being seen as 

part of the EIS may influence how open the young person and caregiver participants felt 

they could be with me. To understand the impact of this, after the initial interviews a 

question was included in the schedule akin to “how do you think your contribution to this 

study has impacted your journey with EPPIC?”. I endeavoured to ask this question in a 

curious manner. Participant responses were positive, overall responding that they enjoyed 

being able to talk to a neutral person about their experiences and that they enjoyed seeing 

their, or their young person’s progress between research interviews. At the start of 

research interviews, I offered the option for the interview to be completed with another 

member of the research team, however participants preferred to continue the research 

relationship with one person.  

Recruitment and data collection with clinicians contained other interesting 

dynamics and challenges that required careful consideration around dual roles. My pre-

existing relationships with clinicians and my capacity to have what I perceived to be open 
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and honest conversations about the purpose and potential usefulness of this study enabled 

me to recruit all clinicians at every time-point and maintain their participation in the 

study.  The clinician voice is notably missing from the existing research on engaging with 

EISs for FEP, therefore this is an important achievement. However, at some time-points 

I was the line-manager for some of the clinicians who participated in this study and was 

a colleague for all clinician participants. To mitigate the risk of clinicians feeling under 

duress to participate, I had transparent conversations about the purpose of the research 

with all clinicians. I acknowledged the dual role and made it clear that data from the 

interview was for the purpose of research only and could not be used for performance 

management. Clinician participants were offered an alternative interviewer, but no 

participants chose this option, instead preferring to complete the interview with someone 

known to them. It was made clear that participation was voluntary. Interestingly, I did not 

perceive a change in the depth of openness in clinician interviews from when I was 

working in the EIS to later stages, when I had moved to another service that was no longer 

connected with the EIS.  

I had a clear experience where this dual role was challenging for me. I supervised 

one clinician who was struggling with the concept of working within the EPPIC model 

of care. The clinician was sceptical of research in general and I did not expect her to 

participate in the study. After discussing this in supervision, and because our relationship 

was friendly and transparent, I explained the dilemma to the clinician. I wanted to ask her 

to participate in the research study, but understood that in the context of our working 

relationship, there were some challenges that could make this difficult for her to both 

participate and be open during the interview. I also did not want to discriminate against 

her potential participation because of these challenges. I asked her whether another 

member of the research team could approach her to offer her an opportunity to participate. 

The clinician took the written information I provided her with and reflected on it for a 

week, before returning to me and saying she would like to complete the interview with 

me as she knew me. We completed the research interview and I felt that she was very 

open with her views during it. There were some moments during the interview where she 

spoke about not following through on promises she had made with the young person 

participant, and I observed myself to ensure I remained non-judgemental and curious. A 

few weeks after the interview was completed and she had received her written narrative 

summary, I had a frank discussion with her around her experience of completing the 
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interview and learnings I could take forward in my role as an interviewer. This was a very 

beneficial conversation as it caused me to reflect on how I phrased some questions within 

the interview and how I responded to some of her answers. The clinician was satisfied 

that her narrative was accurate and she participated in another interview at the third time-

point for the young person. The interviews were discussed further in my research 

supervision and were included in the final data sets for their case study. The content 

gained from working through the challenge of this clinician’s participation was highly 

valuable and adds an important depth to the challenges of working within an EIS.   

2.4.9 Trustworthiness and rigour 

Trustworthiness and rigour have been strengthened using a number of different 

strategies within the study design, to ensure the research is credible, auditable, fitting and 

confirmable (Braun & Clarke, 2013; Schneider et al., 2007). This was particularly 

important as I was a student in conducting qualitative research. I was supervised 

throughout the project by two researchers with extensive experience in qualitative 

research and two researchers with extensive experience in conducting research with the 

specified populations. Additionally, peer analysis and peer debriefing were used through 

all stages of data collection and data analysis. 

Specific strategies to promote trustworthiness and rigour in transcription were: 

transcribing the data verbatim; checking each transcript against the recording for 

accuracy; and thorough member checking of interview content through narrative 

summaries. Strategies to promote trustworthiness and rigour during coding were: 

analysing interviews in the order they were conducted; only analysing one interview at a 

time; developing themes collaboratively within the research team; using a software 

program to support collation of the extracts for each theme from the entirety of the data 

set; and checking themes against each other and back to the original data set. Strategies 

to promote trustworthiness and rigour during other stages of analysis were developing the 

themes over a period of time to ensure that they were meaningful and reflective of all 

participants, including areas where there was not consensus in findings, and providing 

rationales and quotes for each theme to support their existence. Consistent with my 

epistemological position, I have reflected on my role in the research process prior to, and 

throughout, data collection and analysis. These strategies were guided by the 15-point 

checklist of criteria for good thematic analysis outlined in Braun and Clarke (2013).   
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2.5 Summary of chapter 

This chapter has outlined the theoretical framework and the methods utilised to 

undertake this research. I have described my ontological stance (realism) and 

epistemology (interpretive epistemology) and given personal examples of how these 

frameworks have guided the development of the methodology of this research. The 

methodology for Study One, the qualitative systematic review and meta-synthesis of the 

literature on engaging and disengaging from EISs for FEP, is provided in the next chapter 

(Chapter Three). This chapter has instead focused on the empirical data collection for 

Study Two, the longitudinal, qualitative study following people who experienced a FEP, 

their associated caregiver/s and clinician/s through their first year with an EIS for FEP. 

Data for this study was collected over three time-points through qualitative semi-

structured interviews and analysed using both a cross-sectional approach (thematic 

analysis) and a longitudinal approach (trajectory analysis). The findings of both Study 

One and Study Two are provided in the following chapters. 
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Chapter 3 Systematic Review and Meta-Synthesis 

3.1 Introduction to chapter 

This chapter contains the paper ‘Essential ingredients of engagement when working 

alongside people after their first episode of psychosis: A qualitative meta-synthesis’ (Tindall, 

Simmons, et al., 2018) which was accepted for publication on the 4th February 2018 in the 

journal Early Intervention in Psychiatry. This paper outlines the findings of my first research 

aim, which was to collect, interpret and synthesise the qualitative research about how 

engagement is experienced within EISs for FEP. Completing a systematic review and meta-

synthesis of the qualitative research allows for a comprehensive understanding of the 

qualitative data on this topic, including an assessment of the quality of these studies and areas 

which require further research. This chapter closes with a discussion on how the findings of 

this study informed the research aims of Study Two. 

When I wrote this paper, I was working as an operational manager at Orygen. In this role, 

my focus was on developing the clinical team so that they could provide excellent, evidence-

based care to the young people using the service. This paper was therefore written with a 

clinical lens. My goal was for the comprehensive summary of the literature and key 

recommendations to be applicable and easily translatable to everyday clinical practice. I was 

starting to think about service development and models of care as an early-career manager, but 

this was not a primary focus of my research at this stage. 

3.2 Essential ingredients of engagement
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Aim: Early intervention services (EISs) for first-episode psychosis (FEP) have been established

internationally, however, service disengagement is a recurrent concern resulting in unplanned

treatment cessation. The implications of this are far-reaching due to the financial and personal

costs associated with untreated symptoms. The aim of this meta-synthesis was to collect, inter-

pret and synthesize qualitative research about how engagement is experienced within EISs

for FEP.

Methods: A systematic search was conducted in PsycINFO, Ovid MEDLINE and Ovid Emcare

from date of conception to November 2016. Following initial screening, 91 abstracts and 13 full

texts were reviewed for eligibility. Nine studies were then critically appraised using the CASP

tool for qualitative studies, data were systematically extracted and results were synthesized

using constant comparison and reciprocal translational analysis.

Results: Nine qualitative studies explored engagement with EISs, from the perspectives of ser-

vice users and their caregivers. No studies were found from the perspectives of clinicians or

services. All 9 studies employed an inductive methodology, within an interpretivist epistemol-

ogy. Five main themes were identified: experiences of finding help; factors promoting engage-

ment; the therapeutic relationship; the role of caregivers in supporting engagement; and

factors impacting ongoing engagement.

Conclusions: There is a critical need to stimulate discussion around this multifaceted phenome-

non, including a continued focus on the roles of key stakeholders and clinical models that may

further facilitate collaboration in treatment plans and recovery.
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1 | INTRODUCTION

Mental health service engagement is a multi-faceted and complex

phenomenon that moves beyond the concept of attendance at

appointments, and encompasses both the relationship between clini-

cian and service user, and the potential partnership when working

towards shared goals (Kreyenbuhl, Nossel, & Dixon, 2009; Littell,

Alexander, & Reynolds, 2001; O'Brien, Fahmy, & Singh, 2009). Disen-

gagement ranges on a scale from active avoidance of services, to

attending but not participating in session content (Littell et al., 2001).

The complexities of defining engagement within mental health ser-

vices, and conceptualizing how it relates to service providers and

users, have been addressed in recent reviews (Bright, Kayes, Wor-

rall, & McPherson, 2015). Of note, people experiencing a first-episode

psychosis (FEP) have been identified as a particularly “difficult to

engage” population (Dixon, Holoshitz, & Nossel, 2016). Comprehen-

sive intervention following a FEP has direct correlation with longitu-

dinal prognosis. Therefore, understanding how to better engage

people with a FEP in treatment is a research area that requires ongo-

ing attention (Doyle et al., 2014; Lal & Malla, 2015).

Early intervention services (EISs) for FEP have been established

internationally, and have the core aims to reduce symptoms and risks,

and enhance global functioning. However, treatment can only be

effective if people engage with it. In EISs, multi-disciplinary teams
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provide flexible bio-psycho-social treatments. These typically involve

antipsychotic treatment, psychosocial support and therapy. Interna-

tionally, EISs vary in terms of age groups (ranging from 15 to

65 years) and available treatment length (on average, treatment is

provided over 2-5 years; Hughes et al., 2014). Best practice guide-

lines, such as the International Clinical Practice Guidelines for Early

Psychosis (International Early Psychosis Association Writing Group,

2005) and the Australian Clinical Guidelines for Early Psychosis (Early

Psychosis Guidelines Working Group, 2016) provide guidance around

what an EIS should incorporate in their core philosophy and treat-

ment approaches, however, due to differences in international fund-

ing models and healthcare systems, EISs vary in terms of their values

and treatment paradigms.

Despite the potential differences in service structure, a driving

philosophy of all EISs is to engage people experiencing FEP in treat-

ment. However, disengagement rates parallel those of traditional

mental health services. In the systematic review by Doyle

et al. (2014) disengagement from EISs, when defined as “no contact,”

was found to occur at rates of approximately 30 %. Consistent nonat-

tendance at any healthcare appointment may lead to untreated symp-

toms, and this can impact a person's ability to participate socially and

remain in education or employment. People who disengage from ser-

vices also experience higher rates of suicide; violence to others;

relapse; involuntary admissions to acute mental health services; prob-

lematic substance use and forensic activity (O'Brien et al., 2009;

Stowkowy, Addington, Liu, Hollowell, & Addington, 2012).

Consequently, there has been an increasing research focus on

what influences engagement with EISs. This is of particular impor-

tance given that EISs are designed to be an appealing treatment

option for people experiencing FEP, however, with disengagement

rates so high, it can be argued that the model may not be meeting

this populations' needs. Reasons for disengagement have been

explored in the quantitative literature on service disengagement, and

includes the study of factors such as socio-economic disadvantage,

ethnic minority status and substance use. This body of research has

been summarized in reviews such as Doyle et al. (2014) and Lal and

Malla (2015). However, the results of qualitative studies, which aim

to explore the meaning, context and processes of engagement, have

not been synthesized (Walsh & Downe, 2005). The aim of this meta-

synthesis was to collect, interpret and synthesize qualitative research

about how engagement is experienced within EISs for FEP.

2 | METHODS

2.1 | Design

Using the Walsh and Downe (2005) approach to meta-synthesis, the

aim was to identify key elements of engagement that are relevant to

both service-level and individual-level decisions that effectively

engage people in treatment. Qualitative meta-synthesis is an amal-

gamation of studies by different investigators in a related field, and

involves summarizing, interpreting and representing data in a collec-

tive form. The meta-synthesis methodology goes through a number

of stages including searching the literature, appraising the studies and

synthesizing the results. Synthesizing the results, in this qualitative

context, means to interpret the information provided rather than

aggregate results, as is seen in its quantitative counterpart.

2.2 | Literature search

A systematic literature search was performed in PsycINFO (1806 to

November 2016), Ovid MEDLINE (1946 to November 2016) and

Ovid Emcare (1995 to November 2016) using Medical Subject Head-

ing (MeSH) and free-text words related to engagement or disengage-

ment, FEP and qualitative research. The thesaurus vocabulary of each

database was used to adapt the search terms. In addition, 1 author

(RT) searched the reference lists of included studies. Search terms are

outlined in Figure 1.

2.3 | Inclusion/exclusion criteria

Inclusion criteria were: empirical qualitative data about engagement

in an EIS for FEP; published in English; and published in a peer-

reviewed journal. Exclusion criteria were: experiences of contact with

services prior to treatment in an EIS. Two authors (RT, BH)

FIGURE 1 Search terms
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independently screened and reviewed the titles and abstracts against

the inclusion criteria. Full-text articles were retrieved and reviewed

independently in duplicate by 2 authors (RT, MS, KA or BH) for

potential eligible studies. Discrepancies were resolved by discussion

and consultation with the authorship team.

2.4 | Data extraction

One author (RT) independently extracted study characteristics and

demographics using an author-devised data extraction sheet, includ-

ing: first author surname, year, country, study aim/objective, sample

and methodology (instrument/s used, analysis).

2.5 | Assessment of methodological quality

The included studies were appraised using the 10 questions for

appraisal of qualitative research developed by Critical Appraisal Skills

Programme (CASP, 2013). Two authors (RT, MS, KA or BH) appraised

each study independently, and disagreements were resolved through

third author re-rating and discussion. Consensus was reached for all

studies. Appraising the studies using CASP facilitated evaluation of

each in a systematic manner. The CASP tool was chosen as it has

been widely used in previous syntheses of qualitative research and

no tool has been shown to be superior (Dixon-Woods et al., 2007).

2.6 | Data synthesis and analysis

One author (RT) read the articles multiple times, whereas 2 authors

(MS, KA or BH) read the articles twice. The initial readings were

undertaken to determine how the included studies were related to

each other and how they contributed to the broader understanding

of engagement with an EIS. Subsequent readings focused on identify-

ing patterns of meaning within and across studies. Study results were

juxtaposed, cross-compared and integrated, so that key concepts and

themes were identified. Data analysis methods included coding units

of meaning from each study and organizing these codes into themes,

so patterns of meaning could be identified. These derived analytic

themes were organized, shared and discussed using reciprocal trans-

lational analysis until 2 authors (RT, BH) arrived at a consensus

regarding the final synthesis of themes. One author (RT) maintained

an audit trail throughout the coding process. In addition, 1 author

(BH) an expert in qualitative methodologies assisted with study

design and offered extensive reflective consultation during analysis.

3 | RESULTS

3.1 | Search results

The initial search strategy of medical databases identified 91 studies,

while hand searching captured an additional 2 studies to give a total

of 93 studies for potential inclusion. Independent scrutiny of the

titles and abstracts identified 13 potentially relevant articles. Of

those, 4 studies failed to meet the inclusion criteria. A total of 9 stud-

ies were included in this review (see Figure 2).

3.2 | Description of included studies

The general study characteristics are described in Table 1. Most

papers were published within the last 4 years, with the earliest publi-

cation in 2004. Study locations only included: United States, United

Kingdom and Australia. The total sample consisted of 192 service

user participants (mean = 24, SD = 18.1) and 43 caregiver participants

(mean = 14.3, SD = 4.7), and the study samples ranged from 7 to

63 participants. Detailed demographic data of participants, such as

ethnicity, race and other potential areas of socio-economic differ-

ences, were provided in 5 papers, but this was not brought further

into the study results or discussions. All studies collected data

Records identified through 
database searching 

(n = 172)

S
cr

ee
n

in
g 

In
cl
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ed
 

E
lig

ib
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ty 
Id
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ti
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n Additional records identified 
through other sources 

(n = 2) 

Records after duplicates removed  
(n =91)

Records screened  
(n= 91)

Records excluded 
(n = 88) 

Full-text articles assessed 
for eligibility

(n = 13)  

Full-text articles excluded, 
due to focus on help-

seeking before contact 
with early intervention 

service (n=3) or focus on 
experience of being a 

caregiver (n = 1)Studies included in 
qualitative meta-synthesis  

(n = 9 ) 
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through semi-structured interviews apart from O'Toole et al. (2004),

who conducted focus groups. Types of analysis included: thematic

analysis (n = 5), interpretive phenomenological analysis (n = 2) and

grounded theory (n = 2). These analyses all employ an inductive

methodology, within an interpretivist epistemology. All studies were

cross-sectional apart from one (Lester et al., 2011), which used a lon-

gitudinal approach with interviews at 6 and 12 months after entry to

an EIS. The critical appraisals highlighted several methodological flaws

across studies, such as lack of reflexivity that decreases overall rigour;

however, due to the paucity of qualitative research in this area, all

studies were included in the review (see Table 2).

3.3 | Integrated findings

The 5 main themes identified in this meta-synthesis were: (1) experi-

ences of finding help; (2) factors promoting engagement; (3) the ther-

apeutic relationship; (4) the role of caregivers in supporting

engagement and (5) factors impacting ongoing engagement (see

Table 3).

3.4 | Experiences of finding help

Five papers provided substantial analysis of initial experiences of

seeking help and engaging with an EIS (Allard et al., 2016; Lucksted

et al., 2015, 2016; Stewart, 2013; Tanskanen et al., 2011; Tindall

et al., 2015), while remaining reports discussed this phase in other

aspects of their analysis. Allard et al. (2016), Lucksted et al. (2015)

and Lester et al. (2011) purposefully interviewed participants in the

initial 6 months of treatment to ensure that participant reflections on

initial experiences of engagement were recent at the time of

interviews.

Individuals were often referred to mental health services through

family or friends. The overarching experience of caregivers prior to

referral was one of profound confusion and distress (Allard et al.,

2016; Lucksted et al., 2016;Tanskanen et al., 2011 ; van Schalkwyk

et al., 2015). Delays between onset of symptoms and treatment were

confounded by both the individual's uncertainty about their psychotic

experience and the hope that symptoms would go away without

intervention (Tanskanen et al., 2011; van Schalkwyk et al., 2015).

Individuals sometimes described actively disguising psychotic symp-

toms from others due to a strong desire to preserve their self-image

and appear “normal” to those around them (Tanskanen et al., 2011).

Symptoms and social difficulties (eg, breakdown of relationships and

difficulties with school or work) often reached a crisis point before

any mental health treatment was sought (Stewart, 2013; Tanskanen

et al., 2011; Tindall et al., 2015).

Initial help-seeking was described both as a support and impedi-

ment to engagement. When individuals and their caregivers pre-

sented to primary care or community services, identification of

symptoms and referrals to specialist support seemed to depend on

the level of clinicians' knowledge and attitudes towards psychosis.

Tanskanen et al. (2011) provides contrasting examples of participants

reporting symptoms were either unnoticed and not acted upon, or

noticed with appropriate and timely referrals made. Tindall

et al. (2015) provides an example of a doctor stigmatizing mental

illness (“I had a doctor ask me—do you go crazy?”), which impacted

on the young person's willingness to engage with mental health ser-

vices. Pathways into care also frequently involved participants con-

tact with emergency services and followed by acute psychiatric

inpatient admissions. Stewart (2013) described the participant's diffi-

culties with being treated in “adult-orientated environments” that

increased levels of distress, and van Schalkwyk et al. (2015) stated

that these initial contacts increased the risk of participants not engag-

ing in ongoing treatment at all.

Overall, referral to a specialized EIS was met with a sense of

relief for young people and their family members/caregivers (Allard

et al., 2016; Lucksted et al., 2016; Stewart, 2013). Stewart (2013) and

Allard et al. (2016) described this relief as immediate, however, for

the caregivers interviewed in Lucksted et al. (2016), the relief was

mixed with uncertainty while they negotiated their level of involve-

ment in the person's care. Timely referral was seen to be associated

with positive engagement in the studies conducted by both Stewart

(2013) and Tindall et al. (2015).

3.5 | Factors promoting engagement

Entry into an EIS occurred in 3 main ways: involuntarily, ambivalently

or enthusiastically. Accordingly, young people reported that their cli-

nicians used specific engagement strategies. One prominent strategy

is discussed as a separate theme (“the therapeutic relationship”).

Other reported strategies included: meeting the person's perceived

needs; building a shared explanatory model of psychosis and using

outreach in lieu of clinic-based appointments.

Young people often accepted that they had a problem, but had

different perceptions of what that problem was. For example, they

may have first noticed difficulties functioning at school or work, and

this may not have been linked to mental state at first contact with a

service (van Schalkwyk et al., 2015). To initiate engagement, it was

important to ensure that treatment met the current needs of the per-

son as perceived by the person. This often took the form of practical

support (Lucksted et al., 2015; Tindall et al., 2015; van Schalkwyk

et al., 2015). For example, a young person in the study by Tindall

et al. (2015) was close to disengaging from the EIS on initial referral,

but the case-manager worked with them on completing an appeal

application for school. This case-manager was perceived as useful

and the young person subsequently engaged with the EIS.

Some participants described a strong personal motivation to get

better and avoid relapse. This was notably to avoid associated conse-

quences, such as readmission to hospital (Lucksted et al., 2015; Stew-

art, 2013; Tindall et al., 2015). When clinicians supported people to

build an understanding of their experiences, this fear lessened and

individuals subsequently felt empowered and more able to engage in

treatment (Allard et al., 2016; O'Toole et al., 2004; Tindall et al.,

2015; van Schalkwyk et al., 2015). Lester et al. (2011) and O'Toole

et al. (2004) expanded further on this, discussing that building an

identity post psychosis was also an ongoing motivator for some peo-

ple to engage with the service. As young people and caregivers

noticed improvements in mental state, and found the practical sup-

port they received to be effective, engaging with the EIS was

valued more.
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The use of outreach in lieu of clinic appointments was discussed

in four studies. Three studies mentioned outreach as a core part of

engaging people, particularly when this resulted in consistent contact

from their case-manager and demonstrated a more intensive level of

care for the individual (Lester et al., 2011; Lucksted et al., 2015; Tin-

dall et al., 2015). However, attending appointments at a clinic also

helped some participants to build a routine. For some people, imme-

diately post a psychotic episode, social contact was often very lim-

ited, so the opportunity to be around others was appreciated

(O'Toole et al., 2004; Tindall et al., 2015). Opportunities for peer sup-

port, such as through specific peer-led groups, was valued by both

caregivers (Lucksted et al., 2016) and young people (Lester et al.,

2011; Stewart, 2013).

Several service-level factors also had a role in supporting ongoing

engagement. These included service location, access to public trans-

port, 24-hour support, free services, and the availability of multiple

services on site (Lucksted et al., 2015; O'Toole et al., 2004). Organiza-

tional characteristics such as professionalism (Lucksted et al., 2015,

2016) and flexibility were valued (Lester et al., 2011; Lucksted et al.,

2015, 2016; O'Toole et al., 2004; Stewart, 2013; Tindall et al., 2015).

Lester et al. (2011) was the only study to clearly identify a youth

friendly environment as positively impacting engagement, although

Lucksted et al. (2015) identified that the more “hospital-like” the

environment appeared to participants, the less appealing it was to

attend.

3.6 | The therapeutic relationship

The therapeutic relationship was found to be a significant factor for

enabling service engagement in all studies except Tanskanen

et al. (2011), possibly because this study focused on help-seeking and

initial referral to an EIS. The longitudinal study by Lester et al. (2011)

described the therapeutic relationship as pivotal at both time points

(6 and 12 months after entry to the EIS). One of the most vital quali-

ties of the therapeutic relationship was the dedication of time for

talking, and the sense of being heard (Allard et al., 2016; Lester et al.,

2011; O'Toole et al., 2004; Stewart, 2013; Tindall et al., 2015; van

Schalkwyk et al., 2015). Therapeutic dialogue not only gave the

young person an opportunity to make sense of their situation, but to

also discover their own solutions to problems. As being understood

was so pivotal in building a therapeutic relationship, it is therefore no

surprise that continuity in case-manager was also valued (Tindall

et al., 2015).

Collaboration was a core feature of the therapeutic relationship,

and this involved identifying and working towards shared goals

(Allard et al., 2016; Lester et al., 2011; Lucksted et al., 2015; O'Toole

et al., 2004; Stewart, 2013; Tindall et al., 2015; van Schalkwyk et al.,

2015). Individuals sometimes described feeling initially sceptical

about building a relationship with a clinician, but when the clinician

invested time in them, this mistrust often gave way to relief, easing

of defensiveness and building of trust. Working together to complete

practical tasks, or personalized goals, not only demonstrated trust-

worthiness and reliability of the clinician, but also allowed opportuni-

ties for young people and clinicians to get to know each other.T
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Throughout all interactions, opportunities arose to instil hope and

optimism in recovery, which further facilitated engagement.

3.7 | The role of caregivers in supporting
engagement

As individuals were often referred to mental health services through

family or friends, building a relationship with caregivers was vital to

the work of establishing and maintaining engagement (Lester et al.,

2011; Lucksted et al., 2015, 2016; O'Toole et al., 2004). When care-

givers were included in discussions to build a shared understanding

about mental health and were supported to avoid relationship break-

downs with the young person, then family significantly facilitated the

acceptance of illness and treatment. Caregivers had both a practical

role in supporting engagement (eg, taking the person to appoint-

ments) and a relational role (eg, encouraging attendance; Allard et al.,

2016; Lester et al., 2011; Lucksted et al., 2015, 2016).

Caregivers were overall the primary people identified to provide

ongoing emotional support throughout the peaks and troughs of

recovery from the FEP. A complicating aspect of this caregiver role

was consideration of the person's increasing autonomy, especially as

symptoms improved and independence was regained (Lester et al.,

2011; Lucksted et al., 2016). There was a paucity of discussion on

the experiences of people who had minimal caregiver involvement

due to caregiver overburden or due to alternative caregiver systems

being in place. One study identified a person who was in foster care

arrangements (Stewart, 2013) and 1 study identified 4 people who

lived in “other” circumstances than their parental home (Lester et al.,

2011), but what this meant for their engagement journey was not dis-

cussed or elaborated upon.

3.8 | Factors impacting ongoing engagement

Initial contacts with mental health services could greatly influence

ongoing engagement, especially as hospital admissions and crisis con-

tact/s could be experienced as both distressing and paternalistic.

Most commonly, this pathway into care heightened internal stigma,

as most young people preferred to think of themselves as a regular

person with a slight condition. A first contact that contradicted this

was keenly felt, and could precipitate reluctance to engage

(Tanskanen et al., 2011; Tindall et al., 2015; van Schalkwyk et al.,

2015). This was not true for all individuals; 2 studies identified that

this difficult pathway into care motivated some people to actively

engage with EISs (Stewart, 2013; Tindall et al., 2015).

The initial stages of engagement often continued to be distres-

sing and confusing for people, especially if they remained unclear

about why they were being advised to engage in treatment. Psychiat-

ric treatment was often prescribed before the person identified

symptoms as a concern, highlighting the disparities in perceived

needs and treatment priorities (van Schalkwyk et al., 2015). At times,

ongoing symptoms could impact a person's desire to engage (Allard

et al., 2016; Lucksted et al., 2015). People often hoped that symp-

toms would not need intervention, and at times there was a strong

desire to solve their own problems (Lucksted et al., 2015; Tanskanen

et al., 2011). Alongside this distress, confusion and avoidance of help,

some people described difficulties opening up about their experi-

ences, which could impact the ability of the service to treat symp-

toms or assist with needs (Tindall et al., 2015).

When symptoms and circumstances were improved, the expecta-

tion of continued appointments could act as reminder to the individ-

ual that they were still a “patient”, and had not yet reached their

desired recovery (Lester et al., 2011). The longitudinal study by Lester

et al. (2011) also considers the length and intensity of treatment, with

one-third of individuals describing that 3 years of continued treat-

ment was more than they desired, although it should be noted that

this appeared to correlate with high turnover of clinicians. As

described in Tindall et al. (2015), most people were striving towards a

“normal life,” and the constant reminder of illness could undermine

this. As situations improved, other appointments (eg, with job ser-

vices) took priority, and the intensity of engagement with the EIS

lessened (Lucksted et al., 2015, 2016; Tindall et al., 2015).

4 | DISCUSSION

The aim of this meta-synthesis was to identify, interpret and synthe-

size qualitative research about how engagement is experienced

within EISs for FEP. Qualitative studies from the perspectives of ser-

vice users and their caregivers were identified and included in this

study; no studies were found that represented the viewpoints of cli-

nicians. The present review analysed 9 studies conducted across

3 countries. A key strength of this meta-synthesis is that it allowed

for increased insight into the different elements of engagement from

the perspectives of both service users and their caregivers. However,

there are also limitations that must be considered.

4.1 | Limitations

Since we did not have access to the original data, any bias introduced

into the original papers, for example lack of reflexivity, may continue

in this meta-synthesis (Walsh & Downe, 2005). The critical appraisals

of each study highlighted these potential methodological flaws, but

due to the paucity of qualitative research in this area, all studies were

included in the review. An example of this, which warrants future

consideration, is that despite 5 of the studies providing detailed

demographic data on participants, there is limited discussion of the

role of structural, socio-economic disadvantage or ethnic/racial

minority status on the experience of engagement. As discussed in

O'Brien et al. (2009), these factors place people at substantially

higher risk of disengaging from services, but as this was not brought

forward into results of discussions of the papers, it cannot be com-

mented on within this review.

All the studies except Lester et al. (2011) used a cross-sectional

approach to understanding engagement. It should also be noted that

in the final sample of papers, data was collected from individuals who

were well engaged with the service. As engagement is understood as

a dynamic and evolving process, this methodology may impact the

level of understanding around this process (Tindall et al., 2015). This

sampling limits opportunity for understanding the experiences of indi-

viduals and caregivers who have disengaged from EISs. As
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disengagement sits on a spectrum, it is likely that many people expe-

rienced varying levels of disengagement during their time in the EIS.

This issue warrants considerable future research.

Variability in settings should be also considered. Despite the

review focussing on EISs, fidelity to the ideal early intervention

model, as discussed in Hughes et al. (2014), can vary according to

resources and service structure. This makes it difficult to generalize

statements about the experiences of service engagement. Addition-

ally, each person did not necessarily experience every theme, and

sample sizes were varied. Instead, the list of themes identified from

this synthesis should create awareness regarding potential factors

that may be experienced when a person engages with an EIS. The

paucity of data around lack of caregiver involvement and the impact

this may have on service engagement was also highlighted in this

study, limiting new understanding of the role of caregivers in

engagement.

The final limitation was the challenge of synthesizing data

grounded in somewhat different methods of analysis. This is a com-

mon issue in qualitative meta-syntheses, and we were guided by

Walsh and Downe (2005) who identify that it is legitimate to include

a variety of methodological processes as long as each approach is

acknowledged. This was done throughout the analysis process.

4.2 | Substantive findings and reflections on the
roles within engagement

This review confirms that engagement is a complex phenomenon.

Despite this, the key facilitators to engaging people with FEP in treat-

ment are the therapeutic relationship and therapeutic dialogue. This

is consistent with engagement experiences across other mental

health services, such as assertive community teams for concurrent

mental illness and substance abuse in adult populations (Pettersen,

Ruud, Ravndal, Havnes, & Landheim, 2014) and general youth mental

health populations (Watsford, Rickwood, & Vanags, 2013). Especially

important for the FEP population is the experience of working collab-

oratively with a trusted clinician (Allard et al., 2016; Tindall et al.,

2015; van Schalkwyk et al., 2015). Pathways into care and experi-

ences of finding help also greatly impact initial engagement with an

EIS. The factors that promote or negatively impact engagement are

dependent on time in service, individual needs and service structure.

Alongside this, there are 3 active agents in the engagement pro-

cess: the individual, their caregiver/s and the clinician/s. Engagement

can have a different meaning to each. The literature and clinical prac-

tice guidelines predominantly focuses on skills that the clinician can

bring to engage a person in treatment. Clinician experiences of adher-

ing to these guidelines and of engaging people and their caregivers

are currently lacking. The most recent clinical practice guidelines,

published in Australia (Early Psychosis Guidelines Working Group,

2016) provide strategies to support clinicians in facilitating engage-

ment, for example, “communicate to people that they are being lis-

tened to and treated seriously” and “offer practical help” (p. 76).

These core principles are aligned with what individuals and their care-

givers valued about engagement and are therefore important. How-

ever, evidence regarding strategies to re-engage people who have

disengaged or are poorly engaged is lacking.

The role of individuals themselves in engaging with the EIS is a

particularly important enquiry, in light of current understandings of

recovery as a process centred in autonomy and agency. The recovery

framework is a core component of mental health treatment interna-

tionally, with the direction for recovery determined and led by the

individual (Clarke, Oades, & Crowe, 2012). In the engagement pro-

cess, this applies to both the individual's motivation to connect with

service providers and to pursue goals. Throughout the qualitative lit-

erature, people described an overwhelming sense of confusion asso-

ciated with the experience of a FEP and the relationship between

symptoms and behaviours. Successful engagement was often seen

when a collaborative approach to treatment was used to communi-

cate understanding of symptoms and behaviour, and when identifying

mutual goals (Allard et al., 2016; Lester et al., 2011; Lucksted et al.,

2016; O'Toole et al., 2004; Stewart, 2013).

