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Abstract

First-episode psychosis typically emerges during late adolescence or young adulthood,
interrupting achievement of crucial educational, occupational, and social milestones.
Recoveryoriented approaches to treatment may be particularly applicable to this critical phase of
the illness, but more research is needed on the life and treatment goals of individuals at this stage.
Open-ended questions were used to elicit life and treatment goals from a sample of 100 people
hospitalized for first-episode psychosis in an urban, public-sector setting in the southeastern
United States. Employment, education, relationships, housing, health, transportation were the most
frequently stated life goals. When asked about treatment goals, participants' responses included
wanting medication management, reducing troubling symptoms, uncertainty, a desire to simply be
well, engaging in counseling, and attending to their physical health. In response to queries about
specific services, most indicated a desire for both vocational and educational services, as well as
assistance with symptom and drug abuse. These findings are interpreted and discussed in light of
emerging or recently advanced treatment paradigms—recovery and empowerment, shared
decision-making, community and social reintegration, and phase-specific psychosocial treatment.
Integration of these paradigms would likely promote recovery-oriented tailoring of early
psychosocial interventions, such as supported employment and supported education, for first-
episode psychosis.
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Introduction

Methods

Nonaffective psychaotic disorders often emerge during late adolescence or early adulthood, a
time in life when individuals normally achieve important educational, vocational, and
relationship milestones. People with emerging schizophrenia are often derailed at this stage,
developing significant educational, occupational, and interpersonal deficits (Hafner et al.,
1995). The early stages of psychosis are often considered to be a “critical period”
(Birchwood, 1999), as long-term follow-up studies show that two-year outcomes strongly
predict longer-term illness outcomes (Harrison, 2001). Evidence suggests that treatment is
more effective when implemented earlier, though early intervention is a relatively new
concept in the mental health field (Drake, 2000).

The early intervention paradigm involves timely, phase-specific initiation of both
pharmacologic and evidence-based psychosocial treatments. Yet, these ideal approaches are
often complicated by little availability of specialized services and problems with patient
insight and adherence. Impaired insight, which is not a willful denial but rather a part of the
illness itself, commonly results in noncompliance with medications and psychosocial
interventions (Lysaker and Bell, 1994; Burton, 2005; Tasang et al., 2009) and differences in
treatment goals between patients and their providers only compound this situation (Chue,
2006; Diamond, 2006). To bridge this gap, the recovery model, a more personalized and
patient-centered approach to caring for persons who have mental illnesses, has emerged
(Jacobson and Greenley, 2001).

The traditional medical concept of “recovery” (i.e., a person is cured from or no longer
contends with an illness), has been replaced by some within the medical field with a new
conceptualization, which is believed to better account for the oftentimes persistent nature of
serious mental illnesses. Within this framework, recovery is thought to be a process rather
than an outcome, and is focused on the individual and his or her journey toward attainment
of personal recovery and life goals, rather than the absence of symptoms (Buckley et al.,
2007). Fundamental elements of the recovery model include consumers assuming more
responsibility in developing plans for achieving their goals, and working collaboratively
with mental health providers and their support systems (Jacobson and Greenley, 2001).

To embrace the recovery model, clinicians, researchers, and program planners must
understand consumers’ own goals. At present, there is a paucity of research investigating
what people with first-episode psychosis want from treatment. The objective of this
investigation was to summarize the life and treatment goals of a sample of individuals
hospitalized for treatment of first-episode nonaffective psychosis, along with their
perception of how mental health professionals could assist them. Understanding their goals
may reveal essential implications for recovery-oriented tailoring of early psychosocial
interventions.

Setting and Sample

Participants were recruited from the psychiatric units of a large, urban, university-affiliated,
public-sector hospital (n=82) and a suburban county psychiatric crisis center (n=18), as part
of a larger, ongoing study in the southeastern United States. These treatment centers
predominantly serve urban African Americans. To be eligible, individuals must be
hospitalized for a first episode of a nonaffective psychotic disorder and provide written
informed consent. Those with known mental retardation, a Mini-Mental State Examination
(Cockrell and Folstein, 1988) score of <23, a significant medical condition compromising
their ability to participate, prior antipsychotic treatment of >3 months duration, previous
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hospitalization for psychosis occurring >3 months prior to index hospitalization, or inability
to provide informed consent were excluded.

