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Longitudinal data suggest heterogeneity in the long-term
course of schizophrenia. It is unclear how older adults
with schizophrenia perceive changes in their experience
of schizophrenia over the lifespan. We interviewed
32 adults aged 50 years and older diagnosed with schizo-
phrenia (mean duration 35 years) about their perceived
changes in the symptoms of schizophrenia and function-
ing over the lifespan. Interview transcripts were analyzed
using grounded theory techniques of coding, consensus,
co-occurrence, and comparison. The study was con-
ducted by a research partnership involving a multidisci-
plinary team of academic researchers, community
members, and mental health clients engaged in all
aspects of study design, interviewing, and analysis and
interpretation of data. Results revealed that, in regard
to early course of illness, participants experienced con-
fusion about diagnosis, active psychotic symptoms, and
withdrawal/losses in social networks. Thereafter, nearly
all participants believed that their symptoms had im-
proved, which they attributed to increased skills in
self-management of positive symptoms. In contrast to
consistency among participants in describing illness
course, there was marked heterogeneity in perceptions
about functioning. Some participants were in despair
about the discrepancy between their current situations
and life goals, others were resigned to remain in sup-
ported environments, and others working toward func-
tional attainments and optimistic about the future. In
conclusion, middle-aged and older adults with schizo-
phrenia believed that their symptoms had improved
over their lifespan, yet there was substantial variability
among participants in how they perceived their function-
ing. Functional rehabilitation may need to be tailored
to differences in perceptions of capacity for functional
improvement.
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Introduction

The traditional view of the course of schizophrenia has
been that of progressive decline,! yet cross-sectional
and longitudinal studies indicate substantial heterogene-
ity in the long-term course of schizophrenia.>® Collec-
tively, studies of community-dwelling outpatients
indicate a surprising degree of stability in cognitive abil-
ities,”? with little evidence that cognitive ability declines
at a faster rate compared with normal subjects. In addi-
tion, symptoms prominent at the onset of the disease may
diminish in late adulthood,*' and a small subgroup of
older adults experience sustained remission from schizo-
phrenia.'! Yet, some subgroups of patients, such as those
who are chronically institutionalized, display progressive
worsening in cognitive ability, functioning, and are un-
likely to attain remission.'> In regard to functioning,
cross-sectional studies of age effects in subjective indica-
tors of functioning, such as health-related quality of life
(HRQOL), have been inconsistent, with some showing
a positive effect of age on mental HRQOL,"® no correla-
tion with age,'*!> or a negative relationship.'®!” Better
understanding of the determinants of heterogeneity in
how older persons with schizophrenia perceive and adjust
to their illnesses may help direct preventive and rehabil-
itative efforts.

Largely missing from the research described above is
the perspective of the older patients themselves about
whether and in what ways they recognize changes in their
illness over time. Although life chart methods have been
used in psychiatric illnesses to specify timing in illness
course,'® there are few validated instruments to solicit
perceptions of lifespan changes in severe mental illness.
For this reason, qualitative methods provide a useful ap-
proach to assessing individual perceptions of lifespan
course of schizophrenia. However, only one study, to
our knowledge, has used qualitative methods to address
perspectives on illness course in schizophrenia'® and that
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study interviewed 6 older women with schizophrenia. The
limited number of qualitative studies in older adults with
schizophrenia may be due, in part, to concerns about
whether the interviewees can provide meaningful infor-
mation to open-ended queries, especially given concerns
about their insight and cognitive impairment. Neverthe-
less, in 2 previous qualitative studies that addressed dif-
ferent subject matter, we have found that qualitative
interviews of older adults with serious mental illness
are feasible and informative.?*!

The aim of this study was to gain an understanding of
the perspectives of older adults with schizophrenia about
if and how their experience of the illness had changed
over the lifespan as well as their expectations for the fu-
ture. The study was conducted by a research partnership
involving a multidisciplinary team of academic research-
ers, community members, and mental health clients en-
gaged in all aspects of designing the study, research
interviewing, and analysis and interpretation of data.

