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Abstract
Background—The Social Security Administration (SSA) is considering whether schizophrenia
may warrant inclusion in their new “Compassionate Allowance” process, which aims to identify
diseases and other medical conditions that invariably quality for Social Security disability benefits
and require no more than minimal objective medical information. This paper summarizes evidence
on the empirical association between schizophrenia and vocational disability. A companion paper
examines the reliability and validity of schizophrenia diagnosis which is critically relevant for
granting a long-term disability on the basis of current diagnosis.
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Methods—This is a selective literature review and synthesis, based on a work plan developed in
a meeting of experts convened by the National Institute of Mental Health and the SSA. This
review of the prevalence of disability is focused on the criteria for receipt of disability
compensation for psychotic disorders currently employed by the SSA.

Results—Disability in multiple functional domains is detected in nearly every person with
schizophrenia. Clinical remission is much more common than functional recovery, but most
patients experience occasional relapses even with treatment adherence, and remissions do not
predict functional recovery. Under SSA’s current disability determination process, approximately
80% of SSDI/SSI applications in SSA’s diagnostic category of “Schizophrenia/Paranoid
Functional Disorders” are allowed, compared to around half of SSDI/SSI applications overall.
Moreover, the allowance rate is even higher among applicants with schizophrenia. Many
unsuccessful applicants are not denied, but rather simply are unable to manage the process of
appeal after initial denials.

Discussion—Research evidence suggests that disability applicants with a valid diagnosis of
schizophrenia have significant impairment across multiple dimensions of functioning, and will
typically remain impaired for the duration of normal working ages or until new interventions are
developed.

I. BACKGROUND
Over the past three years, the National Institute of Mental Health (NIMH) and the Social
Security Administration (SSA) have discussed how to improve SSA's disability
determination process for Social Security Disability Insurance (SSDI) and Supplemental
Security Income (SSI). SSA first approached the National Institutes of Health (NIH) in
August, 2007, to invite NIH’s input in identifying diagnostic science that might let SSA
improve their disability determination process. In particular, SSA has a new "Compassionate
Allowance" process (http://www.ssa.gov/compassionateallowances/), under which SSI/SSDI
applicants whose disability can be definitely established can be awarded benefits rapidly.
The current list of Compassionate Allowance Conditions is available at
http://www.ssa.gov/compassionateallowances/newconditions.htm.

SSA initially indicated that it was hoping to identify valid “tests” - e.g., genetic tests or
diagnostic imaging - that would allow rapid and accurate identification of disorders that
plausibly confer a priori eligibility for disability. Such diagnostic technology does not
currently exist for major mental disorders. However, SSA indicated an interest in reviewing
other types of scientific evidence that might help improve disability determinations. For
instance, many mental disorders, including schizophrenia, which represents around eight
percent of the adult recipients of SSI/SSDI, are associated with significant cognitive
impairment, across multiple domains of functioning. Because cognitive impairment often
results in functional disability, SSA expressed interest in identifying appropriately validated
benchmarks of cognitive impairment, with the possibility that standardized measures of
cognitive impairment could be part of a Compassionate Allowance determination for
schizophrenia and other relevant mental and physical conditions.

In the particular case of schizophrenia, the disorder itself may warrant being included in
SSA’s “Compassionate Allowance” process, provided that strong and reliable links can be
established between disease related cognitive impairment and functional disability. That is,
in this case documentation of a valid diagnosis of schizophrenia may be sufficient for SSA
to award disability benefits. In this context, NIMH commissioned the authors – all
internationally known experts in schizophrenia and psychiatric disability – to prepared two
scientific review papers: the current paper, which examines the empirical association
between schizophrenia and disability; and a second, related paper that examines the nature
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of schizophrenia diagnosis, including the reliability and validity of current diagnostic
criteria; what data/information, methods, and expertise are needed for valid diagnosis; and
the stability of the diagnosis over time. These papers were intended to help SSA determine
how schizophrenia might warrant being included in SSA’s Compassionate Allowance
program.

Nosology/Diagnosis
Schizophrenia as currently defined is an outgrowth of the original Kraepelinian concept of
“Dementia Praecox” (Kraepelin, 1919). This nosological entity was defined as a condition
with features of dementia (notable cognitive and functional impairments), an early age of
onset compared to Alzheimer’s dementia, and a variety of associated features. These
features include changes in emotional functioning, reduced drive and motivation, verbal
communication abnormalities, unusual behavior, delusional thinking, and perceptual
abnormalities experienced as hallucinations. Thus, from the first conceptualization of
schizophrenia, the illness has been seen to be persistent, heterogenous, and associated with
chronicity, and disability. The current definition of schizophrenia is actually quite similar
(American Psychiatric Association, 1980).

