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Objective: Therapeutic benefits associated with early ser-
vices for psychosis are influenced by the degree to which
participants engage in treatment. The main objective of this
review was to analyze rates of disengagement in early psy-
chosis services and identify predictors of disengagement in
these settings.

Methods: A systematic search for studies published in the
1966–2019 period was conducted in PubMed, Google
Scholar, EBSCO, Ovid, and Embase. The Observational Co-
hort and Cross-Sectional Studies scale was used to assess
the methodological quality of reports identified in this
search. A revised version of the behavioral model of health
service use was employed to evaluate and understand pre-
dictors of disengagement (categorized as predisposing,
enabling, and need factors) identified in the studies with the
highest quality.

Results: Twenty studies met the inclusion criteria. Disen-
gagement rates (12% to 53%) and definitions of disengagement
varied widely across these studies. Most did not find a com-
pelling association between predisposing factors (e.g., age)
and disengagement. Enabling factors, such as lack of family
support and living alone, were consistently found to be related
to increased disengagement across studies. Finally, need fac-
tors, such as lower medication adherence and higher drug
misuse, were associated with higher risk for disengagement.

Conclusions: Enabling and need factors seemed to be the
most predictiveof disengagement fromearly psychosis services.
Substantial between-study variation in identified predictors of
disengagement may be addressed by developing and applying
a consensus definition of disengagement in future research.

Psychiatric Services 2021; 72:49–60; doi: 10.1176/appi.ps.201900375

Results from a series of well-controlled trials have indicated
that early intervention services (EIS) for psychosis that are
based on evidence-based psychosocial interventions and
medications lead to better short-term outcomes in psychotic
symptoms, social functioning, quality of life, and treatment
satisfaction than does usual care (1, 2). These therapeutic
benefits, however, are influenced by the degree to which
participants engage in treatment (3). Engagement in mental
health care is a complex phenomenon that encompasses not
only attending clinical appointments or remaining in treat-
ment for a certain amount of time but also acceptance of a
need for help, a therapeutic alliance between providers and
clients, and satisfaction with the help received (3). Of note,
there is no consensus in the literature about how to con-
ceptually define “engagement” or “disengagement” in EIS.

EIS are known for their focus on promoting engagement
by tailoring interventions according to clients’ needs and
helping participants achieve these goals (1, 4). Many people
receiving these services, however, stop treatment before
the time judged appropriate by mental health providers.
Although programs vary in treatment length, many have a

standard service period of approximately 2 years (5). Hence,
individuals who leave before this time may not have received
the standard dose of treatment, a point we further discuss
below.

A literature review by Doyle and colleagues (6) published
in Psychiatric Sciences covering studies published up to
2012 reported that the proportion of individuals disengaging

HIGHLIGHTS

• A systematic review examined the rates and predictors of
disengagement among individuals attending early in-
tervention services for psychosis.

• Enabling factors (e.g., lack of family support) and need
factors (e.g., lower medication adherence) were more
predictive of disengagement than were predisposing
factors (e.g., age).

• Future research requires the development of a consen-
sus definition of disengagement and the application of
prospective designs.
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from EIS before 2 years varied from 21% to 40% across
studies. The authors identified 10 studies that met the cri-
teria for their review, which produced a wide range (.50) of
baseline variables that predicted early disengagement from
EIS. Several of these reported associations were inconsistent
across studies. For instance, some studies reported that cli-
ents living without family were more likely to leave services
(7), whereas others found the opposite (8). Further research
is needed to understand thesemixed findings and to increase
our understanding of the types of factors that are most im-
portant for disengagement from EIS.

Additionally, other factors that may affect disengagement
have not been fully explored, such as how different EIS
operate, the kinds of services they provide, and the varia-
tions in catchment population served by EIS. The use of a
conceptual model of service utilization that includes factors
at both the individual and the contextual levels, such as the
Andersen’s behavioral model of health service use (9, 10),
could illuminate the matter by categorizing these factors on
the basis of their nature and how modifiable they are. This
model identifies predisposing, enabling, and need factors
involved in individuals’ use of health services (9). Predis-
posing factors include sociodemographic characteristics,
such as age, sex, marital status, educational level, race-
ethnicity, employment level, and an individual’s social net-
works, such as presence of family and friends. Enabling
factors comprise personal, familial, and neighborhood fea-
tures that must exist for individuals to use health care ser-
vices. Family support is an example of an enabling factor that
may affect disengagement (10). Enabling factors also con-
sider financing (e.g., health insurance) and characteristics of
health services—encompassing, for example, the amount,
quality, varieties, locations, structures, and distribution of
health services facilities and personnel. Finally, need factors
include perceived need for health services (i.e., how people
view and experience their own general health, functional
state, and illness symptoms) and evaluated need (i.e., pro-
fessional assessments and objective measurements of pa-
tients’ health status and need for medical care). This model
has been widely used (10), and it is particularly useful to
identify intervenable factors that facilitate or impede service
utilization in various health care settings.