Methods

Study Participants

Study participants were recruited from the database of
the University of California, San Diego (UCSD) Ad-
vanced Center for Innovation in Services and Interven-
tion Research, that focuses on late-life psychoses, and
is funded by the National Institute of Mental Health.
Participants were recruited by informing other Center
investigators of the study and through dissemination
of study information via Center recruitment staff. A total
of 32 individuals were scheduled and interviewed,
based on accepted sample size estimates for qualitative
research.?**?

A maximum variation sampling procedure was adop-
ted?* to enable diversity in age, gender, ethnicity, and liv-
ing situation. Moreover, study exclusion criteria were
kept to a minimum in order to enroll a diverse sample.
The minimum age to participate in the study was 50
years. Participants were excluded if they could not dem-
onstrate capacity to provide informed consent, were cur-
rently hospitalized in an inpatient setting or a nursing
home, or were experiencing any acute or chronic illness
that would substantially diminish their ability to partic-
ipate in an interview study (eg, if they had been previously
diagnosed with dementia). Based on their participation in
previous Center research studies, all participants had pre-
viously undergone structured diagnostic assessment, and
diagnoses of schizophrenia were confirmed by a board-
certified psychiatrist or psychologist in consensus meet-
ings. All participants had to consent to audio taping of
the interviews and be willing for deidentified portions
of the transcripts to be reported in scientific publications.
This study was approved by the UCSD Institutional Re-
view Board, and a written informed consent was obtained
from each participant.
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Procedures

After providing informed consent, participants were
interviewed at UCSD or at their place of residence,
depending on their preference. The meeting consisted
of a semistructured interview and a demographic
questionnaire.

Interviewers

The interview was developed in collaboration with 2 com-
munity members (a consumer [S.S.] and the parent of
a consumer [G.H.]) and 2 academic researchers (C.D.,
M.H.). The community members held leadership roles
in the San Diego Affiliate of the National Alliance on
Mental Illness. All the study team members were involved
in designing, conducting interviews, analysis, and inter-
pretation of qualitative data. All interviewers, including
community members, attended two 3-h training meetings
which covered: (1) the goals of the project, (2) procedures
and interviewing techniques, and (3) participant and in-
terviewer safety. They were also taught procedures for
obtaining informed consent, introducing ideas to be dis-
cussed, moderating the discussion, handling difficult par-
ticipants, and leading the interview to a conclusion.?

Interview

Based on consensus meetings, a semistructured inter-
view format was developed, and all participants were
asked the following questions with follow-up probes
as appropriate:

1. Past: What was it like when you first started experienc-
ing symptoms of schizophrenia?

2. Changes: How has your view of schizophrenia
changed over your lifetime? Do you believe that
your condition has changed over time?

3. Current: How would you describe your life at the mo-
ment? Can you tell me about things in your life that
make your life better? Are there particular areas in
your life that you feel make things difficult?

4. Future: What are your expectations for the future? If it
“all worked out,” what would life be like?

The interviews were designed to be open-ended so that
interviewees could elaborate on other areas that they felt
were important to describing schizophrenia over their
lifespan. We included no specific prompts regarding
life domains related to quality of life (eg, finances and
medical illnesses) and avoided steering the discussion to-
ward topic areas specified by the interviewer. The average
interview lasted between 45 min and 1 h. Interviews were
audiotaped and transcribed. Following the semistruc-
tured interview, the participants were asked to provide
basic demographic information (age, gender, ethnicity,
education, and living situation) along with the age of on-
set of symptoms and of diagnosis.