However, the overwhelming experience of confusion also

appeared to encourage the individual to seek guidance and direction

from the clinician, especially in the early stages of engagement

(Tindall et al., 2015). Reflecting on the use of a recovery framework

in the engagement process also raises questions around capacity and

reliance on involuntary treatment, especially when clinicians and ser-

vices feel a weight of responsibility should an adverse event occur

(Davidson, O'Connell, Tondora, Styron, & Kangas, 2006; Le Boutillier

et al., 2015). EISs often operate on a basis of assertive treatment, as

effective treatment of FEP correlates with longitudinal outcomes

(Doyle et al., 2014).

Clinical practice guidelines currently emphasize the importance

of viewing individuals and their caregivers as partners in treatment,

and advocate for a shared decision making (SDM) model (Hughes

et al., 2014; International Early Psychosis Association Writing Group,

2005). For example, the National Institute for Health and Care Excel-

lence (NICE, 2013) guidelines for treating psychosis and schizophre-

nia in children and young people recommend that clinicians

“undertake shared decision-making routinely with children or young

people in hospital who are of an appropriate developmental level,

emotional maturity and cognitive capacity, including, whenever possi-

ble, those who are subject to the [relevant Mental Health Act]”

(pp. 25-26).

SDM is a collaborative approach to making decisions that

involves the sharing of information between clinician and individual

(and caregiver where appropriate; Elwyn et al., 2012), in line with the

fact that developing a shared understanding and knowledge pro-

moted engagement. In the SDM model, clinicians are encouraged to

be transparent about all relevant treatment options and the potential

risks and harms of these. Individuals and their caregivers are encour-

aged to convey their preferences and values about potential out-

comes. A model such as this could address the stigma and lack of

knowledge experienced by some people, and the uncertainty care-

givers felt when negotiating involvement in care. The value SDM

places on input from all parties could also ensure that individuals and

their caregivers felt they had dedicated time for talking and a sense

of being heard, which was important for the therapeutic relationship.

Although SDM is traditionally used when considering specific

healthcare decisions, adopting the principles for broader use has the

potential to increase engagement. SDM about care overall may
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address factors that this review highlighted as promoting engage-

ment, such as: treatment meeting individual needs, which may be

more practical than treatment related; preferences around location of

appointments (eg, outreach) and length of treatment. One such adap-

tation of SDM has been evaluated in a youth mental health service,

which also involved the promotion of SDM by a peer workforce,

something that was also valued in this review (Simmons, Batchelor,

Dimopoulos-Bick, & Howe, 2017). SDM is shown to be feasible for

adult inpatients diagnosed with schizophrenia (Hamann et al., 2006)

as well as in EISs (Dixon et al., 2014). However, the few studies that

have investigated current rates of SDM suggest that it is unlikely that

it is routinely undertaken, and there are a lack of training and tools

available to facilitate it (Goossensen, Zijlstra, & Koopmanschap, 2007;

Goss et al., 2007; Loh et al., 2006).

What SDM will not address fully is the inherent power imbalance

in the relationship between clinician and service user. This is likely to

be amplified in the context of hospitalization and/or involuntary

treatment. To address legal barriers to individuals expressing auton-

omy in making decisions about their own care, a model such as sup-

ported decision-making may be necessary. Although there are

similarities between the 2 models (eg, emphasis on service user

involvement), differences also exist (Simmons & Gooding, 2017) and

supported decision-making provides a mechanism for individuals to

have their preferences considered during times of involuntary

treatment.

4.3 | Implications

This review highlights the unique experiences each person and their

caregiver has with an EIS. A model to further facilitate collaboration

between the individual, clinician/s and caregiver/s is the shared-

decision model as described by Hoffmann et al. (2014). At times of

impaired capacity, such as during the acute phase of illness, alterna-

tives such as supported decision-making could be utilized to enhance

collaboration between the individual, caregiver and clinician

(Pathare & Shields, 2012). Ultimately, successful engagement begins

with the clinician, service user and caregiver/s understanding the

individual's view about what brings them to the service at that time.

This allows the individual to raise their concerns, which may have a

more social focus rather than a symptomatic or psychological focus

(van Schalkwyk et al., 2015). Caregivers and clinicians can then also

raise their key concerns for the individual. As the clinician begins to

work with the individual on addressing their goals, they can continue

to draw awareness to symptoms, the impact of these symptoms on

individual goals, and potential treatments for these symptoms,

thereby assertively treating FEP. This allows all agents to feel that

their priorities and needs are being met.

The present results also highlight the need for further research

into engagement, both for the FEP population and all people acces-

sing mental health services. There does not currently exist a meta-

synthesis of broader experiences of mental health (dis)engagement

beyond EISs. Also, despite the fact that this review provides consider-

able insight into different factors about engagement with an EIS, it

remains unclear exactly how socio-economic factors impact the expe-

rience of engagement or disengagement from the perspective of

individuals, caregivers of clinicians. It also remains unclear how the

engagement process develops over time. The longitudinal study by

Lester et al. (2011) begins to explore the issue, but only at 2 time

points, and this study only includes the perspectives of service users.

Further longitudinal qualitative research, following people through

their entire journey of engagement with a mental health service, from

entry to discharge, would provide much needed information about

the experience of engagement, encompassing how the engagement

process and therapeutic relationship develops and changes over time.

This would also allow for more targeted research on the experiences

of those who disengage from services, and their reasons for

doing this.

It would also be pertinent to include all relevant agents in future

research on the engagement process. Specific data from individuals

who do not have caregiver involvement, and how this impacts on

their experiences of engagement with an EIS would be greatly benefi-

cial. This would enable a more comprehensive examination of the dif-

ferent needs, roles and responsibilities of each person, allowing for

informed discussions on models such as SDM and support decision

making that can be further incorporated into the engagement pro-

cess. Research that incorporates lived experience into the research

process (including individuals and their caregivers), may yield more

credible and relevant research to greatly enhance this current

literature base.
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3.3 How Study One informs the direction of Study Two 

This systematic review and meta-synthesis of the qualitative research on engagement and 

disengagement with EISs for FEP consolidates our understanding of this topic and outlines 

where there are gaps in current knowledge. I identified multiple areas requiring future attention 

and focus, including the broader experience of mental health engagement beyond EISs, 

understanding engagement as a process over time from multiple perspectives, and 

understanding the different needs, roles and responsibilities of key people involved in the 

process of engaging with an EIS for FEP. These knowledge gaps informed the research aims 

of Study Two and will be addressed over the following three chapters: 

• Chapter 4: How young people with FEP and their caregivers experience early

engagement with an EIS.

• Chapter 5:  How clinicians experience early engagement with an EIS.

• Chapter 6: How young people with FEP, their caregivers and their clinicians

experience disengagement from an EIS over a 12-month period.

3.4 Summary of chapter 

This chapter, including the published paper, has described the methodology used to 

conduct a systematic review and meta-synthesis of the qualitative research on engaging with 

EISs for FEP. The findings are outlined and discussed with the aim of identifying clear 

translatable recommendations for clinical practice and EISs. The gaps in the existing research 

are highlighted, especially the need for a longitudinal, qualitative study that takes into account 

the perspectives of all involved in the experience of engagement. This confirms the direction 

for the second study in this thesis, the findings of which are outlined in Chapters 4 and 5. 
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Chapter 4 Young Person and Caregiver Perspectives 

4.1 Introduction to chapter 

This chapter summarises the initial findings of Study Two. It contains the paper 

‘Engagement at entry to an early intervention service for first episode psychosis: an 

exploratory study of young people and caregivers’ (Tindall, Allott, et al., 2018) which was 

accepted for publication on the 16th July 2018 in the journal Psychosis. This paper seeks to 

understand how young people and their caregivers experience help-seeking for FEP, and then 

engaging with an EIS for FEP. 

Similar to the previous chapter, when I wrote this paper I was working as an operational 

manager for Orygen. My focus when writing this paper was to bring the young person and 

caregiver stories of engagement to the attention of the clinical, research and academic world. 

These are similar stories to those I had heard clinically when working in EPPIC, however 

hearing them in a neutral setting and sitting with the emotional content and distress of young 

people and caregivers as they started their journey was powerful for me as a researcher. I aimed 

to identify clear translatable learnings from this study to clinical practice settings.  

4.2 Engagement at entry to an early intervention service
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ABSTRACT
Early intervention services play a crucial role in providing treatment for
young people experiencing a first episode psychosis. However, on aver-
age, 30 per cent of young people disengage from treatment, which may
result in untreated symptoms, difficulty returning to school or work and
relationship breakdowns. This qualitative study aimed to understand the
help-seeking experiences and initial engagement with an early interven-
tion service. Semi-structured interviews were conducted with nine young
people and five caregivers, focussing on engagement in the first eight
weeks of treatment. Themes were identified using thematic analysis. Key
findings were that participants entered the early intervention service
after a time of intense distress and confusion. This was related to
symptoms, difficulties working or studying, and initial experiences of
help-seeking and treatment. Commonly there was relief on meeting a
caring person who would be their support going forward. However, trust
was influenced by previous positive and negative experiences.
Establishing a therapeutic relationship and building trust are dynamic
and relational concepts, and as such, they warrant reflection by all key
stakeholders. Awareness and understanding of these concepts may
guide changes to individual practice and service development.
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Introduction

Early intervention services (EISs) provide comprehensive mental health treatment for people who
have experienced a first episode of psychosis (FEP). Internationally, service models vary in terms of
the eligible age range (16–65 years of age) and length of treatment (between two and five years)
(Hughes et al., 2014; McGorry, Killackey, & Yung, 2008). Superior outcomes have been linked to
reducing the time between onset of psychosis and commencement of treatment, and assertively
supporting symptomatic and functional recovery (Hughes et al., 2014). However, engaging people
in this treatment model continues to have fluctuating success, with service disengagement rates
being approximately 30 per cent (Doyle et al., 2014). This is particularly important as interventions
are only successful if all parties engage in them in a sustained manner.

Reasons for disengagement from EISs have been examined in both the quantitative and
the qualitative literature. Quantitative data indicate that factors such as substance use, low
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levels of family support and forensic history adversely impact engagement (Doyle et al.,
2014). However, engagement is a multi-faceted concept that is unique to each individual. It
also involves multiple parties (e.g. person, caregiver(s), services, clinicians) and can be defined
as a process which correlates with time, stage of illness and the individual experience of
recovery from the FEP (Tindall, Francey, & Hamilton, 2015). The quantitative literature gen-
erally fails to capture this complexity due to limitations in study design (e.g. a focus on
specific pre-determined factors).

Recent research has explored the experience of engagement in qualitative studies (Hansen,
Stige, Davidson, Moltu, & Veseth, 2017; Tindall, Simmons, Allott, & Hamilton, 2018). Three
studies have sought to understand experiences of engagement during initial stages of
treatment at an EIS (Allard, Lancaster, Clayton, Amos, & Birchwood, 2016; Lester et al., 2011;
Stewart, 2013). They define early engagement as the initial six months of treatment. However,
recall bias may distort these findings as six months is a long-time period and memories
around initial contact may not be reliable or may be altered by later experiences. Studies that
focus on initial help-seeking of people experiencing FEP and their caregivers, such as
Tanskanen et al. (2011), do not comprehensively link experiences of help-seeking with initial
experiences of engagement. Also under-investigated are the experiences of caregivers. Their
views are crucial as caregivers may often initiate and proactively support engagement in the
first instance (Dawson, Jordan, & Attard, 2013).

This study aimed to understand how people with FEP and their caregivers experienced help-
seeking and initial engagement with an EIS, focusing on the first eight weeks of contact.

Methods

Study context

To better understand the complex and unique relationship between each person, caregiver
(or lack of caregiver) and treating clinician at the EIS, a qualitative study was undertaken.
Participants were enrolled in a two-year longitudinal qualitative study examining experiences
of engagement with an EIS. For the purpose of addressing the aims of this initial stage of
the study, data were taken from the first-time point only (up to eight weeks of service
engagement), and included interviews with people who experienced FEP and, if applicable,
their caregivers. Ethical approval was given by the local human research ethics committee.

Study setting and participants

Participants were recruited from an EIS in Melbourne, Australia between July 2016 and March 2017.
The EIS provides treatment for young people aged 15–25 years of age, for up to two years of
consecutive treatment in a metropolitan area. The treating team consists of a consultant psychia-
trist, a psychiatric registrar and a case manager (psychologist, registered psychiatric nurse, occupa-
tional therapist or social worker). A cognitive-behavioural case-management approach is utilised.
Young people also have access to a psychosocial program which offers social, educational, voca-
tional and skill-based support. Case management is offered during business hours, and 24-hour
support is available through a specific crisis team. Support is commonly offered from a clinic-based
setting, but outreach may be utilised if there are acute concerns or difficulty accessing the young
person.

The research team consisted of academics and a PhD candidate with expertise in EIS
service provision. Inclusion criteria were broad to include a real-world sample of young
people through their journey with an EIS. Client participants presented to the EIS with a
first presentation of suspected psychotic illness, or less than six months previous antipsycho-
tic treatment for a FEP. Exclusion criteria were young people who had either a clinical or
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personal relationship with a member of the research team. Client participants nominated a
caregiver if applicable. All caregiver participants were invited, and an interpreter was used if
English was a second language (n = 1). Data saturation generally occurs between 6 and 12
interviews (Guest, Bunce, & Johnson, 2006); thus, we aimed for 8–10 client participants.

Data collection

Potential participants were identified at entry to the EIS and included all young people who were
referred to case management. Consent was obtained at the initial research interview and con-
firmed during the second research interview to ensure that acuity of symptoms did not inhibit
capacity to consent. The principal researcher met with both the young person and caregiver prior
to obtaining consent, to provide an overview of the research. All participants were aware that the
principal researcher worked within a different team of the service and would have no role in their
clinical care.

Interviews were conducted at the EIS site (n = 11) or the participants’ home (n = 3). A
participant-nominated support person was present for two interviews and one caregiver interview
had an interpreter present. All interviews were audio recorded, and participants were later given
both interview transcripts and a letter outlining themes that arose during the interview to facilitate
member checking. Box 1 contains the interview schedule. The median duration of the clients’
interviews was 22 min (ranging between 10 and 41 min), and the median duration of the
caregivers’ interviews was 24 min (ranging between 18 and 45 min). Reflective field notes were
written after each interview and were included with the dataset for analysis.

Data analysis

Interviews were thematically analysed as a whole and by participant groups (all interviews;
client interviews; and caregiver interviews) using the method described by Braun and Clarke
(2013). This six-step method enables the researcher to find patterns of meaning across the
data in an inductive manner by: familiarising self with the data; generating initial codes;
clustering initial codes into related ideas; reviewing and checking themes in relation to the
entire data set; redefining and naming themes; and synthesising the themes and producing a
report. Each interview was listened to several times and transcribed verbatim. All interviews
were coded thematically with the support of the analytical software Dedoose, a secure web-
based software that facilitates identification and synthesising of themes (www.dedoose.com).
A sample of interviews were listened to and coded by a second member of the research team

Box 1. Interview Schedules.

Client Caregiver
(1) Tell me more about you and how you came to be

involved with EIS.
(2) What do you know about EIS?
(3) What would you like from EIS over the next 12 months?

(4) You will be allocated a case manager, who will be your
main contact person over the next year. What do you
think about this idea?

(5) What would you like from this person?

(6) What would make you want to see (not see) this
person?

(7) Have you got any ideas on what would make seeing a
case manager at EIS more valuable to young people?

(1) Tell me more about you and how you came to be
involved with EIS.

(2) What do you know about EIS?
(3) What would you like from EIS over the next 12

months?
(4) . . . will be allocated a case-manager, who will be your

main contact person over the next year. What do you
think about this idea?

(5) What do you perceive your role to be in . . ..’s
treatment?

(6) What do you think will influence . . .’s decision to
attend (not attend)?

(7) Have you got any ideas on what would make seeing a
case manager at EIS more valuable to young people?
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and initial themes were discussed as a group. These themes were then grouped to identify
connections and overarching themes.

Results

Participant overview

Over the study period, approximately 250 young people were receiving treatment for FEP in the
EIS. Fourty five young people were reviewed for eligibility into the study. Twenty young people
were identified to be ineligible, and 16 young people declined to participate. Reasons for non-
participation are cited in Table 1. Nine young people (six males, three females) aged 15–24 years
participated in the study (Table 2). Their demographics are consistent with the overall demographic
composition of people attending the EIS.

All client participants experienced symptoms of psychosis and had a subsequent referral to the
EIS. One participant had experienced an initial substance induced psychotic episode six-months
prior to referral to the EIS and was referred due to a second episode of psychotic symptoms. He
had not received treatment between psychotic episodes. Another participant had a bipolar
disorder diagnosis, but she experienced psychotic symptoms for the first time during her mood
episode leading to referral to the EIS. Treatment at an EIS was new to all participants and no similar
treatment had previously been provided.

Four overarching themes were identified: experiences of help-seeking; initial service engage-
ment; trust and understanding; and the support of caregivers. Figure 1 provides an overview of the
results.

Experiences of help-seeking

Although the experience of receiving treatment from an EIS was new, six clients had previously
received support from a private psychologist(s) (n = 5) or a private psychologist and psychiatrist

Table 1. Reasons for non-participation.

N
(20) Reason for study ineligibility

N
(16) Reasons for declining participation

5 Moved out of EIS catchment area and were
subsequently discharged

1 Prominent symptoms

3 Poor capacity to engage in qualitative interviews (e.g.
non-verbal)

1 Not wanting to tell story again

3 Identified past 9+ weeks registration into the service 1 Prioritising work
3 Discharged from the service within first 9 weeks 1 Caregivers declining on behalf of young person under

18 years of age
2 Clinical contact with the lead researcher 12 No reason provided
3 Identified as not having a psychotic illness
1 Incarcerated and subsequently discharged

Table 2. Participant demographics.

Participant Group Client Caregiver

1 19-year-old unemployed male in a de facto relationship. Partner (Female).
2 17-year-old single male school student. Mother
3 15-year-old single male school student. Mother.
4 16-year-old single male school student. Mother.
5 24-year-old unemployed, single male. No identified caregiver.
6 24-year-old female university student in a de facto relationship. No identified caregiver.
7 15-year-old single male school student. Mother.
8 18-year-old single female school student. Family unaware of treatment.
9 18-year-old unemployed, single female. No identified caregiver.
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combined (n = 1). Experiences with these professionals tended to focus on specific issues, for
example anger management or low mood. Even with these previous experiences of treatment,
there was an overwhelming sense of confusion about psychotic symptoms which made it difficult
to know when to seek help. Caregivers also described guilt and desperation that they had not
sought help earlier:

“I knew he wasn’t right and then I thought it might have been hormones. And then you know I could see it was
getting a little bit serious, but I didn’t actually realize to what extent. I thought that he would actually come good
by himself” (Caregiver 4).

Pathways into the EIS varied. Four client participants had been admitted into psychiatric wards and
had experienced various types of coercive practices (e.g. seclusion, medication, restraint). The
Mental Health Act 2014 (Vic) was used for some participants during initial admissions. This Act,
which is specific to the state of Victoria in Australia, permits involuntary treatment of people who
meet four criteria: the person appears to have a mental illness, treatment is required to prevent
harm, an assessment of mental state and risks can occur, and no less restrictive means are available
to assess the person. All participants were voluntarily attending the EIS at the time of the research

Figure 1. Factors influencing initial engagement.
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interview. Previous experiences of coercion did not appear to impact the initial stages of engage-
ment with the EIS, in that participants saw the outpatient team as a different type of service to the
inpatient service. However, experiences such as being administered an injection involuntarily were
remembered with confusion and distress, and as such were very present during the research
interview:

“I can’t quite remember because I don’t know what they gave us in there. I don’t know even if they gave me a
needle because I’ve noticed something, but I didn’t like it one bit” (Client 1).

“I guess the most frustrating thing was that this poor kid was stuck in an emergency ward and was having to be
given [medication] all the time to knock him out. And being chained – you know – chained to the bed and all that
sort of stuff until Monday. That was probably the worst part of that. And it was upsetting seeing him so out of it. . .
you know, like dribbling and. . . it was just dreadful” (Caregiver 7).

Other client participants sought help initially through general practitioners (GP) or school coun-
sellors. There were clear examples of positive support from this initial help-seeking:

“[GP] actually made me feel a lot better about going to speak to someone because I think she really cared.
And my GP she always texts me and so we have a really good relationship too. I think she pushed me to get
help” (Client 9).

There were also examples of feeling misunderstood or perceiving that the professional felt over-
whelmed by the situation:

“[GP] wasn’t very helpful. She kind of just was like ‘Right. I don’t know how to handle you, but I know that the
mental health place can’. So, she just called them and made me wait for a few hours . . .And then she sent me
home I’m pretty sure, and I saw them the next day I think. It felt horrendous. I felt really like upset” (Client 5).

These experiences did not appear to directly impact initial engagement as participants did not link
these experiences with a desire to not engage with the EIS. However, participants with initial
negative experiences of help-seeking highlighted the importance of a non-judgemental and caring
approach, which is what they reported experiencing from EIS clinicians.

Expectations about what the EIS would offer differed. Overall, young people and their caregivers
hoped that the EIS would provide mental health help, medication, opportunities for interaction and
to make sense of the experience of psychosis. The idea of having a health professional there to
help them was highly valued, and caregivers hoped that this person would have a mentorship role
in the young person’s life.

Initial service engagement

On entry to the EIS, both young people and their caregivers experienced multiple strong negative
emotions, from anxiety and fear to frustration and anger. Psychosis appeared to have led to a sense
of desperation and devastation. Recovery was described as boring, with improvements taking time.
Meeting with clinicians at the EIS was consistently associated with strong emotions of relief for
both young people and caregivers.

For many young people, their psychosis and recovery were associated with an experience of loss
in several domains, including psychological or existential (confidence, identity), social (friendships,
family relationships), functional (driving, employment, study) and/or lifestyle (ability to use
substances):

“I loved the job. I miss working because sitting at home being bored all day, I hear more voices and I only got really
one true friend. After everything, only one person really texts me” (Client 1).

Client participants greatly valued having the opportunity to collaborate with their case manager to
both understand their experiences and work together on addressing areas of perceived loss.
Feeling heard and understood was a vital aspect of this experience. Naming and understanding
symptoms as part of an illness was perceived by some to be helpful and reassuring:
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“They helped me a lot more, explained it to me a lot more. I just spoke to a man who kinda asked me general
questions about, you know, hearing voices and things like that . . . I explained all those things to him. And he said,
‘It sounds like you’ve had a psychotic moment, so we’ll get you in tomorrow.’ And they just started me on the ball,
so, it was really good when I first went there” (Client 5).

However, some were concerned about what a diagnosis meant in terms of prognosis and recovery:

[Upon hearing diagnosis] “I was devastated because I didn’t understand it and I sort of, I probably felt sorry for
myself, thinking you know, what are we gonna do? After everything that we’ve been through and we just sort of
started to come good and then this happened” (Caregiver 4).

This fear and sadness appeared to prompt client participants to seek help and guidance from their
case-manager and facilitated further attendance.

Trust and understanding

An important aspect of initial engagement with the EIS was the relationship between the young
person and their case manager. The main supportive factor was any attempt the case-manager
made to understand the young person. It was important that this was done in a respectful manner,
with the young person feeling cared about in the process:

“Just be nice about it, just try to understand them. You know? Not try to find stuff out about them . . . it’s just build
a good relationship and just be able to understand each other so that you could sort things that much easier”
(Client 3).

Other attributes that both young people and caregivers identified as helpful were a relaxed and
approachable attitude:

“It was really good because you can kind of joke around with [case-manager] and it’s not so scary. Sometimes with
strangers you feel kind of intimidated or something and with [case-manager] there isn’t anything. I feel really
comfortable with her” (Client 8).

Most participants described finding it easy to trust their case manager, mainly ascribed to the fact
they were seen as professionals and experts in recovery. There was also a sense that participants
felt compelled to trust the case managers, as they were seen to be a lifeline in a time of incredible
distress and disorientation:

“I know that it’s safe, even though I have to let go and trust in her, I know that it’s a safe thing to do, because I
really can’t see how it could get worse, like I can’t see how my situation could get worse. It can only get better
through talking so . . .” (Client 5).

The inclination to trust the case manager was potentially hindered by previous examples of trust
being broken by health professionals prior to the EIS. For example, one participant had the
experience of confidential information being told to a previous housemate. Although he wanted
to trust the case-manager, he believed that this would only be achieved with time and consistency:

“In time, I reckon I could [trust] but at the moment it’s. . . you got to earn someone’s trust; trust goes a long way”
(Client 1).

The support of caregivers

Five client participants identified caregivers in this study (four mothers, one de facto partner). Of
the remaining client participants, one identified her partner as a significant support, but he was not
actively involved in her treatment, one lived interstate from his family and did not identify his
housemates as caregivers, one did not identify a caregiver, and one did not want her family
involved in her treatment.
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When a caregiver was involved, their main roles were supporting the young person to link in
with the case manager and providing both practical and emotional support. Capacity to support
fluctuated depending on the caregivers own practical and emotional resources. Caregivers
described experiencing overwhelming confusion and distress when the young person was experi-
encing psychotic symptoms, which impacted on their own medical and mental health concerns:

“And we’re close too, so I was just worried. Yeah, I couldn’t see light at one stage. I think I stayed in bed for two
weeks and except going into the hospital and back again. I was just coming home, putting me-self back to bed”
(Caregiver 4).

Caregivers also described desperately wanting to be a part of the young person’s treatment and
recovery:

“I feel more involved, if [case-manager] does decide something, she’ll actually look at me and she’ll tell me, or she’ll
let me know as well, like. . . I feel more in my, part of the circle, I don’t have to hear everything from [young person]”
(Caregiver 1).

They described previous experiences of seeking support for the young person, when they had
been kept out of the process and/or their role of carer was not acknowledged:

“I’ve spoken to [case-manager] about the previous psychologists and the lack of information given to me. So,
whatever’s discussed, I appreciate the, you know, the confidentiality aspect, but for me, I don’t want to just be the
taxi” (Caregiver 3).

For three young people who did not have caregivers actively involved in their treatment, this did
not impact initial engagement, but there was a sense of missing this support:

“When I came out of hospital, everybody kinda just went ‘Oh you’re better now, we can go back to our lives.’ And it
was really kinda like, ‘Actually I probably need your help more now.’ But nobody seemed to get that, so that was a
bit tough” (Client 6).

One client participant did not want her family involved in her treatment, and felt that if this request
was dismissed by the treating team, she would disengage from the EIS:

[Discussing what would make the young person not want to come into appointments] “If they ask if they can get
my parents involved . . . They’re very judgmental . . . I do worry about them coming to me and be like ‘Okay, we’re
gonna get your parents involved now.’ I’m like, ‘no’ (Client 8).

Discussion

The key finding of this study was that participants entered the EIS after a time of intense distress
and confusion. This was related to symptoms, changes in functioning, and initial experiences of
help-seeking and treatment. There was unanimous relief on meeting a nonjudgemental and caring
person who offered to be their support going forward. However, trust was coloured by both
positive and negative previous experiences. If caregivers were present, they were important in
linking the young person with the case-manager in these early stages. However, their capacity to
do this fluctuated depending on their own distress and resources. Young people who did not have
a caregiver directly involved missed this support. One exception to this was where parental
involvement would initiate disengagement with the service. This discussion will focus on the
impact of help-seeking on initial engagement.

The impact of help-seeking on initial engagement

This study highlights the importance of the therapeutic relationship between the young person,
caregiver (if present) and case manager and the significance this has for initial engagement.
However, the therapeutic relationship and engagement have the potential to be strengthened or
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weakened by a number of events and experiences which have occurred prior to initial contact.
Addressing these factors early has the potential to enhance initial engagement by facilitating a
therapeutic space of trust and understanding.

For young people experiencing a FEP, there can be significant delays in receiving treatment for
symptoms (Becker, Buckingham, Rith-Najarian, & Kline, 2015). Dixon, Holoshitz, and Nossel (2016)
found that one-third of young people have a treatment delay of one to three years. Similar to
previous research around experiences of help-seeking, this study found that help for psychotic
symptoms was not sought until a crisis point (Tanskanen et al., 2011; Tindall et al., 2018). This
meant that by the time help was sought or provided, there were overwhelming emotions of fear,
frustration, devastation and disconnection. These emotions were identified by both young people
and their caregivers and remained present during the initial weeks of treatment. For caregivers
who had witnessed a decline in the young person’s mental state, but not known where to seek
help or had received unsuitable help, the resultant emotions remained present during the initial
eight weeks of engagement, mixed with feelings of desperation. This desperation was also found
by Allard et al. (2016), but further to their findings was a sense of guilt and devastation from
caregivers who had not fully realised changes in the young persons’ behaviour before a crisis point
was reached.

Most participants had previous interactions with health professionals and services prior to the
EIS. This included psychologists, psychiatrists, general practitioners, school counsellors, emergency
services clinicians or psychiatric inpatient unit clinicians. Past contact was either positive (e.g. GP
maintaining contact and support through text messages) or negative (e.g. confidentiality being
breached during an inpatient admission). Previous studies have found that negative pathways to
care do not appear to have an effect on subsequent engagement with EISs (Anderson, Fuhrer,
Schmitz, & Malla, 2013). All participants in this study had engaged at least superficially with the EIS,
and the case manager was seen as someone who was proactively involved in their care. This was
associated with strong emotions of relief.

Furthermore, participants in the study described experiences of coercive treatment, such as
medications not agreed upon by the young person, seclusion, restraint and involuntary treatment.
They were all remembered with confusion. Kvig, Moe, Brinchmann, Larsen, and Sorgaard (2017)
describe the importance of maintaining a balance of non-coercive pathways to care alongside the
urgency of treating and reducing symptoms. Similar to past studies which examined the impact of
coercion and engagement (Bindman et al., 2005), previous experiences of coercive treatment did
not appear to impact engagement with a case manager. Young people identified the case manager
as separate to these experiences and appeared to be able to reflect on them within the space of
the therapeutic relationship.

It can be hypothesised that coming into the EIS with a sense of heightened desperation may
actually provide a stronger reason for engagement to occur with a dedicated clinician who has the
resources and desire to help. However, the young people in this study may also be more resilient
towards negative experiences, and it is unclear whether this level of resiliency is common among
young people experiencing FEP. Given that the research cohort varied in terms of demographics
(e.g. age, gender, caregiver involvement and socio-demographic variables), a level of resiliency in
first-episode illness and a subsequent desire to engage with a professional to understand the
experience may be common, however this requires further research and specific exploration. It
should also be noted that there is also a cohort of young people who struggle to engage with EISs
at all, whose voices and stories were not captured in this study (a limitation that is discussed
below). Avoiding services due to previous experiences of insensitive or inappropriate care may
unfortunately be seen as a rational choice for some people and requires further exploration (Tait,
Birchwood, & Trower, 2002).

Given that young people and their caregivers are attending EISs after these experiences of help-
seeking and treatment, the importance of the case manager assertively seeking to engage the
young person in a therapeutic relationship on initial contact cannot be underestimated. If services
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do not allow for initial assertive engagement, there is a risk that young people who are ambivalent
in the engagement process will not be afforded the opportunity to slowly build trust with a health
professional over time. Ways that case managers did this included listening to and trying to
understand the young person; naming and addressing symptoms to build an understanding of
psychosis; and working collaboratively with the young person to address areas of loss. However,
this must be balanced with trying to empower the young person and promote personal agency,
especially as a loss of sense of self was associated for some participants with the experience of
psychosis (Hansen et al., 2017).

Caregivers were a vital part of the initial engagement process for many young people. They
were often the person to initiate and support the young person to access treatment. By the time
their young person was linked in with the EIS, caregivers themselves were experiencing significant
devastation and trauma from the experience of caring and seeking help. Any support that was
offered was met with relief, but inpatient or coercive treatment for the person they were caring for
was also traumatic for caregivers.

Given the overwhelming sense of loss experienced by caregivers, engaging them in treatment is
vital. In this study, caregiver participants appreciated learning about psychosis and being part of
the young person’s recovery. Previous studies have highlighted the importance of having indivi-
dualised approaches to engaging and working with families (Lucksted et al., 2016). Lack of
caregiver involvement should also be examined on an individual basis, with open discussion
occurring between young person and clinician about their support needs and how they would
like their caregivers to be involved (or not). Two of the participants in this study had differentiated
from their primary caregivers and were building a network of supports consisting of partners,
friends and housemates. Complexity exists around acknowledging and supporting this stage of
development whilst ensuring young people have active supports outside of the EIS.

Limitations

Although this study provides valuable insights into the impact of help-seeking on engagement,
young people were in early stages of recovery from their FEP, and for all participants, there was a
large amount of distress and heightened emotion present during the interviews. This may have
impacted the depth of the data collected, as is reflected in the median duration of the qualitative
interviews. As the researcher was also associated with the EIS, the capacity to openly and honestly
reflect on all aspects of the service may have been impacted, despite careful consideration of
confidentiality and no dual relationship at time of consenting or participating in the study. It
should also be noted that although the principles of EISs internationally are very similar, there are
large variabilities in the way services are delivered. The findings of this study may therefore be site
specific.

