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Psychosis is a serious and poten-
tially life-changing condition.
Although some people make a

full recovery, many develop a lifelong
illness (1,2).

Early intervention services (EIS) for
young people with a first episode of
psychosis were introduced into the
health care systems of many countries,
including the United States and the
United Kingdom, starting in the early
1990s. The motivation for this reform
included significant and sustained dis-
satisfaction among users and their fam-
ilies with existing service structures (3),
recognition of a link between the dura-
tion of untreated psychosis and poorer
long-term prognosis (4), and an under-
standing of the importance of the out-
come of the early phase of psychosis in
predicting longer-term recovery (5).
More recently, EIS have been shown
to decrease relapse and rehospitaliza-
tion (6), and they appear to be cost-
effective (7).

In the United Kingdom, the De-
partment of Health’s Mental Health
Policy Implementation Guide (8)
states that EIS should be targeted at
people aged 14 to 35 with a first
presentation of psychotic symptoms
and should be continued during the
first three years of the illness. Ser-
vices are community based and mul-
tidisciplinary and focus on providing
appropriate youth-sensitive care in
settings of low stigma. A key feature
includes the need to develop mean-
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Objective: This study described the views over time of young people re-
ferred to early intervention services (EIS), particularly as they relate to
the importance of relationships. Methods: A cohort of people aged 14
to 35 enrolled in a large multisite study of EIS for psychosis in the Unit-
ed Kingdom were recruited for a qualitative, longitudinal study in
which they were interviewed within six months of admission to EIS and
12 months later. Transcripts of the interviews were analyzed using
Charmaz’s constructivist grounded-theory methodology. Results: A to-
tal of 63 individuals were interviewed during the six months after their
first service contact, and 36 (57%) were interviewed 12 months later.
Service users generally viewed IES key workers as supportive and
youth sensitive, but up to one-third felt that the three years of sus-
tained engagement expected was too intensive. Family support was
highly valued by service users, and key workers and families worked
well together to support the young people as they recovered. A signif-
icant minority of service users, however, reported feeling the emer-
gence of a new self-identity, often associated with a sense of loss of the
person they had felt themselves to be before becoming ill. Conclusions:
EIS for young people should provide not only the right type of en-
gagement but also the right amount, recognize the very important role
of families in giving both practical and emotional support and in liais-
ing with key workers, and take into account the relatively rapid change
in perceptions of personal identity that accompany illness. (Psychiatric
Services 62:882–887, 2011)



ingful and sustained engagement
with the service user and the family
or other caregivers.

Even though young people’s en-
gagement and satisfaction with serv-
ices are seen as key outcomes for de-
veloping services, there has been lit-
tle research on service users’ views
of EIS and their wider views of how
life has changed since becoming ill.
Previous relevant qualitative work
exploring the views of service users
with psychosis, often at a later stage
in the illness trajectory, has focused
on assertive community treatment
(9), community mental health teams
(10), and primary care (11,12).

This study explored in depth the val-
ue of EIS over time from the perspec-
tive of service users. To enable a better
understanding of the service users’
evolving experiences, we chose a lon-
gitudinal study design that collected
qualitative data in interviews conduct-
ed one year apart (13). The study fo-
cused particularly on service users’ re-
lationships during that time period,
both within and beyond the services,
an issue considered important by serv-
ice users in a qualitative study con-
ducted previously by the authors (14).

Methods
Study setting and participants
The sampling frame for this study was
the cohort of service users recruited
into National EDEN, a national evalu-
ation of early intervention for psy-
chosis services. National EDEN was a
large multisite cohort study funded by
the English Department of Health be-
tween 2006 and 2010 that aimed to ex-
plore the impact of EIS on a range of
qualitative and quantitative service-
user outcomes. Service users in this
study were recruited from five geo-
graphically diverse sites across Eng-
land using a maximum variation sam-
pling strategy that captured the range
in age, gender, and ethnicity of the
group. Participants took part in in-
depth interviews about the services.

Procedure and topic guide
Service users were approached be-
tween January 2006 and January 2008
by a trained research associate at each
site who was dedicated to the Nation-
al EDEN study and not involved in
providing clinical care. Participants

were asked to provide written in-
formed consent after receiving a
complete description of the study. In-
terviews continued until January
2009.