This paper supports the argument that schizophrenia is a condition in which disability is an
intrinsic part of the illness. Thus, it is not surprising that the majority of people with
schizophrenia are receiving some disability compensation (Rosenheck et al., 2006). Further,
formal or informal disability-related financial support is often provided soon after the
diagnosis of schizophrenia: in a large sample of people recently diagnosed with
schizophrenia, 80% were found to be either receiving disability compensation or to be
completely dependent on a relative for financial support within 18 months of their initial
contact (Ho et al., 1997).

In our companion paper we demonstrate that the current diagnostic criteria for schizophrenia
can be applied with adequate validity. In this paper we focus on the disability associated
with validly diagnosed schizophrenia.

Social Security Disability Criteria
In the United States, the principal sources of public disability insurance are the Social
Security Disability Insurance (SSDI) and Supplemental Security Income (SSI) programs.
Eligibility for SSDI and SSI is governed by regulations, the most relevant of which for this
paper is SSA’s Listing of Impairments (shared by SSDI and SSI). For all mental disorders,
disability claimants must meet specific criteria relating to the presence of specific
symptoms, to support a medical cause of disability (“A” disability criteria). Claimants must
also meet specific criteria relating to impairment in at least two out of four domains of
functioning (“B” disability criteria). For schizophrenia, claimants may meet an additional set
of criteria relating to chronic disorder-related impairment (“C” disability criteria), instead of
or in addition to the “B” disability criteria.

Table 1 lists all three sets of disability criteria.

In the next sections, we summarize evidence regarding the prevalence of multiple domains
of impairments in individuals diagnosed with schizophrenia. There are several elements of
outcome in schizophrenia that are central to the issues of Social Security disability. They
include presence and severity of disability, the prevalence of incomplete response of
psychotic symptoms, the severity of cognitive impairments, the presence of persistent
negative symptoms, and occurrence of symptomatic relapse in people who have been
stabilized. Disability, impaired cognition, and negative symptoms are not responsive to
current treatments (Harvey and Bellack, 2009) and are central features of the illness
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(Heinrichs and Zakzanis, 1998). There are substantial data to suggest that cognition and
negative symptoms are the primary causes of disability in everyday activities (Bowie et al.,
2008, Bowie et al., 2010, Leifker et al., 2009,)

II. Strategies for the Review of Data
This review is based on the directions established at a meeting of experts convened by the
SSA and NIH in the summer of 2009. Following that meeting, a smaller task force was
constituted to develop the content for two white papers and a series of topics were selected
for literature searching. This literature search was not designed to be exhaustive, because the
focus of the review is limited to literature relevant to the SSA guidelines for disability
associated with psychosis.

After the literature search was completed, the current and companion papers were drafted,
reviewed by NIH and SSA representatives, then submitted for comments to the original
group of experts invited to the NIH/SSA meeting. The resulting white paper and its
companion are the product of this process.

The reason for the initiation of this entire process was the concern arising from the SSA and
advocacy groups that the likelihood receiving a disability determination after completion of
the extensive review process was so great that the process may be both unnecessary and may
serve to delay needed assistance. In addition, the bureaucratic process of application and
review may be especially difficult for cognitively and socially impaired persons, impeding
the receipt of compensation for potentially eligible recipients. As a result, we substantiated
this need with a survey.

III. NATURAL HISTORY OF SSDI/SSI ADJUDICATION
As part of developing this paper, we obtained data on the “natural history” of SSDI/SSI
applicants with schizophrenia, particularly regarding how their applications have been
adjudicated. The SSA provided such data from their Disability Research Files, for SSDI/SSI
applicants who applied within a diagnosis category that SSA calls “Schizophrenia/Paranoid
Functional Disorders”. SSA also provided parallel data for SSDI/SSI applicants overall,
across all diagnoses. Data are for applicant cohorts from 1998–2007, with SSDI and SSI
applicants pooled.