In this review, our goal was to augment and update the
previous work by Doyle et al. (6) by expanding the time
frame for including reports (up to 2019), conducting a
quality appraisal of the studies meeting inclusion criteria,
and employing Andersen’s model to evaluate and un-
derstand predictors of disengagement. Also, to optimize
the validity of our review, we included only studies rated as
“high quality” on the basis of the Observational Cohort and
Cross-Sectional Studies (OCCS) scale to evaluate methodo-
logical characteristics in our examination of predictors of
disengagement (11).

This review addressed the following research questions:
How has disengagement from EIS been defined and oper-
ationalized across studies?What is the quality of the literature

on disengagement, and how does this influence our inter-
pretations?What are the predictors of disengagement across
high-quality studies? and How can these predictors be
conceptualized on the basis of Andersen’s model?

METHODS

Search Strategy
We conducted a search of scientific publications in the fol-
lowing databases: PubMed, Google Scholar, EBSCO, Ovid, and
Embase. A wide range of keywords in English, Spanish, Por-
tuguese, and French were included. We kept search terms
broad tofind relevant studies, evenwhen the specific keyword,
“disengagement,” was not mentioned in the title or abstract.
Given the lack of consensus in terminology as noted above, we
were interested in any form of disengagement. Accordingly,
we included terms such as “disengagement,” “engagement,”
“nonadherence,” “dropout,” and “discharge” in combination
with “psychosis,” “early intervention services,” “first-episode
psychosis,” “psychotic disorder,” and “schizophrenia.”Wealso
manually checked the references of the eligible reports. We
searched for articles published from January 1966 to June
2019, including the time frame (2000–2012) previously used
by Doyle et al. (6). The terms were also combined for a more
precise search and used to identify titles, abstracts, and full
texts in the databases noted above.

Articles were included in this review if they reported
rates of disengagement (or similar concepts, such as en-
gagement, nonadherence, no therapeutic alliance, and
dropout) from EIS; explored predictors of disengagement
considered here as predisposing, enabling, and need factors;
reported primary data published in peer-reviewed journals;
included quantitative ormixedmethods; andwerewritten in
English, Spanish, Portuguese, or French. We reviewed each
report through a sequential process (searching, refining
search strategy, examining titles and abstracts, and review-
ing full articles). Two reviewers (E.v.d.V., G.M.-A.) in-
dependently rated the methodological quality of each report
on the OCCS scale. The two reviewers met at the beginning,
midpoint, and final stages of the review process to discuss
challenges and uncertainties related to study selection. If
any disagreements regarding study inclusion arose, the re-
viewers reached consensus on the final decision.

Three researchers (F.M., E.v.d.V, G.M.-A.) collectively
developed a data-charting form and determined which vari-
ables needed to be included to answer the research questions.
This form was based on the framework set out by Doyle and
colleagues (6) and included location of the study, sample and
research setting, definition of disengagement, disengagement
rates and time, and predictors of disengagement.

Quality Assessment
We used the OCCS scale to evaluate the methodological
characteristics of the studies (11). This instrument assesses
methodological quality across 14 dimensions (research
question, study population, groups recruited from the same
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population and uniform eligibility criteria, sample size
justification, exposure assessed before outcome measure-
ment, sufficient time frame to observe an effect, different
levels of the exposure of interest, exposure measures and
assessment, repeated-exposure assessment, outcome mea-
sures, blinding of outcome assessors, follow-up rate, and
statistical analyses), and has been used in previous sys-
tematic reviews of cohort and cross-sectional studies (12,
13). The reviewers of study quality (F.M., E.v.d.V, G.M.-A.)
could select “yes,” “no,” or “cannot determine/not report-
ed/not applicable” in response to each item on the quality
assessment tool.

On the basis of the sum of items on the quality assessment
tool, each study received a high-, medium-, or low-quality
rating. Generally, a study rated as high quality had the least
risk of bias, and its results were considered to be valid. A
study rated as medium quality was susceptible to some bias
deemed not sufficient to invalidate its results, and a low
rating indicated significant risk of bias.

After the two independent raters (E.v.d.V. and G.M.-A.)
rated each selected paper, a third independent rater (A.R.H.)
calculated the kappa interobserver agreement for the Na-
tional Institutes of Health tool (intraclass correlation=0.7) in
Stata 12. All three raters then had a series of meetings to
resolve disagreements by rereading the studies and further
discussing the studies’ methodological features, results, and
implications.