Two semistructured interviews,
lasting about one hour, were conduct-
ed either in the service user’s home or
at a mutually convenient location by
the same research associate. The first
interview was carried out within six
months of admission to an EIS site. A
topic guide listed subjects to be cov-
ered, including views of services and
relationships with service providers
and with families. At the second in-
terview, 12 months later, topics were
personalized to recognize and reflect
changes in an individual’s circum-
stances and in response to analysis of
the first interview.

Analysis
Interviews were tape-recorded and
fully transcribed. Analyses of all tran-
scripts from individuals who partici-
pated in interviews at both times
were undertaken jointly by two of the
researchers and conducted using
Charmaz’s constructivist grounded-
theory approach (15,16). We used the
constant-comparison method to make
comparisons between data to advance
our conceptual understanding. Initial
coding of themes was developed after
studying each transcript line by line.
Other members of the research team
developed more focused codes by
gathering together, describing, and
verifying the initial codes. As coding
became more focused, it became not
just a descriptive tool but a means to
synthesize the data into analytical
and, finally, core categories.

Disconfirming evidence was ac-
tively sought throughout (17). Inter-
views continued until data saturation
was complete. The quotations from
the interviews included in this study
were chosen on the grounds of repre-
sentativeness.

Ethical approval was given by the
Suffolk Local Research Ethics
Committee.

Results
During the data collection period,
491 young people consented to take
part in the National EDEN study,
which included 1,027 people by

study’s end. Sixty-three people agreed
to take part in an interview, and of
those, 36 (57%) agreed to a follow-up
interview. Demographic characteris-
tics of the study population and the
entire EDEN cohort are shown in
Table 1.

Three main themes of direct rele-
vance to young peoples’ experience of
EIS emerged from the data: relation-
ships with key workers, the value of
family support, and changing self-
identity.

Relationships with key workers
Most (N=24) of the 36 service users
described EIS in positive terms, as of-
fering activities and services that were
“youth friendly” and that made sense
to young people. For example, they
were contacted by e-mail and texting,
rather than by letter; activities were
focused on sports and pop music; and
education included up-to-date infor-
mation technology (IT) training. Ap-
pointments with key workers were
kept in local community venues or at
the service users’ homes rather than
in secondary-care hospital settings.

Services helped users come to
terms with their illness, working with
them, over time, to identify triggers
and early warning signs and to un-
derstand why they had become un-
well. For example, one individual
said of a key worker during a first in-
terview, “I talk and he sort of chats
back with me and sort of goes
through it all—so he explains it all to
me and my family. Now I know it’s
more to do with me trying to learn to
cope with my anxieties.”

In particular, service users high-
lighted the positive nature of the rela-
tionships with their key workers and
the benefits of being able to develop
a long-term relationship with one in-
dividual. The positive personal char-
acteristics of key workers, such as ap-
parent genuineness and support,
were frequently discussed. Asked to
describe the relationship with a key
worker in the first interview, one par-
ticipant said, “I’d say very positive . . .
it picks me up each week. Every time
I see [name of key worker], it’s anoth-
er pick-me-up.” After 12 months, an-
other participant said of the key work-
er, “I see her every two weeks. I don’t
know what I would do without her, to
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be honest with you. She’s such an
amazing person to have in my life at
this time.”

At both time points, most people
stated that they appreciated the flexi-
ble approach to the amount of care
received. Service engagement was
negotiated and reduced when agreed
upon during their treatment. For ex-
ample, at the 12-month interview one
participant explained, “If I feel partic-
ularly upbeat and that, she might say,
‘Well, shall we leave it three weeks?’
but, then, if she thinks that maybe I
need a bit extra, she says, ‘Okay, well,
I’ll come and see you in the week.’ ”

However, approximately one-third
of those interviewed described an
overemphasis on engagement with
EIS to the point of feeling that the

visits from key workers were too fre-
quent. Yet this complaint was often
associated with having had a number
of different key workers because of
staff turnover during the 12-month
study period. As a result, participants
often were expected to repeat per-
sonal stories and received the same
advice. Even within six months, one
participant complained, “We agreed
that “C” would see me weekly, and
then “D” came instead and started re-
peating things, and then I started see-
ing “E.” I had “V” come up for a bit,
and she was alright, but then of
course she left.”