Implications

This study has highlighted the importance of investigating the process of initial engagement. As
establishing a therapeutic relationship and building trust are dynamic and relational concepts, in
practice, relationships, trust and the quality of the engagement itself warrants reflection by all
parties. The importance of this cannot be understated as therapeutic ruptures in this early stage
may resonate with previous experiences of help-seeking or contact with health professionals, and
as such, may be remembered more keenly by young people and their caregivers. This builds upon
previous arguments proposed by Stewart (2013) and Tanskanen et al. (2011).

It is also crucial to address the unwritten expectations that young people and their caregivers have
when entering the EIS. For all participants, contact with the case-manager was a new experience,
regardless of previous mental health contact. There was uncertainty about what treatments would be
effective for them, and what each person’s role would be in the recovery journey. This was especially
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significant for caregivers who had previous experiences of being distanced from attempts to seek help
for their young person. Alongside this exists uncertainty around the impact of symptoms and their
interaction with the young person’s development. Facilitating a clear discussion about these factors in
the initial weeks of treatment would both defuse heightened emotions and build an understanding of
what can be expected from working with an EIS. Dialogues such as these provide opportunities for
trust to be built, which is vital for early engagement with an EIS.

Future research, especially longitudinal approaches to understanding engagement over time,
will build a greater understanding around the experience of engagement and whether different
phases of the engagement journey are impacted by different factors. Given that engagement is
dynamic and relational, the importance of involving all parties in any exploration of engagement is
crucial. Future research would also benefit from examining types of engagement patterns (e.g.
active or passive). Understanding how young people engage with EISs and what supports their
engagement not only advances the research field of engagement, but also improves understand-
ing of individualised care and treatment.
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4.3 Summary of chapter 

This chapter has shared the findings from the first timepoint of the longitudinal, 

qualitative study. By analysing data from two participant groups (young person and caregiver) 

at a shared point in time (around 8 weeks of contact with the EIS), this paper has provided 

critical information on how people with FEP and their caregivers experience early engagement 

with an EIS. The distress and confusion felt on entering the EIS is painfully apparent. Previous 

experiences, especially recent experiences of seeking help, are keenly remembered and 

significantly impact a young person’s capacity and willingness to trust a clinician. Alongside 

this is an ongoing uncertainty around what young peoples’ and caregivers’ role in recovery is, 

what the EIS does and what the trajectory of their illness will be. As recommended within the 

paper, there is value to be gained from understanding the other key perspectives within the 

engagement process, specifically that of clinicians. This will be addressed in Chapter 5. 
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Chapter 5 Clinician Perspectives 

5.1 Introduction to chapter 

This chapter continues to present the findings of Study Two. It contains the paper ‘The 

missing voice of engagement: an exploratory study from the perspectives of case-managers at 

an early intervention service for first episode psychosis’ (Tindall et al., 2019) which was 

accepted for publication on the 9th October 2019 in the journal BioMedCentral Psychiatry. This 

paper seeks to understand how clinicians (called case-managers in this paper) at an EIS 

experience the process of engaging young people in treatment and working with varying levels 

of attendance and participation. 

When I wrote this paper, I had moved to work in an executive management role at another 

health service. Through my previous roles and in this new role, I was becoming increasingly 

aware of the structural and systemic constraints of mental health service provision that may be 

affecting the perspectives and experiences of engagement and disengagement. In the stories of 

clinicians striving to engage young people and their families in the EIS, I could hear how the 

impacts of decisions around service delivery and resources impacted their everyday work. It is 

therefore not surprising that this paper focuses on these impacts and the need to generally 

review and reform service systems. 

5.2 The missing voice of engagement



RESEARCH ARTICLE Open Access

The missing voice of engagement: an
exploratory study from the perspectives of
case-managers at an early intervention
service for first-episode psychosis
Rachel M. Tindall1,2,3* , Kelly Allott1,2, Magenta Simmons1,2, Winsome Roberts4 and Bridget E. Hamilton3

Abstract

Background: A key component of case-management in early intervention services for first-episode psychosis is
engaging a person with the service and building a relationship from which therapy and treatment can be
facilitated. The aim of this study was to understand how case-managers at an early intervention service experience
the process of engagement and working with varying levels of attendance and participation.

Methods: Qualitative interviews were conducted with the case-managers of nine young people treated at an early
intervention service for first-episode psychosis within 6 months of treatment entry. Interviews discussed the process
of working with the young person and factors that influenced service engagement. Interviews were analyzed using
thematic analysis.

Results: Case-managers described a range of influences on engagement which were grouped under the themes:
young person and caregiver influences on engagement, case-manager influences on engagement, and influences
of the early intervention service system on engagement. The experience of engagement was described as
relational, however it occurred in the context of broader influences, some of which were unable to be changed or
challenged by the case-manager (e.g., resource allocation, models of treatment, young person demographics).

Conclusion: This study illustrates the challenges that case-managers face when working with young people with
first-episode psychosis, and the direct influence this has on engagement with treatment. Understanding these
challenges and addressing them in policy and service design may lead to improvements in young peoples’
recovery from first-episode psychosis and increase case-manager job satisfaction.

Keywords: First episode psychosis, Qualitative research, Service engagement, Case-management

Background
Developing services that provide comprehensive and
timely treatment for first-episode psychosis (FEP) re-
mains critical [1]. Early intervention services (EISs) pro-
vide flexible bio-psycho-social treatments which have
been specifically developed to support recovery from
FEP. In Australia, case-managers (nurses, allied health
professionals, psychologists) and doctors provide this

treatment over the first two to 5 years following initial
presentation [2]. Treatment most commonly includes
medications, community and social support linkages,
support adjusting to symptoms and illness, cognitive be-
havioral therapy for psychosis and caregiver support.
Levels of treatment assertiveness depend on service
models, but the aim of EISs is to actively promote en-
gagement by providing a service that is acceptable to
service users [3].
Engagement in treatment is key to it being effective.

Engagement is a dynamic construct that is unique to
each individual. With EIS attrition rates at approxi-
mately 30% [4], it is vital to reflect on how services can
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better meet the needs of this diverse population. It is
also important to note that attrition rates do not capture
those who attend appointments but do not participate
fully in them, or those who re-engage after a period of
disengagement. This has been a significant limitation of
previous quantitative studies [5], therefore fully under-
standing engagement demands a qualitative lens to cap-
ture these complexities.
Qualitative studies have explored how young people

and caregivers experience engagement with EISs, as
summarized in two recent meta-syntheses [5, 6]. More
specifically, qualitative research has asked young people
and caregivers to reflect on their individual journeys of
engaging with an EIS. The personal and unique thera-
peutic relationship between the individual, their care-
giver/s and clinician/s has been identified as integral to
the success of engagement. However, there is no qualita-
tive research from the perspectives of case-managers
analyzing their experience of building and maintaining
engagement with young people recovering from first epi-
sode psychosis.
Given the multifaceted nature of engagement, having

the case-manager voice represented in the literature is
critical [7, 8]. The therapeutic relationship and engage-
ment are relational constructs and factors such as case-
manager characteristics and approaches are anecdotally
known to impact on their quality [9]. The therapeutic
relationship may also be affected by administrative and
performance factors which detract from clinicians’ cap-
acity to maintain an open therapeutic relationship with a
person [10]. Without understanding the actual experi-
ences of all involved, and building this evidence base, at-
tempts to improve engagement will be uninformed.
This qualitative study therefore aimed to understand

the experience of case-managers when engaging young
people with FEP in the early stage (first 6 months) of
treatment. Informed by previous qualitative studies, the
study focused specifically on the relational aspects of en-
gagement. Case-managers were asked to reflect on work-
ing with a specific young person, which similar to
previous qualitative studies with young people and care-
givers, facilitated discussions around their experience of
a distinct therapeutic relationship and the specific fac-
tors that affected the engagement or disengagement of
that young person.

Methods
Study context
Nine young people, their caregiver (if applicable) and
their associated case-manager were enrolled into a longi-
tudinal qualitative study which aimed to understand ex-
periences of engaging with an EIS from entry into the
EIS, to 3 months post discharge. The EIS provides treat-
ment for young people aged 15–25 years of age, for up

to 2 years of consecutive treatment in a metropolitan
area. This treatment may be provided at a clinic or at
the person’s home (or other preferred place) depending
on the needs of the young person. Cognitive-behavioural
case-management is offered by the case-manager, along-
side access to a psychosocial program, crisis team and
inpatient care as needed. A case-manager working full
time (40 h per week) works with 20–25 young people
who are at varying stages of recovery from their first-
episode psychosis. At the time of recruitment into the
study, approximately 250 young people were receiving
treatment in the EIS across two different clinic sites. At
each site, approximately 15 case-managers worked either
part-time or full-time. Case-managers in the EIS are re-
quired to have a clinical background (clinical psychology,
social work, occupational therapy or nursing), with the
majority of the EIS workforce consisting of clinical psy-
chologists during the recruitment period.

Sampling
Young person enrolment into the study attempted to
replicate a real-world sample of young people in the EIS,
with participant recruitment explained in detail in our
paper exploring young person and caregivers experi-
ences of entry into an EIS [11]. In summary, 45 young
people who experienced a FEP and were referred into an
EIS in Melbourne between July 2016 and March 2017
were approached to participate in the study. Inclusion
criteria were broad to capture all young people who
were referred into the EIS, with the only exclusion cri-
terion being young people who had a clinical or personal
relationship with a member of the research team. Young
people were introduced to the study at, or before meet-
ing their case-manager on initial entry into the EIS. The
first nine young people who were consented into the
study were followed at regular intervals through their
journey with the EIS, along with their caregiver/s and
case-manager/s.
This paper captures the views of the case-managers

after a three- to six-month period of working alongside
the young person, as there is a significant parcity of en-
gagement literature from the perspective of case-
managers during this critical time. Ethical approval was
given by the local human research ethics committee
[HREC/16/MH/131]. All participants provided written
informed consent. Consent was also obtained from a
parent or guardian for participants under 18 years old.

Data collection procedures
Case-managers were approached and given a study over-
view when the young person had been with the EIS for
between three and 6 months. During informed consent,
participants were told that the information they dis-
closed would not be shared with the young person or
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caregiver in the study and identifying details would be
removed prior to data analysis and dissemination.
Interviews (N = 9) were conducted at the EIS by the

lead researcher. The interview schedule was developed
with open-ended questions which aimed to encourage
the participant to reflect on their personal experience of
engagement; their role in the process of engagement;
and any intrinsic or extrinsic factors that may precipitate
young person disengagement from an EIS. Questions
were guided by the findings of the research teams previ-
ous research in this area [5, 12]. The questions asked
were:

1. Please tell me about young person’s current
engagement with EIS

2. Please tell me what your engagement with young
person in sessions is like

3. Please tell me about your therapeutic relationship
with young person
a. Examples of good encounters
b. Examples of not so good encounters
c. What is your role?

4. What do you think could be influencing young
person’s decisions to engage in treatment at EIS?

5. Can you tell me what you think young person’s
treatment needs are?
a. What do you think their priorities for treatment

are?
6. What support/resources do you draw on or need in

ensuring you achieve engagement with young
person?
a. Are these available to you?

7. When do you think discharge will occur?
a. What will need to happen before then?

8. Is there anything else you would like to say about
working with young person?

One case-manager had two young people in the study
and was interviewed separately about each young person.
All interviews were audio-recorded and transcribed ver-
batim. Reflective field notes were written and included
in analysis. After each interview was analyzed, partici-
pants were given their interview transcript and a letter
outlining themes that arose during the interview to fa-
cilitate member checking. The median duration of the
interviews was 30min (ranging from 24 to 43 min).

Data analysis
Interviews were thematically analyzed using the method
described by Braun and Clarke [13]. This six-step
method enables the researcher to identify patterns of
meaning across the data in an inductive manner by:
familiarizing themselves with the data; generating initial
codes; clustering initial codes into related ideas;

reviewing and checking themes in relation to the entire
data set; redefining and naming themes; and synthesizing
the themes and producing a report. Each interview was
listened to several times and transcribed verbatim. RT
studied each transcript line by line and developed an ini-
tial coding list using the analytical software Dedoose, a
secure web-based software that facilitates identification
and synthesizing of themes (www.dedoose.com). A sam-
ple of interviews were listened to and coded by a second
member of the research team to minimise the risk of
preconceived biases impacting the researchers under-
standing of the data. Differences were minor, with the
research team iteratively consulting the data to make
any refinements to the list of codes. A minimal amount
of material was discarded. RT then integrated the codes
/ data into potential themes, which were discussed and
grouped to identify connections and overarching themes.
Emphasis was given to themes that were consistent
across the sample.
Participants were rich informants who reflected on the

questions in depth. The majority of themes had emerged
by the sixth interview. Data saturation was reached by
nine interviews, as is common for qualitative research,
especially within such a homogenous sample [14].

Results
Participant overview
Case-manager and young person characteristics are de-
scribed in Table 1. One case-manager had two young
people in the study and was interviewed twice. Case-
manager experience ranged from < 1 to > 20 years. Disci-
plines were social worker (n = 2); occupational therapist
(n = 3); and clinical psychologist (n = 3).
The young people discussed were six males and three

females, aged 15–24 years. Their overall demographics
were consistent with the cohort of young people regis-
tered into the EIS over the recruitment period. Four
young people identified as Australian, three identified as
Australian and an additional nationality (English, Irish,
Indonesian), one identified as Salvadoran and one identi-
fied as Indian. Seven young people were single through-
out the study, one young person remained in a de facto
relationship throughout the study, and one young person
experienced a breakdown in his relationship during the
study. Six young people were students and three young
people were unemployed. Two young people had a fo-
rensic history and four young people had experience of
using illicit substances.
Three overarching themes were identified from the

case-manager participants (with six subordinate themes):
(1) young person and caregiver influences on engage-
ment (levels of engagement); (2) case-manager influ-
ences on engagement (building trust and connection;
relational approaches to engagement; strategies to
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promote engagement; and individual case-manager qual-
ities) and (3) influences of the EIS system on engage-
ment (the nuances of time).

Young person and caregiver influences on engagement
Levels of engagement
The EIS model of care promoted assertive engagement
with young people, particularly in the initial months fol-
lowing a FEP. Alongside this, symptomatic and func-
tional recovery from the FEP was anticipated for all
young people attending the EIS. This was observed
throughout the interviews, with all case-managers ac-
tively attempting to engage the young people they
worked with and holding hope for the young person’s
recovery. Disengagement was perceived as episodic and
something that could be altered, rather than an absolute.
Case-managers spoke about young people who were

actively (n = 6) and passively (n = 3) engaged with the
EIS. Six young people were actively eager to have ther-
apy to gain an understanding of their experiences. They
attended the majority of appointments and would only
miss appointments if unwell or if there were competing
priorities. This active engagement was related to case-
managers feeling a sense of momentum in the young
persons’ recovery and enjoyment from working together.
The three young people who were passively engaged

attended appointments if they were brought in or seen

at home but did not initiate contact or independently at-
tend appointments. Whilst appreciating help, there was
a sense of apathy around their role in engagement. This
was associated with frustration and disappointment for
the case-manager, who wanted to actively engage them
and support their recovery from the FEP:

“I went last week to go get him [young person] and he
wasn't there, and I waited for maybe 15 minutes,
knocking on the door, thinking, okay he might be
asleep. And after 15 minutes, there was nothing, so I
left … So, I think frustration is a big part of it.” (Case-
manager 4)

Case-managers reflected on why disengagement was
occurring and their own role in the process:

“Sometimes it's hard to not personalize non-
attendances or periods of disengagement and feel a bit
like, is there something that I'm not bringing, or am I
not giving her what she needs or- and that can be sort
of a hard thing to navigate as a case manager with
any young person.” (Case-manager 9)

Differences in engagement patterns meant treatment
was both delivered in different venues (home versus
clinic appointments) and involved different amounts of

Table 1 Participant demographics

Case-Manager Demographics Young Person Demographics

Case-study 1 Female, Occupational Therapist
8 years since qualification
2 years in EIS

Unemployed male in a de facto relationship. Aged between 19 and 24 years old.
Diagnosis of schizophrenia. Cannabis and amphetamine use.

Case-study 2 Female, Occupational Therapist
2 years since qualification
1 year in EIS

Single, male student. Aged between 15 and 18 years old. Diagnosis of possible
psychosis, with language deficits and depression. No substance use.

Case-study 3 Male, Clinical Psychologist
20 years since qualification
16 years in EIS

Single, male student. Aged between 15 and 18 years old. Diagnosis of hypomania
and psychosis. No substance use.

Case-study 4 Female, Occupational Therapist
2 years since qualification
1 year in EIS

Single, male student. Aged between 15 and 18 years old. Diagnosis of schizophrenia.
Cannabis use.

Case-study 5 Female, Clinical Psychologist
5 years since qualification
5 years in EIS

Single, unemployed male. Aged between 19 and 24 years old. Diagnosis of depression,
anxiety and psychosis NOS. No substance use.

Case-study 6 Female, Social Worker
20 years since qualification
1 year in EIS

Female student in a de facto relationship. Aged between 19 and 24 years old. Diagnosis
of Bipolar Affective Disorder with psychotic features. No substance use.

Case-study 7 Male, Clinical Psychologist
8 years since qualification
8 years in EIS

Single, male student. Aged between 15 and 18 years old. Diagnosis of schizophreniform
psychosis and autism spectrum disorder. Cannabis use.

Case-study 8 Female, Occupation Therapist
1 year since qualification
< 1 year in EIS

Single, female student. Aged between 19 and 24 years old. Diagnosis of depression and
psychosis NOS. No substance use.

Case-study 9 Female, Social Worker
8 years since qualification
< 1 year in EI

Single, unemployed female. Aged between 19 and 24 years old. Diagnosis of depression
and psychosis NOS. No substance use.
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content. Desire and enthusiasm to engage were not the
only factors that impacted this, but also practical (e.g.,
financial, transport), psychological (e.g., residual symp-
toms, side-effects from medications) and support (care-
giver involvement and capacity to actively provide
support) factors.

Case-manager influences on engagement
Building trust and connection
‘Case-management’ was described under four domains:
understanding the young person (e.g., building a formu-
lation); mental health treatment (e.g., making sense of
experiences); psychosocial support (e.g., supporting peer
connections); and caregiver support. To facilitate all as-
pects of treatment, connection and trust needed to be
established and maintained between case-manager,
young person and if applicable, caregiver.
Investing time and maintaining consistency within the

treating team were themes that were prevalent when dis-
cussing building trust and connection. An example of this
came from a case-manager discussing her relationship
with a young person who attended few appointments:

“It's challenging in terms of engagement and access
and being able to have that kind of continuity and so I
don't really feel like we've achieved necessarily a whole
lot in the time that we have worked together but I
suppose the fact he's saying he doesn't want someone
new and he does come in when he can … There’s
definitely potential to continue working there.” (Case-
manager 1)

Without consistency, it was felt that the young person
would not have maintained engagement with the service.
The other important aspect of building trust and con-

nection was the importance of investing time in a young
person even if not present for appointments, by main-
taining contact by phone, text messages or outreach.
This helped build trust over time and offered alternative
opportunities for connection.

Relational approaches to engagement
Case-managers used a range of relational approaches to
enhance engagement, including showing an interest in
the young person and maintaining a collaborative ap-
proach. It was evident that case-managers had individu-
alized approaches to each young person, their core aim
being to understand the young person’s experiences and
make themselves useful to the young person:

“We talked about [his interests] and I guess I made a
bit of a pitch about what we could do for him, in
engaging with [EIS] as well. And actually, it's a bit
ridiculous but I remember leaving him and thinking, ‘I

think this will go alright’ cause he was like, ‘You're a
cool dude!’ So, it must have been a reasonably okay
first experience for him.” (Case-manager 7)

Working collaboratively with the young person afforded
opportunities for trust and connection to build, and
empowered the young person to drive the focus and pace
of their treatment:

“I guess for me as a clinician I do focus very strongly
on rapport building and taking cues from the young
person, so not sort of rushing or pushing anything so
hopefully that's created a sense of [young person]
feeling quite comfortable and maybe like she's in
charge of the pace that we progress.” (Case-manager 9)

However, balancing collaboration when there was pas-
sive engagement was difficult:

“I think we obviously have some goals in mind. I'm
always mindful in having done recovery plans and
stuff that you have your own stuff which is really
about keeping people well … but I think it needs to be
driven outside of that. It needs to be driven by the
client … Which is not always easy if they don't want to
be here or, you know, if they don't actually have any
particular goals”. (Case-manager 6)

Strategies to promote engagement
Case-managers believed that a number of approaches
and strategies promoted engagement. For example, one
case-manager described the value of conversations that
occurred in a less formal setting, for example in the car:

“And also, the fact that when you are sitting in an
office, kind of face to face, there's a different
interaction between sitting in a car, listening to music.
He knows that I have my iPod every time and he
knows that I've got a cord and he can plug his phone
in, so the music really helps with the engagement as
well. And he's shown me some of his favorite rappers,
and I've shown him some of mine, that wouldn't
happen in an office.” (Case-manager 4)

Case-managers also described strategies used during ses-
sions to promote a therapeutic space. These included
balancing the involvement of others (caregivers, treating
team, other services) and considering the use of lan-
guage to be fully understood by the young person. When
engagement was difficult, case-managers sought advice
and support from the broader EIS team through weekly
clinical reviews, clinical supervision or informal contacts.
However, engagement was predominantly described as
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individual interactions within the young person – case-
manager relationship, and as such, there was a sense of
case-managers working in isolation from the broader
team.

Individual case-manager qualities
The way case-managers worked with the young person
was also influenced by specific factors that they brought
to the relationship. An example of this was their level of
experience and the way clinical risk was addressed
within the context of treatment, recovery and the thera-
peutic relationship:

“There’s specific topics that I feel like we kind of, she's
talking in one direction and I might be struggling to
follow. So especially around like suicide and self-harm.
I find these topics really challenging to kind of make
her feel safe and elicit the information that I'm trying
to find out.” (Case-manager 8).

Different disciplines also approached recovery goals in
different ways, for example, occupational therapists
tended to focus on meaningful activities, and psycholo-
gists tended to focus on therapy. The ability to do dis-
cipline specific work influenced job satisfaction:

“He’s a really good client to have, l really enjoy
catching up with [young person] and as far as my
caseload goes, [young person] is a breath of fresh air.
He’s a good therapy client, he engages really well, and
I enjoy his company.” (Case-manager 5)

Case-manager gender or age was noted by two case-
managers, but not identified as a significant advantage
or deterrent to engagement. Instead, the relational ap-
proaches and a commitment to investing time in the
young person were identified as more important facilita-
tors of engagement.

Influences of the EIS system on engagement
The nuances of time
Time was discussed in positive and negative terms. En-
tering into treatment with the knowledge that this could
be offered over a period of 24 months supported
engagement:

“We’ve got plenty of time to work with him, so that
immediately took the pressure off both of us, which I
think, paradoxically, actually meant that he was able
to be more open, because he didn't feel under any kind
of pressure to do that.” (Case-manager 3)

Appreciation of time was echoed by all case-managers,
who communicated to the young person and their

caregivers that there was someone there for them
longer-term.
However, there was also a perceived lack of time to do

all that was needed to provide comprehensive and holis-
tic care. This was attributed to the quantity and acuity
of young people on a case-managers caseload, staff turn-
over and administrative tasks. Case-managers worried
about the impact of this on their capacity to build trust
and connection with the young person, and to follow
through on priorities. There was also concern that when
disengagement occurred, this impacted the overall time
and treatment that young people had available to them,
as time with the service was two consecutive years with
no available options to advocate for additional time.
Case-managers described a balance between desired care
provision and actual care provision:

“I do feel like [young person]’s someone, if you know
there was a period of disengagement, and I said to her,
“Hey, let me meet you at your local cafe and shout you
lunch and we'll catch up then”:, that probably would
work really well, but there's just not time or money to
do that kind of work really, it is quite difficult.” (Case-
manager 9)

Lack of time also impacted on the case-managers’ cap-
acity to engage in activities such as clinical supervision,
session planning and reflection. Case-managers felt that
not having this space available could have led them to
only be partially present in sessions at time, and this
may have impacted on the quality of their therapeutic
relationship with the young person:

“There are times when I might have a session and
maybe, you know, I think often it's about where I’m at
and where my head's at … nothing really kind of
comes out of it, or I feel like nothing's really come out
of it. I don't know necessarily how she would feel.”
(Case-manager 6).

Young person engagement and associated work satisfac-
tion, which may impact staff turnover and available clin-
ical resources, was therefore both impacted by, and
contributed to, service level factors.

Discussion
Case-managers spoke of engagement as a multifaceted
process that they endeavoured to facilitate. Many factors
were outside of their control (e.g., young person and
caregiver factors; influences of the EIS system). Despite
this, they held responsibility for engaging the young per-
son in treatment. This led to a strong focus on factors
that they brought to the engagement process (case-man-
ager influences). They worked within the resources
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available to them to creatively connect with the young
person and build trust. The complex environment in
which this engagement occurred is shown in Fig. 1. To
our knowledge, this is the first study to discuss what is
anecdotally known about the limitations of engaging
young people with FEP within current EIS service sys-
tems, but not evidenced within the existing literature.
Case-managers described the young people in the

study as having varying levels of participation and en-
gagement. This builds upon previous studies that have
conceptually explored treatment participation [15] and
studies that have described engagement as a dynamic
process that occurs on a spectrum [12]. It is interesting
that given attempts to recruit a real-world sample of
young people, most (six) participants were described as
experiencing good engagement. This may be due to a re-
search participant bias, i.e., people who consent to

research may be those who are more engaged with a ser-
vice. Or this may highlight the inherent need for support
experienced by young people after experiencing a first
episode psychosis, especially if they engage with the EIS
in some capacity (i.e., not those who do not engage with
the EIS at all).
Previous research has also suggested that individual

circumstances and motivations create a need that aligns
with services and treatments, and this directly influences
the level of service engagement [16]. From this study, all
young people had a need that the EIS could meet. When
a case-manager was available to a young person who
was passively engaged, for example through outreach,
the young person interacted with the case-manager, and
there was engagement within that interaction. Often the
person’s need was to understand the loss of identity ex-
perienced with psychosis, and to rebuild autonomy [11].

Fig. 1 The operational and human constructs of engagement
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This contrasts with previous findings in studies with
adult cohorts, for example Priebe, Watts, Chase and
Matanov [17] who found that loss of identity and auton-
omy fueled disengagement with mental health services.
Reasons for passive engagement were commonly re-

lated to practical (e.g., financial, transport), psychological
(e.g., residual symptoms, side-effects from medications)
and support (caregiver involvement and capacity to ac-
tively provided support) factors. This is of particular
interest as structural adversity, trauma and poor com-
munity support are some of the key reasons for poor
treatment response and outcomes in this population
[18]. In a society with increasing inequity and diversity,
ensuring that flexible and assertive services can be of-
fered to these individuals is of upmost importance. In-
tensive case-management models, which include
resourcing for outreach and more assertive treatment,
should therefore be considered as a service priority for
this population [19].
The qualities of the individual case-manager also con-

tributed significantly to the engagement process. Case-
managers brought both static (e.g., experience, gender,
profession) and dynamic (e.g., motivation, fatigue) char-
acteristics to each relationship. Static demographic fac-
tors were not identified to be a primary deterrent or
motivator for engagement, with personal characteristics,
such as a collaborative and relaxed approach, being of
more value. This correlates with what young people and
their caregivers identified in Tindall, Allott, Simmons,
Roberts and Hamilton [11]. However, case-managers
identified having greater job satisfaction when the goals
of the therapeutic relationship were matched with their
specific professional skills (e.g., occupational therapist
enjoying a focus on building meaningful activities).
Given the generic role of most case-management roles
in EISs, and the increasing administrative tasks associ-
ated with the roles, the concept of matching young per-
son and case-manager depending on needs/skills may
have better outcomes [10].
The dynamic risk factors of motivation and fatigue de-

scribed by some case-managers have the potential to in-
fluence any contact. As poor relationships with case-
managers are a significant contributor to disengagement
[20], the risks associated with these factors are high.
Some of these risks may be mitigated through support,
supervision and the team approach taken by the EIS.
However, as engagement was described to occur within
the therapeutic relationship and not within a broader
team environment, the importance of these team sup-
ports may not be fully realised.
The EIS model of assertive engagement appeared to be

adopted by all case-managers interviewed and was cen-
tral to their reflections on each young person’s level of
engagement. Case-managers also spoke optimistically of

the potential for both functional and symptomatic recov-
ery for each of the nine young people in the study. It is
likely that this sense of hope and the onus on the case-
manager to facilitate engagement translated through to
their contacts with the young person and their care-
givers, protecting against disengagement.
Case-managers placed importance on being collabora-

tive in their approach with young people. Similar find-
ings were identified from the analysis of young person
and caregiver data from this study [11]. This aligns with
the recovery movement, which promotes the importance
of clients taking risks and clinicians tolerating the possi-
bility of failure [21]. However, given that case-managers
also felt responsible for building and maintaining en-
gagement, there lies a tension between assertively dem-
onstrating care, and supporting young person’s choice.
O’Keeffe, Sheridan, Kelly, Doyle, Madigan, Lawlor and
Clarke [22] add further context to this tension by exam-
ining client perspectives of legislative shifts towards re-
covery focused care. In a cohort of people who were
recruited from an EIS for FEP and followed up over 10
years, experiences of recovery orientated care for those
who did not achieve symptomatic and functional recov-
ery were associated with feelings of abandonment by ser-
vices. Assertive engagement is an integral aspect of the
EIS service model [3]. How individual services manage
and deliver this model varies across sites; however, at
the EIS studied, these principles were apparent and
valuable.
Alongside the young person and case-manager factors

sits the greater macro-level factors impacting mental
health service delivery. These range from law (e.g., men-
tal health acts; management of clinical risk) to the
broader political landscape (e.g., resource allocation).
This became apparent in this study in relation to time as
a resource. It was found that good engagement is associ-
ated with a longer treatment period, but it remains diffi-
cult to meet the individual needs of each client, given
caseload sizes and other demands. Given the potential
negative impact of this, advocacy for the resources to
provide assertive approaches to engagement and a sub-
stantial treatment time should continue at both an indi-
vidual service level and within the larger political
environment.
The experiences described by the case-managers in

this study are shared amongst health professionals from
broader mental health treatment services. Internation-
ally, many countries have established Assertive Outreach
Teams (AOTs) to enhance treatment provision for cli-
ents with serious mental illnesses who are difficult to en-
gage, have high levels of need and experience frequent
psychiatric inpatient admissions [23]. These teams are
similar in structure to EISs, as they aim to have small
caseloads and can therefore be more flexible in their
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treatment approaches. It is interesting, but not surpris-
ing to realise that the concepts of time (longer treatment
periods to invest in the person) and the therapeutic
relationship are themes that have emerged from the
qualitative engagement literature conducted with clini-
cians in AOTs [17, 24, 25]. The perceived paucity of
time in generic community mental health services is also
highlighted by consumers who have experienced both an
AOT and a community mental health team [26]. If there
is to be any change in the overall experience of engaging
with mental health services, and consequently mental
health outcomes, all services could benefit from adapting
components of AOT and / or EIS models of care.
Although this study provides valuable insights into

the case manager experience of engagement, there were
limitations. The researcher was associated with the EIS
and despite careful consideration to dual relationships
and confidentiality, this may have impacted on partici-
pants willingness to openly reflect. The findings of this
study may also be site specific due to large variabilities
in the way EISs are resourced and delivered. Interest-
ingly, there were no case-managers from a nursing
background involved in the study at this data collection
point, which limits the understanding and comparabil-
ity of the nursing experience of engaging young people
with FEP in EISs.

Conclusions
The importance of actively offering care to young people
after a FEP cannot be overstated. EISs must consider the
demographics of their young people, offering a service
that is flexible to their needs. This allows the opportun-
ity for all young people to be offered the opportunity to
engage, regardless of their socioeconomic background,
illness or support systems. Resources to facilitate this in-
clude time, capacity to outreach and opportunity for al-
ternative modes of engagement. Whilst this is built into
the theoretical ideal of EISs internationally, the reality
often varies due to resources and diverse applications of
the model. Alongside this, considering and matching in-
dividual case-manager skills to young person needs may
also enhance young person outcomes and case-manager
work satisfaction.
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5.3 Summary of chapter 

This chapter has presented and discussed how clinicians at an EIS experience the process 

of working with varying levels of engagement. It highlights the complexities of engagement 

beyond that of a singular therapeutic connection and begins to question how broader service 

systems and society impacts the engagement process. Read alongside chapter 4, which 

summarised young person and caregiver perspectives of initial engagement, it offers a fuller 

understanding of the experience of early engagement within an EIS. How these experiences 

are impacted and influenced over time will be explored in Chapter 6. 
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Chapter 6 Longitudinal Qualitative Findings 

6.1 Introduction to chapter 

This chapter contains the final findings paper of Study Two. It consists of the paper 

‘Engagement processes within an early intervention service for first-episode psychosis: A 

longitudinal, qualitative, multi-perspective study’ (Tindall et al., 2020) which was accepted for 

publication on the 12th June 2020 in the journal Frontiers in Psychiatry. This paper addresses 

the final research aim of this thesis (Aim 3), which is to understand what causes and maintains 

periods of disengagement from EISs for FEP over time. This paper is unique to the literature 

on engagement and disengagement as to my knowledge it is the only multi-perspective, 

longitudinal, qualitative study seeking to understand experiences of disengagement in EISs.  