RESULTS

A systematic search of the five databases yielded 18,276 hits,
and 1,524 additional records were identified through other
sources. We reviewed 125 abstracts, of which we excluded
105, yielding 65 full articles for further vetting. Of these
65 articles, 45 were excluded, mainly because they were not
conducted in EIS settings or did not report disengagement
predictors. The final review included 20 articles that met the
selection criteria (7, 8, 14–32) (a flow diagram of the selec-
tion process is included in an online supplement to this
review).

Table 1 presents descriptive characteristics of the
20 studies. Most articles (N=15) reported results from cohort
studies based on clinical and social records at EIS. The
remaining reports included two cross-sectional studies, one
cluster randomized controlled trial, one case-control study,
one cross-sectional cohort study, and a mixed-methods
study. Only one study tested the efficacy of the EIS model
versus treatment as usual (i.e., the Recovery After an Initial
Schizophrenia Episode–Early Treatment Program [RAISE-
ETP] study [24]), whereas the others included non-
randomized, clinical samples. All articles came from EIS in
high-income countries, indicating that this kind of service is
scarce in less-resourced settings. Of the 20 studies, 13 (60%)
met criteria for high quality (7, 8, 14–16, 18–24, 26), six (35%)
for medium quality (17, 25, 27–30), and one (5%) for low
quality (31).

Methodological Characteristics
Study populations varied notably in terms of their de-
mographic features, with sample sizes ranging between
21 and 786 participants, ages between 14 and 64 years, and
the proportion of females between 22% and 53%. All studies
featured individuals with first- or second-episode psychosis
attending a variety of EIS programs, but the studies slightly
differed in inclusion criteria, with one study not reporting
any inclusion criteria. Studies were conducted in North
America (N=7), Europe (N=4), Asia (N=4), Australia (N=3),
and New Zealand (N=2); no studies were from Africa or
South America (Table 1). The length of follow-up ranged
from 9 to 36months, and half of the studies (N=10)measured
disengagement within 24 months of follow-up. Most studies
(N=19) did not report sample size calculations and did not
include multiple time-point measurements of independent
time-varying predictors.

The EIS disengagement rates reported in each study are
shown in Table 1, ranging widely from 12% (14) to 53% (15)
within 36 and 24 months of program initiation, respec-
tively. There was no consensus definition of disengagement
across studies. Definitions varied broadly from “termina-
tion of treatment despite therapeutic need” (16) to no
contact with clinical team “after all possible ways to en-
gage had been explored over a 2- to 3-month period” (14).
One study defined three different types of disengagement:
continuous default from service despite therapeutic need
and active tracing by staff (type I), continuous default from
service and reengagement through hospitalization (type
II), and continuous defaults from outpatient appoint-
ments and reengagement through outpatient clinics (type
III) (17).

Nonetheless, we could identify some common features
across these definitions. First, most studies considered “no
contact” with and “active refusal” to clinical team or staff as
a key outcome associated with leaving treatment (7, 8, 25).
Moreover, several studies operationalized disengagement as
dropping out from treatment “despite clinical advice or
judgment” (19, 26), which suggests that stopping services
against clinicians’ recommendations is usually seen as a
negative outcome. Treatment disengagement was usually
reported or rated only by clinicians, which substantially
limits our understanding of why clients may believe that
services are no longer required. Second, just two studies
stated that disengagement occurs “after all possible ways to
engage clients” took place (14, 20). Only one study described
exactly what kinds of strategies were used to reengage cli-
ents: “these included appointment letters, phone calls, text
messages, e-mails, home visits and contact with family,
friends and other health, education and social care pro-
viders” (14). Third, the highest disengagement rates gener-
ally corresponded to definitions of disengagement that
included concepts of “dropping out” (7), “treatment re-
tention” (21), “terminated treatment against clinical advice”
(26), and “lost to any contact with mental health ser-
vices” (27).
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In addition to varying in disengagement
definitions, the studies differed in how long
participants were followed up. The follow-up
assessments ranged from 9 to.36months after
EIS initiation. The lowest rates were associated
with definitions considering “all possible ways
to engage them had been explored” (14) and
“active tracing from staff for psychiatric follow-
up” (28). Some studies used scales to measure
levels of engagement or disengagement, such
as the Service Engagement Scale (29, 30) and
the Singh O’Brien Level of Engagement Scale
(31). Finally, the sole randomized controlled
trial identified in our search reported much
lower rates of disengagement among those
participating in the experimental EIS condi-
tion (32%) than among those receiving usual
care (76%) (24).