Data Analysis

Audiotapes were transcribed and were processed using
the grounded theory-based approach of “coding con-
sensus, co-occurrence, and comparison’ described by
Dennis et al.?® Transcripts were independently coded
by 2 coders (S.S. and C.D.) to develop a typology of
responses, which was subsequently developed into a cod-
ing scheme covering the key domains identified in the
interviews. Initially, codes corresponded to the root ques-
tions in the semistructured interview, and segments of
text ranging from clauses to paragraphs were assigned
codes by independent coders. A consensus meeting was
held between coders, and any disagreements in assign-
ment or between codes were resolved to create a final cod-
ing scheme. The same units of text could be assigned to
multiple codes. Because the aim of the study was to un-
derstand the course over time of schizophrenia, all text
units were assigned a code corresponding to life domain
(eg, living situation and relationships) as well the time
frame (ie, prediagnosis, from diagnosis until now, cur-
rent, changes over time, and future). Three interviews
were randomly selected and coded independently by
the coders to estimate intercoder reliability. Initially,
the percent agreement between coders was 60%, but
upon inspection, a large proportion of the disagreements
was found to lie in the assignment of time frame, specif-
ically prediagnosis and diagnosis until the present. Once
these 2 codes were merged, the percent agreement was
75%, indicating an acceptable degree of concordance be-
tween coders.?’

Codes from the transcripts were entered into a qualita-
tive software package (QSR NVivo) and arranged in
a treelike structure connecting transcript segments
grouped into separate categories or ‘“‘nodes.” These nodes
and trees were used to examine the association between
different a priori and emergent categories and to identify
the existence of new, previously unrecognized categories.
The number of times these categories occurred together,
either as duplicate codes assigned to the same text or as
codes assigned to adjacent texts in the same discussion,
was recorded and specific examples of co-occurrence il-
lustrated with transcript texts. Finally, through the pro-
cess of constantly comparing these categories with one
another, the different categories were further condensed
into broad themes.

Results

Sample Characteristics

Sample characteristics are presented in table 1. The mean
age of the sample was 55.7 years (SD = 4.1 years; range
50-72). The sample distribution included 40.6% women
and a roughly even distribution of individuals residing
independently vs in board and care homes. Median in-
come fell below the poverty line (<$10 000), and only
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13.3% of participants were currently employed. Partici-
pants had experienced the symptoms of schizophrenia
for, on average, 35 years.

Qualitative Results

Codes were identified representing life domains as well as
the 3 lifespan segments (onset and early course, middle
course, current, and future outlook). Using these codes
and the constant comparison technique, themes emerged
within the sections of the semistructured interview. We
assessed these themes with respect to perceived changes
over time in the course of illness. Figure 1 summarizes
the main themes derived from the interviews.

Symptom Onset and Early Course; Upheaval

Participants described the early course of their illness in
terms of “feeling different” during childhood, along with
chaotic social and family environments (eg, unstable liv-
ing situations, traumatic experiences, family members
with mental illnesses).

“When I was, when I was in Special Ed classes and voices
would talk to me a lot, you know, and I’d tell them not to
bother me no more. And a couple of times that I did that it
disappeared for a few minutes. Then it came back though.
And then it was tragic after that.”

“I wanted to stay at home all the time. I didn’t want to go
out. My dad had to force me to go outside to play with the
kids because I was afraid they were going to laugh at me, and
make fun of me.”

Losses were frequent—eg, several women were forced
to give newborn babies up for adoption, or to relinquish
custody of older children, never to see them again. Par-
ticipants described being confused about the symptoms
and public reactions to schizophrenia. “Escapism’ was
a common response to these troubling situations. This in-
cluded abusing substances and/or suicide attempts.

“But when you are labeled a schizophrenic or you have psy-
chosis and you don’t understand it because you didn’t learn
about it prior to and you’re like, all of a sudden you’re in this
nightmare, and with nobody to help you because nobody
understands, nobody’s in it with you. The whole world is
dead; you’re the only one alive in this big graveyard, which
is the world. You have to survive with no money and no
place to sleep and all these dead people trying to kill you
or whatever, rob you of your sanity is more like it, same
thing.”

“I couldn’t understand it and that was hard for me and I
wanted to commit suicide. Yeah, and I tried. I got in the car
once and drove really fast and tried to wreck the car, but
then I finally came to my senses that I already had
a baby and I didn’t want to leave the baby motherless.”