The procedures were approved by all relevant ethical review boards. The assessment
typically took place after the initial stabilization of symptoms and treatment planning
(hospital day mean and median of 5.1 and 5.0). The index hospitalization was the first
professional help-seeking contact for 44 (44.0%) of participants. Of those who had had
previous contacts, the mean and median number of previous healthcare contacts (typically
an outpatient appointment with a psychiatrist or an emergency room visit) was 4.2 and 2.

A number of sociodemographic variables were assessed. Employment status was determined
by asking if the participant had a job during the past month. Information about household
income was obtained from the individual and, when available, family members. Presence of
Axis IV psychosocial problems (including problems in the following areas: primary support,
the social environment, education, occupation, finances, housing, access to health care,
interactions with the legal system, and other areas) was determined after the full research
assessment (typically lasting about 6-7 hours, and including questions in these areas) was
complete. Nonaffective psychotic and substance use disorder diagnoses were derived with
the Structured Clinical Interview for DSM-IV Axis | Disorders (First et al., 1998).

For this report, qualitative descriptions of participants’ life and treatment goals were
gathered through a brief, structured interview that was developed based on existing literature
on the recovery model. The interview included five open-ended questions pertaining to life
and treatment goals, three of which are examined herein:

1. How could mental health professionals be helpful to you in the upcoming few
years?

2. What are your top three goals for the upcoming few years?

3. What would your top three treatment goals be, working with mental health
professionals?

Participants were given adequate time to generate as many responses as they would like. In
addition, four closed-ended questions were used to assess participants’ desire for certain
services, including those related to “finding a job,” “going back to school or getting more
education,” “staying off drugs,” and “getting rid of symptoms.” Questions were formatted as
follows, If services were available, would you like assistance from mental health
professionals with [finding a job]?

Participants’ responses were written and entered into a dataset. Salient themes were elicited
through an inductive approach, such that similar responses were grouped together and
emergent categories were first observed, then refined (Pope et al., 2000). The development
and finalization of themes within each category was conducted by two of the authors and
then reviewed by another.

The participants (n=100) were, on average, 24.3 £ 5.1 years of age, with a mean educational
attainment of 11.7 £ 2.9 years. As shown in Table 1, this sample is predominately single,
male, African American, and unemployed. Other demographic characteristics, as well as
SCID-derived diagnoses for psychotic, cannabis use, and alcohol use disorders are presented
in Table 1.
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When asked to list their top three life goals for the upcoming years, the top priorities, as
shown in Table 2, included goals in the following domains: employment, education,
relationships, housing, health, transportation, and others. On average, 2.8 + 0.87 distinct life
goals were elicited and only 3 individuals did not report any life goals for the next few
years, while 85 reported 3 or more. Over half of participants reported wanting a job. Some
had specific employment goals (e.g., establishing a barbershop) while others placed value on
“finding a stable job.” Education was a priority for more than a third, many of whom wanted
to go to college or complete high school (secondary education). Over a third of participants
stated that they wanted to build or strengthen their relationships; some talking about family
members (e.g. “spending time with my son”) and others hoping to maintain or find a
romantic partnership or friendships. Thirty participants mentioned a health-related goal,
such as ensuring their general health/wellbeing (15.0%), recovering from their illness or
symptoms (10.0%), and improving their physical health (5.0%). A quarter of the sample
wanted to obtain independent housing, or had other goals, as shown in Table 1, including
transportation, practicing art, and spirituality. The vast majority of participants (95.0%)
readily listed more than one goal for the upcoming few years.

As shown in Table 3, when asked to list their top three treatment goals, common responses
included medication management, reduction of troubling symptoms, uncertainty (“I don’t
know™), a desire to simply be well, engaging in counseling, attending to physical health,
cultivating a positive attitude, and others. On average, participants listed 1.8 + 1.2 distinct
treatment goals, and a quarter of participants either did not know what treatment goals they
could have or did not want to participate in treatment at all. Participants most often spoke of
taking medications as a priority, though a few individuals expressed a desire to discontinue
their medications instead. Approximately one quarter of participants reported a desire to
address specific symptoms, such as auditory hallucinations (6%), disorganization or
attention deficits (6%), anger management (6%), and depression (5%). A single individual
expressed a desire pertaining to reality orientation, stating that he wanted “to get the
difference between what’s real and what’s not.” A sizeable minority of participants (17%)
simply said that they did not know what treatment they wanted, and others (15%) gave non-
specific responses such as “to get better.” Other treatment goals are shown in Table 3, as
well as subthemes (where applicable) and representative quotes.