Similar to the previous findings paper in Chapter 5, I wrote this paper whilst working in 

the executive management position at another health service. In my role both as a manager and 

mental health nurse, I was exposed to, and participated in, extensive discussions on mental 

health service provision in light of the release of the Australian Productivity Commission in 

Mental Health’s draft report (Productivity Commission, 2019) and the Royal Commission into 

Victoria’s Mental Health System. Both these reviews, which are ongoing at the time of writing 

this thesis, highlight wide-ranging issues in the existing mental health system in Australia, with 

the Productivity Commission’s report specifically highlighting issues within youth mental 

health services. Both reviews agree that the mental health system is inherently broken. Similar 

issues were reflected in my analysis of my data, as I realised the significant impacts models of 

care and service delivery have on disengagement processes. 

6.2 Disengagement processes within an early intervention service



Disengagement Processes Within an
Early Intervention Service for First-
Episode Psychosis: A Longitudinal,
Qualitative, Multi-Perspective Study
Rachel Tindall 1,2,3*, Magenta Simmons1,2, Kelly Allott 1,2 and Bridget Hamilton3

1 Orygen, Parkville, VIC, Australia, 2 Centre for Youth Mental Health, The University of Melbourne, Parkville, VIC, Australia,
3 Department of Nursing, The University of Melbourne, Carlton, VIC, Australia

Background: Specialized early intervention services for first-episode psychosis have
been well established in many countries to meet the unique needs of this group. However,
with high drop-out rates, these services would benefit from understanding the factors that
influence a person's decision to engage with, or disengage from, them. No research has
explored the experiences of engagement and disengagement over time, from the
perspectives of the person who experienced a first-episode psychosis, their caregiver,
and their clinician. This information is crucial to help services better respond to the needs
of the people using them. The aim of this study was to understand what causes and
maintains periods of disengagement from early intervention services for first-episode
psychosis over time.

Methods: Using a longitudinal, qualitative approach, young people, their caregivers, and
their clinicians were followed through their first year with an early intervention service for
first-episode psychosis in Melbourne, Australia. Qualitative interviews were completed
between 3–9 weeks, 4–7 months, and 11–15 months after entry to the service (or at
discharge if earlier). Trajectory analysis was used to understand the data.

Results: Qualitative interviews were conducted with 24 participants (55 interviews).
Young people were aged 15–24 years, came from a variety of cultural backgrounds
and had various psychotic diagnoses. Three major processes were identified that, over
time, led to periods of service disengagement: a mismatch between service model and
individual presentation (service mismatch), a lack of shared purpose (aimless
engagement), and responses to individual circumstances (reactive disengagement).

Conclusion: Triangulating experiences of engagement across young people, caregivers,
and clinicians allows for a comprehensive understanding of what precipitates service
disengagement. This study demonstrates how early intervention services for first-episode
psychosis are meeting the needs of young people and caregivers, and what areas warrant
improvement. The needs of service users and patterns of disengagement vary. In turn,
services must be flexible and responsive to individual circumstances. The results of this
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study recommend that local and international policies move away from diagnostically
driven models of care, to better provide an inclusive treatment service for people with
transdiagnostic mental health presentations.

Keywords: first-episode psychosis, early intervention, qualitative research, service engagement,
case-management

INTRODUCTION

Recent findings from an independent review of mental health
services in Australia have identified that overall, mental health
services are not fit for purpose (1). They are not consistently
meeting the needs of the people who they were developed to
serve, a finding which is replicated internationally (2). Reasons
for this are complex and varied. Mental health services are a
component of a health system that is overall designed to treat the
characteristics of physical illnesses. There are notable
distinguishing factors that should be taken into account
specifically for mental health service provision, including the
earlier age of first episode of illness and the need for holistic,
connected, and comprehensive treatment beyond that informed
by the medical model. While these factors have been identified,
researched and subsequent improvements made, changes in
service provision have not been consistent, timely, or
appropriately financed (1).

Early intervention services (EISs) for first-episode psychosis
(FEP) were developed in the 1990s in response to the need for
improved serviceprovision (3).The termpsychosis refers to a group
of symptoms that impact a person's understanding and experience
of reality (4). A FEP has substantial impacts on well-being, and
individuals with psychosis benefit greatly from targeted
interventions. Research has demonstrated that EISs better meet
people's needs and ultimately facilitate better outcomes for people
presenting with FEP than general mental health services (5).

Internationally, EISs for FEP operate with varying levels of
treatment intensity and duration (6). Taking into account that 75
percent of mental health disorders begin before the age of 25 (1),
EISs provide developmentally appropriate bio-psycho-social
interventions that may include medication, case-management,
therapy, group programs, caregiver support, psychosocial
support, and vocational support (7). In Australia, specialist
multidisciplinary teams (nurses, psychologists, psychiatrists,
other allied health professionals) provide treatment over the
first 2–5 years following the FEP. However, engagement in
interventions is often poor, with young people pre-emptively
exiting EISs at rates between 6 and 60 percent (8).

Mental health service “engagement” and “disengagement” are
complex constructs. There are currently no consistent,
comprehensive definitions of engagement or disengagement
(8). This means that research measuring and seeking to
understand these constructs is often contradictory or not
translatable to other settings. Encouragingly, there is a shift in
the literature from engagement as a binary key performance
indicator or target to be achieved, toward engagement as a
continuous process requiring intervention. This shift is

informed by important findings from the substantial
qualitative research undertaken on this issue (9–11). For the
purposes of this study, we define engagement as a dynamic
construct consisting of sustained and active connection with
mental health services while there is a mutually articulated need.
Disengagement is understood as a break in meaningful
therapeutic contact that is not mutually agreed upon, on either
a temporary or permanent basis.

Our understanding of what precipitates disengagement
remains vague. Quantitative research has demonstrated
varying prognostic factors that may lead an individual to
becoming more at-risk of disengagement, but these are not
definitive and do not suggest strategies to improve engagement
(12). Qualitative research is better placed to understand what
leads to fractures in engagement, with findings summarized in
recent systematic reviews and meta-syntheses (9–11). Factors
such as disempowerment, change in clinician, and stigma are
generally understood to contribute to a young person's desire to
disengage from a service; however, these experiences require
more focused attention to fully understand them. These studies
identified gaps in the literature which impact our comprehensive
understanding of engagement and disengagement, such as
clinician and longitudinal experiences.

To address these gaps in our understanding on engagement
and disengagement, we have conducted a larger qualitative
longitudinal study. We initially sought to understand early
experiences of engaging with EISs for FEP and found that
young people and their caregivers value the personal and
relational aspects of engagement, such as building a trusting
relationship with a clinician (13). Young people and caregivers
entered the EIS with varying levels of treatment participation and
desire for engagement, and engagement significantly benefited
from tailoring treatment to the young person's goals at this early
stage of contact.

We then sought to understand clinicians' experiences of
engagement. While there is extensive literature examining
processes that fall within the construct of engagement, such as
the therapeutic relationship and rapport, there is limited research
specifically seeking to understand clinician experiences of
engagement with, and disengagement from EISs for FEP (11).
Our findings identified the importance of resource allocation,
models of care, and the demographic characteristics of the young
person or clinician (14). Clinicians described holding the
ultimate responsibility for engagement, and they perceived
disengagement as both episodic and something that could
be altered.

Both of these studies report on engagement at a period in time
using a cross-sectional approach to data collection. This is
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consistent with most previous qualitative studies which limits
our ability to fully understand the nuances of engagement and
disengagement over time. There is also limited understanding of
disengagement as an episodic phenomenon that may ultimately
be altered. The aim of this study, therefore, is to enhance our
understanding of what initiates periods of disengagement in the
first year of connection with an EIS for FEP and whether these
experiences change over time, from the perspectives of the
person who experienced a FEP, their caregiver and their
key clinician.

MATERIALS AND METHODS

Study Context
Longitudinal qualitative research using multi-perspective
interviews allows a comprehensive understanding of a
phenomenon over time, particularly focusing on any shifts in
attitudes or preferences (15). This study was designed to provide
a holistic view of the experience and process of disengagement,
by recruiting young people themselves and the key people
around them. Nine participants groups (groups included a
young person, their caregiver if identified and their clinician/s)
were enrolled into this longitudinal qualitative study. Data were
collected between July 2016 and December 2019. The full dataset
follows all participant groups until the discharge of the young
person from the EIS. This paper will concentrate on the initial
year of contact only, as this dataset is the most robust in terms of
participant retention.

The EIS from which the participants were recruited provides
treatment for young people aged 15–25 years of age in
Melbourne, Australia. The EIS operates out of two
geographically spaced clinics and admits young people
presenting with FEP who live within defined catchment areas.
A maximum of 2 years consecutive treatment may be provided at
a clinic or in a community setting of the person's choice.
Cognitive-behavioral case-management is offered by the key
clinician alongside access to a psychosocial program, crisis
team and inpatient care as needed. Clinicians can be allied
health professionals such as clinical psychologists, social
workers, occupational therapists, or mental health nurses;
however, during the data collection period, the majority were

clinical psychologists. A key clinician working full time (40 hours
per week) works with approximately 20–25 young people who
are at varying stages of recovery from their FEP. At the time of
recruitment into the study, approximately 250 young people
were receiving treatment in the EIS across the two clinic sites.

Researcher Reflexivity
Prior to commencing the study and throughout data analysis and
interpretation, we reflected on our preconceived perspectives and
values. This was important in order to transparently
acknowledge our positionality and to bracket perspectives
when conducting inductive analysis. Our perspective, informed
by our clinical and research experience, was that successfully
maintained engagement with an EIS for FEP could benefit all
involved. It could benefit the young person who would receive a
comprehensive mental health service at a critical life stage, it
could benefit caregivers who would receive support and guidance
in caring for their young person and it could benefit clinicians
who wanted to be useful to the person and their caregivers. We
noted our values of commitment to the person's individual
recovery processes, inclusivity and collaboration of all involved,
and provision of excellent, evidence-based care. We
acknowledged and then placed these perspectives and values
aside where possible, in order to hear the real and true
experiences of all participants who were in their own
individual and unique engagement processes.

Young Person Recruitment
We attempted to recruit a “real-world” sample of young people
into the study, as is summarized in our earlier paper exploring
young person and caregivers' experiences of entry into an EIS
(13). An overview of recruitment and data collection is provided
in Figure 1. In summary, 45 young people who experienced a
FEP and were referred into the EIS between July 2016 and March
2017 were approached to participate. Inclusion criteria were
broad, with the only exclusion criterion being young people
who had a clinical or personal relationship with a member of the
research team, or who were unable to participate in qualitative
interviews (for example, due to poor cognitive functioning).
Language was not an exclusion criteria and interpreters were
offered if English was a second language. An interpreter was used
for one caregiver participant. Young people were introduced to

FIGURE 1 | Overview of recruitment and data collection.
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the study at, or before meeting their key clinician on initial entry
into the EIS. The first nine young people who consented into the
study formed the nine-participant groups. We anticipated that
7–10 participant groups would be sufficient to reach data
saturation, and this was confirmed through active monitoring
of initial interview data.

Participant Group Recruitment
After a young person had consented to the study, they were asked
to nominate a caregiver. We anticipated that not all young people
would identify as having a caregiver, as some young people live
independently from their family or do not disclose their EIS
attendance to their family. If a caregiver was identified, they were
approached by the lead researcher and invited to participate in
the study. If a caregiver was not identified or if they declined to
participate in the study, the participant group continued without
their data.

At the second and third time-points, the allocated key-
clinician for the young person was approached and asked to
participate in the study. It was expected that changes in clinician
may occur over the length of the study and therefore this process
was repeated for each new key clinician. If a clinician declined to
participate in the study, the participant group continued without
their data.

Consent
Ethical approval was obtained from the local human research
ethics committee (HREC/16/MH/131). All participants provided
written informed consent. Due to the potentially fluctuating
nature of psychotic symptoms and levels of distress, consent
was verbally reviewed and confirmed at each interview. Consent
was obtained from a parent or guardian for participants under 18
years old. If any participant withdrew from the study, consent
was obtained for interviews to continue with other members of
the participant group.

Data Collection Procedures
Qualitative interviews were scheduled with participants at 8-
weeks (time-point 1; young person and caregiver), 3–6 months
(time-point 2; young person, caregiver and clinician), and 12–14
months (time-point 3; young person, caregiver and clinician).
Contact was maintained through phone, text, or email to
organize the interview, and interviews were held at a location
of the participant's choice. Telephone interviews were offered as
an alternative, if face-face interviews were not feasible. All
clinician interviews were held at the EIS. Overall, 17 young
person and 10 caregiver interviews were held at the EIS, 4 young
person and 3 caregiver interviews were held at the participant's
home and 3 young person interviews were conducted by phone.
The lead researcher conducted all the interviews.

Demographic data, qualitative interviews, and reflective field
notes were collected for all participants who participated at a
time-point. All data sources are used in describing the findings of
the research. Qualitative interviews were semi-structured and
narrative analysis was used to understand each participant's story
and the relationship/s between key players (16). Questions asked
about: (1) experiences of FEP, recovery and contact with the EIS;

(2) factors that pushed towards, or pulled away from engaging
with the EIS, (3) relationships with other key stakeholders
(young person; caregiver; clinician); and (4) roles and
responsibilities in maintaining engagement. Interviews were
audio recorded and transcribed verbatim. They lasted between
10 and 65 min.

All authors listened to a proportion of audio recordings to
ensure that the interview process was thorough and did not
introduce unnecessary bias. Written interview transcripts and a
summary of the interview themes were returned to each
participant for the purposes of member checking. The
interview summary was also read aloud at the beginning of the
next interview to allow for further member checking and to
remind the participant and interviewer of themes arising from
the last interview. No participant wished to change their data.
Providing this summary prompted elaboration on themes and
for changes in thoughts, feelings, and behaviors to be noticed and
discussed during the interview.

Data Analysis
Following member checking, all data were de-identified, and
analysis commenced. Interviews were managed with a qualitative
data software program (www.dedoose.com). Analysis was
iterative throughout the study, which allowed themes to be
explored in later interviews. The lead researcher completed all
original data coding, with interviews coded thematically prior to
the commencement of longitudinal trajectory analysis.
Interviews were coded and analyzed both by participant group
and time-point. This process is outlined in our previous papers
(13, 14).

Trajectory analysis was undertaken using the method
described by Grossoehme and Lipstein (15) (Table 1). This
analysis method is most appropriate when the research aims
are to understand individual experiences over time, and when the
same cohort can be maintained. Using a trajectory approach
allows the emphasis to be on shifts in preferences, attitudes, or

TABLE 1 | Application of Longitudinal Trajectory Analysis (15).

Step Process

1 Trajectory analysis began when data was collected for all three time-
points. For this study, thematic analysis of each interview had already
been completed before trajectory analysis commenced. This allowed early
identification of themes to inform the longitudinal matrices as described
below.

2 Findings from each unit of analysis (for this study, each participant group)
was mapped into its own matrix (n=9 matrices). Data was organized by
broad themes along the Y-axis and time along the X-axis. The themes
derived from the thematic analysis were emotions, engagement,
therapeutic relationship, engagement motivators and engagement
detractors.

3 A final matrix integrating the 9 trajectories was created. The focus of this
matrix was how the data changed or did not change over time, across all
units of analysis. In this matrix, the Y-axis was organized by themes and
the X-axis was organized by participant group.

4 Data analysis was conducted from the final matrix with reference back to
the first set of 9-matrices as needed. New conceptual groupings were
identified as time-related concepts emerged during coding.
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explanations regarding the phenomenon, which may be missed
using a cross-sectional approach. For this study, the research
aims were to understand experiences of engagement with an EIS
for FEP over a 12-month period, primarily focusing on
flashpoints for disengagement.

Researchers met frequently to discuss the emergent findings.
A sample of interviews were listened to and coded by the entire
research team, and all cases were discussed in depth in a 5-h
workshop held to develop and refine longitudinal themes.
Differences in opinion were minor, with the research team
iteratively consulting the data to make any refinements to
codes and themes.

RESULTS

Participant Group Overview
Nine participant groups (young person, caregiver/s if applicable
and key clinician/s) were followed through their first year of
treatment with the EIS. There were 24 participants (9 young
people; 5 caregivers; 10 clinicians) resulting in 55 qualitative
interviews. There were changes in clinicians for two participants
during the 12-months. One clinician was present in two case-
studies and their demographic details are only reported once.
Characteristics of the participants recruited to the study are given
in Table 2. Three young people had periods of treatment under
the Victorian Mental Health Act (2014) at times of acute need or
high risk, but overall participants participated in the service on a
voluntary legal basis. Table 3 provides details of the interviews,
including study attrition. Two young people participants
experienced significant periods of complete disengagement
from the EIS yet were retained in this study.

Disengagement Processes
Prominent in the data were three processes that led to periods of
disengagement from the EIS: a mismatch between service model
and individual presentation (service mismatch, affecting five
participant groups), a lack of shared purpose (aimless
engagement, affecting four participant groups), and responses
to individual circumstances (reactive disengagement, affecting
six participant groups). Six participant groups experienced more
than one type of disengagement process as is demonstrated in
Figure 2. There were varying reasons for, and successes in service
re-engagement.

Service Mismatch: A Mismatch Between Service
Model and Individual Presentation
Entry into the EIS in each case was precipitated by psychotic
symptoms that were assessed as clinically significant and
warranted comprehensive early intervention. Young people
and caregivers were unsure of what treatment in the EIS would
entail and were grateful that clinicians, who they perceived as the
experts, could guide them forward in their recovery journey.
Clinicians described their early priority as developing a shared
understanding of the bio-psycho-social vulnerabilities that may
have contributed to the development of the psychotic symptoms.

For two young people (participant group two and participant
group eight) in the initial weeks of their contact with the EIS,
their psychotic experiences were understood in the context of a
communication disorder, a personality disorder, and for both of
them, comorbid depressive disorders. The two young people did
not easily fit into the FEP EIS model of care as their primary
diagnosis was not a psychotic disorder. It is notable that the
distress and risks that featured in these cases (e.g., school
difficulties, relationship breakdowns, deterioration in mood)
were like the distress and risks present across the seven other
young people. However, in these two cases, clinician and service
attitude shifted from encouraging engagement, to uncertainty
about the purpose of engagement and less confidence in knowing
how to support the young person:

TABLE 2 | Participant Characteristics.

Total

Young
People

9

Sex (female/male) 3/6
Age at recruitment [mean
(range)]

18.4
(15–24)

Ethnicity
Australian 4
Australian/British 3
Asian 1
North American 1

Diagnosis (psychotic
symptoms)

Schizophrenia 3
Bipolar affective disorder 2
Depression with psychosis
NOS

3

Communication disorder 1
Periods of treatment
under the Mental Health
Act at times of acute need
and/or high risks

3

Occupation
Student 6
Employed 0
Unemployed 3

Substance use 4
Forensic history 2

Caregivers 5
Sex (female/male) 5/0
Role

Mother 4
Partner 1

Clinicians 10
Sex (female/male) 7/3
Occupation

Social worker 2
Psychologist 4
Occupational therapist 4
Registered nurse 0

Years since qualification
0–2 years 3
3–4 years 2
5–10 years 3
10+ years 2
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“So that's what I struggled with the most, I think.
Wanting to engage someone who, his view on reality
is fine, and you know, it's not a psychotic picture. It's a
more depressive picture, which again, like I said, I don't
have a lot of experience in … And engaging him was
very challenging, and it still is.” [Clinician 2, Time-
Point 2]

Lack of diagnostic “fit” also became apparent for three more
young people over time, as primary diagnoses were determined
to be mood or anxiety disorders or both. This led to increasing
frustrations for these study participants, including clinicians, as
they tried to provide evidence-based practice for FEP which did
not align with the young person's primary needs:

“I suppose the main reflection is, I hope I've
summarized, is just around the difficulty of doing
client-centered work in a system that doesn't really
cater to what might be best for the client. For me, that
became a difficult space.” [Clinician 9, Time-Point 3]

In these cases, intervention shifted from building a
therapeutic relationship that was expected to continue for 2
years, to clinicians seeking alternative options, often outside

TABLE 3 | Details of Interviews Conducted.

Time-point 1 Time-point 2 Time-point 3 Total Interviews
3–9 weeks 4–7 months Discharged (n = 4): 8–12 months

Continuing in EIS (n = 5): 11–15 months

Participant group 1 Young person Interviewed at 3-weeks Interviewed at 5-months Discharged and interviewed at 11-months 6 interviews
Caregiver Interviewed at 3-weeks Dropped out
Clinician 1a/clinician 1b Interviewed at 5-months Interviewed at 11-months

Participant group 2 Young person Interviewed at 8-weeks Dropped out Discharged at 8-months 6 interviews
Caregiver Interviewed at 8-weeks Interviewed at 5-months Interviewed at 8-months
Clinician Interviewed at 5-months Interviewed at 8-months

Participant group 3 Young person Interviewed at 7-weeks Interviewed at 5-months Interviewed at 15-months 8 interviews
Caregiver Interviewed at 7-weeks Interviewed at 5-months Interviewed at 15-months
Clinician Interviewed at 5-months Interviewed at 15-months

Participant group 4 Young person Interviewed at 8-weeks Interviewed at 5-months Interviewed at 14-months 8 interviews
Caregiver Interviewed at 8-weeks Interviewed at 5-months Interviewed at 14-months
Clinician 4a/clinician 4b Interviewed at 5-months Interviewed at 14-months

Participant group 5 Young person Interviewed at 8-weeks Interviewed at 4-months Discharged and interviewed at 8-months 5 interviews
No caregiver identified
Clinician Interviewed at 4-months Interviewed at 8-months

Participant group 6 Young person Interviewed at 7-weeks Interviewed at 4-months Interviewed at 11-months 5 interviews
No caregiver identified
Clinician Interviewed at 4-months Interviewed at 11-months

Participant group 7 Young person Interviewed at 9-weeks Interviewed at 7-months Interviewed at 15-months 8 interviews
Caregiver Interviewed at 9-weeks Interviewed at 7-months Interviewed at 15-months
Clinician Interviewed at 7-months Interviewed at 15-months

Participant group 8 Young person Interviewed at 8-weeks Interviewed at 4-months Interviewed at 11-months 5 interviews
No caregiver identified
Clinician Interviewed at 4-months Interviewed at 11-months

Participant group 9 Young person Interviewed at 6-weeks Interviewed at 6-months Dropped out, discharged at 14-months 4 interviews
No caregiver identified
Clinician Interviewed at 6-months Interviewed at 14-months

Total interviews 14 interviews 21 interviews 20 interviews 55 interviews

FIGURE 2 | Theme distribution.
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of the EIS, for ongoing support. Clinicians started to
disengage from the therapeutic relationship themselves and
subsequently, experiences of engagement for all parties
became increasingly superficial. This can be contrasted with
other case-studies in which young people clearly fitted into the
EIS diagnostic model of care (i.e., young person with a
diagnosis of schizophrenia), and there were subsequent
assertive and complex attempts to maintain engagement
with the young person and their caregivers.

Complicating this was a lack of shared understanding across
all stakeholders about the reasons for exploring alternative
treatment options. For all participant groups where caregivers
were involved, there was a strong desire for sustained and active
engagement with the EIS to continue regardless of preliminary
or actual diagnosis. They described the trauma of navigating
systems to find any help for their young person, and there was a
sense that the EIS and the clinician were lifeboats they were
holding onto firmly. Diagnoses and formulation were helpful in
building caregiver and young person understanding of what
was happening and helped normalize psychotic and other
mental health experiences for them. However, the most
significant concern for all was the ongoing disruption to
young people's developmental trajectory. This disruption to
developmental trajectory was seen across participants,
regardless of whether a psychotic disorder was their primary
diagnosis. If discharge from the EIS due to lack of diagnostic
“fit” was discussed or facilitated at early stages of care,
especially when caregivers had not seen an improvement in
their young person's presentation, this was accompanied by
strong emotions of confusion and uncertainty:

“Cause I said to [clinician], what can I do with this kid
if he's just shut up at home. I mean, he doesn't want
anything, but what can you do? He's just there, like,
trapped. When I talk … And when I talk to him, he
seems to just get a bit hysterical, like, angry, and he
doesn't want me to remind him about school. He, he
likes it when I talk to him about some things, but not
the future.” [Caregiver 2, Time-Point 3]

Young person reactions to early discharge varied significantly.
The young person in participant group two passively engaged
with the service throughout his period of care; his engagement
was heavily influenced by his caregiver's willingness to commit.
As early discharge was discussed and facilitated, he increasingly
withdrew from the service. This is in direct contrast to the young
person in participant group eight who became increasingly
distressed as discharge approached, resulting in discharge plans
falling through and her remaining engaged with the EIS.

Aimless Engagement: A Lack of Shared Purpose
Clinicians described a second important aspect of the EIS model
of care as identifying and working toward mutual goals in the
context of a therapeutic relationship. Within the participant
groups over the initial 12-months, periods of disengagement
notably occurred when goals were misaligned or driven by
people other than the young person:

“He's very blase ́ about the whole thing—I don't know
why I have to come; I don't really get a lot out of
coming' … He feels obliged to come because he's in the
service and mum makes him come.” [Clinician 2,
Time-Point 2]

Two main factors contributing to this were breakdowns in
communication and difficulty accessing supports that the young
person required.

When a lack of shared purpose was due to communication
breakdowns between different stakeholders, engagement was
driven by the dominant voice within the participant group.
This dominant voice was predominantly the clinician or the
caregiver, with the young people in these cases often describing
being unable to talk about how engagement and treatment was
for them. An example of this can be found in participant group
eight, where the young person felt her needs were not being met
but did not want to upset the clinician by articulating this:

“Interviewer: Is there anything else that's not
been helpful?
Young Person: Well, I wouldn't say it's not really helpful
but I'm not sure, like, the depression hasn't really been
going away. I'm still, like, deciding like when is it gonna go,
like, when will it lessen? It's like—It's not, like this is good
and stuff, but it's not really doing anything.
Interviewer: Yeah. How does that feel for you?
Young Person: Kind of feel like I'm still stuck. And, like,
you feel some progress but not very much.
Interviewer: Yeah. Do you feel able to talk about that
with [clinician] or do you feel like you're not able to talk
about—?
Young Person: No, not really. I think it's the one thing
that I just want to like, don't want her to feel like she's
not enough.” [Young Person 8, Time-Point 2]

This meant that the purpose of engagement was driven by the
clinician and focused predominantly on addressing social
connectedness rather than targeting symptoms of depression.
The decreasing participation of the young person due to this
communication breakdown meant that care, over time, became
increasingly paternalistic. While the young person continued
engaging with the EIS, it was only when treatment for depression
commenced that the engagement was identified to be more
useful by the young person and the power imbalance lessened.

Another example of this type of communication breakdown was
found in in participant group five, as articulated by the clinician:

“And he'd disengage occasionally here, like he'd
disappear for a few weeks or be hard to contact. And
I think that was, that's his kind of pattern, if maybe
things were getting too much or he didn't want to … I
don't think [young person] would ever acknowledge
that or may not have been aware of that, because he's a
people pleaser, you know, yeah, I think, you know,
doesn't want to—he always used to say - I'd let you
know, I'd tell you if things weren't going how I'd want
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them to be going in sessions, I'm finding them really
helpful. But my sense is that probably [he] wouldn't
actually have if that makes sense.” [Clinician 5, Time-
Point 3]

As this type of communication breakdown occurred,
engagement appeared to fade away and this only shifted if
there was a clear reason for re-engagement, such as relapse of
symptoms or psychosocial crisis.

Difficulties in accessing supports or unclear expectations on
what the EIS could provide also led to periods of aimless
engagement, as demonstrated by participant group one. The
young person and their caregiver identified an urgent need for
support with accommodation and finances. Lack of stable
accommodation and fluctuating income for illness-related
reasons were impeding other aspects of recovery, such as re-
engaging in vocational activities. However, the capacity to
influence these specific goals sat outside the clinician's
influence, leading to a rupture in the therapeutic relationship
and a lack of clear purpose for ongoing engagement:

“I think [young person] got a bit frustrated. You know
he said he wanted a different accommodation and I
think maybe had a false expectation that I could just
find him a new house and when that wasn't happening,
I wonder if he maybe didn't see as much value in some
of the sessions. I'm just kinda speculating but I think
that might have contributed.” [Clinician 1, Time-
Point 2].

As his clinician was attempting to support him with his
psychosocial needs by discussing them in sessions and
providing advice , the young person had difficulty
distinguishing between what could be provided from within
the EIS and what required linkages and support from external
services. For this young person over the 12-months, there were
repeated clear periods of disengagement from the service as his
more practical needs were not able to be met, followed by re-
engagement due to relapse of acute symptoms.

Reactive Disengagement: Responses to Individual
Circumstances
A more intense type of disengagement process was experienced
when there was a clear change in circumstance. For some
participants, this was due to positive reasons, such as returning
to work or school. Engagement with the EIS became a second
priority that young people would follow through with if it did not
impact on their primary priority. Unfortunately, the constraints
of the EIS (i.e., only operating during business hours) meant that
disengagement often occurred in these circumstances:

“Because I'm starting work and I still want to see a
psychologist. I reckon one thing I could change about
[EIS] is, not changing but adding, like you guys are
open like 2, 3 hours on a Saturday or a Sunday. So, for
people that might be busy during the week, they can still
have a session. And it won't be that long because there

won't be that many people that can't do it during the
week.” [Young Person 3, Time-Point 3].

Disengagement in this circumstance was not only led by the
young person, but could also be clinician driven, with some
young people being discharged from the EIS to a service with
more flexible opening hours:

“So, over the last 6 months, YP got a full-time job,
which is fantastic. And it became quite difficult for her
to attend appointments around the hours that she was
working. So, she disengaged for a very long time,
probably the majority of the last 6 months or so.
Initially there was that contact maintained with mum
and attempts to get her in for reviews, but it was clearly
becoming something that wasn't really working for
either party. So, we had a conversation and decided
to proceed discharge planning.” [Clinician 9, Time-
Point 3].

Another cause of reactive engagement was when there was a
service-initiated break in the therapeutic relationship. Of the
nine case-studies, six young people and most caregivers
specifically discussed the importance of consistency. The
therapeutic relationship between all parties deepened over time
and was unanimously described to be the main positive
influencer of engagement. Any change in key clinician had
marked, negative impacts on service engagement. At the 12-
month time-point, two young people had experienced changes in
key clinicians and three young people had further changes
pending. Reasons for this included clinician resignations and
junior clinicians stepping into key clinician roles for time-limited
periods, as part of graduate training programs.

The impact of change in key clinicians was associated with a
sense of loss. One young person (participant group one) had an
itinerant lifestyle, resulting in him frequently moving between
catchment areas. This meant that the EIS clinic he received care
from changed at the 6–9-month period and subsequently his key
clinician changed. From his perspective, he had built a trusting
relationship with his first clinician and he felt immense loss
at the end of that relationship. This is despite the fact that from
the initial clinician's perspective, therapeutic engagement
was limited due to his infrequent attendance and crisis
driven contacts:

“Like, [Clinician 1a], I probably talked more to and let
more out, but I can't with [Clinician 1b]. Just cause, I
got sort of trust in [first clinician] … Now I can't trust
anyone, not even family.” [Young Person 1, Time-
Point 3].

Trust was built with the second clinician over time with
consistency in approach and eventually it was identified as
stronger than with the first clinician. Despite this, the young
person continued to move frequently and at 12-months, was in
the process of being discharged to another service, more local
to him.
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A permanent change in clinician also occurred for participant
group four, in which the young man had most of his
appointments at his house due to poor capacity to attend clinic
appointments. His change in clinician occurred at the 9–12-
month period. The transition was difficult, with the new clinician
struggling to establish contact due to the young person's chaotic
living and social circumstances. On reflection on the change in
clinicians, the young person and their caregiver missed the
connection with the first clinician, but saw the service as a team:

“We think they're lovely too. I can't say—they're all the
same, you know what I mean? Or like, everyone's really
nice and they put in a real lot of work for [young
person]. Do you know what I mean? So, it's sort of no
different what worker he's had, they've all been lovely.
You know, and they care about him. Yeah, so it's good.”
[Caregiver 4, Time-Point 3].

This family unit hadmultiple health and social services involved
throughout their lives, which had appeared to normalize the
experience of key workers changing on a frequent basis. This
meant that change in key clinician did not necessarily initiate
disengagement, but it did lead to periods of reduced quality of
engagement and a loss of momentum in recovery.

DISCUSSION

We aimed to understand what initiates periods of disengagement
in the first year of connection with an EIS. Three major processes
were identified that led to periods of service disengagement: a
mismatch between service model and individual presentation
(service mismatch), a lack of shared purpose over time (aimless
engagement), and responses to individual circumstances
(reactive disengagement). Understanding and seeking to
address these disengagement processes is critical, as
engagement with an EIS following a FEP is often the first
contact individuals have with specialist mental health services.
Experiences of engagement therefore not only impact initial
recovery from the FEP but also establish expectations for
longer-term engagement and influence openness for future
help seeking (12, 17).