Predictors of Disengagement
Table 1 also summarizes findings related to
predictors of disengagement (14–29). We
reorganized these predictors as predisposing,
enabling, and need factors on the basis of
Andersen’smodel (Figure 1). For the purpose of
organizing significant predictors according to
Andersen’s model, we selected only studies
with a high quality rating (N=13).

Predisposing factors. Almost all studies ex-
plored the relationship between general soci-
odemographic factors, such as age and sex, and
disengagement. For instance, in a cohort study
(N=324) that included clients of an EIS in
Canada, Anderson et al. (8) reported that older
age was associated with an increased risk for
disengagement. Most studies, however, did not
provide compelling evidence for such associa-
tions. Regarding the relationship between mi-
grant or minority racial-ethnic status and risk
for disengagement, findings were mixed. In a
cohort of 775 patients from the Early Psychosis
Intervention Program in Singapore, Zheng
et al. (23) found that being of Malay descent
was associated with leaving services early. In
Canada, Black participants had an increased
risk for disengagement, compared with White
patients (8). Another Canadian study reported
that disengagement rates were not noticeably
different among first- and second-generation
immigrants, compared with Canadians with-
out recent migration history (18). When the
sample was stratified by migrant status, the
authors found that among first-generation
immigrants, medication nonadherence and
age were related to disengagement. AmongT

A
B
LE

1,
co

n
ti
n
u
e
d

D
e
si
g
n
an

d
D
e
fi
n
it
io
n
o
f

D
is
e
n
g
ag

e
m
e
n
t

P
re
d
ic
to
r
an

d
as
so

ci
at
io
n
w
it
h
d
is
e
n
g
ag

e
m
e
n
t

O
C
C
S

sc
al
e

St
u
d
y

Se
tt
in
g

sa
m
p
le

d
is
e
n
g
ag

e
m
e
n
t

ra
te

Fo
llo

w
-u

p
P
o
si
ti
ve

N
e
g
at
iv
e

N
o
n
e

ra
ti
n
g
b

T
u
rn
e
r
e
t
al
.,

2
0
0
7
(1
6
)

C
h
ri
st
ch

u
rc
h
,
N
e
w

Z
e
al
an

d
;
e
ar
ly

in
te
rv
e
n
ti
o
n
fo
r

p
sy
ch

o
si
s
se
rv
ic
e

an
d
o
u
tr
e
ac

h
p
ro
g
ra
m

C
o
h
o
rt

st
u
d
y;

p
ar
ti
ci
p
an

ts
ad

m
it
te
d
to

th
e
se
rv
ic
e
;

N
=
2
3
2

T
e
rm

in
at
io
n
o
f

tr
e
at
m
e
n
t
d
e
sp

it
e

th
e
ra
p
e
u
ti
c
n
e
e
d

2
4
.6
%
;
th
o
se

w
h
o

se
lf
-d

is
ch

ar
g
e
d

w
e
re

co
n
si
d
e
re
d

“d
is
e
n
g
ag

e
rs
”

(N
=
3
9
)

W
it
h
in

12
m
o
n
th
s

D
u
ra
ti
o
n
o
f
u
n
tr
e
at
e
d

p
sy
ch

o
si
s,

cu
rr
e
n
t

su
b
st
an

ce
u
se

In
si
g
h
t,
ill
n
e
ss

se
ve

ri
ty
,
d
ia
g
n
o
si
s

o
f
m
o
o
d
d
is
o
rd
e
r

Se
x,

liv
in
g
w
it
h
p
ar
e
n
ts
,

e
th
n
ic
it
y
(M

ao
ri
),

e
m
p
lo
ym

e
n
t,
in
p
at
ie
n
t

ad
m
is
si
o
n
s,

co
m
p
u
ls
o
ry

ad
m
is
si
o
n
s,

p
o
lic

e
co

n
ta
ct
,
ag

e
,

in
te
rp
e
rs
o
n
al

re
la
ti
o
n
s,

q
u
al
it
y
o
f
lif
e
,
p
o
si
ti
ve

sy
m
p
to
m
s

H
ig
h

Sc
h
im

m
el
m
an

n
e
t
al
.,

2
0
0
6
(2
0
)

M
e
lb
o
u
rn
e
;
E
P
P
IC

C
o
h
o
rt

st
u
d
y;

sa
m
p
le

d
ra
w
n

fr
o
m

a
la
rg
e
r

co
h
o
rt

tr
e
at
e
d
at

E
P
P
IC

b
e
tw

e
e
n

19
9
8
an

d
2
0
0
0
;
N
=
13

4

A
ct
iv
e
ly

re
fu
se
d
an

y
co

n
ta
ct

w
it
h
th
e

tr
e
at
m
e
n
t
fa
ci
lit
y
o
r

w
as

n
o
t
tr
ac

e
ab

le

2
3
%

W
it
h
in

18
m
o
n
th
s

Li
vi
n
g
w
it
h
o
u
t
fa
m
ily

Se
ve

ri
ty

o
f
ill
n
e
ss

D
ia
g
n
o
si
s,

fu
n
ct
io
n
in
g
,

su
b
st
an

ce
u
se

H
ig
h

G
ar
e
ty

an
d
R
ig
g
,

2
0
0
1
(2
7)