The total number of new applications, across all diagnosis categories, was 1,996,753 in 1998
and rose monotonically to 2,618,500 in 2007 (with the exception of 2004, which exceeded
all other years with 2,681,689 applications). Figure 1 displays the fraction of each year’s
cohort that was allowed, denied and/or dropped, or still pending at the time of the analysis.
Overall, slightly more than half of applications were allowed (or pending, for the most
recent years); the rate of denial ranged between 45.3% (2001) and 49.4% (2005). Most
(~70%) of allowances were made at the point of initial determination; relatively few (<10%)
were made at the point of first appeal; and the remainder (20–25%) were made at the point
of second appeal.

The total number of new applications in the “Schizophrenia/Paranoid Functional Disorders”
category was 45,807 in 1997, rose monotonically to 57,246 in 2004, and then declined
monotonically to 50,585 in 2007. Figure 2 shows for each year the fraction of SSDI/SSI
applications in this category that was allowed, denied/dropped, or pending at the time of
analysis. In this diagnosis category, approximately 80% of applicants were awarded (or
pending), and around 20% denied/dropped. Most (~80%) of determinations in favor of
allowances were made at the point of initial review, with the rest roughly divided between
the first and second points of appeal. Following this relatively high award rate, applications
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in the category “Schizophrenia/Paranoid Functional Disorders” has accounted for around
two percent of all SSDI/SSI applications, but around 3.5% of SSDI/SSI awards, between
1998 and 2007.

These data indicate that most SSDI/SSI applications with “Schizophrenia/Paranoid
Functional Disorders” are ultimately allowed; moreover, they are allowed at a substantially
higher rate, and earlier in the adjudication process, than SSDI/SSI applications overall. With
regard to the 20% of applications in this category that are not allowed, the literature
identifies several possible factors that we are currently unable to assess empirically. For
instance, SSA’s diagnostic category includes applicants who do not claim to have
schizophrenia. There is less scientific basis for a presumption of disability for other
nonaffective psychotic disorders than for schizophrenia. Similarly, it seems very likely that
some applicants in this category who claim to have schizophrenia would not actually meet
the formal diagnostic criteria for this disorder, and thus fall outside the evidence we
summarize in this paper. SSA’s electronic data systems do not currently enable analysis of
the types or validity of diagnostic evidence submitted by applicants. It is quite possible,
therefore, that the 80% final allowance rate for the SSDI/SSI category of “Schizophrenia/
Paranoid Functional Disorders” actually underestimates the rate for applicants with valid
diagnoses of schizophrenia per se.

Finally, we note that it is difficult for us to assess how frequently applicants dropped
initially unsuccessful SSDI/SSI applications, rather than pursuing them through all available
appeals. This seems particularly relevant for applicants with schizophrenia, given the
evidence described below that schizophrenia frequently impairs persistence and imposes
various cognitive limitations that may impede disability application and appeal. The data
reported by SSA do provide some indication that applicants with “Schizophrenia/Paranoid
Functional Disorders” may drop initially unsuccessful applications more frequently than
applicants overall. Specifically, of the approximately 20% of applications in this diagnostic
category that are denied or dropped, only 10% (2% of all applications in this diagnostic
category) were definitively denied, i.e., through initial adjudication and two rounds of
appeal. Thus, 98% of applicants who persisted through two rounds of appeal eventually
were awarded, in contrast to applicants overall of which closer to 15% (so around 6.5% of
all applications) were definitely denied.

IV. SCHIZOPHRENIA AND EVERYDAY FUNCTIONING
Now that we have demonstrated that almost all applicants with schizophrenia who persist
across multiple appeals eventually are awarded a disability, we now examine the evidence
that this award has an empirical basis and should serve as the basis for a compassionate
allowance. The majority of people with schizophrenia do not attain “normal” milestones in
social functioning, productivity, residence, and self-care. Further, people with schizophrenia
typically underperform compared to expectations based on the achievements of family
members and their own functioning prior to diagnosis (Wilk et al. 2005). These impairments
are present early in the illness (Reichenberg et al., 2009) and are clearly detectable at the
time the diagnosis of schizophrenia is confirmed (Caspi et al., 2003). These impairments
also are stable and are not produced in most cases by psychosis, per se, in that disability can
be present even during periods when symptoms of psychosis are controlled (Keefe et al.,
2006).