When asked in an open-ended format how mental health professionals could best help them,
participants most often expressed an interest in having someone to talk to, obtaining
medications, or not wanting help. Just over one quarter of individuals stated that they would
find counseling helpful. Some said that this could help them with coping skills, specific
symptoms, or questions of self-identity. The next most frequent response pertained to
medications, with participants stating that mental health professionals could provide these
and could assist them with continued adherence. Some participants (17%) stated that they
did not want help from mental professionals at all. Others mentioned symptom relief,
assistance with other needs, and education about diagnosis. Additional themes and
representative quotes are show in Table 4.

When asked about specific services (“finding a job,” “going back to school or getting more
education,” “staying off drugs,” and “getting rid of symptoms.”), a majority of participants
endorsed wanting assistance in these areas (Table 5). Whereas 53.0% spontaneously
indicated that obtaining employment was one of their top three life goals, 80.0% responded
“yes” when asked if they would like assistance from mental health professionals in finding a
job. Similarly, 38.0% listed education pursuits as one of their top three goals, but 75.0%
indicated that they would like assistance going back to school when asked directly. One
quarter mentioned their mental health among top life goals, while 73.0% replied that they
would like help getting rid of symptoms in response to this specific question. Approximately
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half endorsed an interest in help staying off of drugs, though none had spontaneously listed
this as a top life goal. Among those individuals (n=25) who did not spontaneously list any
treatment goals, 17 (68.0%) answered that they would like assistance from mental health
professionals with finding a job and 16 (64.0%) endorsed wanting help with getting more
education. Fewer of those individuals wanted help with symptoms (12, 48.0%), and less than
a third (8, 32.0%), wanted help staying off of drugs.

Discussion

Responses from open-ended questions about life goals in this sample of individuals with
first-episode psychosis were dominated by: employment, education, relationships, housing,
and health. The most frequently cited treatment goals were staying on medications and
addressing specific symptoms. Perceived opportunities for assistance from mental health
professionals revolved around having someone to talk to, obtaining medications, and
symptom relief. However, participants appeared to be remarkably open to other types of
assistance when asked directly. The pattern of responses seems to indicate that these
individuals had broad, developmentally appropriate, non-psychatic life goals (e.qg.,
employment, education). The results suggest that they had fewer and narrower treatment
goals (if any), and that they viewed mental health professionals as only being able to help
with narrow treatment goals (e.g., addressing specific symptoms, obtaining medications).
However, when mental health professionals offered other services (e.g., assistance with
employment and education), they largely endorsed wanting such help, in addition to more
traditional services (e.g., medication management for symptom reduction).

Individuals in the present sample were largely in the age of emerging adulthood, when
young adults typically participate in higher education; transition out of their parents’
households; explore and sometimes establish enduring romantic relationships; and focus on
developing selfsufficiency, financial independence, and development of character (Arnett,
2010). These participants’ life goals were thus entirely in keeping with others in their age
group. While they were not asked to rank the relative importance of their life versus
treatment goals, there were several indications of an enthusiasm gap favoring the former.
For instance, they generally listed a greater number of life goals than treatment goals, and
often with a greater amount of detail. Nonetheless, these and other individuals with first-
episode psychosis fall behind their age cohorts during this critical period far too often. High
rates of unemployment are common at the first episode of psychosis and worsen over time
(Marwaha & Johnson, 2004). Similarly, educational discontinuation is a common and
serious consequence of serious mental illnesses (Haynes, 2002) and first-episode psychosis
(Goulding et al., 2009). Because of poor functional outcomes, schizophrenia is the fifth
leading cause of disability worldwide (World Health Organization, 2008).

There is a growing consensus that mental health services for schizophrenia should not only
target positive symptoms but also assist individuals to reengage in their community. In
particular, the following four emerging or recently advanced paradigms (shown in Figure 1)
can be applied towards this goal and may be particularly well-suited to first-episode
psychosis: (1) recovery and empowerment, (2) shared decision-making, (3) community and
social reintegration, and (4) a phase-specific approach to the treatment of psychotic
disorders. Recovery is a process rather than an outcome, focused on the individual and his/
her journey toward attaining goals rather than the absence of symptoms (Buckley et al.,
2007). Empowerment indicates that individuals with mental illnesses assume responsibility
and strive for autonomy and independence. Most definitions of empowerment include
participation in society through employment, education, and other resources (Castelein et al.,
2008), which is clearly in line with the life goals of the individuals in this sample. A key to
unlocking the strength of empowerment and collaboration in therapeutic relationships is
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found in shared or participatory decision-making (Epstein et al., 2004; Kuehn, 2009),
defined as “collaborative partnerships with patients (and families) in which clinical
decisions are made using the best available evidence, consistent with patients’ values, goals,
and capabilities” (Epstein et al., 2004). Reintegration is the process of developing and
exercising interpersonal relationships and social connectedness; a stage that occurs after
stabilization when psychosocial strengths have been rebuilt (Ehmann and Hanson, 2004;
Ware et al., 2007; Ware et al., 2008). Early psychosis researchers emphasize that
accumulated disability is often present by the time individuals with first-episode psychosis
initiate treatment. The notion of “phase-specific treatment” suggests that treatment options
should be tailored to the needs of young adults and their families during a critical
developmental period in both their lives and their emerging illness. Supported employment
and supported education are two such options, and have been implemented successfully for
individuals with recent-onset schizophrenia in a few small but encouraging studies (Rinaldi
et al., 2004; Killackey et al., 2006; Major et al., 2009).