In this study, which attempted to follow a real-life cohort of
young people through their first 12-months with an EIS, we
found that eight of the nine participants experienced some form
of disengagement from the EIS, which is higher than the 6–60
percent identified in previous literature (8). However, for most
participants, these experiences of disengagement were not
absolute and occurred with varying levels of intensity. For both
service mismatch and aimless engagement, engagement
deteriorated over time if the precipitator/s did not change.
With reactive disengagement, experiences occurred in the
context of a specific precipitator and were observed to happen
faster and more intensely. There was an important temporal
element to all the disengagement processes that highlights the
need for clinicians and services to be attune to the engagement

experience of young people and their caregivers throughout the
entire episode of care, and not only in the beginning. There
may be an assumption in the FEP EIS model of care of a
pre-determined pathway (i.e., assessment, psychoeducation,
clinical formulation, treatment, and discharge) (18). However,
the model must maintain capacity for increased intensity and
flexibility as risk periods for disengagement occur. One
important example is the need to more actively and intensively
re-engage a young person if their key clinician changes. It is
imperative that care following a FEP is individualized,
responsive, and flexible over time.

In this study, all young people experienced as significant the
impacts of psychotic symptoms on personal, vocational, and
relational aspects of their lives. Young people and caregivers were
focused on psychosocial level of distress and disruption, not on
diagnostic differences. However, the EIS appeared to prioritize
their focus and resources on those young people who would be
diagnostically classed as having a major mental illness (i.e.,
schizophrenia, schizoaffective disorder, bipolar affective
disorder). This is most likely a consequence of the broader
service, policy, and societal influences on engagement (14, 19).

Contemporaneous understanding of psychotic symptoms is
that they present on a continuum across a variety of mental
health disorders and are a predictor of greater illness severity
(20). The ability to accurately predict the outcome of a FEP is
extremely limited (21). Most people with psychotic symptoms
will never transition to, or meet the diagnostic criteria of,
schizophrenia. However, the translation of this understanding
to clinical practice remains limited. This may be a reflection of
EIS models of care being driven by a focus on first-episode
schizophrenia, rather than truly providing for the broad reality
that is FEP. Psychotic symptoms are often judged for their level
of importance within the context of other presenting concerns.
For example, when a personality disorder is concurrently
diagnosed, psychotic symptoms are often perceived by health
professionals to not be as important to treat as those experienced
by people with, for example, schizophrenia (22). The lack of
attention to people whose psychotic symptoms do not, over time,
align with a schizophrenia diagnosis is a significant shortcoming
of EISs.

Actively committing to translating the early intervention
approach to a broader spectrum of mental health distress is an
important action needed for youth mental health reform (23).
There are substantial benefits to the early intervention approach
when compared with treatment as usual (5). However, there are
clear areas for improvement in meeting the needs of young
people attending EISs for FEP, and alternative models should be
explored. Transdiagnostic approaches, such as clinical staging
models, may reduce the potential for disengagement processes
that are shown to occur due to a mismatch between the person
and diagnostically driven approaches (24–27). Clinical staging
models comprise of stages ranging from stage 0 (asymptomatic
individuals at risk of mental illness) through to stage 4 (severe,
persistent, and unremitting illness). Clinical stage is based
on degree of severity, persistence, distress and functional
impairment, and treatment is personalized accordingly.
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Providing care within one service as young people transition
through the stages of illness and distress would be
transformational for EISs, as it would promote continuity of
care and ensure that the benefits found within early intervention
are accessible to all young people who need them. This would
also be in line with the Australian Productivity Commission (1)
which recommends a stepped care approach to mental health
treatment; that is, access to health care in line with the person's
individual treatment and care needs. A true stepped care model
provides support on a scale from self-management, to low-high
intensity care, to complex care. Given the psychosocial distress
young people and caregivers experienced at entry to the EIS, this
would allow needs-based treatment to be provided, regardless of
the person's diagnosis. Discharge could then occur flexibly at a
mutually agreed upon timeframe, rather than a pre-determined 2
years. Consideration could also be given to periods of less-
frequent and/or young-person initiated contact prior to a
formal discharge, which would afford young people increased
flexibility and ownership in their final disengagement process.

Moving to a more inclusive, transdiagnostic model of care
would also address another current and pressing issue in mental
health, the “missing middle” (1). The concept of the missing
middle describes the group of people who are too unwell for
primary care services but do not meet the diagnostic or risk
criteria for entry to tertiary level mental health services. Mental
health services specifically for young people help lessen this
division, as compared to traditional mental health services, but
gaps in service care remain apparent (23). If young people are not
offered individualized support that is responsive and flexible to
their needs, then symptoms and risk may deteriorate while
associated distress and impacts on psychosocial functioning
become more apparent. In this study, those young people
whose psychotic symptoms were associated with depression,
anxiety, personality or neurodevelopmental constructs
appeared to experience an impoverished form of engagement
with the service. There is the risk that those young people who
did not fit the service model, and were to be discharged from the
EIS early, may become part of the missing middle.

Despite variances in preliminary or actual diagnoses, most
young people overall were eager to work with their clinician on
addressing social and psychological areas of recovery.
Disengagement occurred when goals were not clearly articulated,
when clinicians were questioning the usefulness of interventions,
when goals could not be supported by the EIS or when goals were
service led. Mutual goal setting, with clearly outlined roles and
responsibilities, therefore remains an important aspect of services
delivery in EISs. Open communication about this is critical. The use
of models such as shared and supported decision making to discuss
treatment options, and therefore facilitate conversations clearly
articulating the purpose for engagement, and the roles and
responsibilities within this, cannot be understated (28).

Attention also needs to be given to the mental health
workforce and resources. This includes the urgent and ongoing
need for support and supervision of clinicians who may be
struggling to engage with a young person or their caregivers.
Continuity of care remains difficult to achieve while there are

known shortages in the workforce. Training requirements often
mean that there is a schedule of students or junior clinicians who
step into more senior and demanding clinician roles for defined
periods of time. Services that offer time-limited periods of care
also necessitate the need for transitions and these result in
disruptions to care (23). This highlights the importance of
giving priority to continuity of relationship in service planning
and the need for investing more clinician time at any transition
points. However, there are also complexities in balancing the
need for continuity of care and matching clinician skills with
young person needs. Each allied health discipline specializes in
different approaches, and within this, each individual clinician
may choose to train in other nuanced approaches (29). Teams
must be enabled to reflect on this early in engagement to
minimize disruptions and maximize potential benefits, and to
ensure that all people receive the core treatment components of
the EIS model of care.

Poor attention to practical aspects of mental health services, such
as accessibility and opening hours continue to pose a barrier for
many young people accessing them. The impact of this is significant,
causing at least a disruption in care, but more often partial or
complete service disengagement. Online treatment, telehealth, or
blended approaches (face-face, telehealth and online support)
should be actively considered as alternative treatment options to
facilitate access to treatment regardless of time of day, especially
while services continue to operate during limited hours (1, 23). This
would also allow young people to engage with the EIS according to
their personal preferences and needs.

This study highlights the importance of further commitment and
research into re-evaluating the mental health service system as a
whole. Research into transdiagnostic models that facilitate care for
complex and evolving mental health disorders will help inform
future service directions. There is also a critical need for translational
research that evaluates experiences of such models of care from the
perspectives of all involved, taking into account barriers or challenges
to both implementation and continuing care provision.

Strengths and Limitations of the Study
This is the first longitudinal study on engagement with EISs that
represents the perspectives of young people, their caregivers and
their clinicians. It is therefore uniquely placed to highlight service
challenges and experiences of disengagement incorporating the
perspectives of all stakeholders. There was diversity in our
cohort, with participants coming from a range of ethnic and
social backgrounds and presenting with a range of psychosis-
related diagnoses. Interestingly, there were no clinicians from a
nursing background associated with the young people in the first
12-months of this study, despite nurses commonly working
within EISs. This limits the comparability of the nursing
experiences of engaging with young people in EISs. There were
also no male caregivers identified and male caregivers were
notably absent from participants' stories. Engagement (or
disengagement) of male caregivers with EISs is an area that
would benefit from further exploration and research. Further
limitations include that the researchers are all of white, middle-
class backgrounds and work within the healthcare system either
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as researchers or clinician-researchers. They therefore hold value
in the concept of early intervention for mental health conditions.
The lead researcher was associated with the EIS for the initial
period of data collection and despite careful consideration to
dual relationships and confidentiality, this may have impacted on
both the participants' inclination to openly reflect and the lead
researcher's approach to collecting, analyzing, and interpreting
the data. It should also be noted that although the principles of
EISs internationally are very similar, there are large variabilities
in the way services are delivered. The findings of this study may
therefore be site-specific.

Conclusions
Our findings challenge assumptions about diagnostically driven
models of care and have important implications for clinicians
and policy makers. Disengagement from services is experienced
by individuals but may often be a consequence of inadequate
mental health service systems. Given the complex and evolving
nature of psychotic symptoms, and the uncertainty surrounding
eventual diagnosis and outcome, early intervention models of
care should focus on individual needs. This will require mental
health services to shift away from diagnosis, instead
understanding mental health distress as presenting on a
continuum. This will facilitate services for people who present
with transdiagnostic symptoms and syndromes and will reduce
barriers to the “missing middle” accessing care. Societal and
political attention should be directed toward adequately
resourcing services to be able to provide this, while also taking
into account the importance of continuity of care, accessibility,
and communication.
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6.3 Summary of chapter 

This chapter has presented and discussed how young people, their caregivers and their 

clinicians experienced disengagement over a 12-month period. It highlights the difficulties of 

working within a diagnostically driven model of care when young people present with unique 

symptoms, experiences and treatment goals, which is especially common during the first 

episode of mental health difficulties. These findings begin to support our understanding of 

disengagement processes longitudinally; however, they also highlight the need for further 

research into transdiagnostic models of care and the need to re-evaluate the mental health 

system as a whole.
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Chapter 7  Discussion and Conclusion 

7.1 Summary of research findings 

By conducting a systematic review and meta-synthesis of the qualitative literature and 

then undertaking a longitudinal, multi-perspective, qualitative study, I have started to address 

and answer some of the previously unexplored questions of how engagement and 

disengagement from EISs for FEP are experienced by young people, their caregivers and 

clinicians over time. A visual representation of these findings is provided in Figure 4.  
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Figure 4  Summary of findings 
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My systematic review and meta-synthesis provided a summation of the qualitative 

research previously conducted, bringing attention to the scarcity of research in this area, the 

mostly cross-sectional nature of the findings, and the varying methodological quality of studies 

(Tindall et al., 2018). With these caveats in mind, the findings of the meta-synthesis 

demonstrate the importance of the therapeutic relationship and more specifically within this, 

the significance of collaboration and communication between all involved in the process of 

engaging with an EIS. Having this high-level overview of the qualitative literature meant that 

gaps in our knowledge were highlighted. For example, we did not have a good understanding 

of the multi-stakeholder perspectives of engagement over time, including the needs, roles and 

responsibilities of the key people involved. We also lacked a rich understanding of the different 

contexts in which engagement (or disengagement) occurs. Notably absent from the qualitative 

literature were data on the experiences of clinicians when working with people who are either 

well engaged or disengaged from EISs for FEP, and strategies that promote and support service 

re-engagement. 

Realising these gaps in our knowledge, I conducted a longitudinal qualitative study 

seeking to understand the experiences of young people with FEP, their caregivers and their 

clinicians. The research design took into account the personal and relational aspects of 

engagement that would benefit from qualitative enquiry and the need for a methodology that 

would be able to capture the subtle shifts between engagement and disengagement as these 

processes altered over time. Results were shared over three chapters. Two results chapters used 

thematic analysis to understand the data, firstly to explore young person and caregiver 

experiences of engagement at entry to an EIS, and secondly, to explore clinicians’ experiences 

of engagement at 3-6 months of young person contact with the EIS (Chapters 4 and 5). These 

in-depth analyses of specific perspectives at specific time-points laid the foundations for the 

final results chapter, where I used trajectory analysis to understand disengagement 

longitudinally from the perspectives of young people, caregivers and clinicians (Chapter 6). 

By initially focusing on young person and caregiver experiences at entry to an EIS for 

FEP, it was clear that a FEP was associated with heightened distress and confusion (Tindall, 

Allott, et al., 2018). In such an emotionally charged circumstance, initial connection with the 

EIS led to immense feelings of relief. Confusion was exacerbated by uncertainty about what 

involvement with the EIS meant and what the trajectory of the psychotic disorder would be. 

Trust in the treating clinician was impacted by previous experiences, especially more recent 
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experiences of seeking help. Any negative experiences, such as difficulty accessing help or 

being a recipient of coercive treatment, were keenly remembered by young people and 

caregivers. Despite this, all young people and caregivers in this study were initially open to 

some form of contact. This appeared to be driven by a strong desire to understand the symptoms 

and experiences, and to seek help in moving forward with their lives. Caregivers, where 

present, were integral to linking the young person with the EIS in this initial stage of 

engagement. 

By focusing explicitly on clinician experiences of engagement with EISs, I found that 

clinicians entered the engagement process with static (i.e., gender) and dynamic (i.e., clinician 

motivation, fatigue) factors that contributed to the quality of the therapeutic relationship and 

subsequent engagement (Tindall et al., 2019). Clinicians described holding ultimate 

responsibility for engagement. However, it became apparent that engagement is the therapeutic 

connection between young person, caregiver and clinician, and this connection can be 

significantly impacted by broader complexities that sit outside of the clinician’s personal 

control. In addition to the help-seeking experiences described by young people and caregivers, 

the concepts of social inequity and diversity impact a person’s capacity to actively participate 

in mental health treatment. Also, broader service operational decisions impact how care is 

provided. This was apparent in the data as clinicians discussed limited resources and working 

within healthcare systems that gave many, often contradictory, messages. Despite this, 

clinicians described striving to provide flexible and responsive care to young people and their 

caregivers. Important facilitators of this were time, the capacity to provide outreach services, 

and opportunities for alternative modes of engagement (e.g., driving a young person to an 

appointment and using the time in the car to therapeutically work with the young person). To 

best facilitate engagement, these interventions should be considered as service priorities, and 

subsequently, they should be appropriately resourced. Given the centrality of the therapeutic 

connection in engagement, the findings of this paper also suggested that careful consideration 

in matching the young person with clinicians’ individual skills and approaches may enhance 

engagement and outcomes. 

Building on this comprehensive understanding of how initial engagement is experienced 

within an EIS for FEP, I then sought to understand what causes or precipitates disengagement 

from an EIS for FEP over a 12-month period (Tindall et al., 2020). Triangulating the 

experiences of disengagement across young people, caregivers and clinicians, three types of 
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disengagement patterns were identified. These were a mismatch between service model and 

individual presentation (service mismatch), a lack of shared purpose (aimless engagement) and 

responses to individual circumstances (reactive disengagement). These disengagement 

processes occurred in the context of a service system that is often focused on providing 

diagnosis-specific treatment. However, for people referred to a FEP service, a formal diagnosis 

is usually provided after a comprehensive assessment process that takes time. Diagnoses may 

change and often, people do not easily fit into predetermined diagnostic criteria (Caspi et al., 

2020). I recommended that service delivery moves to a more inclusive, transdiagnostic model 

of care. This would increase the likelihood that anyone who enters the EIS would receive the 

level of care that their individual needs indicate. The benefits associated with targeted early 

intervention approaches may also be more broadly realised, beyond that of promptly treating 

for psychotic diagnoses. 

All of these findings highlight the importance attributed to the personal connections 

established and maintained during the engagement process. Overall, a large proportion of 

factors contributing to either disengagement, or to a reduced quality of engagement, appear to 

be systemic and a consequence of service delivery and design. However, this broader context 

is not often recognised within the confines of the therapeutic relationship. Instead, 

disengagement may be ascribed to the young person, with a focus on their amotivation or 

inability to attend a clinical setting. Or, it may be ascribed to the young person and clinician 

dyad, with a focus on misalignment of goals or miscommunication. This knowledge and 

context adds important depth to our understanding of engagement and provides a direction for 

where future research should be targeted. But first, it is important to place these findings within 

the context of the broader engagement literature. 

7.2 Comparison with previous research 

7.2.1 Definitions of engagement and disengagement 

Previous research has highlighted the lack of a standard, consistent and empirically 

informed definition for either engagement or disengagement. This means that when attempts 

have been made to understand the entirety of the empirical research in reviews, clinical 

guidelines or public policies, results are not fully comparable or useful as a collective 

(Reynolds, Kim, et al., 2019). This can be seen, for example, with disengagement rates that 

vary from 6 to 60 percent across studies (Doyle et al., 2014; Reynolds, Kim, et al., 2019). My 
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study commenced with the idea that engagement is a sustained and active connection with 

services, with a person and their assigned clinician working towards mutually agreed upon 

goals. Disengagement was viewed as a total or partial break in meaningful contact, either on a 

permanent or temporary basis. The findings of my study have confirmed that engagement and 

disengagement are active, dynamic and variable processes. My results have also signalled 

further complexities that should be considered in future attempts to define these phenomena. 

My longitudinal findings indicate that disengagement may be a relatively normal 

phenomenon in a person’s EIS journey. I followed a real-life cohort of young people through 

their first 12-months with an EIS and I found that eight of the nine participants experienced 

some form of disengagement from the EIS, both in terms of attendance and session 

participation. Two participants experienced periods of complete disengagement from the EIS, 

but they remained within the study and completed research interviews. This provides new 

insights into the process of engagement and disengagement that have not been available in 

previous cross-sectional studies. However, for most participants, experiences of 

disengagement were not absolute, with periods of disengagement and re-engagement occurring 

relatively frequently. Although final outcomes at any one point in time may appear to be binary 

(engaged versus disengaged), the subtle shifts between engagement and disengagement over 

time can be heavily influenced by clinicians (e.g., how therapeutic ruptures are repaired, how 

goals are articulated, staff turnover), service operations (e.g., assertiveness of treatment, 

models of care, changes in the roles of clinicians) and resources available to a young person 

(e.g., caregiver availability, financial means). This supports previous arguments which describe 

disengagement as variable and dynamic, rather than a dichotomous outcome (Reynolds, Kim, 

et al., 2019). Understanding disengagement in this way may significantly impact the findings 

of research. For example, it likely accounts for the high re-engagement rate of 85.5 percent 

found by Kim et al. (2019), one of the first prospective studies to measure engagement and 

disengagement as an episodic phenomenon. 

To fully understand disengagement and to improve the way it is measured across the 

literature, focused consideration must be given to three questions: who has determined the 

person is disengaged; what criteria has been used to determine disengagement; are there 

ongoing care needs; and is the perception of ongoing need for the EIS held by one or all of the 

stakeholders within the engagement process? Previous research has often neglected this in-

depth enquiry into disengagement, focusing instead on non-attendance over a specified time 
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period, regardless of perceived need (i.e., two-weeks to three-months of no contact) (Reynolds, 

Kim, et al., 2019). The delineation between a person being disengaged from the EIS or 

experiencing a mutually agreed upon early discharge is therefore blurred. For example, my 

study found that when there were no acute ongoing needs for the person and attendance was 

inconvenient, young people were discharged outside of preferred treatment timeframes 

articulated in clinical guidelines. Given the complex circumstances that these decisions are 

often made in, for some young people this could be viewed as a service-initiated disengagement 

process (Tindall et al., 2020). It is also important to consider that disengagement in this context 

may not be a negative phenomenon, as the person may require less assertive care, and their 

needs may be better met elsewhere. These complexities have been represented variably in 

previous research, with young people who were prematurely discharged by their clinical teams 

variably included in the numbers of people who were defined as ‘disengaged’ (Becker, 

Buckingham, Rith-Najarian, & Kline, 2015; Doyle et al., 2014; Reynolds, Kim, et al., 2019). 

As disengagement is more than non-attendance, this is a significant area to consider and clarify 

when developing comprehensive and functional definitions.  

7.2.2 Understanding characteristics that increase the risk of disengagement 

Another large focus of previous quantitative research has been to recognise 

characteristics that place a person at higher risk of disengaging from an EIS for FEP. The in-

depth understanding of disengagement that my study offers has allowed us to further reflect on 

why these characteristics may be common. For example, my findings support previous research 

that has identified unemployment and greater socio-economic deprivation as significant factors 

that increase the likelihood of a person disengaging from an EIS (Kim et al., 2019; Reynolds, 

Brown, et al., 2019; Turner et al., 2009; Zheng et al., 2013). I have further illuminated the 

contexts and complexities of these broad issues on disengagement. Notably, in Tindall et al. 

(2019), I described the impacts that seeking financial support and getting to appointments has 

on the therapeutic relationship. I also drew attention to the fact that society is becoming 

increasingly inequitable and diverse, and therefore these issues are likely to become 

increasingly prominent. Models of care with built in flexibility and assertive outreach will 

better be able to meet the needs of people with these needs. 

Further examples of the overlay between previous research focusing on the 

characteristics that place a person at higher risk of disengagement and my study can be found 

when exploring substance use and forensic history. Contrary to the previous research (Conus 
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et al., 2010; Kim et al., 2019; Schimmelmann et al., 2006; Spidel et al., 2015; Stowkowy et al., 

2012; Turner et al., 2009), my study found that substance use and forensic history were not 

reasons for engaging or disengaging from the EIS. However, the presence of chaotic lifestyles 

did increase the level of clinician and service assertiveness needed to facilitate engagement. 

This may explain why these factors were consistently present in the quantitative research, but 

not identified as significant in the previous qualitative research. Discussions and exploration 

of these issues move the literature forward from solely identifying common risk factors to 

understanding the dynamic complexities of each risk factor and potential actions that may 

mitigate the risk. 

When looking at the characteristics that place a person at risk of disengagement, I have 

identified one notable paradox. Poor insight was found to be a driver of disengagement in the 

quantitative research (Maraj et al., 2018; Turner et al., 2007; Zheng et al., 2013), however I 

found participants in this study were able to deeply reflect on their experiences and decision 

making. Previous references to insight may be limited to acceptance of diagnosis and treatment 

rather than encompassing the person’s rationale for engagement decisions and capacity to make 

an informed decision. How insightful someone is measured to be often depends on how much 

they agree with the biological reasons given for distress (Hamilton & Roper, 2006). If insight 

is to be explored further in the context of engagement, the way it is measured matters and 

requires careful review.  

7.2.3 Service delivery, models of care and engagement 

Previous research has alluded to the idea that models of service delivery may impact 

engagement and disengagement with EISs for FEP. For example, in previous quantitative 

research, Solmi et al. (2018) identified that not meeting diagnostic criteria for an enduring 

psychotic disorder places a person at increased risk of disengagement from the EIS. Further, 

Casey et al. (2016) identified that when a person’s belief about the origins of psychosis aligns 

with the bio-psycho-social model, there is increased engagement with the EIS. By enhancing 

our understanding of the context and circumstances surrounding this issue, we can clearly see 

the reasons why this is important and why this needs to be at the forefront of discussions on 

disengagement. For the person with FEP, their ongoing psychological or social needs may be 

competing with a model of care that specifically targets first-episode schizophrenia (Tindall et 

al., 2020). It is therefore not surprising that when a psychotic diagnosis does not readily apply, 

or when a young person’s explanatory model or goals for treatment are decidedly different 
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from what is presented by the EIS, engagement is affected. These issues illuminate the 

difficulties of diagnostically-driven care when applied to a presentation (i.e., psychosis) that 

can be explained in many different ways. It may also be that the diagnostic streaming of 

services is making it difficult for young people to access and receive the treatment and support 

that they would greatly benefit from. As described in Tindall et al. (2020), there may be 

significant benefits in exploring stepped-care models or other needs-based models of care. The 

reality and significance of these issues have become increasingly apparent throughout my 

research, and this issue will be a prominent focus in recommendations made later in this 

chapter. 

7.2.4 Enhancements in our qualitative understanding of engagement and disengagement 

The final notable body of pre-existing research in this field is the qualitative studies, 

seeking to understand experiences of engagement and disengagement from EISs for FEP. My 

initial focus in Study One, the systematic review and meta-synthesis, has enabled a high-level 

overview of what is known about engagement and where there are gaps in our knowledge 

(Tindall, Simmons, et al., 2018). The notable findings about the way the quality of individual 

relationships directly influence engagement, align with the findings of two meta-syntheses that 

were conducted on an overlapping body of literature in a concurrent timeframe (Hansen, Stige, 

Davidson, Moltu, & Veseth, 2017; Loughlin, Bucci, Brooks, & Berry, 2019). However, in 

contrast to these reviews which focused more broadly on experiences of having contact with 

EISs for FEP, my review focused specifically on the factors that influence decisions to engage 

or not engage with an EIS. 

My longitudinal study exploring engagement over three time-points from the 

perspectives of young people, caregivers and clinicians advances qualitative understandings of 

engagement and disengagement from EIS for FEP over time (Tindall, et al., 2019; Tindall, 

Allott, et al., 2018; Tindall et al., 2020). It builds upon the findings of the only other 

longitudinal qualitative study in this area by Lester et al. (2012), who examined engagement at 

two time-points from the perspectives of people with FEP. In their study, Lester et al. identified 

the importance of continuity in the therapeutic relationship. I found that the desire to work with 

one clinician throughout the planned treatment period was articulated from the outset of 

treatment by young people and caregivers (Tindall et al., 2019). The consequences of 

disruptions and breaks in relationships, commonly due to periods of leave and changes in roles, 

are highlighted in my final paper under the theme “reactive disengagement” (Tindall et al., 
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2020). Being able to additionally consider and hear caregiver and clinician views on this 

experience highlights further complexities that were not captured in the study by Lester et al. 

For example, this thesis identifies the loss experienced by caregivers when there were any 

disruptions to continuity of care, the potential for the experience of transitions to be normalised 

due to a history of other health or social service involvement and the increased level of assertive 

care needed to rebuild connections with young people and caregivers, in the immediate period 

post transition to a new clinician. 

The therapeutic relationship and specific factors within this, such as trust and 

understanding, are prominent within all the results papers of this study (Tindall et al., 2019; 

Tindall, Allott, et al., 2018; Tindall et al., 2020). However, my study uncovered new knowledge 

about the context in which this therapeutic relationship occurs. This includes both the qualities 

and characteristics that young people and clinicians bring to the therapeutic relationship, and 

the broader macro-level context of service delivery decisions. The prominent role of caregivers 

is also supported by the findings of my study. Being able to triangulate the experiences of 

caregivers, young people and clinicians has allowed expansion on what was previously found 

in qualitative studies, as it has allowed the opportunity to hear and acknowledge multiple 

perspectives of the one experience. This highlights the usefulness and learnings of the 

methodologies used within this study. 

7.3 Implications of findings 

7.3.1 Methodological implications 

By conducting a longitudinal qualitative study using a case-study approach to data 

collection and two forms of data analysis (thematic and trajectory), this study has generated 

novel and important findings that can inform future research on engagement and, more broadly, 

design and delivery of mental health services. I found multiple benefits in using two types of 

data analysis methods to answer different research questions from the same data set. Using 

thematic analysis allowed for comprehensive insights into the perspectives of participants, 

facilitating in-depth reflection on their experiences at a specific time-point. This can be seen in 

Chapters 4 and 5, where each theme provides significant emotional context alongside the 

thematic content. In contrast, using trajectory analysis from multiple participant types allowed 

for the subtle shifts in participants’ experiences over time to be considered. In Chapter 6, the 

experiences and emotions of participants are described and understood over time in the context 
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of the longer trajectory of engagement with the EIS and recovery from the FEP. Stepping back 

from the emotional and experiential intensity of each time-point allowed me to see the broader 

patterns of engagement. This perspective would not have been explored if data were only 

examined cross-sectionally. 

This thesis has made a methodological contribution by demonstrating strategies for 

successful multi-perspective longitudinal recruitment. A key learning was the importance of, 

and implications around, having one person conduct all the research interviews. I decided this 

was important from the start of the research project in order to minimise participant attrition, 

maintain consistency of the research data and to promote continuity. This was supported by 

previous longitudinal research such as Calman et al. (2013) and Shirani (2010); when staff 

retention is possible, participants especially note appreciation of not having to retell their story 

to a new person. 

The implication of this decision was that a parallel research engagement process 

occurred, alongside the clinical contact with the EIS. Similar to the therapeutic alliance 

between clinician and young person, the research alliance deepened over time. From my 

perspective, participants opened up more, which was demonstrated through increasingly deep 

themes as time progressed. The other factor that seemed to help this research-relationship was 

the contact made in-between research interviews, such as impromptu meetings at the clinical 

site and the research summary that I provided mid-way between interview time-points. 

Participants conveyed that the research summaries helped them feel heard, and at the next 

research interview, encouraged the sense of being remembered. It is notable that for some 

participants, due to changes in their clinicians, I was the most consistent person they met with 

in relation to their care at the EIS. In my opinion, this helped maintain engagement with the 

research process during times when engagement with the EIS and clinicians was difficult, or 

when disengagement occurred. 

It is encouraging to report that, on direct questioning, participants stated that they enjoyed 

being part of this research project as it allowed them opportunities to reflect on their 

engagement and recovery processes. This is especially important information because 

researchers often question the potential research burden placed on participants. This is 

demonstrated succinctly by the two quotes below:  
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“It's a good thing to look back at how much things have changed with [clinician], and 

with your clinician, they don't really ask about what has changed until like the day you're 

leaving. But with this research you get to review and just really think about how far 

you've come. It's great to know that Orygen wants opinions from the youth they're 

working with.” [Young Person Participant 8] 

“And I love that you’ve kept like, you’ve even come back for all our feedback and that's 

a good thing because you’ve got to have feedback. It's a big thing to a business, or to a, 

you know, thing like yours.” [Caregiver Participant 3] 

7.3.2 Theoretical implications 

The results of my study enhance our theoretical understanding of engagement and 

disengagement. Engagement is not a dichotomous aim to be achieved. It is an active process 

that is influenced by multiple factors, such as connections, collaboration and communication. 

My study has demonstrated that engagement is responsive to obvious and subtle shifts in these 

factors over time. Ultimately, this means that the quality of engagement is not static. Instead, 

it is an ongoing, dynamic process that requires active nurturing from all who are involved.  

Engagement is also unique to each person. My study has demonstrated both the 

similarities and differences in how young people, caregivers and clinicians experience it. This 

means that although commonalities in experiences can be observed, there will be limitations to 

what can be learnt from research that attempts to generalise about engagement, especially when 

research features only one stakeholder involved in the process (i.e., characteristics of the person 

with FEP). Engagement is a relational activity that may be substantially influenced by any one 

of the people connected with the process. 

The context in which this relational activity occurs is equally important to consider. 

Macro-level factors such as the law, the wider healthcare system and the broader political 

landscape inform models of care, which may subsequently inform resource allocation and how 

care is directly delivered (Burns, 2015). In addition to this, it is important to consider how each 

EIS conceptualises psychosis and whether their services are able to support transdiagnostic 

presentations. If services are not flexible and responsive to individual needs, then greater 

disengagement is ultimately an outcome of these service-level decisions. All of these factors 
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need to be considered when seeking to understand the phenomena of engagement and 

disengagement, and when designing further research in this field. 

7.3.3 Clinical implications 

There are also implications from this study that are directly translatable to clinical 

practice. Given the relational aspects of engagement, it is not surprising that the therapeutic 

relationship, connection and dialogue are essential elements of successful engagement. Within 

this is the need for open and transparent communication. Any disruptions to continuity of care 

have the potential to significantly impact the young person’s longitudinal engagement with the 

EIS. Planning to actively and intensively re-engage a young person if their key clinician 

changes is one key element in the success of negotiating and navigating this alteration. 

From the point of clinician, young person and if applicable, their caregiver meeting, 

taking the time to understand what led to engagement and how help seeking was experienced 

is important in establishing trust and clarifying expectations and goals. Young persons’ needs 

are often more social than medical, and this fact may not align with the clinical model or 

expectations of others in the engagement process (Iyer et al., 2011). The onus is on the service 

and clinician to consider how they can routinely encourage and facilitate collaboration with the 

young person and their caregivers. Providing a space to transparently discuss not only the goals, 

but the process in which goals are decided upon and prioritised, will help make it more apparent 

to young people and caregivers that they are being invited to actively participate in the process 

(Alegria et al., 2008).  

The importance of services being flexible and responsive cannot be overstated. This 

begins with the practical aspects of service delivery such as opening hours and service 

accessibility (Muir, Powell & McDermott, 2012; Productivity Commission, 2019). 

Consideration also needs to be given to any socio-economic factors that may impact the 

person’s ability and capacity to physically link in with the service. This may range from a lack 

of finances to use public transport, to working with a young person’s historically chaotic 

lifestyle that does not align well with scheduled appointments and routines. Clinician use of 

outreach and assertively trying to connect with people often greatly facilitates engagement in 

these circumstances.  
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Opportunities to use flexible modes of communication such as telehealth could also be 

explored, to support less-resource intensive methods of enabling communication. Given the 

international experience of a pandemic at the time of writing this thesis, and a move to provide 

socially distanced care and treatment, it is an opportune time to test the possibilities of 

integrated or solely online treatments, whilst considering and learning about the impacts of this 

on new and ongoing engagement with EISs for FEP. 

7.3.4 Service delivery implications 

When considering service design, there are three primary considerations borne out of the 

findings of this study. My study took place at a time when Australia’s state and federal 

governments were actively looking at ways in which they could improve mental health service 

delivery. The State of Victoria had commenced a Royal Commission into Mental Health 

Service Delivery and the federal government was undertaking an independent review of mental 

health service delivery (Productivity Commission, 2019). These reviews, in their initial draft 

reports, indicate that there are a number of issues with the broader mental health service system 

that require urgent attention. At a time of service reform, the findings of my study, especially 

my final paper (Tindall et al., 2020), offer three key considerations for how treatment and care 

may be optimised for those who have experienced a FEP. 