The functional outcomes of schizophrenia were essentially the same during the 50-year
period prior to the introduction of antipsychotic medications as in the subsequent 30 years
(Hegarty et al., 1994). An exception is extended inpatient treatment. In 1948, prior to the
introduction of antipsychotic medications in the US, there were approximately 750,000
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residents of long-stay psychiatric hospitals (Fisher et al., 2001) and now, 55 years after the
introduction of these treatments, there are fewer than 1% of this number in long-stay
institutional care. It is uncertain how much of this shift is attributable to medications, and/or
to other factors such as changing public policies and societal norms. Moreover, functioning
is poor among community-dwelling people who might have been hospitalized earlier, and
the low rate of recovery from schizophrenia was estimated to be roughly the same in 1895
and 1985 (Hegarty et al., 1994). This suggests that management of psychosis rarely leads to
true recovery, starting with the first episode (Robinson et al., 2004).

There are many ways to index disability. One way is to assess achievement of milestones,
such as educational achievement, competitive employment and independent living. Poverty
is a major correlate of schizophrenia, even in health care systems with little or no patient
cost-sharing. For instance, nearly all of the 92,000 veterans with schizophrenia enrolled with
the Veterans Health Administration (VHA) in February, 2008, were either formally disabled
and/or impoverished (Harvey and McClure, 2008). Furthermore, even this dismal statistic
actually underestimates of the effect of schizophrenia related disability in the population as a
whole, because of the exclusion from military service of people with early onset of
psychosis. VA populations have been shown to be less disabled than non-veteran samples
(Harvey et al., , 2000).

Cognitive Functioning
Cognitive impairments are the most consistent determinant of deficits in everyday
functioning in schizophrenia, as demonstrated by the results of two large-scale meta-
analyses (Green, 1996, Green, 2000). These impairments are present across the course of
illness, occurring in the same time frame as disability, and are minimally affected by
antipsychotic medications (Harvey, and Keefe, 2001). Especially relevant here is the
prevalence of cognitive impairment; or, conversely, the low prevalence of
“neuropsychological normality” in people with schizophrenia. If “neuropsychological
normality” is defined as performance on a neuropsychological assessment battery greater
than one standard deviation below the “healthy” mean, the number of cases across studies is
about 20–30 at most% (Wilk et al., 2005, Reichenberg et al., 2009, Kremen et al., 2000,
Mojtabai et al., 2000). This contrasts to 83% of the healthy population scoring at this level.
The level of impairment seen, uncorrected for other factors, is consistent across studies of
stabilized first-episode patients (Saykin et al., 1994, Reichenberg et al., 2009), as well as
among people with chronic schizophrenia (Heaton et al., 2001). Although statistics about
this are not available, the minority of people with schizophrenia diagnoses who do not have
serious cognitive limitations and related functional disability are presumably less likely to
apply for disability support (tending to self-select out of the applicant pool described above).
As such, they arguably are of little relevance to the appropriateness of “Compassionate
Allowance” status for disability applicants with schizophrenia.

Beyond the issue of cognitive impairment at any point in time, there is the question of how
cognition is affected before onset of psychosis and hence is present at the first episode. Here,
research suggests that schizophrenia is universally associated with reduced cognitive
performance even during childhood, based on data such as IQ scores (Woodberry et al.,
2008), other academic achievement scores (Palmer et al., 1997), or aspects of cognition that
are unassociated with decline, such as reading ability (Harvey et al., 2000). Further,
evidence for this type of cognitive limitation is also reliably observed even among patients
whose overall performance is in the normal range (Wilk et al., 2005). These findings suggest
that all individuals meeting diagnostic criteria for schizophrenia demonstrate have
experienced limitations in cognitive functioning, relative to their own prior capacity and to
normative standards.
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Drive and Motivation
In addition to disease related cognitive impairments, schizophrenia is notable for the
presence of reduced social and vocational motivation (Carpenter 1994). As many as 40% of
people with schizophrenia are seen to have persistent reductions in social motivation and
hedonic (pleasure-related) capacity (Kirkpatrick et al., 2001). These impairments are
associated with reductions in the propensity to function in everyday settings (Tamminga et
al., 1998). In addition, impairments in social outcomes in schizophrenia are highly
correlated with reductions in social drive, which has been found to be more important for the
prediction of social functioning than cognitive impairments or social competence/skills
(Leifker et al., 2009).