While these treatment approaches are of obvious clinical utility, they are generally only
available in a few countries that offer a full array of psychosocial treatments to early-course
patients and in specialized programs. In the United States, supported employment is offered
in some community settings, yet less than 25% of clients with severe mental illnesses
receive vocational assistance (Bond et al., 2001). Similarly, recent research suggests that
psychiatrists view shared decision-making as particularly suitable for psychosocial
interventions, yet only half reported applying such practices (Hamann et al., 2009). By
contrast, individuals in this report appear to be slightly more open to treatment approaches
like supported employment and supported education than to traditional services. This is
particularly appealing in light of the high rate of treatment drop-out seen in first-episode
psychosis and other psychiatric conditions (Svedberg et al., 2001; Lecomte et al., 2008). For
those who do not have symptom-related treatment goals or want to discontinue treatment,
vocation- and education-oriented services may be an avenue for early engagement. Further,
a prior study found that more than half of a sample of individuals with schizophrenia chose
practical advice as the most useful component of their psychotherapy (Coursey et al., 1995).

This descriptive study focused on the life and treatment goals of individuals who have been
hospitalized for first-episode psychosis. However, a number of methodological limitations
inherent to this approach must be recognized. First, this report relied on simple description
of responses to open- and closed-ended questioning. Statistical analyses were not applied to
the data, nor were specific hypotheses tested. However, the objective was to describe and
interpret/synthesize rather than test hypotheses. Second, participants were not asked to rank
the importance of their life and treatment goals, and inferences about the ones that were
most salient to these individuals were made instead from observations about the number of
responses and detail included across the sample. A more in-depth inquiry with specific
questions about the goals that these individuals wish to obtain first and what services they
consider relevant to their goal attainment would be of great utility. Finally, the study focused
on a unique population from a specific geographic location, and from a sample that was
quite homogenous. This undoubtedly influences the goals elicited, and they may not be
generalizable to broader or dissimilar samples of individuals with first-episode psychosis.
However, the intent was to examine goals in this especially vulnerable, under-studied, and
relatively homogeneous sample in order to provide an example of how clinicians,
researchers, and program planners should elicit goals from their patients instead of only
relying on universally applicable treatment guidelines that may be more suitable for the
pharmacologic aspect of treatment. More diverse samples may produce a broader array of
life and treatment goals.
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Opportunities clearly exist for recovery-oriented tailoring of early psychosocial
interventions based on individuals’ own recovery goals. Programmatic and policy
development is necessary to better align treatment services with what numerous experts
have theorized in recent years (e.g., recovery/empowerment, shared decision-making,
community and social reintegration, and phase-specific treatment) and with what our
patients clearly request.
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Figure 1.

The Integration of Four Emerging or Recently Advanced Treatment Paradigms in Promoting
the Recovery-Oriented Tailoring of Early Psychosocial Interventions in First-Episode
Psychosis.

Psychiatry Res. Author manuscript; available in PMC 2012 October 30.



1duasnuey Joyiny vd-HIN 1duasnue Joyiny vd-HIN

wduosnue Joyiny vd-HIN

Ramsay et al.

Demographic and Clinical Characteristics of Individuals with First-Episode Psychosis (n=100).