In terms of functional milestones, 15 participants had
never married; the remainder reported experiencing sig-
nificant marital discord, including emotional abuse, fear,
and complete family upheaval. Some individuals had
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Table 1. Sample Characteristics (n = 32)

Range Mean (SD) or % (n)

Age 50-72 55.7 (4.1)
Gender (% female) — 40.6% (13)
Race/ethnicity —

Caucasian 67.7% (22)

African American 12.9% (4)

Hispanic/Latino 9.7% (3)

Other 9.7% (3)
Education 8-20 13.3 (SD = 27)
Living situation —

Independent living 56.2% (18)

Board and care facility 43.8% (14)
Marital status —

Single, never married 46.9% (15)

Married 18.8% (6)

Divorced/separated 34.4% (11)
Employment status (currently employed) — 12.9% (4)
Income (median) — <$10 000
Age of onset of illness 3-48 20.5 (10.4)
Age of first diagnosis 10-55 25.7 (11.1)
History of any psychiatric hospitalization — 93% (30)

been able to manage their illness well enough to pursue
a higher education (8 individuals had some college edu-
cation). Some individuals worked intermittently; a few
were able to hold down jobs for months and even years
but were forced to quit when their symptoms became
unmanageable.

Financial support was undependable and often a func-
tion of the individuals’ ability to advocate for themselves
in their dealings with social services agencies.

“I lived on the streets for quite a couple of years . . . because
I didn’t know what to do with myself and I ran out of money
to live with my mom and stepfather . . . and they kicked me
out.”

Early experiences with treatment could be divided into
self-initiated or forced, with the latter resulting from pres-
sure from family members or law enforcement. Most

Early Course Middle Course Present and Future
Outlook
_
f s + i i
Gaining Insight Ol lali el
Losses/ Improvement in -
Upheaval Symptoms pE—
. Acceptance/
Confusion Development of il
Resignation
Self-Management
Escapism Skills
Adaptations in 3 Despair

Fig. 1. Perceptions of the Course of Schizophrenia Based on
Qualitative Interviews (n = 32).
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participants described a series of trials of different med-
ications, with periods of nonadherence to the medication
regimen because of lack of efficacy or side effects.

Middle Course: Adaptations to Symptoms

Participants described a lengthy period of transition after
early experiences with schizophrenia, during which there
were struggles with hospitalization, finding medications
that worked, homelessness or incarceration, family dis-
ruptions, and often little or no support of any kind. How-
ever, the participants we interviewed described steps they
took to adapt to schizophrenia, with most attaining
symptom improvement and stable housing (either in
a board and care facility or independent housing). The
interviewees described gaining insight that helped
improve their life situation; eg:

“In *98, I was sitting in the courtyard in the unit I was on.
I was smoking my cigarette and I looked up and saw this
razor wire and I go, ““Is this really what I want?” I’'m talking
to myself. “I’ve been here a long time. Am I really going to
be here until I die?”’ I put out my cigarette and went to find
my [counselor]. “I told her “I don’t want to die here, I don’t
want to die [here], what can I do?”

Participants chose to take their illness seriously and to
become more knowledgeable about it, which included
motivation to acquire effective self-management skills.

“I learned to look at myself and do a little self-inventory on
myself. I started learning things, and the more I learned, the
more it was helpful to me.”

“With the illness, like I say, you know, as long as you’re
willing and trying to get better, then I'm all for it. But if I
wasn’t trying to get better or trying to make a life for myself,



Lord knows where I’d be right now. Because no one was
making me take this medication.”

Nearly all the participants felt that their symptoms be-
came more manageable and less disruptive. The inter-
viewees attributed these improvements to developing
better coping abilities, adherence to a stable treatment
regimen, and participation in group therapy-related ac-
tivities. They accepted the need for medications to con-
trol their illness and recognized the importance of
a collaborative relationship with a doctor whom they
could contact when they felt that their symptoms were
worsening.

The participants described a number of techniques
they used to cope with the voices, including ignoring
them, talking back to them and telling them to “‘shut
up,” or using the television or radio to distract their
attention.

“Yeah, I was able to change my way of thinking to the point
where I can use the intelligence that God gave me to reason
my way through this delusion of paranoia, which it is. Peo-
ple who hardly know me aren’t going to be talking about
me.”