As is the case with cognition in schizophrenia, these impairments in motivation and drive
are not responsive to current treatments for the illness. They are also not the consequence of
other aspects of the illness or treatments for the illness. These are commonly described as
“primary negative symptoms” or “deficit” symptoms. In long-term studies of people with
schizophrenia, the presence of severe negative symptoms was associated with long-term
worsening in functioning and permanent disability (Fenton and McGlashan, 1991).
Moreover, reduced drive does not represent a voluntary wish for inactivity or avoidance of
work or social engagement; rather, these impairments result from primary defects in the
brain systems supporting motivated behavior and reward reinforcement (Tamminga et al.,
1992).

Activities of Daily Living
Schizophrenia is associated with impairment in the ability to perform activities of daily
living, including self-care activities such as instrumental activities like financial
management, shopping, cooking, cleaning, and managing medications and transportation.

Independent living—In the US, approximately 25–40% of people with schizophrenia are
living independently and are responsible for paying their bills (Leung et al., 2008).
However, this level of apparent independence in functioning may not have been possible in
the absence of disability compensation; for instance, in two separate samples, over 75% of
the independently residing patients received disability compensation (Harvey et al., 2009).
Similarly, in a two-year follow-up of people with schizophrenia after their first episode, only
those who were receiving disability compensation or were supported by their families were
living independently (Ho et al., 1998). Deficits in cognition and functional capacity are also
associated with level of residential independence (Mausbach et al., 2007, Mausbach et al.,
2010).

Although a number of studies have shown that targeted interventions may improve certain
functional skills (Patterson et al., 2006), it has yet to be shown that these changes lead to
sustained improvements in residential status. Thus, it seems likely that these impairments
are substantial, are present at of before the time of the first episode, and are not responsive to
current treatments.

Health and medication management—People with schizophrenia typically have
several co-morbid medical problems and a reduced life expectancy. In the baseline
assessment of the Clinical Antipsychotic Trial of Intervention Effectiveness (CATIE)
treatment study, over 50% of participants had multiple medical problems (McEvoy et al.,
2005), which were found to generally be untreated (Nasrallah et al., 2006). These findings
are consistent with a large body of data suggesting that people with schizophrenia have
worse medical outcomes, often due to lack of appropriate medical care or interventions
(Druss et al., 2001).
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Management of medication is a major issue for people with schizophrenia. It has been
shown that some cognitive deficits predict impairments in medication management (Jeste et
al., 2003) and that failures to refill prescriptions are common (Weiden et al., 2004), that
patients take incorrect doses, and generally fail to take medications as directed (Mahmoud et
al., 2004). Medication management deficits are one of the contributors to relapse in people
with schizophrenia.

Driving, cooking, travel, and shopping—Research suggests that only a minority of
people with schizophrenia are fully capable of performing important self-care tasks. For
instance, follow-up studies at the NIMH clinical research center found that only 20% of
patients seen there were performing self-care activities (Breier et al., 1991). In another
study, only 50% of people with schizophrenia had a valid driver’s license, and
approximately 40% reported that they currently were drivers (Palmer et al., 2002). These
numbers, collected on a sample in Southern California, contrast to 96% of a sample of
demographically similar healthy controls. In that study, the best predictors of not being a
driver were the overall severity of negative symptoms and cognitive impairments.

While existing data do not allow for direct assessment of activities such as cooking, travel,
and shopping, a world-wide study of over 17,000 patients reported marked impairments in
these domains (Karagianis et al., 2009). Further, the studies that examined the determinants
of these impairments implicated cognitive impairments, sometimes more saliently than
negative symptoms, as predictors.

Social Functioning—People with schizophrenia manifest multiple social impairments.
They infrequently achieve traditional social milestones such as marriage or equivalently
stable relationships (Harvey et al., 2009); they often have reduced social networks (Patterson
et al., 1997); and their general patterns of socially oriented activities are restricted. Further,
their social skills or abilities (“competence”) typically are impaired (Patterson et al., 2001)
and these impairments in social competence may lead to an adverse impact on other aspects
of functioning, such as employment (Evans et al., 2004).

An additional feature of social impairment in people with schizophrenia involves socially
disruptive behavior, such as socially inappropriate comments, inappropriate or intrusive
requests, impairments in tone or volume or speech, and impairments in judging appropriate
interpersonal distance (Wykes and Stuart, 1986). While some of these impairments may fall
under the “A” criteria of grossly disorganized behavior (e.g., walking in the middle of a
busy street while screaming), most are not grossly disorganized, but may be inappropriate
and make others uncomfortable. When the person who is rendered uncomfortable is a
supervisor, co-worker, or customer, such problems can lead to job terminations (Becker et
al., 1998).