So
u
th

Lo
n
d
o
n
,

U
n
it
e
d
K
in
g
d
o
m
;

So
u
th

Lo
n
d
o
n

an
d
M
au

d
sl
e
y

N
at
io
n
al

H
e
al
th

Se
rv
ic
e
T
ru
st

C
o
h
o
rt
st
u
d
y;

al
l

p
re
se
n
ta
ti
o
n
s

o
f
fi
rs
t-

an
d

se
co

n
d
-

e
p
is
o
d
e

p
sy
ch

o
si
s
in

a
d
e
fi
n
e
d

ca
tc
h
m
e
n
t

ar
e
a;

N
=
2
1

N
o
n
e
n
g
ag

e
m
e
n
t

re
co

rd
e
d
w
h
e
n
th
e

p
e
rs
o
n
w
as

re
fu
si
n
g

co
n
ta
ct

o
r
w
as

lo
st

to
an

y
co

n
ta
ct

w
it
h

m
e
n
ta
lh

e
al
th

se
rv
ic
e
s

4
0
%

12
-m

o
n
th

as
se
ss
m
e
n
t

N
o
n
e

N
o
n
e

N
o
n
e

M
e
d
iu
m

a
E
A
SY

,
E
ar
ly

A
ss
e
ss
m
e
n
t
Se

rv
ic
e
fo
r
Y
o
u
n
g
P
e
o
p
le

w
it
h
P
sy
ch

o
si
s;

E
P
P
IC
,
E
ar
ly

P
sy
ch

o
si
s
P
re
ve

n
ti
o
n
an

d
In
te
rv
e
n
ti
o
n
C
e
n
tr
e
;
G
A
F,

G
lo
b
al

A
ss
e
ss
m
e
n
t
o
f
Fu

n
ct
io
n
in
g
;
N
A
,
n
o
t
ap

p
lic

ab
le
;
N
H
S,

N
at
io
n
al

H
e
al
th

Se
rv
ic
e
;
P
E
P
P
,
E
ar
ly

In
te
rv
e
n
ti
o
n
P
ro
g
ra
m

fo
r
P
sy
ch

o
si
s.

b
T
h
e
O
b
se
rv
at
io
n
al

C
o
h
o
rt

an
d
C
ro
ss
-S

e
ct
io
n
al

St
u
d
ie
s
(O

C
C
S)

sc
al
e
w
as

u
se
d
to

ra
te

th
e
q
u
al
it
y
o
f
th
e
st
u
d
y.

c
P
o
ss
ib
le

to
ta
l
sc
o
re
s
ra
n
g
e
fr
o
m

1
to

14
,
w
it
h
h
ig
h
e
r
sc
o
re
s
in
d
ic
at
in
g
b
e
tt
e
r
e
n
g
ag

e
m
e
n
t
w
it
h
se
rv
ic
e
s.

Psychiatric Services 72:1, January 2021 ps.psychiatryonline.org 55

MASCAYANO ET AL.

http://ps.psychiatryonline.org


second-generation immigrants, material deprivation at the
neighborhood level and medication nonadherence were
associated with disengagement. The authors also found
that material deprivation, assessed with a population index
that included information on education, employment, and
average income, was associated with a higher risk for
disengagement.

Two other studies conducted in Canada identified an
association between disengagement and unemployment
measured at baseline (19, 26), which was also conceptualized
as being “vocationally inactive” (26). A recent cohort study,
however, has reported the opposite (14). Solmi et al. (14)
studied predictors of disengagement among individuals with
first-episode psychosis (N=786) in an EIS in East Anglia,
United Kingdom. These authors showed that those who
were unemployed and symptomatic were at lower risk for
disengagement. In contrast, in another study, higher edu-
cation was consistently related to an increased likelihood of
staying in treatment (23). Of note, all studies understood
sociodemographic factors from an individual-level per-
spective. Information regarding contextual factors, such as
neighborhood poverty, violence, and marginalization, were
generally not reported.

