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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.
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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 
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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.
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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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