A final general feature of social outcomes in schizophrenia is social motivation. As
described above, there are particular reductions in sensitivity to social reinforcement, in the
ability to experience pleasure, and in the interest to engage in activities involving other
people.

Concentration, Persistence, and Pace—While there are many forms of cognitive
impairment in schizophrenia, those involving attentional processes and speed of information
processing are among the most prevalent and disabling (Dickinson et al., 2004). Other
research data have implicated substantial impairments in “episodic memory,” the ability to
learn information and to retain it after a delay (Saykin et al., 1991). As noted above,
virtually every individual with schizophrenia likely manifests such impairments when
compared to expected or pre-illness levels of functioning. Concentration and persistence are
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often referred to as “vigilance”, which can also be referred to as “sustained attention”. This
is defined as the ability to sustain effort and attention in an adaptive manner (Bryson and
Bell, 2003).

People with schizophrenia also have notable impairments in “working memory” (Cannon et
al., 2005), which describes the ability to keep information in conscious awareness and
manipulate it over short periods of time. Finally, maintenance of pace is often referred to as
“processing speed”. Processing speed is measured through tests of the ability to rapidly and
efficiently complete various tests of coding, sorting, or matching stimuli (Dickinson et al.,
2007) and such tests have been the cornerstone of assessments of vocational potential for
decades (Gold et al., 2002). Processing speed is the single largest deficit seen in people with
schizophrenia, based on large-scale meta-analyses (Dickinson et al., 2004), and is thought to
underlie poor performance on other cognitive tests and global functional deficits in people
with schizophrenia (Dickinson and Harvey, 2009).

Critically, cognitive impairments are present in the same severity at the time of the first
episode of illness as among people who have had schizophrenia for many years (Mesholam-
Gately, et al., 2009), not developing over time as a function of chronicity. Based on our
assessment of the scientific literature, reports of “spontaneous improvement” in cognitive
performance among people with schizophrenia either reflect changes that are clinically/
substantively insignificant, or they may reflect inaccurate diagnosis.

V. SCHIZOPHRENIA TREATMENT RESPONSE
Persistent Symptoms Despite Treatment

While the vast majority of people with schizophrenia manifest a clinical response, including
remission of symptoms, at the time of their first treatment with antipsychotic medications
(Robinson et al., 2004), non-response develops over time. In longitudinal studies, the rate of
clinical response drops from approximately 90% to 65% across the first two relapses
(Leiberman et al., 1996). The rate of minimal response of psychotic symptoms to treatment
appears to be approximately 30% (Kane et al., 1988), while about 40% of people with
schizophrenia experience sustained clinical remission albeit not accompanied by functional
recovery (De Hart et al., 2007). Persistent psychotic symptoms are known to interfere with
employment, as individuals with schizophrenia who obtain and subsequently are discharged
from a job are often psychotic at the time of their job loss.

Schizophrenia and Psychotic Relapse
Antipsychotic medication reduces the severity of psychotic symptoms in most people with
schizophrenia, but has a minimal therapeutic effect on the cognitive impairments that are
more closely linked to disability (Harvey and Keefe, 2001). In fact, across studies as many
as 40% of people with schizophrenia can experience clinical remission (absence or minimal
presence of all of the criterion “A” symptoms described above when treated successfully
with antipsychotic medications). While some cross-sectional studies have suggested that
clinical remission is associated with adequate performance of functional skills (De Hart et
al., 2007), longitudinal studies have suggested that development or maintenance of clinical
remission rarely correlates with cognitive improvements or improvements in primary
negative symptom pathology which should predict functional changes (Buckley et al.,
2007).

Regardless of the ability of medication to promote clinical remission, it is clear that the
majority of people with schizophrenia who achieve remission subsequently experience
relapse. This relapse is sometimes associated with treatment non-adherence. Non-adherence
and partial adherence are extremely common and most people with schizophrenia
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experience periods of time when they are either completely or partially non-adherent.
Relapse in non-adherent cases occurs at a rate of slightly more than 10% per month
(Robinson et al., 1999).

Levels of non-adherence are likely no higher in people with schizophrenia than in
individuals with medical conditions such as hypertension (Christensen et al., 2010).
However, in schizophrenia the consequences of non-adherence are more immediate and
obvious. Analyses of the causes of non-adherence in schizophrenia have suggested that
illness-related causes such as limited clinical response to treatment, cognitive impairments,
and unawareness of illness account for the majority of non-adherence (Velligan et al., 2009).
In conclusion, relapse should be expected in the majority of people with schizophrenia,
including some who are adherent and even among those who voluntarily accept long acting
injectible medications (Conley et al., 2003).