The first consideration is that models of care matter. They considerably impact how 

treatment is delivered, who is prioritised and where resources are allocated. Given the fluidity 

of presentations in a FEP EIS, consideration needs to be given to how services support people 

with transdiagnostic presentations. Approaches such as stepped care models may reduce 

experiences of disengagement where the person does not easily fit into a pre-established model.  

Second, adequately resourcing services so that they can easily facilitate flexible, assertive 

and responsive treatment is crucial. However, this consideration goes beyond advocating for 

finances to fund more staff. It requires an active consideration of how resources are used to 

create the best outcomes for young people. An example of this is taking a considered approach 

when matching young person and clinician on entry to the EIS. Ideally, this match would take 

into account goals and the specialist skills the clinician brings to the therapeutic relationship. 

Currently, in many service settings, allocation of clinician to young person is done on an ad-

hoc basis. Moving away from this would require significant review and reform.  



 130 

Finally, staff supervision and team support are integral in ensuring space for the 

processes of engagement and disengagement to be reflected upon. Given the complexity and 

uniqueness of each person’s journey, if this is not considered when determining resources to 

operate a service, there will be missed opportunities to intervene and change the trajectory of 

engagement for some young people. 

7.4 Limitations 

As limitations have been discussed in the context of each results chapter, an overview 

and summary of these limitations are provided here.  

For Study One, the systematic review and meta-synthesis of the qualitative data, I noted 

some methodological limitations that are common across meta-syntheses of qualitative 

research. First, findings were based on what was reported in the peer-reviewed and published 

articles. Any bias that was introduced by the researchers during any part of the research or 

publication process may have been carried forward into my findings. Second, diverse data 

collection and analysis methods were also used across the studies. This is a common challenge 

when synthesising qualitative research. Due to the lack of research on this topic, a decision was 

made to include all studies. We synthesised the findings and acknowledged the effects that 

variations in epistemologies and ontologies may have had on the research outcomes.  

There were also a number of limitations specific to the content in the existing qualitative 

literature on engagement. There was variability in settings and cohorts, which makes it difficult 

to generalise findings. The majority of the findings were also captured cross-sectionally from 

groups of participants who were, overall, reasonably engaged with their treating service. This 

means that experiences of disengagement or poor engagement may not be represented in the 

data. Finally, the primary voice was that of the young person, with limited data from caregivers 

and no data from clinicians. Given the multi-dimensional and relational aspects of engagement, 

the findings within the meta-synthesis are not representative of the full experiences and 

processes of engagement.  

In Study Two, there were also a number of limitations. For young people and their 

caregivers, experiences of engagement were at times associated with significant amounts of 

distress and other challenging emotions. This impacted the length of some of the interviews 
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and may therefore have impacted the depth of the data collected, especially at the early stages 

of data collection. Unfortunately, the nursing and male caregivers’ voices were not able to be 

captured in our participant groups. This was due to our recruitment processes, which meant 

that clinician and caregiver participation depended on the young persons’ connections during 

the study. We expected nursing participants to emerge as clinicians were allocated to young 

people, but this did not occur in the first 12-months of this study. All participants also had 

distant or absent relationships with male caregivers. This may be a coincidental effect of the 

recruitment process, but it is common across the caregiver research for the primary role 

identified and recruited to be female caregivers (e.g., McCann, Lubman & Clark, 2011; 

Tanskanen et al., 2011). Ultimately, this limits the understanding and comparability of male 

caregiver and nurses’ experiences of the engagement process and should be taken into account 

when conducting future research. 

My supervisors and I all work within the healthcare system, either as researchers or 

clinician-researchers. We therefore hold value in the concept of early intervention for FEP. 

Despite consideration of this throughout the research process, this will have impacted the way 

we collected, analysed and interpreted the data. For young people and caregivers especially, 

we entered into the research relationship with an unspoken power dynamic similar to a 

clinician–service user relationship. Participants’ capacity to openly reflect on their experiences 

may have been affected by this and the fact that I was associated with the EIS. On reflection, I 

think this would have been further mitigated, and the research subsequently enhanced, if we 

had included a researcher with a lived experience of recovering from FEP in the research team. 

Their perspective and involvement, particularly in refining the research aims, designing the 

interview schedule, engaging in the research alliance with participants (especially young 

person or caregiver participants) and extracting themes during the analysis phase, would have 

been valuable.  

Finally, although the principles of EISs are similar internationally, there are large 

variabilities in how services are operationally run. Some of the findings of this study may 

therefore be site specific. The research will be of most use to services that provide care to a 

population with similar age ranges and demographic profiles. Models of care that have 

flexibility and responsiveness built into them, for example services that have extended 

operating hours, the capacity to provide treatment in a person’s home and have lower staff 

turnover, may have unknowingly and successfully mitigated some of the disengagement risk 
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factors found within my study. Similarly, services that provide mental health treatment more 

generally to a youth cohort, as compared to specific diagnostic groups, may have already 

mitigated the risks associated with transdiagnostic presentations. Active consideration of why 

the results may not be applicable to a certain setting may, in fact, uncover positive aspects of 

the service that should be appreciated. 

7.5 Future research 

The findings of this study have added depth to our understanding of the subjective and 

interpersonal experiences of engaging with, or disengaging from, an EIS for FEP. Given the 

limitations identified above, there would be clear benefits in replicating the study across other 

settings to understand where the findings are consistent. For example, it would be interesting 

and useful to understand how engagement and disengagement are experienced in EISs where 

assertive outreach is a preferred (rather than an optional) approach, where staff with lived 

experience are key members of the treating team, or where there are costs associated with 

treatment at an EIS.  

However, there are also further gaps in our knowledge that would benefit from targeted 

future research. This study was unable to capture the views of young people who do not engage 

with EISs at all. Understanding why some young people decline any contact with EISs is an 

aspect of service disengagement that requires a considered approach. It would also be useful 

to further understand service re-engagement. Whilst my studies briefly explored this, it was 

not a key focus and the topic would benefit from more comprehensive research.  

One of the clear gaps in the engagement and disengagement literature is a consistent 

definition and understanding of what these concepts are. This study has not addressed this gap, 

although it has added greater context to our theoretical understanding of engagement and 

disengagement. For example, my research has demonstrated that a definition should at least 

include all three stakeholders within it (person, caregiver, clinician), it should consider 

engagement and disengagement as active and dynamic processes, and it should take into 

account a person’s current and ongoing needs that would benefit from contact with the EIS. A 

future definition would also benefit from consideration of relational, environmental, 

motivational and cultural factors that impact engagement, especially noting that engagement 

can manifest in different ways at different times. As recommended by Reynolds et al. (2019), 
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using a mixed-methods technique such as the Delphi method or concept mapping to build a 

definition informed by experts is a logical step to achieving this aim. The value and expertise 

that could be offered not only from clinicians and service-leaders, but also young people and 

their caregivers, is clearly demonstrated within this thesis.  

My research has concentrated on the initial twelve months with an EIS for FEP. Given 

that EISs provide treatment and care for a further one to two years, future studies should 

consider following participants over longer periods of time. The participants within this study 

are being followed until three-months post discharge, however reporting on these later time-

points was beyond the scope of the current thesis. In the post-doctoral period, I will further 

analyse data from experiences of discharge, to extend our knowledge on the cessation of the 

engagement process. This is another area that is not well understood. Given the time restrictions 

on service provision in EISs, discharge is a requirement for all. As some young people will 

require ongoing or recommencement of mental health treatment post the period of treatment 

with the EIS, it would be interesting and useful to examine how these experiences of discharge 

impact future engagement. Ideally, this would be achieved through maintaining a cohort of 

participants and contrasting their engagement and discharge experiences with the EIS for FEP 

against future engagement experiences.  

To enhance the usefulness and transferability of quantitative measures in future research, 

it is important to consider how factors such as insight are understood and measured. The young 

person participants in this study were able to deeply reflect on their experiences and have robust 

discussions on diagnoses and reasons for engaging or not engaging with the EIS. However, if 

acceptance of diagnosis and treatment were measured through clinical quantitative tools 

instead of exploring a person’s understanding of diagnosis and treatment, rates of poor insight 

would be high. Additionally, as most quantitative studies view disengagement as a binary 

outcome, they do not look at whether certain factors impact the quality of engagement or result 

in short periods of disengagement. These reflections highlight the benefits of considering 

mixed method approaches to future data collection, as qualitative explanations and stories will 

greatly enhance what is being measured by some of the quantitative tools.  

One of the recommendations from my study was consideration of ways to improve 

service accessibility. This includes the use of online interventions. It is currently an opportune 

time to explore this given the challenges in delivering mental health treatment and care related 
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to our international pandemic. Engagement in online interventions is a separate phenomenon 

in itself and would significantly benefit from targeted research on how engagement in this 

forum is experienced. Given the importance of the therapeutic relationship, trust and 

connection, understanding how this translates to online forums would be noteworthy. Research 

measuring engagement and outcomes with face-face interventions, online interventions and 

combined face-face and online interventions would additionally provide services with evidence 

for how to make their services more accessible and responsive. 

The recommendations of changes in service models made within this thesis are 

substantial. There is a critical need for translational research that evaluates experiences of 

models of care and changes to service structures from the perspectives of all involved. For 

example, it would be beneficial to conduct a randomised controlled trial looking at engagement 

and outcomes over time, comparing ad hoc clinician-young person allocation against 

considered allocation which takes into account young person goals and clinician skillset. 

Undertaking translational research alongside this would facilitate a robust understanding of the 

barriers and challenges that are present when implementing changes to models of care. 

Future research should commit to re-evaluating the mental health service system as a 

whole, as this would be the best way to address the macro-level causes of disengagement. The 

mental health system is likely to significantly evolve over the next decade in response to 

independent reviews, such as The Australian Productivity Commission into Mental Health 

(Productivity Commission, 2019) and similar reviews internationally. The focus of research 

needs to evolve alongside these system changes to ensure that the reforms are resulting in 

improvements to young people, their caregivers, clinicians and services.  

Finally, any further research would greatly benefit from researchers with lived 

experience being integral members of the research team. Having shared experiences with the 

clinician participants in this study greatly helped with both retention and the quality of the 

information shared. As outlined throughout this study, we carefully considered how to 

minimise the power imbalance between young person and caregiver participants and myself, 

but given my clinical background and experience, this is impossible to completely eliminate. 

Co-producing research with researchers who have experience of FEP or caring for someone 

with FEP would further increase the depth of the information gathered, especially when using 
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qualitative methodologies that require longitudinal retention and participant-researcher 

relationships.  

7.6 Conclusion 

When young people engage with treatment for their FEP, their recovery trajectory, 

measured through clinical, functional and personal outcomes, is usually significantly 

improved. However, treatment is most effective when young people and their caregivers 

actively participate in it. Understanding the experiences of engaging or disengaging from EISs 

for FEP is therefore essential if services are to provide treatment that is agreeable and 

acceptable to young people and caregivers following a FEP.  

This thesis has described my approach to understanding the experiences of engaging and 

disengaging with EISs for FEP from the perspectives of the key people involved in the process. 

Data was collected and analysed in different ways. I initially conducted a systematic review 

and meta-synthesis of the existing qualitative literature. A longitudinal, qualitative study was 

then undertaken which followed young people, their caregivers and their clinicians through 

their first year of contact with an EIS for FEP. Participant data was analysed at specific time-

points using thematic analysis. I also analysed data longitudinally, using trajectory analysis, to 

understand the experiences of engagement from the perspectives of young people, caregivers 

and their clinicians over a 12-month period of service contact. 

Central to all findings was the importance of relationships and collaborative 

communication. The quality of the relationship between young person and clinician directly 

influences whether a young person engages with, or disengages from, the EIS. However, 

relationships are influenced by the broader mental health service system, community and 

societal factors. Improving engagement therefore requires a multi-faceted approach. There are 

factors that may influence the success of a young person’s and clinician’s engagement journey. 

These may be the clinician accessing supervision, the young person being seen at home, goals 

being identified in a collaborative manner or a caregiver feeling clear and confident about their 

role in the engagement process. However, ultimately the broader EIS system and the mental 

health service system requires reform in order to facilitate the ideal environment for 

engagement to be nurtured. My findings recommend a move towards more inclusive and needs-
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based models of care, that value partnerships and collaboration between clinicians, young 

people and caregivers. 

Reforms of mental health service delivery have commenced in Australia with the 

Productivity Commission into Mental Health (Productivity Commission, 2019) and the Royal 

Commission into the State of Victoria’s Mental Health System. As a manager, clinician and 

researcher in the mental health system, and through the six years of undertaking this research 

project, I have learnt that everybody involved in delivering mental health treatment has a role 

in learning from service users so that innovative ideas can be developed to address the known 

issues with the service system. This thesis has highlighted that any changes we can make to 

improve the interpersonal experience between person, caregiver and clinician may profoundly 

impact a person’s prospects of engaging with treatment and care. Each improved experience 

of care is a success and a step towards an ideal service system that meets the requirements of 

all who need it. The actions we take now can deeply influence how successful future mental 

health treatment will be. 
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Abstract
Background Individuals affected by psychotic disorders frequently disengage from mental health services, although reports 
of this rate in the literature have ranged from 6 to 60%. One of the potential explanations for the large variation is that stud-
ies have adopted different definitions. Without a universal definition it is challenging to compare rates and factors leading 
to disengagement across studies. This systematic review aims to identify and compare how disengagement from psychosis 
services has been defined, measured and operationalised in the literature to date.
Methods A systemic literature search of the PubMed, PsycINFO and CINAHL databases was completed following the 
PRISMA guidelines for systematic reviews.
Results 1506 Studies were identified, of which 30 were eligible to be included. It was found that disengagement was opera-
tionalized as either a categorical or continuous variable across studies, with 18 studies classifying it as a categorical, binary 
variable. Only four studies applied a time period over which disengagement was said to occur, and only four studies used 
an instrument to measure or predict disengagement. Few studies considered similar factors in their definition, when this 
occurred it was because the papers came from the same research group.
Discussion To truly understand the phenomenon of disengagement, studies need to have a comparable outcome variable. 
The need for consensus on a gold standard definition of disengagement that considers the full breadth of its complexity 
remains. A potential process for establishing a definition that includes set parameters, agreed upon terminology and time 
periods of assessment is discussed.

Keywords Disengagement · Systematic review · First episode psychosis · Psychotic disorders · Psychosis

Introduction

It is well recognised that a first episode of psychosis (FEP) 
requires early intervention and regular follow-up to promote 
adequate symptom control, relapse prevention, and improved 
prognosis [1]. Additionally, early and comprehensive treat-
ment can minimise longer-term functional and social impair-
ments that can accompany psychosis [2]. Therefore, a key 

aspect of the treatment of FEP is engaging individuals early 
on in their symptom progression to deliver appropriate inter-
ventions in a timely manner, reduce the duration of untreated 
psychosis (DUP) and implement effective long-term treat-
ments [3].

Despite recent advances in treatment delivery and 
attempts to make services accessible and appropriate for 
service users, engagement with services can be poor. For 
example, early intervention (EI) services with a focus on 
youth engagement [4], those with community based, recov-
ery oriented approaches, multidisciplinary care, and inte-
grated family supports into treatment approach [3] still fail 
to keep all their services users appropriately engaged with 
treatment. A 2014 systematic review of disengagement from 
FEP services found an average dropout rate of 30% across 
ten studies [5], with other studies reporting data that range 
from 6 to 60% [6–9].
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Whilst premature termination of treatment is common 
in many health care settings, disengagement is particularly 
problematic in people affected by psychotic disorders [10], 
as it tends to occur when treatment is still recommended, 
leading to poorer outcomes [11]. For example, treatment 
disengagement is related to relapse, hospital admissions, 
worsening psychopathology [12], and increased risks of 
violence, suicide, homelessness and drug overdose [13]. 
Overall, disengagement from clinical services and related 
non-adherence to medication has been associated with low 
vocational, interpersonal and social function and increases 
in mortality rates [14].

Engagement is a key component of all mental health ser-
vices, yet it is unclear how this concept is defined in both 
research and clinical service provision. It has been suggested 
by some authors that the varying proportions of disengage-
ment found in the literature may, in part, be explained by 
the different criteria or definitions of disengagement used 
[5]. Given this perceived variation in definitions used, the 
current systematic review aims to identify and compare how 
disengagement from psychosis services has been defined, 
measured and operationalised in the literature to date.

Methods

Search strategy

An electronic database search of PubMed, Ovid’s PsycINFO 
and CINAHL was conducted on the 30th of September 2018 
following the PRISMA guidelines for systematic reviews 
[15]. Whilst a review protocol was developed prior to the 
search occurring—as recommended by PRISMA guide-
lines—in this instance, it was not registered online. Key-
words included special characters to capture any ortho-
graphic variation and were conjoined via the Boolean 
operator ‘OR’. The complete search strategy was as follows:

1. disengag* OR engag* OR attend* OR adhere* OR ‘fol-
low* up’ OR default OR dropout OR discontinue*

2. psychos?s OR ‘psychotic disorder*’ OR schizophrenia
OR psychiatric OR patient OR service OR care OR pro-
gram

3. 1 AND 2

Inclusion criteria

Articles were included for review if they met the following 
criteria:

(i) Included disengagement or engagement as a study
variable. Studies were not restricted to those which
provided a definition or criteria for disengagement,

as this allowed us to identify studies which examined 
disengagement, but did not provide any definition for 
the term.

(ii) Included a cohort of individuals primarily affected
by psychotic disorders (over 50% of its sample).

(iii) Published after 1975
(iv) Published in English

Exclusion Criteria:
Articles were excluded if they met the following criteria:

(i) Examined individuals with general psychiatric co-
morbidities or those attending mental health services
rather than focussing on individuals affected by psy-
chosis.

(ii) Dealt with disengagement from inpatient health ser-
vices rather than out-patient or follow-up psychosis
services.

(iii) Focussed on medication non-adherence rather than
disengagement with the service in general.

(iv) Used qualitative methodologies

Data extraction and analysis

The titles of papers identified from the search were reviewed 
by the primary author (SR) for relevance. The abstracts of 
papers deemed relevant were independently reviewed by the 
first and second authors (SR and DK) who both then com-
pleted subsequent full text analysis utilising the inclusion 
and exclusion criteria above. Where there were disagree-
ments between eligibility, these was resolved by consulting 
the last author (BOD). In addition, reference lists of key 
papers were also reviewed to identify any papers missed 
from the literature search.

Full text analysis included extracting relevant data from 
each paper, including; the term and definition used to rep-
resent disengagement, whether a tool was used to calculate 
disengagement or not, the time period over which the study 
was conducted, and whether disengagement was based on 
a specific time period of non-attendance. Based on these 
aspects, the way that disengagement was measured and 
operationalised as a variable was judged as being either a 
continuous or categorical variable.

Quality assessment

The quality assessment tool for observational cohort and 
cross-sectional studies [16] was used to assess the quality 
of the studies included. This tool was developed by National 
Heart, Lung, and Blood Institute along with other tools to 
allow for the assessment of multiple quantitative study 
designs. The tool facilitates the independent evaluation of 
14 components including their stated purpose, setting and 

148



Social Psychiatry and Psychiatric Epidemiology 

1 3

study population, size of cohort, study design and level of 
evidence, and limitations such as risk of bias, comparabil-
ity and completeness of data. The tool is designed to help 
reviewers focus on the key concepts for evaluating the inter-
nal validity of a study. They are not intended to create a list 
that is tallied up to arrive at a summary judgment of quality, 
rather it encourages critical appraisal of the study before 
concluding whether the quality of the study is ‘good’, fair’, 
or ‘poor’. In this review, quality assessments were not used 
to inform our conclusions, as the variable of interest was 
the definition rather than the outcome. Instead, they were 
used to encourage critical consideration of the studies and 
the phenomenon of disengagement, as is considered best 
practise in PRISMA guidelines.

Results

The initial database search yielded 2227 papers, which were 
subsequently reduced to 1516 after removing duplicate stud-
ies. Following screening, 1293 papers were excluded leav-
ing 223 titles for abstract review. Full text versions were 
retrieved for 65 papers, and an additional nine were identi-
fied from reference lists for full text analysis. From these 
74 papers, 30 fulfilled criteria to be included in the sys-
tematic review. Figure 1 shows this study selection process. 
There were 30 studies included in total that addressed the 
phenomenon of disengagement in early psychosis popula-
tions. Within these, there were considerable variation in the 
number of participants, the length of follow-up period and 
the rates of disengagement. We also found that the quality 
of studies varied with 8 rated as strong, 14 as moderate and 
8 as weak (Table 1).  

Terminology of disengagement

Across studies, numerous terms were used interchangeably 
to represent disengagement. These included; dropout [10, 
17, 18], attendance default [7, 19, 20], lost to follow-up or 
care [21–24], lack of clinical contact [2, 25–29], and dis-
continuity of care [30]. The majority of studies employed 
different definitions for disengagement, bar some excep-
tions. Two studies from the same research group in Canada 
used “no clinical contact for at least 3 consecutive months,” 
[29, 31] and two studies from the same research group in 
Australia used “patients actively refused any contact with 
the treatment facility or were not traceable” [32, 33]. One 
definition that was utilised by different research groups was 
that used by Tehrani et al. from Denmark and Turner et al. 
from New Zealand; specifically, the “termination of treat-
ment despite therapeutic need” [4, 10]. A description of the 
various definitions used to describe disengagement are pre-
sented in Table 2.

Criteria for disengagement

Time

In order for the term disengagement to apply, there were 
different criteria utilised for the length of time of service 
non-attendance. For example, Stowkowy and colleagues [17] 
stipulated a period of at least 3 months of non-attendance at 
appointments, and this 3-month time criteria was used in two 
other Canadian studies by Anderson and Maraj et al. [29, 
34]. However, some studies employed shorter periods, e.g., 
Adelufosi et al. defined disengagement as occurring after an 
individual failed to attend for 2 consecutive weeks [19], and 
Cohen defined disengagement as failing to attend treatment 
during the first 8 consecutive weeks [18]. Comparatively, in 
most other studies disengagement was considered an abso-
lute concept, with “continuous default” [20], “lost to care” 
[23] and “no engagement with any level of care [7]” given
as definitions without any reference to the duration of the
disengagement.

Instruments

Very few studies used an instrument to measure or determine 
disengagement. The Service Engagement Scale (SES) by 
Tait was utilised in four studies [8, 11, 14, 35]. However, 
despite using an instrument to determine disengagement, 
these specific studies did not provide a definition of dis-
engagement [8, 11, 14, 35]. Other studies utilised scales 
for disengagement that appear not to be validated, such as 
Zheng et al. [36] who used the following categories: did not 
disengage; telephone contact with the patient or a family 
member or both; telephone contact with a family member 
only; and no contact). Similarly, Morgan et al. used regular 
contact, irregular contact, and complete default as scales of 
engagement with services [7]. Lau also created three differ-
ent categories of engagement that were based on whether the 
individual re-engaged or not after their disengagement, and 
how they re-engaged [37].

Method of operationalisation: categorical vs continuous

There were three methods of classification identified across 
all the studies identified; two categorical (binary and ordi-
nal) and continuous. Most common (eighteen studies) was 
categorising disengagement as a binary concept, in other 
words, disengagement either occurred or did not [2, 4, 10, 
17, 19–22, 24–27, 29, 30, 38–41]. Five studies measured 
disengagement as a categorical variable, but with multiple 
levels of disengagement, therefore, creating an ordinal scale. 
Studies used either degree of contact [7, 36, 42] or the cause 
of disengagement [37, 43] to differentiate each category of 
disengagement.
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Finally, two studies operationalised disengagement as a 
continuous variable whereby the degree of disengagement 
was assessed based on the number of missed appointments 
or time period of no contact. This method was utilised by 
McCreadie et al. and Anderson et al. [28, 44]. In McCreadie 
et al’s study they compared use and contact with services 
at the beginning and end of the study year [44]. Similarly, 
Anderson et al. examined service utilisation, calculating 
the time to disengagement as the number of months from 
program entry to the first month of no contact [28]. In the 
studies which utilised the SES scale, disengagement was 
also operationalised as a continuous variable [8, 11, 14, 35].

Discussion

Summary of findings

To date there is a sizeable body of literature on the topic 
of disengagement from psychosis services, in which there 
is a wide variation in the terminology adopted, and mini-
mal consensus on the definition of disengagement [45]. In 
our analysis of the studies (Table 2), categorical, binary 
methods of defining disengagement are used more fre-
quently than a continuous method of operationalising 

Fig. 1  Process of literature 
search
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Table 1  Characteristics of included studies and quality rating

Study Study population Setting (type of 
service

N Follow-
up period 
(months)

Rate of disen-
gagement (%)

Study design Level of 
evidence

Overall quality 
rating

Schottle et al., 
2018, Germany

FEP EI 119 48 8.7 Cohort—P II Moderate

Maraj et al, 2017, 
Canada

FEP EI 297 24 24.2 Cohort—P II Strong

Lau et al, 2017, 
Hong Kong

FEP EI 277 36 13.0 Cohort—R II Moderate

Lam et al, 2016, 
UK

VLOP OP 131 12 54.0 Cohort—R II Weak

Spidel et al, 
2015, Canada

FEP/FES OP and IP 117 24 – Cohort—P II Moderate

Chan et al, 2014, 
Hong Kong

FEP EI 700 24 13.0 Case control—R II Strong

MacBeth et al, 
2013, Scotland

FEP EI 64 12 – Cohort—P II Moderate

Zheng et al, 
2013, Singa-
pore

FEP EI 775 24 14.0 Cohort—R II Strong

Anderson et al 
2013, Canada

FEP EI 324 24 28.0 Cohort—R II Strong

Adelufosi et al, 
2012, Nigeria

FSEP OP 313 6 20.4 Cohort—P II Moderate

Stowkowy et al, 
2012, Canada

FEP EI 286 36 31.0 Cohort—P II Strong

Dodgson et al, 
2012, UK

FEP EI 188 60 20.0 (pre EI) 8.0 
(EI)

Cohort—R 
(comparison)

II Moderate

Conus et al, 
2010, Australia

FEP EI 660 18 23.3 Cohort—R II Strong

Lecomte et al, 
2008, Canada

FEP EI 118 24 – Cohort—P II Moderate

Turner et al, 
2007, New 
Zealand

FEP EI 232 24 24.6 Cohort—R II Moderate

Schimmelman 
et al 2006, 
Australia

FEP EI 134 18 50.0 Cohort—R II Moderate

Holmes et al, 
2005, Australia

FSEP OP 142 12 29.0—homeless 
vs 10.0—FSEP

Cohort—R II Moderate

Craig et al, 2004, 
UK

FSEP EI and CMHT 131 18 14.0—EI 
services 32.0—
CMHT

RCT I Strong

Tait et al, 2003, 
UK

FES OP and IP 42 6 60.0—low 8.6—
no

Cohort—P II Weak

Morgan et al, 
2003, Ireland

FES OP 72 90 6.0—no 23.0—
irregular

Case control—P II Moderate

Reeves et al, 
2002, UK

VLOP OP 54 60 21.0 Cohort—R II Weak

Milner et al, 
2001, UK

FEP CMHT 43 24 9.3 Cohort—R II Weak

Garety et al, 
2001, UK

FSEP OP 31 12 40.0 Survey III Weak

Svedburg et al, 
2001, Sweden

FEP IP and OP 71 60 11.8 “with unmet 
care needs”

Case control—P II Moderate
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disengagement. However, each study used different behav-
iours and terms to define disengagement.

Conflicts within the literature

Need for care

An issue noted across studies was that rates of disengage-
ment often included individuals who terminated contact with 
the consent of their clinicians. In one study this also included 
a cohort of individuals who had moved out of catchment 
area and would likely be deemed not suitable to remain 
engaged with the service, or refused services due to lack of 
therapeutic need [36]. It remains unclear whether this should 
be considered true disengagement or whether this should be 
viewed as early discharge, transfer of care or an informed 
decision to discharge against medical recommendation. One 
study clearly differentiated between those who disengaged 
with and without unmet care needs [21], whereas another 
study considered that individuals were engaged if they had 
a planned dropout from psychiatric services by discharge to 
their GP or their care was transferred out of the service area 
[2]. It is clear that any definition of disengagement should 
consider whether there is a need for care not being met at 
the time an individual disengages. In first episode psychosis, 
relapses are reported to occur for around 40% of individu-
als and there still remains little consensus on what factors 
predict their occurrence [46]. Hence it can be argued that 
individuals who have achieved remission of symptoms fol-
lowing a first episode of psychosis may continue to have a 
need for care; however, the optimal length of time that an 

individual should remain engaged with early intervention 
services is still unclear [47].

The difference between lack of attendance 
and disengagement

Several definitions of disengagement equated attendance 
with engagement, with the terms often used interchange-
ably. However, the frequency or proportion of appointments 
not kept is theoretically and clinically different from whether 
an individual has disengaged from services [48]. Individuals 
may be attending mental health services, but not building 
a true therapeutic alliance or participating in session con-
tent. They may be attending due to pressure from family, 
or from legal requirements such as community treatment 
orders. Alternatively, an individual may be therapeutically 
engaged, but their attendance is limited by work commit-
ments, distance to service, lack of access to transportation 
or physical illness. Any definition of disengagement should 
consider differentiating attendance-engagement and session-
engagement as important, separate components.

Disengagement with subsequent re‑engagement

A further issue exists with how to categorise temporary dis-
engagement, followed by a re-engagement. In a 2017 study 
from Canada, clients who left the service temporarily, but 
returned before the 24-month time point were still classi-
fied as having disengaged [49]. However, four studies agreed 
that individuals who return to treatment after initial dropout 
were considered to have remained in treatment [28, 37, 50, 
51]. Another study by Lau et al. measured different levels 

Table 1  (continued)

Study Study population Setting (type of 
service

N Follow-
up period 
(months)

Rate of disen-
gagement (%)

Study design Level of 
evidence

Overall quality 
rating

Faccincani et al, 
2001, Italy

FSEP and 
non-affective 
psychosis

OP 35 84 43.0 Cohort—R II Weak

Kendrick et al, 
2000, UK

Chronic psy-
chosis

OP 102 24 30.0 Cross sec-
tional—R

III Moderate

McCreadie et al, 
1997, UK

Schizophrenia OP and IP 468 12 11.0—rural, 
32.0—urban

Case control—P II Strong

Tehrani et al, 
1996, Denmark

First admission, 
68% FEP

IP 131 12 26.0 Cohort—P II Moderate

Cohen et al, 
1995, USA

62% FSEP, 48% 
affective

OP 112 2 43.0 Cohort—R II Weak

Johnstone et al, 
1984, Scotland

OP Schizophre-
nia

OP 66 60–108 27.0 Cohort—R II Weak

FEP first episode psychosis, FES first episode Schizophrenia, FSEP first/second episode psychosis, RCT  randomised controlled trial, EI early 
intervention services- outpatient, CMHT community mental health team, VLOP very late onset psychosis, level of evidence: I RCT, II case con-
trol/cohort, III uncontrolled) OP out-patient, IP in-patient, P prospective, R retrospective
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of disengagement, based on how the individual re-engaged 
[37]. This highlights that disengagement may not be an 
absolute occurrence and disengagement should instead be 
viewed as a ‘period of disengagement.’ This is important, 
as each period of disengagement may have different factors 
contributing to it, and therefore, different approaches may 
be needed to re-engage the individual. Support for this argu-
ment comes from qualitative studies that have considered 
disengagement from the perspectives of service users and 
clinicians [52].

Time period of disengagement

Some studies applied a time period for disengagement, rang-
ing from 2 weeks to 3 months, after which an individual was 
classified as having disengaged [15, 28, 33]. However, it is 
unclear whether these time periods are an arbitrary length of 
time or chosen to reflect a certain number of missed appoint-
ments. If a set period of time of non-attendance is equated 
with disengagement, that time period should reflect the need 
for treatment at that time. An individual who is unwell and at 
risk, who does not attend for 2 weeks is different to someone 
who does not attend for a period of 2 months, but is towards 
the end of their treatment, has complete symptom resolution 
and has returned to employment or education.

Future research

As engagement seems to be a very subjective and personal 
matter for individuals [52], it highlights the importance of 
qualitative research in this area. Recently, three qualitative 
meta-syntheses have summarised service users’ and careers’ 
experiences of engaging with early intervention services. 
All have highlighted the importance of a genuine, two-way 
relationship. [52–54]. Once achieved, the maintenance of 
this bond is fundamental to enabling the individual’s con-
tinued engagement. Integrating what we know about the 
importance of an individual’s experience into routine clini-
cal monitoring and data collected for research studies may be 
an important step forward. To date, this is rarely done with 
only one study found to include an individual’s reported rea-
sons for their disengagement [19]. In this study the authors 
reported a disengagement rate of 20.4%, which participants 
deemed was primarily to be due to “distance of home from 
hospital and dissatisfaction with out-patient care”. It is pos-
sible that this is a key limitation of many studies thus far, 
and that future studies should ideally include a patient feed-
back system for determining why patients disengaged. We 
acknowledge however that obtaining feedback from indi-
viduals who have completely disengaged from treatment 
may present logistical challenges.