Age at hospitalization, years 243+5.1
Gender, male 74 (74.0%)
Race, Black or African American 89 (89.0%)
Relationship status, never married 87 (87.0%)
Has children 36 (36.0%)
Years of education 11.7+29
Currently or very recently employed 33 (33.0%)
Income below the federal poverty line (n=79) 29 (39.2%)
Number of Axis IV psychosocial problems 39+22
SCID psychotic disorder diagnosis
Schizophrenia 56 (56.0%)
Psychotic disorder not otherwise specified 17 (17.0%)
Schizoaffective disorder 14 (14.0%)
Schizophreniform disorder 8 (8.0%)
Delusional disorder 3 (3.0%)
Brief psychotic disorder 2 (2.0%)

SCID alcohol use disorder (n=93)

No disorder 62 (66.7%)

Abuse 12 (12.9%)

Dependence 19 (20.4%)
SCID cannabis use disorder (n=92)

No disorder 37 (40.2%)

Abuse 14 (15.2%)

Dependence 41 (44.6%)
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Table 2

Life Goals of Individuals with First-Episode Psychosis for the Upcoming Years (n=100).

Goal Percentage of Important themes or representative
participants who quotes
spontaneously listed
the goal

Employment 53.0% Finding a job.

Owning a business.

Practicing a trade.
Education 38.0% Obtaining a high school degree.

Going to or finishing college.

Obtaining vocational training.
Relationships 35.0% Focusing on family.

Raising a child.

Developing new relationships.
Housing 25.0% Having one’s own place to live.
Health 15.0% “l want to get my life on track”.

“l want to have fun again”.
Transportation 15.0% “l want to have my own car”.
Art and music 12.0% “l want to get my own record label”.
Financial stability 11.0% Obtaining wealth.

Money management.
Recovering from current mental 10.0% “| want to appreciate what 1’ve been through and realize that things will get better”.
illness
Spirituality 8.0% Developing a relationship with God.

Joining a church.
Other 8.0% Un-replicated or vague responses.
Improving physical health or 5.0% “| want to get my body the way | want it to be”
athleticism
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Table 3

Treatment Goals of Individuals with First-Episode Psychosis (n=100).
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Treatment goal

Percentage of
participants who
spontaneously listed

Important themes or representative
quotes

the goal
Medication management 26.0% Continue taking medications.
Finding the right medication.
Reduction of troubling symptoms 24.0% Reduction of auditory hallucinations.
Improvement in attention and ‘mental organization’.
Anger management and impulse control.
Alleviation from depression.
1 don’t know 17.0% “I’m don’t know”.
“The doctor should answer that. Not me”.
A desire to simply be well 15.0% “l want to get my mind working properly”.
“l want to be better”.
Engaging in counseling 14.0% “I want to talk about it”.
Attending to physical health 12.0% Accessing primary medical care
Improving general health
Cultivating a positive attitude 12.0% “l want to work on having a more positive attitude”.
Others 12.0% Un-replicated or vague responses.
No treatment goals needed or wanted 8.0% “l don’t have a mental problem”.
Learning about their diagnosis or condition 7.0% “Teach me exactly what is going on”.
Staying off of drugs 7.0% Abstinence from alcohol or drugs
Discontinuation of hospitalization or of medications 7.0% “Get me out of here”.
“l want to get off medications”.
Joining a treatment program 7.0% Joining or staying in a program
Life goals 6.0% Housing, education, employment, parenting
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Table 4

How Mental Health Professionals Can Help, as Described by Individuals with First-Episode Psychosis

(n=100).

Treatment goal

Percentage of
participants who
spontaneously listed

Important themes or representative
quotes

the goal
Having someone to talk to 26.0% “Be like a guidance, helping me figure out my questions | have about what I'm going
through”.
“Help me cope”.
“Help me get to know myself”.
Obtaining medications 18.0% They can prescribe medications and help with adherence
I don’t know 17.0% “I’m not sure, just whatever you think you can do”.
Symptom relief 12.0% Managing emotions
Managing auditory hallucinations
Feeling better, overall.
Other 12.0% Un-replicated or vague responses.
Logistical or life needs 8.0% “Help me continue to have a regular life”.
Not wanting help 8.0% “They can’t help me”.
Clarifying the diagnosis 6.0% “Help diagnose me. So | can get proper help”.
Education about diagnosis 5.0% “Teach me about my illness, weight gain, and medicines that | 'm taking”.
Coping 5.0% “Teach me how to cope”.
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Employment, Education, Drug Treatment, and Symptom Reduction: Alignment with Life Goals of Individuals
with First-Episode Psychosis (n=100).

Goal Listed spontaneously as a Related services endorsed as
life goal in open-ended desirable in closed-ended format
format
Finding a job 53.0% 80.0%
Going back to school or Getting more education 38.0% 75.0%
Staying off drugs 0.0% 51.0%
Getting rid of symptoms 25.0% 73.0%
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