SSA’s disability criteria in Subsection 12.03 of the Listings also refer to the concept of
“repeated and lengthy decompensations”. Decompensation is a holdover term from previous
conceptions of schizophrenia, wherein worsening psychotic symptoms was theoretically
believed to be a failure of defense mechanisms. We have referred to these concepts above as
“exacerbation,” which refers to worsening in symptoms, and relapse, which means
substantial worsening. Patients who experience repeated exacerbation fall into two broad
groups. The first group of patients includes those who have reasonable symptom control and
subsequently worsen. The second group is the subset of people with schizophrenia whose
symptoms fail to respond meaningfully to antipsychotic treatments. This is relatively rare at
the time of first episode; as noted above, over 90% of the patients respond to antipsychotic
treatment in their first year of treatment. But the non-response rate rises substantially over
time, with at least one-third of people with schizophrenia developing treatment resistance
within five years of illness onset (Lieberman et al., 1996). In the first episode study just
mentioned, only five of over 100 patients had not experienced a relapse of their symptoms
within five years (Robinson et al., 1999).

Thus, even patients with excellent initial treatment response routinely relapse. Indeed, after
the first episode, the majority of people with schizophrenia are experiencing consistent
psychotic symptoms, even if they are not severe enough to lead to acute psychiatric
admissions. These people are chronically symptomatic and it has been shown that even low
levels of on-going psychotic symptoms can be associated with impairments in real world
functioning (Mohamed et al., 2008). Further, the majority of people with schizophrenia
experience more than one relapse, indicating that repeated exacerbations should be viewed
as an intrinsic part of the illness, and not limited to a subset of people with schizophrenia (let
alone a readily identifiable subset).

Persistent or Recurrent Impairments Despite Initially Successful Treatment
This section focuses on the persistence of illness and functional impairment over extended
periods despite initial treatment success. There are three components to these elements of
thee SSA disability criteria. The first and second concern vulnerability to relapse: repeated
relapses after clinical stabilization or vulnerability to relapse on the basis of inability to
tolerate environmental demands. The third criterion, inability to live outside structured
residential settings, is not related to relapse but rather to self-care and everyday living skills.

Repeated Exacerbations—This criterion appears related to criterion B4, but specifies
that initial clinical stabilization must precede these episodic periods of decompensation.
Given the data reviewed above regarding decompensation in schizophrenia, repeated
decompensation and/or chronic levels of ongoing psychotic symptoms will be a feature of
most individuals with schizophrenia, even with excellent initial treatment response.
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Supported Residential Status—As reviewed above, one of the components of impaired
everyday living skills in schizophrenia is impairment in the ability to live in an independent
manner. As noted above, estimates of the rates of non-independent living range from 50% to
75% across different studies. The review above shows that the need for supported living is
related to skills deficits and not reduced motivation or other factors. The vast majority of
patients who are able to live outside of supported residential status are doing so with the
assistance of disability compensation (McEvoy et al., 2005) , hence suggesting that this
residential positive outcome is a consequence of disability compensation and is not likely to
be effected until after compensation is awarded.

Supported Employment
Supported employment is an evidence-based process by which individuals with severe
mental illness who are seeking employment are assisted in the process of obtaining and
maintaining productive work. These processes include intensive interviewing, job coach
accompaniment to interviews and work, and intensive support. Large scale multi-site
randomized trials (Cook et al., 2005) have shown statistically significant effects of
supported employment.

These results suggest that supported employment is beneficial for a portion of patients who
desire to work and are not limited by other impairments or co-morbidities. It has been
reported that patients with bipolar disorder are more likely to achieve steady work success
than people with schizophrenia (Bush et al., 2009), but supported employment is regarded as
an evidence-based intervention for people with schizophrenia.

Although supported employment is an intervention improves functional outcomes for a
subset of patients with schizophrenia, it seems unlikely that supported employment
interventions will eliminate the need for a compassionate allowance. This is because most
patients with schizophrenia have no access to supported employment interventions and some
of these intervention programs have a prerequisite of health insurance coverage, which again
is associated with the receipt of SSA or SSD.