Another participant said at the sec-
ond interview, “Each change was dis-
ruptive. I was continually having to
get to know different people and to

tell my story, and it takes a whole load
of time to build up trust in someone.”

Overengagement became a more
prominent issue in the follow-up in-
terviews, perhaps because the first in-
terviews were based on expectations
and on relatively limited contact. By
the time of the second interviews,
service users’ comments were based
on actual experience. For some serv-
ice users, the continued regular pres-
ence of their key workers after 12
months reminded them that they
were still, at least in the eyes of EIS, a
patient in need of treatment. Yet, they
had reached a point in their recovery
at which they were keen to resume
their lives, to be as one said, “free
from everything and move on.”

In the following exchange, a user of
services complains of seeing the key
worker too much.

Service user: As I’ve got better it’s
not nice having somebody come in all
the time, because it constantly re-
minds me that you’re suffering from
an illness. They seem to ask the same
questions all the time.

Interviewer: Right, so do you feel
it’s too much, then?

Service user: At the moment I do.

Value of family support
Family support was described as crit-
ical by the majority of service users at
both time points. Families were re-
lied upon not only to provide practical
help in terms of money and accom-
modation but also to serve as some-
one to talk to and to offer emotional
security. Parents and other family
members provided an informal help
network, looking after an adult child
at a time of crisis as they would have
when the child was younger. Many
parents reportedly took on tasks that
they had previously relinquished,
such as shopping and laundry.

Over the 12 months, most service
users—even the minority of partici-
pants who had been living independ-
ently but were again living with their
family—felt that family support had
increased and described feeling clos-
er to their parents. The family had
usually gained a better understanding
of the illness over time from frequent
contact with key workers in EIS.
Many families had also become in-
creasingly involved in advocating for
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Characteristics of individuals who completed a 12-month follow-up while 
enrolled in the National EDEN study of early intervention services

12-month follow-up (N=36) Total (N=1,027)

Characteristica N % N %

Sex
Male 24 66 709 69
Female 10 28 318 31

Race-ethnicity
White, British 25 68 721 70
White, other nationality 1 3 6 1
Irish 1 3 6 1
Pakistani 3 8 102 10
Indian 2 6 56 6
Black Caribbean 1 3 35 3
Mixed race 1 3 43 5
Black African — — 23 2
Black, other — — 13 1

Education
GCSE, GNVQ, A level, or

foundation degreeb 23 64 660 64
University qualification 5 14 99 10
No qualification 5 14 245 24

Employment
Employed 5 14 188 18
Unemployed 21 59 591 58
Voluntary work or student 7 19 208 20
Homemaker — — 22 2

Living arrangements
With parents 25 68 649 63
Alone 3 8 130 13
In hospital 1 3 — —
With partner 1 3 108 11
Other 4 10 137 13

Age at admission (M±SD)
Men 21±4.86 — —
Women 23±3.83 — —

a Data were missing for race-ethnicity (N=8), education (N=11), employment (N=11), and living
status (N=11) in the 12-month follow-up group.

b GCSE, general certificate of secondary education; GNVQ, general national vocational qualification



treatment and in helping the service
users cope with symptoms, for exam-
ple, by encouraging them to work
with the key worker to develop and
use relapse plans. They were also of-
ten actively involved in making and
maintaining contact with the key
workers and wider team.

At the first interview, one partici-
pant said, “Well it’s helped since I’ve
told my mum. I only told my mum
about how I’ve been feeling a few
months ago, so it’s just really changed
since she’s known. She was really sup-
portive and could understand that it’s
an illness and that you need to get
some help. [I didn’t tell her before be-
cause]. . . I felt ashamed, and I was just
worried about how she would feel.”

Later, at the second interview, the
participant continued to express grat-
itude for the mother’s understanding.

Interviewer: And has your relation-
ship with your mum changed, do you
think, over the course of the last year?

Participant: Yes, definitely, yes it
has. I’m more willing to say, ‘This is
what I’m experiencing,’ without feel-
ing ashamed or seeing it as a weak-
ness. I was scared about her getting
worried and things like that. But she’s
been great.