Recommendations

Clearly, whilst the aforementioned qualitative papers have 
enhanced understanding of the complexities of disengagement, 
to date this has not translated to the way in which quantitative 
studies have measured disengagement. Only when there is a 
consensus between studies on how to define and measure dis-
engagement will research be comparable, allowing statistically 
or clinically significant results regarding contributing factors to 
disengagement to be elucidated. Therefore, we suggest that a 
gold standard definition and measure of disengagement should 
be adopted. However, this is likely to be complex to devise 
and it should incorporate the method of classifying disengage-
ment (i.e., categorical, continuous) and a balance between the 
attendance and the need for care. Furthermore, other behav-
iours could be more clearly defined, for example, for those 
individuals who attend appointment but are only superficially 
engaged. Finally, it needs to be clinically relevant and easy to 
use in every day clinical practise.

This next step might involve an international consortium of 
experts in the field working together to develop a gold stand-
ard definition. The use of mixed-methods techniques such 
as the Delphi method [55] or concept mapping [56] would 
allow this to be undertaken with relative ease. The consistent 
implementation of its use internationally may present more 
of a challenge of course, however, it would have the potential 
to allow clinicians and services to more accurately monitor 
and subsequently minimise service disengagement. It would 
be useful to produce accompanying policy guidance to support 
the use of the standardised definition which would include 
further direction around defining terms frequently found in 
the literature, such as; attending appointments, superficial 
“engagement”, therapeutic engagement, and leaving services 
permanently vs temporarily.

Limitations

The results of this systematic review must be viewed in light 
of limitations of the search process. As there are many various 
terms used to represent disengagement, deciding on the search 
terms was a rigorous process. However, even with the multi-
tude of variations there may have been some papers missed 
from the search. Perhaps by extending the search beyond major 
databases and into grey literature, the literature search may be 
improved further. A further limitation of this review was that 
it was not registered online on a database such as PROSPERO 
prior to its undertaking.
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Conclusion

This study is one of the first that focussed on how disen-
gagement has been defined, rather than the individual or 
disease specific factors that may contribute to it. It high-
lights the broad terms used to represent disengagement, 
the variety of definitions used, the differences in the way 
that disengagement is treated as a variable, and the differ-
ent scales—or lack thereof—that have been used to meas-
ure or predict it.
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Abstract
Background A core component of treatment provided by early intervention for psychosis (EI) services is ensuring individuals 
remain successfully engaged with the service. This ensures they can receive the care they may need at this critical early stage 
of illness. Unfortunately, rates of disengagement are high in individuals with a first episode of psychosis (FEP), represent-
ing a major barrier to effective treatment. This study aimed to ascertain the rates and determinants of disengagement and 
subsequent re-engagement of young people with FEP in a well-established EI service in Melbourne, Australia.
Method This cohort study involved all young people, aged 15–24, who presented to the Early Psychosis Prevention and 
Intervention Centre (EPPIC) service with FEP between 1st January 2011 and 1st September 2014. Data were collected 
retrospectively from clinical files and electronic records. Cox regression analysis was used to identify determinants of dis-
engagement and re-engagement.
Results A total of 707 young people presented with FEP during the study period, of which complete data were available for 
700. Over half of the cohort (56.3%, N = 394) disengaged at least once during their treatment period, however, the major-
ity of these individuals (85.5%, N = 337) subsequently re-engaged following the initial episode of disengagement. Of those
who disengaged from the service, 54 never re-engaged, representing 7.6% of the total cohort. Not being in employment,
education or training, not having a family history of psychosis in second degree relatives and using cannabis were found to
be significant predictors of disengagement. No significant predictors of re-engagement were identified.
Conclusion In this study, the rate of disengagement in young people with first-episode psychosis was higher than found
previously. Encouragingly, rates of re-engagement were also high. The concept of disengagement from services might be
more complex than previously thought with individuals disengaging and re-engaging a number of times during their episode
of care. What prompts individuals to re-engage with services needs to be better understood.

Keywords Disengagement · Predictors · First-episode psychosis · Psychotic disorders · Schizophrenia

Introduction

Early intervention in psychosis (EI) services were introduced 
more than 20 years ago based on the evidence that a longer 
duration of untreated psychosis is associated with poorer 
clinical and functional outcomes [1–4]. In addition, interven-
tion at an early phase of psychosis determines the long-term 
course of illness [5], with a number of studies showing EI 
services to be clinically and cost-effective at managing the 
critical early stage of psychosis [6–9]. It has been proposed 
that the success of EI services is in part due to their empha-
sis on establishing and maintaining an individual’s engage-
ment with the service [10]. This is supported by a number 
of studies that showed disengagement from EI services 
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being associated with poor treatment outcomes including 
increased risk of relapse, persistent psychotic symptoms 
and poorer prognosis [11, 12]. Nevertheless, despite these 
known benefits of staying engaged with services, the rates 
of disengagement from EI services are constantly around 
a third (33%), with a range from 13 to 40% [12–14]. The 
terms ‘engagement’ and ‘disengagement’ have typically 
been inconsistently defined in the literature [12]. One study 
referred to disengagement as the ‘termination of treatment 
despite therapeutic need’ [15], whilst another classified it as 
occurring when “case notes suggested that patients actively 
refused any contact with the treatment facility or were not 
traceable” [16]. We consider the term ‘engaged’ to refer to 
an individual’s willingness to actively take part in the treat-
ment they have been recommended by a service.

Findings from previous studies suggest there are a num-
ber of demographic and clinical factors associated with dis-
engagement in FEP, including substance use [15–19], lack 
of family support during treatment [16, 18–21], low severity 
of illness at baseline [16, 18, 19], past forensic history [16], 
duration of untreated psychosis (DUP) [15, 19, 21, 22] and 
unemployment [11, 21]. However, these findings have been 
inconsistent; for example, substance abuse has been found 
to be not associated with disengagement in some settings 
[23]. A major factor that has been neglected in the litera-
ture is the rates and determinants of re-engagement in those 
individuals who have disengaged. Only one study appears 
to have considered this phenomenon, finding that a small 
proportion (4.3%) re-engaged through hospitalization and 
a further 13.4% re-engaged after receiving reminders from 
clinical staff [24].

Considering the high rates of disengagement amongst this 
clinical population and the known association with poorer 
outcomes, identifying the rates and determinants of re-
engagement is of critical clinical importance, yet it has been 
neglected to date in the scientific literature. Furthermore, 
with the roll out of early intervention for psychosis services 
across Australia and their increasing popularity globally, 
knowledge on re-engagement could inform clinical services 
about how to provide the indicated treatments across the 
different phases of recovery for individuals affected by a 
psychotic disorder. This study aimed to determine: (1) the 
proportion of young people with FEP who disengage from 
the clinical service, (2) demographic and clinical determi-
nants of disengagement, (3) the proportion of those who 
have disengaged and subsequently re-engage with the ser-
vice, and (4) demographic and clinical determinants of re-
engagement, including whether re-engagement was associ-
ated with hospital admission.

Methods

Setting

Orygen Youth Health (OYH) is a specialist mental health 
service based in the North-Western area of Melbourne, 
Australia, for young people aged between 15 and 24. 
The Early Psychosis Prevention and Intervention Centre 
(EPPIC) service within OYH provides care to approxi-
mately 400 young people with FEP each year from a 
geographically defined catchment area of over 1 million 
residents. Sources of referral include local mental health 
services, general practitioners, law enforcement agencies, 
community support services, family members and friends, 
and self-referral. Clients can attend OYH for a maximum 
of 2 years, except if they are aged less than 16 at the time 
of referral as in these situations, clients can attend until 
they reach the age of 18 years. The discharge destination 
of clients will depend upon their individual needs, but is 
usually to general practitioners, private psychologists or 
psychiatrists or public adult mental health services.

Whilst under the care of EPPIC, young people in the 
acute phase of illness should be seen by a clinician (gen-
erally their case manager) between one and three times a 
week, with at least one of these occurring face-to-face, 
in early recovery this can drop to weekly contact, and in 
mid-to-late recovery fortnightly to monthly. They should 
also be seen by the treating doctor within 7–10 days of 
commencing psychotropic medication and thereafter every 
2–6 weeks, as indicated. The role of the case manager is 
to coordinate the treatment and care of the young person 
throughout the episode of care. Treatment should pro-
vide support, address acute symptoms and aim to prevent 
relapse for clients and their family/carers. It can include 
psychoeducation and developing a Wellness Plan. This 
plan should outline support needed to access accommoda-
tion, vocational, recreational, welfare, and primary health 
services. In addition to case management, clients may 
access the following interventions; psychological therapy, 
family/carer work, medication, physical health interven-
tions, and psychosocial recovery group programs.

Participants

The current study includes individuals who first attended 
the EPPIC service between 1st January 2011 and 1st Sep-
tember 2014 experiencing a first episode of a psychotic 
disorder, according to DSM-IV criteria. This includes 
diagnoses of schizophrenia, schizophreniform disorder, 
schizoaffective disorder, substance-induced psychotic dis-
order, delusional disorder, bipolar disorder with psychotic 

160



947Social Psychiatry and Psychiatric Epidemiology (2019) 54:945–953 

1 3

features, major depressive disorder with psychotic fea-
tures, brief psychotic disorder, and psychotic disorder not 
otherwise specified (NOS).

Inclusion criteria

The inclusion criteria to the EPPIC service were (1) diagno-
sis of FEP according to DSM-IV, (2) aged between 15 and 
24 years at the time of presentation; and (3) residence within 
the North-Western catchment area of Melbourne at the time 
of presentation. Individuals with comorbid substance misuse 
or dependence, comorbid personality disorders, and intel-
lectual disability were included. Individuals meeting inclu-
sion criteria can receive treatment from EPPIC for up to 
24 months.

Design and procedure

This is a naturalistic cohort study in which the data were 
recorded prospectively but collected retrospectively from 
clinical files. Demographic and clinical data were extracted 
from clients’ paper files and electronic medical records using 
a specifically designed audit tool. The data form part of a 
larger dataset in which treating clinicians were responsible 
for collecting original data with eight researchers transfer-
ring these data to the study database.

Instruments, measures and sources of information

Each client file contains information compiled during the 
treatment period from various sources including initial 
assessment reports, outpatient notes, inpatient notes (if 
applicable), clinical review meetings and discharge let-
ters. Clinical information such as diagnosis at 3 months 
and discharge, any hospital admissions, type and number of 
antipsychotic medications prescribed, as well as episodes of 
exacerbation and relapses were recorded. Diagnoses were 
determined by the treating consultant psychiatrist.

Determinants of disengagement 
and re‑engagement

A number of socio-demographic and clinical factors previ-
ously associated with disengagement from EI services were 
collected. This included age, gender, marital status, employ-
ment/education/training status (those who are ‘not in edu-
cation, employment or training’ are identified as ‘NEET’), 
duration of untreated psychosis, family history of psychosis 
(first and second degree relative), type of psychotic disor-
der (non-affective vs. affective), comorbid substance abuse, 
alcohol, amphetamine, and cannabis use. We chose to inves-
tigate these specific factors based on their availability on 
electronic medical records.

Disengagement/re‑engagement

The definition of disengagement used here was consistent 
with that used by Conus et al. [16]; that is, participants who 
“actively refused any contact with the treatment facility or 
were non-traceable”. This definition of disengagement does 
not include a set length of time that an individual needs to 
be non-contactable for to be considered disengaged. Rather 
that it is declared so by the treating team. We did not con-
sider individuals to have disengaged if they moved out of 
area and if they informed the clinical team of their move. In 
these circumstances, the clinical team would then refer the 
young person to an appropriate service in their new area of 
residence. If a young person ceased all contact with the clini-
cal team and moved out of area but did not inform them of 
the move, they would have been classified as having disen-
gaged. As part of EPPIC’s routine processes, case managers 
and clinicians make extensive efforts to re-engage patients 
by repeated phone calls, letters to the young person and 
their families, as well as home visits throughout the entire 
intended treatment period. The date of disengagement was 
considered to be the date of last face-to-face contact with 
case manager.

Re-engagement was said to occur when an individual 
made face-to-face contact with clinical staff following an 
episode of disengagement. The date of re-engagement was 
considered to be the first face-to-face contact with case man-
ager following an episode of disengagement. If the patient 
was discharged before re-engaging to the service, the dis-
charge date was recorded as an end-point of disengagement. 
If a young person re-engaged with the EI service following 
an admission to hospital inpatient ward, this was recorded 
as the ‘mode of re-entry’ allowing us to explore whether re-
engagement was associated with hospital admission.

Statistical analysis

Data were analysed using Statistical Package for Social Sci-
ences (SPSS) version 22. Descriptive statistics were used to 
describe the study sample; for parametric data, the mean and 
standard deviation are presented and for non-parametric data, 
the median and inter-quartile ranges (IQR) are presented. 
Next, we investigated demographic and clinical predictors of 
disengagement and re-engagement using univariate and mul-
tivariate Cox regression analysis. For disengagement, time 
to event was defined as the number of days from first contact 
recorded with services until disengagement from services. 
For re-engagement, time to event was defined as the number 
of days from the date of disengagement to the first date of 
re-engagement (i.e., when the young person was next seen 
by the treating team). In the analysis examining predictors 
of re-engagement, the group who never re-engaged follow-
ing the first episode of disengagement were examined. The 
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rationale for this method is that individuals who did not re-
engage after the 2nd episode of disengaged, had previously 
re-engaged after the 1st episode and hence it would not be 
representative to label this group not to have re-engaged. 
This analysis was used to determine hazard ratios (HRs) and 
adjusted HRs (aHRs) with 95% confidence intervals (CIs) 
for predictors of disengagement and re-engagement, as it 
is a time dependent variable. A HR of 1 indicates the same 
relative risk of disengagement/re-engagement compared to 
the reference group (did not disengage/did not re-engage); an 
HR < 1 indicates lower relative risk, and an HR > 1 indicates 
higher relative risk. First, univariate analysis was conducted 
in which each potential predictor variable was entered into a 
Cox regression model and a separate analysis conducted for 
each individual predictor variable. Following this univariate 
Cox regression analysis, each predictor variable which had 
a p value of ≤ 0.10 was then entered into a single multivari-
ate Cox regression model together using the Enter method. 
Missing values (which was minimal), were excluded from 
the analysis.

Ethical approval

The present study was approved by the Royal Melbourne 
Human Research and Ethics Committee (reference: 
QA2018034).

Results

Demographics and clinical characteristics

In total, 707 young people presented with FEP during the 
study period, of which there were complete data for 700 
(99.0%). The mean age at the time of entry to service was 
19.5 (SD ± 2.8) years, the majority were male (60.1%, 
N = 425), never married (95.2%, N = 673), living with par-
ents (65.5%, N = 463), and had comorbid substance abuse 
(60.1%, N = 421). At the time of service entry, 41.7% 
(N = 292) of young people with FEP were identified as ‘not 
being in employment, education or training’ (NEET). A 
total of 37.5% (N = 262) had a diagnosis of schizophreni-
form disorder or schizophrenia and 16.0% (N = 112) had a 
diagnosis of bipolar affective disorder. The median duration 
of untreated psychosis (DUP) was 8 weeks (IQR = 2–32). 
The demographic and clinical characteristics of the cohort 
are presented in Table 1. The median duration of care was 
657 days (IQR = 455–739 days).

Rate of service disengagement

A total of 394 (56.3%) young people disengaged at least once 
during their treatment period. Of those 394, 42.9% (N = 169) 

had one episode of disengagement, 27.2% (N = 107) had 
two episodes, 18.8% (N = 74) had three episodes and 
11.2% (N = 44) had more than three episodes. The median 
time to disengagement was 166.5 days (SD ± 178.9, IQR 
64.25–321.75) from service entry and the mean duration of 
the first episode of disengagement was 82 days (SD ± 83.7).

Determinants of service disengagement

Univariate Cox regression analysis of potential determinants 
of service disengagement revealed a number of variables that 
had an impact on the risk of disengaging: age was associated 
with an increased risk of disengaging (HR = 1.24, 95% CI 
1.01–1.51, p = 0.04); not being in employment, education or 
training (NEET) status was associated with being 1.76 times 
more likely to disengage than those who were not NEET 
(HR = 1.76, 95% CI 1.44–2.15, p < 0.001); and individuals 
who had a second degree relative with a psychotic disorder 
had a lower risk of disengaging compared to young people 
who did not have a second degree relative (HR = 0.71, 95% 
CI 0.54–0.92, p = 0.01). Finally, exploration of the effects of 
substance abuse revealed that there were higher risks of dis-
engaging for young people with concurrent substance abuse 
disorders compared to those who did not have substances 
abuse (HR = 1.38, 95% CI 1.24–1.54, p < 0.001), specifically 
those with concurrent cannabis abuse (HR = 1.33, 95% CI 
1.20–1.48, p < 0.001), and amphetamine abuse (HR = 1.27, 
95% CI 1.15–1.41, p < 0.001). There were no differences 
in the risks of disengagement according to; gender, a posi-
tive family history in a first-degree relative, diagnosis (non-
affective vs affective psychotic disorder), and duration of 
untreated psychosis (Table 2). 

A multivariable Cox regression analysis was conducted 
to control for the potential effects of confounding variables. 
All variables that were significant predictors (p > 0.1) in 
the univariate Cox regression analysis were entered into 
the multivariable model (Table 3). Three significant deter-
minants of service disengagement were identified; NEET 
(aHR = 1.49, 95% CI 1.20–1.85, p < 0.001), cannabis use 
(aHR = 1.51, 95% CI 1.20–1.91, p = 0.001) and a family his-
tory of psychosis in a second-degree relative (aHR = 0.74, 
95% CI 0.57–0.97, p = 0.03).

Rate and determinants of service re‑engagement

Data were available for a maximum of three episodes of re-
engagement. Following the first episode of disengagement 
(N = 394), 85.5% (N = 337) of young people re-engaged with 
the service (missing data for 4 cases). A total of 225 young 
people had a further episode of disengagement and of these, 
79.1% (N = 178) subsequently re-engaged. Of these, 118 
young people had a third episode of disengagement and of 
these, 78.8% (N = 93) subsequently re-engaged.
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The number of individuals who at any point did not re-
engage was 54. This means that from the sample of 707 indi-
viduals, 7.6% disengaged and never returned to the service. 
Figure 1 represents a flow diagram of individuals disengag-
ing and re-engaging with services.

Univariate Cox regression analysis of potential determi-
nants of re-engagement was undertaken on the sub-sample 
of individuals who disengaged (N = 394). Predictors of re-
engagement following the first episode of disengagement 
were explored and none were identified as significant. These 
results are presented in Table 4.

Data on whether individuals had a hospital admission 
prior to re-engaging with the EI service found that of the 
335 young people who re-engaged following an initial 
episode of disengagement, 9.0% (N = 30) had an admis-
sion at the time of being re-engaged. Of the 178 who re-
engaged following a second episode of disengagement, 4.5% 
(N = 8) had an admission at the time of being re-engaged 
and of the 95 who re-engaged following a third episode of 

disengagement, 13.7% (N = 13) had an admission at the time 
of being re-engaged.

Discussion

This is the first study in Australia to look at the rates of dis-
engagement and subsequent re-engagement for young peo-
ple accessing an EI service (EPPIC). We found that 56.3% 
(n = 394) of young people with FEP disengaged at least 
once, with 56.1% (n = 221) of those individuals disengaging 
more than once. This study identified three significant deter-
minants of disengagement; NEET, comorbid cannabis use 
and the absence of a family history of psychosis in second-
degree relatives. We found that the rate of re-engagement 
was high at 85.5% but did not find any significant predictors 
of re-engagement. The majority of individuals did not re-
engage subsequent to a hospital admission.

Table 1  Demographic and clinical characteristics of total cohort, those who did and did not disengage and those who did and did not re-engage

a Totals for re-engaged do not add up to total of those disengaged due to missing data (n = 4)

Total sample (n = 700) Disengaged (n = 394) Did not disen-
gage (n = 306)

Re-engaged (n = 337)a Did not 
re-engage 
(n = 54)a

Age (M ± SD, n = 695) 19.5 ± 2.8 19.6 ± 2.8 19.3 ± 2.9 19.4 ± 3.25 20.0 ± 2.51
Male sex [N (%), n = 707] 425 (60.1%) 253 (64.2%) 171 (55.9%) 218 (64.7%) 33 (61.1%)
Not married [N (%), n = 701] 673 (95.2%) 368 (93.4%) 300 (98.0%) 320 (95.0%) 52 (96.3%)
Living with parents [N (%), n = 701] 457 (65.3%) 257 (65.2%) 200 (65.4%) 225 (66.8%) 31 (57.4%)
Not in employment, education or train-

ing (NEET) [N (%), n = 700]
292 (41.7%) 198 (50.3%) 94 (30.7%) 166 (49.3%) 29 (53.7%)

Family history of psychosis [N (%), n = 700]
 First-degree relative 140 (20.0%) 84 (21.3%) 56 (18.3%) 74 (22.0%) 9 (16.7%)
 Second-degree relative 141 (20.1%) 65 (16.5%) 76 (24.8%) 61 (18.1%) 4 (7.4%)

Diagnosis at baseline [N (%), n = 700]
 Schizophrenia 188 (26.9%) 96 (24.4%) 92 (30.1%) 88 (26.1%) 6 (11.1%)
 Schizophreniform disorder 74 (10.6%) 42 (10.7%) 32 (10.5%) 31 (9.2%) 10 (18.5%)
 Schizoaffective disorder 52 (7.4%) 26 (6.6%) 26 (8.5%) 25 (7.4%) 1 (1.9%)
 Delusional disorder 12 (1.7%) 8 (2.0%) 4 (1.3%) 8 (2.4%) 0
 Substance-induced psychotic disorder 55 (7.9%) 40 (10.2%) 15 (4.9%) 35 (10.4%) 5 (9.3%)
 Bipolar affective disorder 112 (16.0%) 62 (15.7%) 50 (16.3%) 54 (16.0%) 8 (14.8%)
 Depression with psychosis 49 (7.0%) 29 (7.4%) 20 (6.5%) 24 (7.1%) 5 (9.3%)
 Psychotic disorder NOS 98 (14.0%) 59 (15.0%) 39 (12.7%) 49 (14.5%) 10 (18.5%)
 Brief psychotic disorder 13 (1.9%) 7 (1.8%) 6 (2.0%) 5 (1.4%) 2 (3.7%)
 Not differentiated 47 (6.7%) 25 (6.3%) 22 (7.2%) 18 (5.3%) 7 (13.0%)

Substance use disorder [N (%), n = 701]
 Any comorbid substance use 421 (60.0%) 274 (69.5%) 147 (48.0%) 237 (70.3%) 34 (62.9%)
  Alcohol 121 (17.3%) 77 (19.5%) 44 (14.4%) 68 (20.2%) 9 (16.6%)
  Cannabis 371 (52.9%) 243 (61.7%) 128 (41.8%) 210 (62.3%) 31 (57.4%)
  Amphetamine 189 (27.0%) 130 (33.0%) 59 (19.3%) 117 (34.7%) 11 (20.3%)
  MDMA 41 (5.85%) 26 (6.6%) 15 (4.9%) 22 (6.5%) 3 (5.6%)

DUP, weeks [Median (IQR), n = 596] 8 (2–32) 8 (2–50) 8 (2–24) 8 (2–52) 8 (2–52)
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The rate of disengagement in this cohort was higher than 
the rate that previous studies have shown [12]. However, 
our finding that only 7.6% (N = 54) of the cohort disengaged 
and never re-engaged with the service represents a rate of 
disengagement that is at the lower end of the range found in 
previous studies. This raises a question of whether previous 
studies with far higher disengagement rates have consid-
ered levels of re-engagement when calculating rates of dis-
engagement. Variances in disengagement rates in previous 
studies may also be affected by the different definitions of 
disengagement they used. For example, using a definition of 
disengagement that includes a short duration of treatment 
refusal may result in higher disengagement rates, compared 
to studies that require individuals to not be in contact for 
longer periods of time.

The significant determinants of disengagement that we 
found were in accord with several other previous studies. 
That is, we did not find gender [22, 25] to be significant 
determinants of disengagement, but did find NEET at base-
line and comorbid cannabis use to be significant predictors 
[11, 21]. Indeed, Doyle and colleagues [12] concluded that 

the most robust predictors of disengagement were comor-
bid substance abuse and a lack of involvement or sup-
port from family. The third predictor of disengagement 
that we found (not having a family history of psychosis 
in second-degree relatives) perhaps mirrors and further 
develops Doyle’s conclusion of the importance of family 
involvement. Involving family members in the treatment 
process is known to help promote good service engage-
ment and they are often the first to refer individuals to 
mental health services [16, 26]. One explanation for the 
finding that absence of a family history of psychosis in 
second-degree relatives predicted disengagement could be 
that having parents/caregivers who grew up experiencing 
a family member with psychosis might ensure that their 
parents are more aware of signs, symptoms and conse-
quences of psychosis, allowing them to recognize early 
warning signs in the young person and actively support 
them to remain engaged. Further exploration of this theory 
is of course required.

It is possible that there are a number of factors that 
play a part in predicting disengagement/re-engagement 
that are yet to be sufficiently explored. For example, the 
therapeutic relationship between client and clinician, cli-
ents’ satisfaction with services, and clinician communica-
tion style are all potential important aspects of a client’s 
experience of clinical services. Collecting these data as 
part of routine clinical care using appropriate assessments 

Table 2  Univariate cox regression analysis of predictors of disen-
gagement

Factor Univariate

Unadjusted HR 95% CI p value

Lower Upper

Age 1.24 1.01 1.51 0.04
Gender
 Female 1
 Male 1.21 0.99 1.49 0.07

Education/employment status
 In education/

employment/
training

1

 NEET 1.76 1.45 2.15 < 0.001
Family history in 1st degree relative
 No 1
 Yes 0.85 0.67 1.09 0.20

Family history in 2nd degree relative
 No 1
 Yes 0.71 0.54 0.92 0.01

Diagnosis
 Non-affective 1
 Affective 1.04 0.83 1.30 0.72

Cannabis abuse
 No 1
 Yes 1.34 1.21 1.48 < 0.001

Amphetamine abuse
 No 1
 Yes 1.27 1.15 1.42 < 0.001

Table 3  Multivariate cox regression analysis of predictors of disen-
gagement

Factor Multivariate

Adjusted HR 95% CI p value

Lower Upper

Age 1.02 0.99 1.05 0.51
Gender
 Female 0.94 0.76 1.17 0.60
 Male 1

Education/employment status
 In education/

employment/
training

1

 NEET 1.49 1.20 1.85 < 0.001
Family history in 2nd degree relative
 No 1
 Yes 0.75 0.57 0.98 0.03

Cannabis abuse
 No 1
 Yes 1.51 1.19 1.91 0.001

Amphetamine abuse
 No 1
 Yes 1.16 0.92 1.48 0.21
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may be the important next step in developing our under-
standing of predictors of disengagement and subsequent 
re-engagement.

This is the first study to look at the rate and determinants 
of re-engagement, and interestingly, the rate of re-engage-
ment we found in this study suggested that the majority of 
young people who disengaged from the EI service subse-
quently re-engaged. Furthermore, only a small number of 
those who re-engaged had been admitted to hospital just 
prior, suggesting it was not a common reason to prompt indi-
viduals to re-engage with EI services. Given that we did not 
identify any significant variables associated with re-engage-
ment, further work is required to better understand the rea-
sons for re-engagement. According to a study by Tindall 
and colleagues, the therapeutic relationship between case 
manager and young person is crucial in promoting service 
engagement [27] and active involvement of case managers 
in the treatment process and availability of outreach services 
might have contributed to the high rate of re-engagement in 
this cohort. Further work in this area might explore the rela-
tionship between the role of the case manager and re-engage-
ment, and the subjective experience of what motivates young 
people to re-engage with the service. Novel ways of working 
to support the re-engagement of young people need to also 
be considered. One way of achieving this may be to involve 
peer support workers, whose unique role may be better 
attuned to support young people re-connect with services.

The finding that young people who are NEET at the time 
of presentation are more likely to disengage from services is 
important, as this represents a particularly vulnerable group. 
The EPPIC service demonstrated that integrating an indi-
vidual placement support (IPS) worker within the clinical 
program can improve the gaining and retention of employ-
ment in young people with FEP [28], however, if they disen-
gage, they cannot access this additional service and their risk 
of long-term unemployment is increased. The situation is 
similar with substance abuse, in that the EPPIC service has 
employed an integrative model for addressing dual diagnosis 
substance abuse, however, this study has demonstrated that 
those with cannabis abuse are more likely to disengage and, 
therefore, would not avail of this intervention. Therefore, in 
addition to introducing these interventions into other early 
intervention for psychosis services, thought has to be given 
as to how to keep these young people engaged with the ser-
vices as a whole.

Limitations

While this paper represented a large, epidemiological 
cohort of treated cases of FEP, the results need to be con-
sidered within the limitations of the study. First, while the 
information was recorded prospectively, it was retained 
retrospectively by researchers for the purpose of this study 

Fig. 1  Diagram to represent 
pattern of disengagement and 
re-engagement
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and, therefore, the data included here were reliant on the 
quality of clinical record documentation. In addition, we 
did not perform a random audit of the data the researchers 
collected to ensure that errors were not occurring in their 
data collection. Furthermore, due to the lack of consen-
sus on a clear definition of disengagement and the fact 
that disengagement is multidimensional in nature, the 
definition we used might not reflect all relevant aspects 
of disengagement. It may in fact be more beneficial for 
services to consider engagement as consisting of two ele-
ments—one, the literal attendance of appointments, and 
two, therapeutic engagement; the former being easier to 
measure than the latter [16]. This is an important limita-
tion in this study where we were unable to look in-depth at 
levels of therapeutic engagement. Additionally, the scope 
of determinants of disengagement and re-engagement was 
limited to the number of variables we had sufficient data 
for, and other potential predictors such as forensic history 
[12, 16, 23, 29], lack of family support [16, 18–21], child-
hood trauma and personality factors were not examined.

Future directions

One potential way to better understand why some young 
people re-engaged with the service and some did not is to 
undertake further qualitative research. Gaining an in-depth 
understanding of what triggers individuals to disengage 
with an EI service, and then subsequently re-engage could 
illuminate potential novel ways to ensure young people 
are better supported to stay engaged with a service. One 
example could be to investigate how changes in symptoms 
contribute to disengagement or re-engagement. It is pos-
sible that a young person with symptomatic remission may 
choose to disengage rather than remain on a caseload and 
have a longer, managed discharge. Alternatively, there may 
be benefit in considering episodes of treatment that align 
to the current needs of a young person, with easy service 
re-entry when the young person wants it. Understanding 
the decisions made by a young person given what we know 
about the trajectory of early psychosis may be the next step 
to supporting young people to benefit most from the ser-
vices available to them at this crucial time. We hope that 
the development of clinical electronic notes in recent years 
will allow for further analysis of a more comprehensive set 
of predictors in the future, including the notion of thera-
peutic engagement rather than engagement via attendance.

Conclusion

In this naturalistic cohort of FEP patients, a high propor-
tion of young people disengaged from the service during 
the 2 years in which ongoing phase-specific interventions 
are indicated. However, the majority of these young peo-
ple subsequently re-engaged with the service. This finding 
suggests that the concept of disengaging from an EI ser-
vice might be more complex than previously thought with 
individuals disengaging and re-engaging a number of times 
during their episode of care (in this case, 24 months). We 
found that NEET at baseline, comorbid cannabis use and 
a negative family history in second-degree relatives were 
significant predictors of disengagement. We did not find 
any significant predictors of re-engagement. We need to 
better understand what prompts individuals to re-engage 
with services. This might come from in-depth qualitative 
interviews with young people who have previously disen-
gaged and subsequently re-engaged with EI services.

Compliance with ethical standards 

Conflicts of interest All authors declare no conflicts of interest.

Table 4  Cox regression analysis of predictors of re-engagement fol-
lowing the initial episode of disengagement

Factor Univariate

Unadjusted HR 95% CI p value

Lower Upper

Age 0.99 0.95 1.02 0.45
Gender
 Female 1
 Male 1.03 0.82 1.29 0.80

Education/employment status
 In education/

employment/
training

1

 NEET 0.95 0.77 1.18 0.66
Family history in 1st degree relative
 No 1
 Yes 1.06 0.82 1.38 0.65

Family history in 2nd degree relative
 No 1
 Yes 1.31 0.99 1.74 0.06

Diagnosis
 Non-affective 1
 Affective 1.09 0.86 1.38 0.49

Cannabis abuse
 No 1
 Yes 0.98 0.88 1.10 0.72

Amphetamine abuse
 No 1
 Yes 1.02 0.91 1.14 0.71
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Introduction: Individuals who experience a first episode of psychosis require early intervention and regular
follow-up in order to improve their prognosis and avoid long-term negative outcomes. However, approximately
30% of individuals accessing support will end up disengaging from early intervention (EI) services. Although we
know that individual factors can impact rates of disengagement, less is known about potential service and com-
munity level factors.
Methods: Data were gathered from a cohort of individuals attending a specialist youth mental health service in
Melbourne, Australia between 1st January 2011 and 7th September 2014. Data were collected from clinical
files and electronic medical records using a standardised audit instrument. Cox regression analysis was used to
identify whether community level factors were predictors of disengagement.
Results:Datawere available for 707 youngpeople experiencing afirst episode of psychosis. Individuals residing in
neighbourhoods of higher social deprivation were at a higher relative risk of disengaging, with 4.7% increase in
engagement for each increase in decile of deprivation. The introduction of a new clinic was not significantly as-
sociated with a difference in the proportion of individuals disengaging from the service and distance to service
was not significantly associated with disengagement rates.
Discussion: Developing strategies focused on engaging young people with first episode psychosis who reside in
more deprived areas may address the higher rates of disengagement these individuals experience. These finding
suggest that locationmay not be a barrier to engagement, however services should be resourced in-line with the
population demographic in their specific location.