Prevalence and Correlates of Independent Functioning
Studies of recovery from the first episode of illness have estimated rates of adequate
functioning across social and vocational domains of less than 15% after 5 years of illness
(Robinson et al., 2004); moreover, such recoveries generally occurred quite early in the five-
year period. It is likely that individuals who manifest functional recovery with current
treatments are exceptions in other ways, such as having extremely supportive or resource-
rich environments, and such people may correspondingly be unlikely to seek disability
benefits.

VI. DISCUSSION
There are several conclusions from the data reviewed in this paper. Disability in multiple
functional domains is detected in nearly every patient with schizophrenia. Clinical remission
is rare and unstable, with most patients experiencing regular relapse even with adherence to
oral or long-acting injectible medications. Symptomatic remissions do not predict functional
recovery, and functional deficits are associated very poor occupational and residential
outcomes. Reductions in motivation and reward sensitivity are common in schizophrenia,
but these do not indicate that patients with schizophrenia make a volitional decision not to
seek or sustain employment.
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Our companion paper shows that the diagnosis of schizophrenia is persistent after the first
episode, and that conclusion interfaces with the current conclusions. Schizophrenia is
persistent from time of the first episode, and individuals who meet the duration criteria
specified by the SSA will likely be disabled for the duration of typical working ages, at least
pending the development and adoption of substantially more effective treatments for
schizophrenia.

An Important Caveat
Although our literature review suggests that disability is an intrinsic feature of
schizophrenia, we do not suggest that recovery is impossible. On the contrary, it is likely
that the early receipt of disability compensation and related insurance benefits would
facilitate recovery or at least optimal functional outcomes for the individual patient. There
are several reasons that this is true. First, the availability of treatment early in the course of
the illness is likely to lead to fewer relapses and reduced deterioration in the early course.
Second, financial benefits that facilitate suitable residential functioning and diet (as well as
the ability to pay for medications) are also likely to lead to increased potential for long term
recovery or optimal functioning in people with schizophrenia. Third, insurance coverage
may provide access to other services such as supported employment that may reduce
morbidity. Finally, the ability to consistently receive mental health treatment services,
facilitated by Medicare insurance, is a clear benefit compared to relying on our current
fractured mental service delivery system.
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Figure 1.
Disposition of SSI/SSDI Applicants - All Diagnoses
Source:SSA’s 2008 Disability Research File. Calculations conducted by SSA, and provided
to the authors on July 13, 2010; reported with permission from SSA.

Harvey et al. Page 17

Schizophr Res. Author manuscript; available in PMC 2013 September 01.

N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript



Figure 2.
Disposition of SSI/SSDI Applicants with Schizophrenia/Paranoid Functional Disorders
(SSA Diagnosis Code 2950)
Source:SSA’s 2008 Disability Research File. Calculations conducted by SSA, and provided
to the authors on April 28, 2010; reported with permission from SSA.
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Table 1

Social Security Rating Criteria for the Presence of Disability Associated with Psychotic Conditions.

A. Medically documented persistence, either continuous or intermittent, of one or more of the following:

1 Delusions or hallucinations; or

2 Catatonic or other grossly disorganized behavior; or

3 Incoherence, loosening of associations, illogical thinking, or poverty of content of speech if associated with one of the
following:

a. Blunt affect; or

b. Flat affect; or

c. Inappropriate affect; or

4 Emotional withdrawal and/or isolation;

B. Resulting in at least two of the following:

1 Marked restriction of activities of daily living; or

2 Marked difficulties in maintaining social functioning; or

3 Marked difficulties in maintaining concentration, persistence, or pace; or

4 Repeated episodes of decompensation, each of extended duration;

C. Medically documented history of a chronic schizophrenic, paranoid, or other psychotic disorder of at least 2 years' duration that has
caused more than a minimal limitation of ability to do basic work activities, with symptoms or signs currently attenuated by medication or
psychosocial support, and one of the following:

1 Repeated episodes of decompensation, each of extended duration; or

2 A residual disease process that has resulted in such marginal adjustment that even a minimal increase in mental demands or
change in the environment would be predicted to cause the individual to decompensate; or

3 Current history of 1 or more years' inability to function outside a highly supportive living arrangement, with an indication of
continued need for such an arrangement.

Source:
http://www.ssa.gov/disability/professionals/bluebook/12.00-MentalDisorders-Adult.htm#12.03%20Schizophrenic,%20Paranoid%20and%20Other
%20Psychotic%20Disorders (accessed June 2010)
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