Changing self-identity
During the first interview, most serv-
ice users talked about psychosis as an
illness from which they would recov-
er simply through time and medical
help. By the second interview, howev-
er, a significant minority of service
users had begun to express an emerg-
ing acceptance of a new identity, cre-
ated by the illness and often associat-
ed with a sense of loss of their old self.
They talked about their current situa-
tion in negative terms compared with
their old selves and situations. One
said, at six months, no less, “I used to
be a normal person you know. . . . you
feel so alone, and you feel jealous of
normal people.”

A more negative self-identity was
reinforced for some by changes in
physical appearance, such as weight
gain secondary to medication use and
by episodes of perceived stigma in-
volving work, friends, or wider socie-
ty. Only 15 of the 36 service users
were back at work or in school at the
time of the second interview, which

further emphasized a sense of feeling
different from their old friends and
their former selves. One said at the
second interview, “I see quite a lot of
people I used to know but because
I’ve put on a bit of weight, and I look
a bit different, they don’t recognize
me. I would have said, ‘Hey it’s me!’
but now I’m glad they don’t recognize
me any more. . . . I wouldn’t know
what to say.”

EIS key workers, however, were
seen as important allies in recovering
a positive sense of self, through pro-
viding therapy-based coping strate-
gies and enabling participants to meet
and share experiences with other
service users. One participant at six
months said, “It’s been all right. I’m
quite proud of the activities we do.
We play pool in George Street, and
they’re a laugh. And my key worker’s
helping me with computer classes.”

Discussion
This qualitative study has described
in detail how users of EIS viewed
their relationships over a 12-month
period with key workers, with family,
and with images they held of their
former selves. A recent article de-
scribing qualitative studies of services
for a first episode of psychosis (18)
found 27 discrete studies, but only
one, in Denmark, was longitudinal in
nature, and it involved only 15 indi-
viduals (19). Longitudinal study
seems particularly important when
exploring an evolving illness with a
cohort of young people.

The literature suggests that up to
one-third of individuals with serious
mental illness who have had some
contact with the mental health service
system disengage from care (20). Ear-
ly disengagement from mental health
services can lead to devastating con-
sequences for individuals with schizo-
phrenia, including exacerbation of
psychiatric symptoms and suicide
(21). Part of the rationale behind EIS
is the need to actively engage people
early in the course of the illness and
to sustain engagement through a
number of approaches, including of-
fering frequent visits from key work-
ers in low-stigma settings, using a
youth-centered approach to engage-
ment, and providing activities that are
age appropriate.

Most service users in this study de-
scribed their key workers as having
very positive personal qualities, as be-
ing someone they could trust, and as
being supportive and warm, high-
lighting the importance of relationali-
ty in EIS. Relationality, defined as our
lived relation to other human beings,
is an underresearched issue, but its
role in promoting engagement in
services warrants study. EIS may em-
power parents and other family mem-
bers to help individuals maintain a
therapeutic relationship (22), in stark
contrast to examples in which parents
seeking help for children with first-
episode psychosis encountered many
problems, particularly difficulties ac-
cessing psychiatric care (23). Positive
therapeutic alliances, themselves a
positive predictor of engagement, ap-
peared to occur among EIS partici-
pants in this study (24,25).

The interpersonal nuances of trust
and respect built up between individ-
uals over time are perhaps even more
important among service users whose
illness may cause them to be consid-
ered different by wider society. Yet
among a significant minority of the
young people we interviewed at the
12-month follow-up, the notion of
sustaining engagement for up to
three years was seen as too intensive.
On the other hand, those most likely
to complain of overengagement were
also those who perceived less conti-
nuity with key workers, suggesting
that concerns about overengagement
may only emphasize the importance
of a positive therapeutic alliance. This
study, in the context of the estab-
lished and emerging literature, there-
fore suggests that it is important to
negotiate not only the right type of
EIS for young people but also the
right amount of engagement in serv-
ices and to review them regularly.