© 2019 Elsevier B.V. All rights reserved.
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1. Introduction

It is well recognised that a first episode of psychosis (FEP) requires
early intervention and appropriate sustained treatment to avoid poor
clinical and functional outcomes (The Schizophrenia Commission,
2012). Disengaging from Early Intervention (EI) services has been asso-
ciated with more severe psychopathology, an increased risk of relapse
and hospital admissions, socio-functional decline, and poorer prognosis
(Macbeth et al., 2013). Despite the established benefits of remaining
under the care of an EI service, rates of disengagement from treatment
are typically around 30% (Doyle et al., 2014a) with a range from 13%
to 40% (Chan et al., 2014; Doyle et al., 2014b; Garety and Rigg, 2001).
Understanding the factors that may contribute to disengagement

could help to identify areas of intervention to improve the engagement
of this population.

Previous literature on disengagement in FEP has focussed on indi-
vidual and disorder specific factors that lead to disengagementwith ser-
vices, such as age, co-morbid substance abuse, duration of untreated
psychosis (DUP), symptom severity at baseline, and level of family sup-
port (Doyle et al., 2014a). For example, we recently reported findings
from a cohort of 707 young people experiencing FEP (Kim et al.,
2019), concluding that individuals who; were not in employment, edu-
cation or training (NEET); did not have a family history of psychosis in
second degree relatives; and had co-morbid cannabis use were more
likely to disengage. Itwas hoped that identifying individualsmore likely
to disengage would inform the development of targeted preventive
strategies and treatment adaptations (Stowkowy et al., 2012). However
there has been limited consensus between studies (Doyle et al., 2014a;
Nose et al., 2003) making the development of such strategies to tackle
disengagement a challenge. In addition, there is growing global
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evidence that mental disorders are socially determined (Lund et al.,
2018), with social and economic factors directly influencing illness
prevalence and severity. It stands to reason therefore that these societal
factors may also influence disengagement from mental health service.
Support for this comes from a study in the USA and Canada, which
found that lower socio-economic status was associatedwith disengage-
ment from general outpatient mental health services (Edlund et al.,
2002). A more recent study from Canada found material deprivation
predicted disengagement in second-generation immigrants with FEP
(Maraj et al., 2017). In addition, a study from the UK found that individ-
uals living in more deprived areas had higher rates of relapses of psy-
chotic disorders (Puntis et al., 2018). It is plausible that if there are
higher rates of disengagement in these areas, this could in part contrib-
ute to the risk of relapse and also potentially lengthen the time taken for
the relapses to be identified and treated.

The importance of service and community level factors of disengage-
ment from EI services have been proposed as potential new targets to
inform service protocols aimed at reducing rates of disengagement
(Lal and Malla, 2015; Smith et al., 2013). For example, the availability,
type, and accessibility of EI services are variables that may be aug-
mented to improve disengagement rates (Bechard-Evans et al., 2007).
There is potential that by tailoring services to the communities they rep-
resent – by ensuring their accessibility, and considering how resources
are allocated to populations most in need – could improve engagement
(Kirkbride and Jones, 2013). To date however, no such empirical evi-
dence exists. For example, location of services, and thus their accessibil-
ity, is often thought to be a global barrier to accessing and remaining
engaged with healthcare providers (Ballon et al., 2004; Brown et al.,
2016; Elliott and Larson, 2004; Myers et al., 2010) however this view
typically comes from subjective data from questionnaires or interviews.

The present study aimed to look at the impact of a number of com-
munity and service level factors on rates of disengagement in a popula-
tion of young people experiencing first episode psychosis. The factors
we were able to examine were the impact of the neighbourhood, i.e.
levels of social deprivation and social fragmentation, the distance to
the EI service from the individual's place of residence, and whether es-
tablishing a clinic in a new locationwas associatedwith a change in dis-
engagement rates.

2. Methods

2.1. Setting

This sample comprised a population-based cohort of individuals
with FEP, consecutively admitted to the Early Psychosis Prevention
and Intervention Centre (EPPIC) service in Melbourne, Australia be-
tween 1st January 2011 and 7th September 2014. The EPPIC service is
a specialist youth mental health service that provides multi-
disciplinary care for young people with FEP between the ages of 15
and 24 managed by Orygen Youth Health. Individuals are referred by
multiple avenues such as local mental health services, general practi-
tioners, law enforcement agencies, community support services, family
members and friends, and by self-referral.

The service caters for a large catchment area (approx. 1500 km2),
covering the north-west suburbs of Melbourne, and includes 59 differ-
ent postcodes and a population of approximately 1.2 million. Initially,
all individuals accessing EPPIC were seen at an outpatient clinic in the
suburb of Parkville, until the introduction of a second clinic in the sub-
urb of Sunshine in July 2013.

During their 24 months of treatment at EPPIC, individuals benefit
from various components of the service. Treatment and support is pro-
vided at regular case management sessions with psychologists, social
workers, outreach services, family support and addiction services,
with regular medical reviews by consultant psychiatrists. Individuals
are treated according to the Australian Clinical Guidelines for Early Psy-
chosis (Early Psychosis Guidelines Writing Group, 2016). Services

operate Monday-Friday, 9 am to 5 pm, with out-of-hours cover from
an acute crisis team (Youth Access Team) services between 5 pm and
10 pm. Orygen Youth Health also operates a 16 bedded inpatient unit
in Footscray, a suburb approximately half way between Parkville and
Sunshine.

2.2. Participants

Individuals included in this study were those identified as having
FEP. This was defined as having a DSM-IV or DSM-V diagnosis of schizo-
phrenia, schizophreniform disorder, schizoaffective disorder,
substance-induced psychotic disorder, delusional disorder, bipolar dis-
order with psychotic features,major depressive disorder with psychotic
features, brief psychotic disorder, and psychotic disorder not otherwise
specified (NOS). Clients were given a provisional diagnosis at 3months,
then reassessed at discharge from service by the treating consultant
psychiatrist.

Individuals were able to access EPPIC if they (i) had a diagnosis of
FEP as outlined above (ii) were aged of between 15 and 24 years at
the time of presentation; (iii) resided within the North-Western catch-
ment area at the time of presentation; and (iv) had no previous history
of a psychotic disorder. Individuals with comorbid substance misuse or
dependence, comorbid personality disorders, and intellectual disability
were included.

2.3. Design and procedure

This is a naturalistic cohort study in which the data were recorded
prospectively but collected retrospectively from clinical files. Demo-
graphic and clinical data were extracted from clients' paper files and
electronic medical records using a specifically designed audit tool. The
data form part of a dataset in which treating clinicians were responsible
for collecting original data with researchers transferring these data to
the study database.

2.4. Variables

Data were collected on individuals' socio-demographics, location
and living status, primary treating team and treatment location. A num-
ber of other socio-demographic and clinical factors were collected, in-
cluding; age, gender, marital status, employment/education/training
status (those who are ‘not in education, employment or training’ are
identified as ‘NEET’), duration of untreated psychosis, family history of
psychosis (first and second degree relative), type of psychotic disorder
(non-affective vs. affective), comorbid substance abuse, alcohol, am-
phetamine, and cannabis use. The primary outcome of interest, whether
individuals had disengaged, comprised of two aspects: whether it had
occurred; and how many episodes there were.

2.4.1. Disengagement
Disengagement was defined using the definition adopted by Conus

and colleagues, and was rated as present “if case notes suggested pa-
tients actively refused any contact with the treatment facility or were
not traceable” (Conus et al., 2010). This definition of disengagement
does not include a set length of time that an individual needs to be
non-contactable for to be considered disengaged. Rather that it is de-
clared so by the treating team. Case notes often clearly stated that disen-
gagement had occurred. Furthermore, the case notes also showed that
case managers and the mobile intensive treating team made extensive
efforts to re-engage individuals by repeated phone-calls, letters to indi-
viduals and their families, and home visits throughout the treatment pe-
riod. This is in accordance with the services ‘principles of practice’, a
series of guiding principles within a defined service delivery model for
clinicians. The date of last face-to-face contact between the case man-
ager and a disengaged individual was considered as the date of disen-
gagement. Individuals were not considered to have disengaged if they
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moved out of area and if they informed the clinical team of their move.
In these cases, the clinical teamwould refer the young person to an ap-
propriate service in their new area of residence.

2.4.2. Neighbourhood characteristics
Social deprivation is a term used to describe relative socio-economic

disadvantage within the community. The following data were used as
the construct of social deprivation for this study. Neighbourhood demo-
graphic data were collected from publicly available components of the
Australian National 2011 Census for all 665 postcodes in the
Australian State of Victoria. This data included the total population
within a postcode as well as the total population aged 15 to 24 years.
The Australian Bureau of Statistics have used this census data to develop
the ‘Socio-Economic Indexes for Areas (SEIFA)’ which ranks areas in
Australia according to relative socio-economic advantage and disadvan-
tage. The SEIFA consists of four indexes, each being a summary of a dif-
ferent subset of Census variables and focuses on a different aspect of
socio-economic advantage and disadvantage. The index used in this
current study was the Index of Relative Socio-Economic Disadvantage
(IRSD) which is a general socio-economic index that summarises a
range of information about the economic and social conditions of people
and households within an area. For example, an area would have a low
score if there are:many householdswith low income,manypeoplewith
no qualifications, or many people in low skill occupations. Within the
IRSD, all areas are ordered from lowest to highest score, the lowest
10% of areas are given a decile number of 1, the next lowest 10% of
areas are given a decile number of 2 and so on, up to the highest 10%
of areas which are given a decile number of 10. This means that areas
are divided up into ten equal sized groups, depending on their score.
As a result, each suburb is given a disadvantage decile; 1 representing
the most disadvantaged and 10, the least disadvantaged.

To determine social fragmentation, we used themeasure developed
by Congdon and colleagues, which has been utilised in a number of
other studies examining the association between social fragmentation
and psychotic disorder incidence (Congdon, 1996; O'Donoghue et al.,
2016b; Omer et al., 2014). This measure of social fragmentation is com-
posed of four variables collected in National Censuses: the percentage of
single-person households, dwellings rented, persons having lived at a
different address one-year prior, and (socially defined) unmarried per-
sons. Data for these variables were collated for all 58 included postcodes
in the catchment area (3026was not included as it had a population-at-
risk of just 6). Sample mean and standard deviation were calculated for
each of the four census variables. For each postcode, the deviation from
themean (z-score)was calculated for each of these census variables. For
the census variable of the percentage of persons having lived at a differ-
ent address one-year prior, all negative z-scores were multiplied by
negative one to give a positive value, as a negative value still represents
a positive level of populationmobility (i.e.mobility out of the postcode).
The social fragmentation score for a postcode is the sum of the
postcode's z-scores for each of these four census variables.

2.5. Data analysis

Statistical analysis was performed using SPSS version 25 software.
We used descriptive statistics to describe the cohort and rate of disen-
gagement from EI services, average time to disengagement and the
number of periods of disengagement. Chi-Square and Mann-Whitney
Tests were used to analyse service factors such as distance to clinic
used. The relationship between neighbourhood characteristics and dis-
engagementwas analysed usingunivariate andmultivariate Cox regres-
sion analysis. For disengagement, time-to-event was defined as the
number of days from first contact recorded with services until disen-
gagement from services. This analysis was used to determine hazard ra-
tios (HRs) and adjusted HRs (aHRs) with 95% confidence intervals (CIs)
for predictors of disengagement, as it is a time dependent variable. A HR
of 1 indicates the same relative risk of disengagement compared to the

reference group (did not disengage); an HR b 1 indicates lower relative
risk, and an HR N 1 indicates higher relative risk. First, univariate analy-
sis was conducted in which social deprivation and social fragmentation
variables were entered into Cox regression models, with a separate
analysis conducted for each. Following this univariate Cox regression
analysis, multivariate analysis (using the Enter method) was under-
taken using variables thatwe knewwere significant predictors of disen-
gagement in our population (Not being in education, employment or
training (NEET), having a second degree relativewith history of psycho-
sis and cannabis abuse, Kim et al. (2019)). Missing values (which was
minimal), were excluded from the analysis. Finally, the correlation be-
tween parametric continuous variables was calculated using Pearson's
correlation (r).

2.6. Ethics

This study was approved by the Royal Melbourne Human Research
and Ethics Committee as a quality assurance project (ref:
QA2018034). As the data was collected retrospectively and a full cohort
was required to ensure representativeness and generalisability, a
waiver of consent was approved by the governing ethics committee.

3. Results

3.1. Participant demographics

A total of 707 individuals presented with FEP between 1st January
2011 and 3rd September 2014. The mean age of the cohort was
19.3 years (SD ± 2.9), and 60.1% of the sample were male. Approxi-
mately 20% of the sample had a 1st degree family history of a psychotic
disorder, with 20% also having a history in second degree relatives. A
total of 37.4% (N = 262) had a diagnosis of schizophreniform disorder
or schizophrenia at baseline assessment and 16.0% (N= 112) had a di-
agnosis of bipolar affective disorder. Co-morbid substance use in the
total cohort was 60.0%. These demographics and baseline clinical char-
acteristics of the population can be found in Table 1.

Table 1
Demographic and clinical characteristics of total cohort.

Total sample
(n = 707)

Age (M ± SD, n = 695) 19.3 ± 2.9
Male sex (N (%), n = 707) 425 (60.1%)
Not married (N (%), n = 701) 673 (95.2%)
Living with parents (N (%), n = 701) 457 (65.3%)
Not in employment, education or training (NEET) (N (%), n = 700) 292 (41.7%)
Family history of psychosis (N (%), n = 700)

First-degree relative 140 (20.0%)
Second-degree relative 141 (20.1%)

Diagnosis at baseline (N(%), n = 700)
Schizophrenia 188 (26.9%)
Schizophreniform disorder 74 (10.6%)
Schizoaffective disorder 52 (7.4%)
Delusional disorder 12 (1.7%)
Substance-induced psychotic disorder 55 (7.9%)
Bipolar affective disorder 112 (16.0%)
Depression with psychosis 49 (7.0%)
Psychotic disorder NOS 98 (14.0%)
Brief psychotic disorder 13 (1.9%)
Not differentiated 47 (6.7%)

Substance use disorder (N(%), n = 701)
Any co-morbid substance use 421 (60.0%)
– Alcohol 121 (17.3%)
– Cannabis 371 (52.9%)
– Amphetamine 189 (27.0%)
– MDMA 41 (5.85%)

DUP, weeks (Median (I.Q.R.), n = 596) 8 (2−32)
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3.2. Disengagement

The proportion of individuals who disengaged from the service in
this cohort was 55.7% (n= 394), of which 42.9% had one period of dis-
engagement, 27.2% had two periods of disengagement, 18.8% had three
periods, and 11.2% had four or more. The mean time to first disengage-
ment was 214.7 days (median of 166.5), approximately 7 months.

3.3. Community factors (neighbourhood characteristics)

3.3.1. Social deprivation
Data on level of social deprivationwere available for 690 young peo-

ple within the 707 sample. Within this cohort, 28% (N=195) of young
people lived in neighbourhoods with the highest level of disadvantage
and 68.9% (N = 480) resided in neighbourhood below the median
level of disadvantage. In the sub-group of young people who had an ep-
isode of disengagement, the median decile of level of disadvantage was
3 (I.Q.R. 1–6) indicating a high level of disadvantage. In those who did
not disengage, the median decile of the level of disadvantage was 4
(I.Q.R. 2–7). Using Cox regression analysis, the level of social deprivation
classified according to deciles was found to be associated with
disengaging from services, with each increase in decile towards most
disadvantaged area representing a 5% increased risk of disengaging
(HR = 1.047, 95% CI. 1.01–1.09, p = 0.014).

In order to control for potential individual factors thatmay confound
this relationship, multivariable Cox regression analysis was performed
and included the three individual level factors known in this cohort to
be associated with disengagement (Not being in education, employ-
ment or training (NEET), having a second degree relative with history
of psychosis and cannabis abuse). When these factors were controlled
for, social deprivation remained a significant predictor of disengage-
ment (HR = 1.044, 95% CI. 1.01–1.08, p = 0.022).

3.3.2. Social fragmentation
Information pertaining to the level of social fragmentation in the

area of residence was available for 675 young people within the 707
sample. Of those who disengaged, 53% (N = 202) lived in
neighbourhoods with the lowest levels of social fragmentation, whilst
47% (N=180) lived in areaswith highest levels of social fragmentation.
Univariate Cox regression analysis revealed that decile scores of social
fragmentation were not a significant predictor of risk of disengaging
from services (HR = 1.003, 95% CI. 0.97–1.04, p = 0.86).

3.4. Service factors (clinic location)

In regards to clinic location, there was one main site for the youth
mental health service across the catchment area prior to July 2013,
when a further Hub site was established. Therefore, between 1st Janu-
ary 2011 and 1st July 2013, all young people with FEP attended the out-
patient clinic situated at the original site (Parkville) and the median
distance to this site from all areas of the catchment was 13.7 km
(I.Q.R. 6.1–23.8). After the establishment of the second site, the catch-
ment area was separated into two distinct, geographically defined sec-
tors (Region A and Region B) and young people residing in each area
attended the corresponding Hub clinic. A total of 136 young people
had completed their episode of care prior to the establishment of the
new Hub and this group consisted of individuals from all regions of
the catchment area. A total of 51.5% (N= 69) of this group had an epi-
sode of disengagement. During this period, all clients attended the orig-
inal clinic that was based in Region A. The proportion of young people
who resided in Region A and disengagedwas 46.6% (N=34) compared
to 57.4% (N=35) of young people who resided in Region B (but had to
travel to Region A to attend the clinic).

Whilst these data represent a trend towards individuals who disen-
gaged being more likely to have had to travel further, it was not signif-
icantly different (χ2 = 1.55, df = 1, N = 134, p = 0.21). Of those who

disengaged, the median distance to travel to the initial Hub was
13.9 km (I.Q.R. 8.9–22.9) and for those who did not disengage,
10.6 km (I.Q.R. 5.1–24.7), again this difference was not significantly dif-
ferent (Mann-Whitney Y = 2022.5, N = 135, p = 0.27).

We were able to explore whether opening a new clinic in Region B
had an impact on disengagement rates, in other words, whether dis-
tance to the clinic was associated with the level of disengagement. In
July 2013, an additional Hubwas openedwithin Region B, thus reducing
the distance to travel to receive services for individuals in the Region B
area. The proportion of individuals residing in Region Bwho disengaged
after the introduction of a closer clinic was 65.5% (n = 112), compared
to 55.6% (n = 35) prior to the establishment of the clinic, a non-
significant difference (χ2 = 1.948, p=0.163) but a trend towards indi-
viduals disengaging more after the new clinic opened.

3.5. Referral rate and disengagement

In order to establish if rates of disengagement could be associated
with the volume of referrals a service experiences, post-hoc analysis of
referral rateswere examined. It was found that Region A had a relatively
constant rate of referrals at approximately 70 per year, whereas there
was an increase in referrals in Region B from 82 per year to 137 per
year over the 3-year study period.

The mean number of new cases per quarter was 44.5 (sd ± 9.2)
(data were normally distributed). The proportion of individuals
disengagingwas not correlatedwith thenumber of cases (i.e. new refer-
rals of FEP) within each quarter (r=0.11, p=0.70).When this was ex-
amined according to region, in Region A, themean number of new cases
per month was 18.1 (sd ± 3.3) and the proportion of individuals
disengaging was not correlated with the number of cases within each
quarter (r = −0.04, p = 0.90). In Region B, the number of new cases
per month was 25.5 (sd ± 7.5) and the proportion of individuals
disengaging was not correlated with the number of cases within each
quarter (r = 0.02, p = 0.95).

4. Discussion

In this large, epidemiological cohort of young people with FEP, the
overall rate of disengagementwas 55.7%,withmanyof these individuals
havingmultiple episodes of disengagementwhereby they subsequently
re-engaged and later disengaged again. Individuals residing in
neighbourhoods of higher social deprivation were more likely to have
an episode of disengagement. The introduction of a new clinic location
did not have a significant impact on the rates of disengagement, but it
was associated with an increase in referrals.

This is, to the best of our knowledge, one of the only studies to have
looked at the association between socio-economic deprivation and dis-
engagement from FEP services. This is despite the well-established link
between socio-economic background and a higher risk of psychosis and
delayed initial presentation (O'Donoghue et al., 2016a). Both these fac-
tors may influence subsequent disengagement from services. In addi-
tion, a recent cohort study showed deprivation to be a risk factor for
relapse in FEP individuals (Puntis et al., 2018). What Puntis et al.
(2018), as well as our current study, were not able to conclude is what
it is about living in an area of greater socio-economic deprivation that
leads to a greater risk of both relapse and disengagement. Our finding
lends supports to the argument that where you live matters (Pickett
and Pearl, 2001; Riva et al., 2007). Specifically, services covering more
deprived areas could be under-resourced to manage their complex
case-load, and indeed be indicative of a further failing of services to
cater to this vulnerable population. Further research is needed in this
area to understand resource need and develop tailored care for these
individuals.

Another community level factor looked at in this study was the in-
troduction of a new outpatient clinic location. It was anticipated that
seeing individuals in amore convenient location for themwould reduce
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disengagement. Our results suggest that the establishment of a new
clinic and thus the distance to service did not have an impact on disen-
gagement. This is one of the first studies to provide empirical evidence
linking accessibility to EI services with disengagement rates. One expla-
nation for the lack of impact of distance on disengagement could be that
a high proportion (65%) of young people using the EPPIC service live at
home with their parents who may support them in accessing services.
In addition, it was found that the opening of the new clinic was associ-
atedwith an increase in referrals and it is possible that these individuals
would not otherwise have engaged (due to distance or other logistical
barriers) and were now able to access the service. It is possible that
the introduction of a new service did not improve disengagement
rates because it was not adequately resourced to manage this sudden
increase in client-load however, our post-hoc analysis of the correlation
between referral rates and disengagement rates did not suggest that
this was the case.

4.1. Limitations of study

There are several limitations in this study. As data were collected
through clinical file audit, there is the potential that the data quality
and validity were limited. However, given that researchers had access
to a number of different sources, we are confident that the consistency
and reliability of our data was of a high standard. Another limitation is
that this study used a specific definition of disengagement not necessar-
ily used in other datasets. However, this is not uncommon (Doyle et al.,
2014a) and lends further support to the argument that a gold standard
definition of disengagement should be developed and implemented.
Themeasure of social deprivation used in this studywas based on statis-
tical data from the Australian Bureau for Statistics. As a result, this re-
lates to the area in which an individual lives, rather than an
individual's personal circumstances.

One challengewith comparing disengagement rates before and after
the introduction of the Region B clinic was that over the three-and-a-
half-year study period, the suburbs covered by each EPPIC team
changed as the catchment areas grew, and so some suburbs were
reclassified to different Region B sub-teams. It is possible that changing
teams had an impact on the individual's therapeutic relationships, po-
tentially confounding our results. Additionally, because we left individ-
ualswhomayhavehad part of their treatment at the new clinic and part
at main clinic out of our analysis (to reduce confounding), our sample
size was substantially reduced. As a result, it is possible that the results
related to clinic location were underpowered to detect a difference.

4.2. Future directions

In this study we assessed the impact that introducing a new outpa-
tient clinic location had on rates of disengagement. However, since the
study period, there has been introduction of additional EPPIC satellite
clinics at two suburbs in North-West Melbourne; Melton and Wynd-
ham Vale. Analysis of data collected since that date will allow us to de-
termine whether the introduction of these clinics had any further
impact on disengagement rates. This analysis would provide valuable
data for service development and policy, both nationally in Australia,
and internationally where EI services are continuing to be developed
and implemented.

4.3. Conclusion

In this study we have explored novel community and service level
factors that impact on the risk of disengaging from EI services in a
large naturalistic cohort attending a specialist service in Melbourne,
Australia. Our findings suggest the need to focus on supporting individ-
uals living in areas of higher social-deprivation and gaining a greater un-
derstanding of why these individuals might bemore likely to disengage
from services. Specifically tailoring EI services to the populations they

represent could potentially improve patient engagement. It was inter-
esting to find that when more service locations were introduced, indi-
viduals still disengaged at a substantial rate, suggesting that location
of service was not a significant barrier to engagement.
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Appendix D: 

Interview Schedules 

1. Initial young person interview (timepoint 1)
2. Follow-up young person interview (timepoint 2 and 3)
3. Follow-up young person interview if discharge has occurred
4. Initial caregiver interview (timepoint 1)
5. Follow-up caregiver interview (timepoint 2 and 3)
6. Follow-up caregiver interview if discharge has occurred
7. Clinician interview (timepoint 2 and 3)
8. Clinician interview if discharge has occurred
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Initial young person interview (timepoint 1) 

Informed Consent – Confidentiality - Explanation of the research - What I will do during the 
interview (notes, audio recording) 

Finding out what is known: 

1. To start, I would like to know a little more about you and how you came to be
involved with Orygen Youth Health

2. Please tell me what you know about Orygen Youth Health
a. Treatment
b. Time frames
c. Treating team – case-manager / doctors
d. Purpose
e. Inpatient / Community treatment

Expectations of service and case-manager: 

3. What has been your sense of the service so far?
a. Good aspects
b. Not so good aspects
c. If there were one thing you could change about the service, what would it be?

4. What would you like from Orygen Youth Health over the next 12 months?
a. Please give me an example of something that will be useful for you

5. You will be allocated a case-manager, who will be your main contact person over the
next year. What do you think about this idea?

a. How do you see their role over that time – what do you imagine they will be
doing?

b. Does the idea of having a case-manager bring up any emotions for you?
c. What do you think the positives of having a case-manager may be?
d. What do you think the negatives of having a case-manager may be?
e. Do you have any previous experiences of seeing a mental health professional

or counsellor?
f. What do you think will happen in your sessions?

6. What would you like from this person?

Push and pull factors of engagement: 

7. What would make you want to keep seeing this person?
8. What would make not want to see this person?

Concluding ideas: 

9. Have you got any ideas on what would make seeing a case-manager more valuable to
young people who have come into Orygen Youth Health?
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Follow-up young person interview (timepoint 2 and 3) 

Informed Consent – Confidentiality - Explanation of the research - What I will do during the 
interview (notes, audio recording) 

Review of themes from last interview (summary of themes to be given) 

Change since last interview and experience of engagement 

1. Tell me what has happened over the past few months, focusing especially on your
recovery and mental health

a. Events
b. Experiences
c. Emotions

What’s happening now and roles? 

2. How are your appointments at Orygen Youth Health going?
a. Attending? Why, examples when chose to attend
b. Not attending? Why, examples of when chose not to attend
c. Are you feeling understood – what makes you feel this way?
d. What have you found to be helpful?
e. What have you not found helpful?
f. If there were one thing you could change about the service, what would it be?
g. Do you think your participation in research is affecting your attendance in

any way?
3. What are things your case-manager has done to keep you connected with Orygen

Youth Health?
a. Examples

4. What are things your family has done to support you attending Orygen Youth Health?
a. Examples

Future 

5. What is influencing your choice continue / not continue working with your case-
manager at Orygen Youth Health?

a. Do you have any ideas about why others may not come?
6. When do you think you will no longer need to come to Orygen Youth Health?

a. What will need to happen before then?
b. Emotions?
c. Positives
d. Negatives
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Follow-up young person interview if discharge has occurred 

Informed Consent – Confidentiality - Explanation of the research - What I will do during the 
interview (notes, audio recording) 

Review of themes from last interview (summary of themes to be given) 

Change since last interview and experience of engagement 

1. Tell me what has happened over the past few months, focusing especially on your
recovery and mental health

a. Events
b. Experiences
c. Emotions

Experience of discharge 

2. Tell me about your discharge from Orygen Youth Health
a. Events
b. Experiences
c. Emotions
d. Who is the go-to person now?
e. Were all your needs met?
f. Positives
g. Negatives
h. Looking back, if there was one thing you could change about Orygen Youth

Health, what would it be?
i. How do you think your participation in research impacted on your experience

at Orygen Youth Health?
3. What role did you have in your discharge?
4. What role did your case-manager have in your discharge?
5. What role did your family / carer have in your discharge?

Future 

6. Where to from here?
7. Do you have any final comments that you think it would be important for us to know

about your journey with Orygen Youth Health?
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Initial caregiver interview (timepoint 1) 

Informed Consent – Confidentiality - Explanation of the research - What I will do during the 
interview (notes, audio recording) 

Finding out what it known: 

1. To start, I would like to know a little more about you and how you came to be
involved with Orygen Youth Health

2. Please tell me what you know about Orygen Youth Health
a. Treatment
b. Time frame
c. Treating team – case-manager / doctors
d. Purpose
e. Previous experiences
f. Inpatient / Community

Expectations of service and case-manager: 

3. What would you like from Orygen Youth Health over the next 12 months?
4. ………. will be allocated a case-manager, who will be both of your main contact

person over the next year. Can you tell me what you think about this idea? 
a. Emotions
b. Positives
c. Negatives
d. What do you think will happen in sessions?

5. What do you perceive your role to be in ……….’s treatment and attendance at 
Orygen Youth Health? 

Push and pull factors of engagement: 

6. What do you think will influence ……….’s decision to attend appointments with their 
case-manager? 

7. What do you think will stop ………. from attending appointments with their case-
manager? 

Concluding ideas: 

8. Have you got any ideas on what would make seeing a case-manager appealing to
young people who have come into Orygen Youth Health?
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Follow-up caregiver interview (timepoint 2 and 3) 

Informed Consent – Confidentiality - Explanation of the research - What I will do during the 
interview (notes, audio recording) 

Review of themes from last interview (summary of themes to be given) 

Change since last interview and experience of engagement 

1. Tell me about what has happened over the last 3 months for ………. 

What’s happening now and roles? 

2. How are ……….’s appointments at Orygen Youth Health going at the moment? 
a. Attending? Why, examples when chose to attend
b. Not attending? Why, examples of when chose not to attend

3. What are things the case-manager has done to support ………. attending Orygen 
Youth Health? 

a. Examples
4. What are things you have done to support ………. attending Orygen Youth Health? 

a. Examples

Future 

5. When do you think discharge will occur?
a. What will need to happen before then?
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Follow-up caregiver interview if discharge has occurred 

Informed Consent – Confidentiality - Explanation of the research - What I will do during the 
interview (notes, audio recording) 

Review of themes from last interview (summary of themes to be given) 

Change since last interview and experience of engagement 

1. Tell me about what has happened over the past few months, focusing especially on
…..’s recovery and mental health 

a. Events
b. Experiences
c. Emotions

Experience of discharge 

2. Talk me through ……’s discharge from Orygen Youth Health 
a. Events
b. Experiences
c. Emotions
d. Who is the go-to person now?
e. Were all goals met?
f. Positives
g. Negatives

3. What role did you have in ..........’s discharge? 
4. What role did ………. have in their discharge? 
5. What role did the case-manager have in ……….’s discharge? 

Future 

6. Where to from here?
7. Do you have any final comments that you think it would be important for us to know

about ……….’s journey with Orygen Youth Health? 
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Clinician interview (timepoint 2 and 3) 

Informed Consent – Confidentiality - Explanation of the research - What I will do during the 
interview (notes, audio recording) 

Experience of engagement 

1. Please tell me about ……….’s current engagement with Orygen Youth Health 
2. Please tell me what your engagement with ………. in sessions is like 

What’s happening now and roles? 

3. Please tell me about your therapeutic relationship with ………. 
a. Examples of good encounters
b. Examples of not so good encounters
c. What is your role?

4. What do you think could be influencing ……….’s decisions to engage in treatment at 
Orygen Youth Health? 

a. Family?
b. Stigma?
c. Needs?
d. Insight?

5. Can you tell me what you think ……….’s treatment needs are? 
a. What do you think their priorities for treatment are?

6. What support/resources do you draw on or need in ensuring you achieve engagement
with ……..? 

a. Are these available to you?

Future 

7. When do you think discharge will occur?
a. What will need to happen before then?

8. Is there anything else you would like to say about working with ……….? 
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Clinician interview if discharge has occurred 

Informed Consent – Confidentiality - Explanation of the research - What I will do during the 
interview (notes, audio recording) 

Change since last interview and experience of engagement 

1. Please tell me how you think ……….’s engagement with Orygen Youth Health was 
prior to discharge 

2. Please tell me how you think ……….’s engagement in sessions with you prior to 
discharge 

3. Please describe your therapeutic relationship with ………. 
a. Examples of good encounters and not as good encounters
b. What is your role?

4. What do you think ……….’s main needs and priorities are for treatment now? 

Discharge 

5. Please talk me through how discharge occurred
a. Your role
b. Clients role
c. Family / carer role
d. Emotions
e. Experiences

Final Comments 

6. Is there anything else you would like to say about working with ……….? 
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