“Every time I pass a group of people . . . I think they’re
talking about me . . . Then I realize that I'm able to reason
my way through it and say, well, wait a minute, it doesn’t
ring true. Why would they be talking about me?”

Middle Course: Losses in Social Relationships and
Adaptations in Social Networks

Most participants described social isolation, whereas
a few maintained regular contact with family members
or remnants of their social network. With limited oppor-
tunities for socialization and the fear of being rejected or
discriminated against, they were leery of interacting with
people outside familiar environments. The interviewees
often worried about displaying symptoms in public.

“I get around and I just isolate myself, because I don’t feel
most people can understand or relate to what [ have to say.”

The majority of individuals reported that they main-
tained some form of contact with their families, while
some individuals had relatives they had not been in touch
with for 20-30 years.

“Well, I did have the phone numbers of a lot of relatives in
the family, but I sort of feel afraid to call them. I guess I sort
of feel embarrassed about my illness, you know.”

However, some families were very supportive. Some
moved to be closer to the participant to be able to provide
support. A brother regularly refilled the minutes on the
participant’s cell phone so that they could keep in touch.
Moreover, peers had replaced social networks for many
participants.

“The people here, we talk, we laugh, we joke, and they’re
always there for me. If I feel bad, they’re always there to
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help me go through it together. And I think I feel better
about myself now than I did when I was a kid.”

Present and Future Outlook

Whereas participants were consistent with each other in
regard to their experience of symptom improvement,
there were marked differences among participants in their
appraisal of the present life situation and their outlook
toward the future. We identified 3 subgroups of inter-
viewees in regard to outlook: («) with despair over lost
opportunities (n = 6), (b) with resignation/acceptance
of current situation (n = 16), and (¢) with hope and op-
timism (n = 10). There were no significant differences be-
tween these groups in age, gender, ethnicity, age of onset,
education, or living situation, although the small group
sizes likely precluded detection of differences due to low
power.

With Despair Over Lost Opportunities. With increased
understanding of their illness, some participants were re-
gretful over their failure to achieve the goals they had
once set for themselves.

“I criticize myself for not being smart enough to do certain
things or to make more money or to have things that other
people have.”

Diagnosed with schizophrenia when he was 17 years,
a 52-year-old man described living with his sister (who
also had schizophrenia) and their mother until 4 years
before the interview when the mother passed away. He
described a conversation with his sister:

“I asked her once, “‘Where did we go wrong, why are we in
these Board and Care homes? . . . I feel like we’re in here
because people have given up on us or we’ve given up on
ourselves.” ”

He wondered if receiving Social Security Income (SSI)
at an early age had prevented him from doing more for
himself:

“I wonder would I have tried to get a job or if getting SSI has
kind of lost my will to survive because I'm getting money’’.
And again, “If I had my own apartment [ might have a little
more self-esteem. Living here, I feel like I'm here because I
can’t help myself, like I'm hopeless. That’s why they put me
here.”

Another 50-year-old man stated: “I feel like I have
never lived enough . . . and as I keep going on this
just keeps getting worse because I feel like I’'m not living
up to my expectations of what I thought my life was going
to be. And I just, it just keeps getting worse as I get older.
I just keep losing.”

With Resignation/ Acceptance. A subset of participants
appeared to have accepted their situation, and they no
longer compared themselves with “normal” people out
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in the community but rather to those who were doing
worse.

“I have a roof over my head, I have food to eat and clothing
and my computer and my stereo, and if I compare my life
with some of those starving people in other countries, it’s
like I'm living in heaven compared to them.” . . . There’s
always somebody better off or worse off than yourself.

One 61-year-old woman described her current life in
a board and care home, “you’ve got everything you
want . . . and meals . . . I can go to bed anytime . . .
and be lazy. I don’t have to talk . . . I am not in a locked
facility.” She said that she missed “going out and doing
things,” but chose not to.

Among the greatest barriers to making changes in this
subset of participants were their financial limitations.

“I don’t think I’'m in control of my future. . . . My financial
situation controls it. You can only do so much on a limited
budget . . . itlooks the same every day, month after month.”

