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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.
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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 
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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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