Enabling factors. One of the most robust findings was that
lack of family support was associated with increased disen-
gagement rates (7, 20, 22). Nonetheless, a study in Montreal
by Anderson et al. (8) reported that individuals living alone
had a reduced likelihood of service disengagement, com-
pared with people living with others. Another inconsistent
finding was related to participation in rehabilitation ser-
vices, such as vocational training or person-centered psy-
chotherapy. For instance, results from the NAVIGATE trial
(24), which compared EIS and treatment as usual, indicated
that engagement in rehabilitative services that were focused
on work or school participation was associated with a lower
likelihood of successful follow-up in the trial. Those who
received the NAVIGATE intervention, however, were more
likely to engage with supported employment and supported
education interventions and to continue trial participation.
No studies reported information on the characteristics of
EIS, including distribution of facilities, type of personnel,
and professional training. Finally, two studies found that
those who did not receive a first-episode psychosis diagnosis
(14) and who reported less stigma (24) were at lower risk for
disengagement.

Need factors. Several studies showed that individuals
reporting medication nonadherence and drug misuse (es-
pecially polysubstance misuse) were at greater risk for dis-
engagement from EIS (15–17, 20, 22). For example, Lau et al.
(17) reported that a history of substance abuse was related to
different types of disengagement. Poormedication adherence,
on the other hand, predicted disengagement and reengage-
ment through hospitalization (type II) and reengagement
via outpatient services (type III) in the same study (17).

Moreover, in that study, a history of self-harm, suicide at-
tempts, and hospitalizations was also associated with in-
creased disengagement. No consistent evidence was found
regarding the role of duration of untreated psychosis in
predicting treatment disengagement. One study noted that a
certain range of length of untreated psychosis (between
5 and 8 weeks) could predict disengagement (14), but other
studies have shown otherwise (22).

Although it is known that the duration of untreated psy-
chosis is associated with increased symptomatology and
worsened functioning, its relationship with disengagement
remains unclear. Another commonly hypothesized disen-
gagement factor has been symptoms at baseline, but the
results are inconclusive. For instance, Solmi et al. (14) re-
ported that individuals having first-rank delusions at base-
line were at lower risk for disengagement. In other studies,
when only negative symptoms were taken into account,
lower symptomatology was associated with decreased dis-
engagement (7, 16, 22). In terms of functioning, five studies
used a specific measure or index to assess such an outcome
(7, 19, 20, 22, 28). Turner et al. (19) reported that those who
were disengaged from EIS were more likely to have higher
scores on Health of the Nation Outcome Scales (a scale to
measure health and social functioning) and higher scores on
the Global Assessment of Functioning at baseline, meaning
that those who disengaged had better social functioning and
general medical health. These results seem counterintuitive,
given the way disengagement has been framed in the liter-
ature (e.g., “leaving services despite clinical advice”), but
they may suggest that those who feel better and have in-
creased functionality may decide to leave services earlier
than expected.

DISCUSSION

This review examined 20 reports on disengagement from
early psychosis services.

Summary of Findings
A few enabling and need factors were consistently associated
with EIS disengagement, including lack of family support,
lower medication adherence, and drug misuse. Some studies
also found a relationship between illness characteristics at
baseline and later disengagement, such as fewer negative
symptoms and higher functioning (7, 14, 17, 20). Moreover,
several predisposing factors, such as older age, male sex, and
belonging to a racial-ethnic minority group, were often re-
ported; however, although some studies found associations
of these factors with disengagement from EIS, most did not.
In addition, the relationship between some of the factors and
disengagement was inconsistent across studies. For instance,
depending on the study, both longer and shorter durations of
untreated psychosis were associated with an increased
likelihood of disengagement. Overall, our findings highlight
the heterogeneity of the relationship between measured
characteristics and disengagement but provide evidence that
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factors associated with the level of support, adherence to a
medication regimen, and comorbid conditions were most
predictive of disengagement.

Interpretation of Findings
One reason for the substantial between-study heterogeneity
in the identified predictive factors may be variation in the
conceptualization and measurement of disengagement. This
has been also noted in a recent review of definitions of dis-
engagement, which found that only a few studies used a
similar definition (i.e., when reports came from the same
research group), but most reports defined disengagement as
a dichotomous, binary variable (engaged versus disengaged)
(32). In our review, we identified three common features
across studies when they referred to disengagement: “no
contact” with and “active refusal” to the clinical team or
staff, leaving services “despite clinical advice,” and failure to
reengage clients after several attempts to do so. Although
some people may leave treatment prematurely because of
negative experiences with the care received or because little
in their lives changed as a result of that care, others may stop
treatment because they feel better and decide that services
are no longer required, even though the clinical team might
think otherwise. They may leave for circumstantial reasons,
such as accidents or moving away from the area served.
These heterogeneous reasons for discharge remain largely
unexplored, despite their potential importance for predict-
ing postdischarge outcomes (e.g., relapses) and care transi-
tions. Some reasons for terminating EIS reflect, in fact,
disengagement, whereas others may refer to processes to
and through care that represent affirmation of care and
treatment benefits (e.g., positive discharge).