“I don’t really have long-term goals, not any more. I did
at one time.”

With Hope and Optimism. The third subgroup of partic-
ipants were hopeful about the future and were attaining
functional milestones for the first time in their lives.
These individuals took pride in their ability to participate
in normal activities.

“It’s now, like I say, in remission. I can lead a normal and
productive life. I mean, I can do anything anybody else can
do, you know? I can drive a car. How I was talking about
responsibility, I can open bank accounts, I can get a new cell
phone line, and I can function.”

Another interviewee taught a class on symptom man-
agement at a youth health center and also worked as a
cashier,

“As long as my performance [at work] is ok, I'm fine . . . I
never had three things at one time, a job, a car and a house,
never. This is the longest I have ever kept a job, almost seven
months, longest in my life since I was 23.”

Discussion

The personal interviews we conducted with older adults
with schizophrenia revealed a number of aspects of the ex-
perience of aging with this illness. Similar to previous
cross-sectional and longitudinal reports that indicate im-
provement in the symptoms of schizophrenia, most of
the participants we interviewed believed that the symp-
toms of schizophrenia, particularly the positive symptoms,
were most severe in the early course of the illness and had
improved over time. Participants attributed this improve-
ment to their active development of self-management
skills, detailing a variety of strategies used to cope with
hallucinations and delusions. Interviewees had also
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made adaptations to social networks, with peers and facil-
ity staff replacing family relationships for some. Despite
these consistencies among the participants, they differed
from one another in their outlook toward the future.
The interviewees were either distressed over the discrep-
ancy between their life goals and their situation or resigned
to accept their current level of independence and function-
ing or optimistic about and empowered by functional
attainments. Overall, our study suggests that symptom im-
provement over the lifespan may be characteristic of com-
munity-dwelling patients with schizophrenia, yet elements
of recovery (eg, optimism and hope) and attainment of
functional milestones remain elusive for many.

This study has several limitations. The sample was re-
stricted to middle-aged and older outpatients in one geo-
graphic region, all of whom were receiving treatment.
Participants needed to be willing and capable of partici-
pating in an interview about their experience with schizo-
phrenia, which by nature excluded participants with
severe psychotic symptoms and people who did not
want to participate in research. Therefore, these results
may not generalize to institutionalized or inpatient pop-
ulations or participants who are too symptomatic or cog-
nitively impaired to participate in interviews. The small
sample size made it difficult to compare responses be-
tween specific target groups, and there was heterogeneity
within the sample. Finally, retrospective narratives about
life changes are influenced by the present state of the par-
ticipant, and it is certainly possible that state factors (eg,
depressed mood) influence the recounting of lifespan
trajectories.

Nevertheless, we found that all but one of the 32 inter-
viewees described improvement in the personal impact
of symptoms of schizophrenia, after experiencing the
greatest degree of disruption and symptom severity in
the early years of the illness. There are several theoret-
ical explanations that have been proposed for improve-
ment in schizophrenia in later life. It is likely that there is
a survivor effect in that older adults with schizophrenia
have avoided suicide and other causes of mortality, al-
though long-term follow-up studies indicate that survi-
vor biases may not fully account for cross-sectional
differences.” Normal age-related neurobiological
changes, such as reduced activity in the dopaminergic
system, may produce attenuation in severity of positive
symptoms.” Older adults may have less substance abuse
comorbidity than their younger counterparts.”® Our
qualitative study suggests that over the lifespan, individ-
uals attain greater capacity to manage psychotic symp-
toms. Participants described increasing their acceptance
and self-management abilities, which is consistent with
the observation that medication adherence appears to
be better among older vs younger patients.? It is nota-
ble that the development of these skills was portrayed by
participants as an active self-motivated process. It is
likewise notable that participants were not free of



symptoms, and many continued to experience active
hallucinations or delusional thinking, consistent with
other literature suggesting that maintenance of employ-
ment is possible even in the presence of positive symp-
toms.>® However, they were more able to engage in
strategies that defused the impact of psychosis (eg, chal-
lenging the reasoning underlying paranoia), consistent
with skills taught in cognitive behavioral therapy
for schizophrenia.®® Therefore, many older people
appeared to have successfully adapted to the symptoms
of schizophrenia, and, in addition, some had adapted
social networks to include peers and staff members to
compensate for losses in indigenous social networks (al-
though there may be a role for interventions aimed at
strengthening indigenous social networks).