This study also supports findings of
a previous study, that many parents of
young people with psychosis appear
to take on caring responsibilities they
had previously relinquished as their
child reached adolescence (26). Addi-
tionally, this study suggests that serv-
ice users found the family environ-
ment very supportive. Indeed, an
unanticipated reward of caregiving in
some circumstances was that many
service users described having a more
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open and deeper relationship with
their families than they did before
their illness (27). This finding chal-
lenges the notion lingering from
Brown’s work in the 1950s that par-
ents can exert a negative influence on
people with psychosis after they re-
turn home after hospitalization (28).
Brown found that people with psy-
chosis living with their parents were
more likely to be readmitted to a hos-
pital than those living with siblings or
in hostels.

The study also captured the evolv-
ing process by which service users
came to terms with their illness. It
suggests that from an early stage,
some service users experienced a dis-
ruption in their sense of self, accom-
panied by a feeling of loss. For many,
this new sense of self was linked to
changes in physical appearance, often
linked to the side effects of medica-
tion, which increased perceptions of
stigma. This finding is consistent with
Festinger’s social comparison theory
(29), which proposed that people
have the drive to evaluate and assess
their abilities and opinions by com-
paring themselves with others they
consider similar.

In a development of this theory,
called temporal comparison, Albert
(30) argued that when people engage
in self-evaluation, they also compare
their current selves to who they had
been at earlier points in time. One of
the basic hypotheses of temporal-
comparison theory is that such com-
parisons help individuals to maintain
a sense of identity and continuity over
time, which in turn allows them to
evaluate and adjust to changes. Com-
pared with research about social com-
parison theory, there is limited empir-
ical research to document the use of
temporal comparisons (31). Compar-
isons with past selves, especially
among young people, according to
Ross and Wilson’s theory of temporal
self-appraisal (32), tend to be reward-
ing because, in general, skills tend to
improve with age and experience and
people tend to regard their current
selves as better. In general, images of
oneself in the distant past are more
likely to be derogated, whereas im-
ages of oneself from the more recent
past are more likely to be enhanced.

In this study, however, service users

saw themselves in a less positive light
compared with their past selves, a
finding that is consistent with a study
by Dinos and others (33) in which 12
individuals diagnosed as having schiz-
ophrenia compared themselves nega-
tively with their former selves. Most
studies that have explored temporal
comparisons, however, were conduct-
ed in the absence of threatening
events or focused on acute threats
that were no longer present (34). Ex-
periencing a first-episode psychosis is
a different type of threat that has the
potential to cause ongoing problems.
These findings suggest that the theo-
ry of temporal self-appraisal be elab-
orated to include people who have
and continue to experience major life
changes, such as service users with a
first episode of psychosis.

This study had several limitations.
Most of the caregivers were family
members, making the data less gener-
alizable to use of EIS when caregivers
are not family. There was also signifi-
cant but expected attrition between
the first and second interviews; we do
not know if the individuals who
agreed to the second interview were
more or less likely to hold particular
opinions about or perhaps have dif-
ferent experiences of EIS. Also, we
were able to conduct follow-up inter-
views of service users at only one time
point.

Conclusions
The study findings suggest several
conclusions. First, there is a need for
greater flexibility in service provision,
so that service users can be engaged
at the level they need for as long as
they need. Engagement should not
be regarded as synonymous with
highly intensive contact. The ability
to be flexible and reflexive to individ-
ual service users’ needs in early inter-
vention may be a better marker of the
quality of services than are uniformly
high levels of service engagement.

Second, family support was seen as
critical by service users, and families
were an important link with services.
Involving and supporting families is
part of the policy-implementation
guidance for EIS, but this study sug-
gests that their role in providing both
practical and emotional support and
in liaising with key workers may be

more important than previously
thought. Families may also provide a
means of engagement with service
users.

Third, because a diagnosis of first-
episode psychosis is accompanied by
major changes and continuing read-
justments in many areas of an individ-
ual’s life, consideration of temporal
comparisons is important. EIS may
need to develop even more recovery-
focused strategies that take into ac-
count the relatively rapid change in
service users’ perceptions of their
personal identity. Providing therapy
and stigma-challenging activities in
particular seem to be key in support-
ing service users as they gradually de-
velop a new self-image. Understand-
ing the nature of service users’ adap-
tation to such an intensive therapeu-
tic approach over time and the way in
which their sense of self is challenged
and can be protected is critical in fur-
ther developing the EIS model.
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