Previous research has linked family support to engage-
ment in mental health care among individuals with early
psychosis. For instance, Lucksted et al. (33) found that family

members played a crucial role in promoting engagement
among individuals with early psychosis by reminding them
about clinical appointments, encouraging attendance, and
providing transportation. However, family involvement
does not necessarily imply “family support.” In other words,
some families could also present barriers to clients’ partici-
pation in treatment by arguing against providers’ recom-
mendations and by interfering in participants’ choices (33).
EIS staff should listen to family members, provide support
and compelling information about psychosis, and help par-
ticipants form their own opinions and navigate family rela-
tionships and boundaries. Dialogic practices could be of use
to better understand family dynamics and crises, discuss
issues from different perspectives, and implement practical
solutions that make sense to the client and family mem-
bers (34).

Poor medication adherence has also been found to be
related to leaving mental health services. Some authors have
suggested that this finding is not surprising because it may
reflect a participant’s general level of treatment adherence
(35). Poor medication adherence might also represent low
trust in the care that EIS offer or misconceptions about the
clinical and therapeutic model used by service providers
(35). Results from qualitative research have suggested fric-
tions between the subjective meaning that clients attach to
experiences of psychosis and the promotion of medication
adherence from a biomedical perspective by some providers,
which could lead to medication discontinuation and EIS
disengagement (36). Therefore, a broader understanding of
the pros and cons of taking medications, from both clients’
and providers’ perspectives, is needed. Additionally, medi-
cation adherence needs to be understood within a frame-
work of shared decision making in which participants and
EIS staff must find the balance between “the duty to care”
(i.e., remaining engaged with clients no matter what

FIGURE 1. Predictors of disengagement from early intervention services for psychosisa

Predisposing  
Individual level 
  Age  
  Gender 
  Race-ethnicity 
  First-generation immigrants  
  Employment 
  Education 
 
Contextual level 
  Material deprivation 
 

 

 

Enabling  
Individual level 
  Family support  
  Living alone  
  Participating in rehabilitative services  

   Not receiving first-episode psychosis
     diagnosis

 

  Duration of untreated psychosis
  

  Stigma
 

  Hospitalizations
 

 
 

Need  
Individual level

 
  Medication adherence 

 
  Drug use  
  Severity of illness at baseline 

 
  History of self-harm and suicide

 
  Negative symptoms 

 
  Forensic history
  Functioning 

 Disengagement

 

Continuous 
default from 

treatment 

Likelihood of 
remaining in 

treatment 

Low scores on 
engagement 

scale  

No contact 
after 

reengagement 

Terminated 
treatment  

Dropout 

a Based on Andersen’s model of health service use (9).
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decisions they make) and “the dignity of risk” (e.g., the right
to make choices, to fail, and to learn) (3).

Finally, it has been widely reported that comorbid sub-
stance abuse is strongly associated with noninitiation of
mental health care and disengagement from mental health
services among individuals with psychosis. Substance abuse
has several negative effects, such as increased relapses and
hospitalization, impaired social and occupational function-
ing, and transinstitutionalization in jails and other non–
mental health settings (3). Employing therapeutic strategies
based on integrated dual-diagnosis treatment programs may
help EIS staff to address comorbid substance abuse early in
the course of treatment (3). These are evidence-based pro-
grams that emphasize outreach, comprehensiveness, and
person-centered care. Under this model, clinicians use a
broad set of techniques, including motivational interviewing
and social and community-based interventions. Results from
previous studies indicate that these programs improve
treatment participation and enhance initial and ongoing
engagement among those with dual diagnoses of mental
illness and substance abuse (36, 37).

Strengths and Limitations
Given the steep rise of EIS in the past few years, here we had
the opportunity to extend a previous review on the topic (6)
by including a larger andmore diverse set of studies. The use
of a quality rating based on the OCCS scale enabled a more
objective evaluation of the quality of the evidence and the
development of methodological and data analysis recom-
mendations for future research. Finally, our work sheds new
light on the association between disengagement and clusters
of baseline engagement factors by incorporating predictors
of disengagement in a conceptual framework.

Some limitations of this review must also be noted. For
instance, given the inconsistent findings across the studies
examined, it is challenging to reach generalizable conclu-
sions. At least part of the variance seen in this line of re-
search might be explained by context-specific phenomena
(e.g., health services organization). Furthermore, we could
not conduct a meta-analysis because of the heterogeneity in
research designs and definitions of the outcome. Also, se-
lection bias may have been an issue across studies and may
have influenced the performance of predictors.