However, while the impact of the symptoms of the ill-
ness appear to lessen into older age, trajectories of func-
tional recovery do not always follow this general pattern
of improvement.*>** Our qualitative study provides in-
sight into potentially important psychological mecha-
nisms that may accompany functional recovery. There
is not general agreement concerning the definition of re-
covery,34 and it can be seen as a process or an outcome;
however, a U.S. Substance Abuse and Mental Health
Service Administration Consensus Statement definition
of recovery is: “living a meaningful life in a community
of his or her choice while striving to achieve his or her full
potential.”*> In light of this definition, there were 3 pat-
terns among interviewed participants. One participant
subgroup expressed hopelessness in expectations about
the future, despaired over lost opportunities over the life-
span, and experienced a significant discrepancy between
their goals for the future and their current situation. As
middle-aged and older adults, these individuals felt that
they were “running out of time” to make functional
improvements (eg, getting married). This subgroup
may benefit from interventions and/or peer support cen-
tering on setting obtainable goals and reducing depresso-
genic cognitions such as self-blame. A second subgroup
expressed a general resignation to their situation, expect-
ing to stay in supported housing environments for the re-
mainder of their lives, lacking a sense of control of their
future, citing financial barriers to change. This group
may benefit from education in ways in which they could
overcome financial barriers,>® such as the Social Security
Administration’s “Return to Work” program. Finally,
a third subgroup of interviewees, who were hopeful about
the future, described the new experience of attaining
long-term goals (eg, employment) that had been long
derailed by schizophrenia. Future studies should examine
the experiences and practices of such people in order to
determine how they managed to positively alter their life
trajectories toward recovery. In sum, our qualitative
study suggests that even if individuals learn to manage
schizophrenia over its long-term course, only a propor-
tion of them experience commensurate improvements
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in their capacity to attain functional recovery. In addition
to the need to refocus interventions toward impacting
functioning,” this study suggests that different rehabili-
tative strategies may be needed to improve functional
outcomes among people who do not believe they have
the capacity to make functional changes vs those who
are working toward functional change but believe they
are failing at it. Finally, heterogeneity in the course of
schizophrenia in regard to symptoms and functioning
likely increases with age, as with increasing heterogeneity
among unaffected people in many traits, and the diver-
gence in perspectives on the future is consistent with in-
creasing heterogeneity.

There were advantages in conducting this study with
a community-based collaboration in which mental health
consumers were involved in all phases of the study.*®
Community members volunteered a great deal of time
and energy, and the study was accomplished with a min-
imal budget. Some aspects of the development and adap-
tation to a chronic illness are universal, and the
perspectives of consumers were essential in developing
the interview and extracting meaningful themes from par-
ticipants during interviews and from transcripts. On bal-
ance, there is a need for enhanced interviewer training/
support, in that the content of interviews was emotionally
difficult for some consumer interviewers, and a formal
support system should be established.

Compared with 1961, when sociologist Erving Goff-
man who interviewed residents of locked mental health
facilities wrote “The application of stringent restrictions
on self-expression and behavior, along with the threat of
punishment, denied residents the opportunity to develop
an independent sense of self,”*° the participants in our
study were no longer subject to that degree of control.
The interviewees appeared to have benefited from the sys-
tem of care to the extent that they experienced subjective
improvements in symptoms and some areas of function-
ing, which may provide hope for younger adults as they
anticipate growing older with schizophrenia. Neverthe-
less, there was significant heterogeneity in terms of recov-
ery, with different personal trajectories toward or away
from recovery that may require tailored approaches to
functional rehabilitation. New psychosocial or policy-
based approaches are needed to ensure that more people
with schizophrenia experience a long-term course toward
both symptom reduction and recovery.
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