Future Studies
On the basis of our findings, we propose a series of consid-
erations that future research should take into account. First,
given the inconsistency across studies regarding disengage-
ment definitions, we suggest bringing key stakeholders to-
gether (e.g., through partnerships and community-partnered
engagement with client and family advocacy groups) to
reach a consensus, develop common metrics and measures
of treatment disengagement, and design strategies to in-
crease engagement when deemed reasonable. This discussion
should include providers as well as patients and families,
considering that they may have differing opinions and

perspectives regarding participation in treatment and dis-
engagement. For instance, Smith et al. (38) conducted quali-
tative interviews with 56 participants with psychosis who
had disengaged from mental health care and with their
service providers. Patients commonly expressed the fol-
lowing reasons for disengagement: services not relevant for
their needs, lack of trust toward service providers, and the
belief that they were not ill. Providers, in contrast, reported
lack of insight, language and cultural barriers, and stigma as
the main reasons. Such divergent perceptions support the
importance of examining these issues from different per-
spectives. Furthermore, Cook et al. (39) recently reported
that self-directed clients, compared with individuals in usual
care, had better outcomes (e.g., recovery, education, and
employment) but spent less time on recovery-oriented care,
such as psychosocial rehabilitation, skills training, and case
management. The motives behind these reduced service
utilization trends are not yet well understood (5), and they
may challenge what researchers and mental health profes-
sionals know about treatment length, participation in treat-
ment, and disengagement.

Participatory methodologies, such as Delphi methods
(40) and concept mapping (41), are useful to conduct such
group activities. For instance, a group-model-building ap-
proach (41), which is a system dynamics–based method that
has been used to guide the design, adaptation, and imple-
mentation of evidence-based practices in varying health
settings, could be employed to engage stakeholders in
identifying causal loop diagrams (including variables, rela-
tionships, and feedback) that represent the main factors
affecting EIS disengagement in order to inform the devel-
opment of improved engagement strategies. This approach
would enable inclusion of a broader set of stakeholders, in-
cluding individuals with early psychosis and their relatives,
who are not usually represented in this kind of exercise and
whose input is highly needed (42). Related issues might be
also part of the discussion, such as perceived and evaluated
need for services, unmet needs, satisfaction with services,
optimal service length, reasons for staying in or leaving the
program, discharge processes, and continuity of care.

Second, most reports corresponded to cohort studies that
collected data retrospectively from clinical registries; just a
few studies conducted their own assessments and quality
assurance. Although data frommedical records can be useful
for programmatic planning and treatment supervision,
its use for research requires a thorough analysis aimed
at identifying and addressing multiple biases, such as con-
founding, selection bias, and measurement error. To move
this line of research forward, future studies should examine
causal relationships between potential predictors and dis-
engagement while controlling for biases that may arise in
data collection and analysis.

A third consideration is that to estimate causality be-
tween predictors and disengagement, prospective studies of
how predictors vary over time are needed. Unfortunately, all
the studies measured potential predictors of disengagement
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only at baseline, despite the fact that some of those factors
change over time (e.g., medication adherence, symptoms,
and social functioning). These time-varying variables could
include confounders of the association between predictors
of interest and disengagement, which might have a different
impact on the outcome depending on the time point at which
they are assessed. A series of statistical methods are now
available to deal with time-varying variables, such as pro-
pensity scores and inverse probability weighting, that can be
of use here (43).

Fourth, the selection of disengagement predictors in the
studies reviewed here relied mostly on statistically sig-
nificant associations between the predictors and the out-
come in bivariate analyses. Generally, researchers used
criteria for the identification and inclusion of predictors
that were not based on predefined hypotheses or theories.
Future research, therefore, should use well-defined con-
ceptual frameworks to choose the variables to be ana-
lyzed and their relationships with each other and with the
outcome.

Finally, we note that only one of the 13 high-quality
studies assessed factors at the contextual level (18). It has
been reported in other health settings that contextual factors
such as poverty, accessibility and barriers to care, and
characteristics of clinics and providers play an important
role when engaging clients with services. These factors,
which are best measured at the contextual level, are mostly
unexplored in EIS contexts. Most EIS are built around
therapeutic principles, such as person centeredness, shared
decision making, and recovery orientation, yet little is
known about how much those principles help to maintain
engagement among clients.

CONCLUSIONS

We found that EIS participants with a lower level of family
support, reduced adherence to medication, and higher sub-
stance use were at higher risk for disengagement in EIS
settings. We also noted substantial between-study variation
in disengagement definitions and predictors of disengage-
ment. Future research could address these conceptual and
methodological issues by conducting participatory and lon-
gitudinal studies.
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