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r I Yhe plight of those with serious
mental illness is tragic — not only
because we do not know what

causes mental illness or how to cure it,

but because discrimination and poverty
substantially reduce opportunities to lead
life to its fullest. The recent NIMH-de-

claimed “decade of the brain” brought im-

portant advances in our understanding of

how the brain works and why it sometimes
does not. It has not, however, advanced
social and economic conditions of those
with mental illness. We cannot wait for
the eventual detection of the causes nor
assume that the medication-silver-bullet
is just around the corner. Instead, it re-
mains important to consider how the lives
of those with serious mental illness might

ooooooooooooooooooooooooooooooo

be improved sooner rather than later. We
need to attend to how people with mental
illness are living now — all too often in pov-
erty, neglected and alone.

A strong and compelling case has al-
ready been made for the interaction of
income and health, also known as the so-
cial gradient of health — those less well-off
have higher rates of morbidity and mortal-
ity. According to the World Health Or-
ganization, if you are poor, you will suffer
more illness and die sooner.! This finding
is consistent in every country, regardless of
the stage of economic development. How-
ever, it is not simply that poverty is detri-
mental to health, as the report states, but
that “the social meaning of being poor, un-
employed, socially excluded or otherwise

oooooooooooooooooooooooooooooo
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stigmatized also matters.”

The motivation for this paper has been
the persistent exclusion of those most se-
riously mentally ill. This exclusion is not
just because of their disability, but is based
on the current social and economic realities
in their lives. The stigma of mental illness
is deep and broad, complicating the reduc-
tion of unemployment, homelessness, lack
of health insurance, inadequate treatment,
unwarranted involvement in the criminal
justice system and involuntary treatment.

The Social Gradient of
Health

The onset of serious mental illness starts a
downward economic cycle that results in a
markedly disproportionate number of indi-
viduals with serious mental illness who live
in poverty. The cycle begins when symp-
toms disrupt work patterns, which in turn
results in job loss and the interruption of
health insurance coverage. Without work
or health benefits, many turn to govern-
ment support programs. These monthly
payments are between $443 - $894 per
month, at best, subsistence income even if
one is also eligible for Section 8 housing
vouchers and food stamps.? Furthermore,
receiving government benefits triggers a
complex set of bureaucratic obstacles to
gaining additional income through em-
ployment in the future. Regulatory in-
come restrictions limit how much a person
can earn each month without jeopardizing
disability and health benefits despite mod-
ifications to government income support
plans intended to encourage work. Accep-
tance of government disability and health
benefits means hanging on to a thin safety
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net that is tied to poverty.

In addition to poverty, there is strong
evidence that severe mental illness goes
hand in hand with higher than average
rates of morbidity and mortality.>? Dickey
et al compared poor Medicaid beneficia-
ries without any mental illness to those
with serious mental illness and found the
likelihood of being treated for diabetes
and heart disease about three times higher
and hypertension, asthma, malignant neo-
plasms and respiratory disorders about two
times higher.'" These odds ratios likely
underestimate the actual disease incidence
for those with mental illness because many
studies have shown these medical prob-
lems go undiagnosed or untreated.'" For
example, people with severe mental illness
are sometimes unwilling to seek medical
help or may have difficulty in describing
their problems to a physician. Psychotic
symptoms also may interfere with a pa-
tient’s ability to answer questions about
the medical problem that brings her or
him to the physician.'

Of course, more medical disorders lead
to higher than expected mortality rates. In
Massachusetts, treated Medicaid beneficia-
ries, age 18-64, with psychiatric disabilities
have an age- and gender-adjusted mortal-
ity rate three times higher compared to the
mortality rate of the general population in
the state. It is not just excess medical dis-
orders that lead to higher mortality rates.
People with severe mental illness are twice
as likely to have rates of externally caused
deaths — suicide, homicide, accidents and
most commonly, poisoning, either by ac-
cident or design. Mortality rates for in-
dividuals with dual diagnoses are double
that of those without co-morbid substance
abuse."?



The social gradient of health summariz-
es the catastrophic end point for many in-
dividuals with mental illness who have little
control over the complicated and intercon-
nected problems they face. The problem
persists despite research that has contrib-
uted to policies that improve the delivery
of medical and psychosocial treatment for
those with the most serious mental illness.
In particular, the last ten years have seen
increased access to treatment and greater
attention focused on housing, case man-
agement, assertive community treatment,
psychosocial rehabilitation and supported
employment."* While these improvements
are encouraging, deeper questions about
exclusion from social, civic and economic
life still remain largely unanswered.

To encourage attention to these ques-
tions, this paper sets forth a research agen-
da, informed by the work of Nobel Lau-
riate Amartya Sen. The purpose of this
research agenda is to encourage a response
to the challenges of inequality and injus-
tice that present such vexing social and
economic problems to individuals living
with serious mental illness. This agenda is
linked to the larger question of how social
and economic conditions are related to the
course and outcome of severe mental ill-
ness.

Research Agenda

Sen proposed his economic theory of hu-
man capabilities in 1978 as an alternative
to existing theories of social advantage and
resource allocation. Those theories (e.g.,
welfare economics, equality of opportu-
nity, libertarian rights of non-interference)
were inadequate, he argued, to capture
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what is necessary for each of us to be all
that we can be.””  Substantive freedom,
central to his theory, rests on human ca-
pabilities — “the ability of people to lead
the lives they have reason to value and to
enhance the real choices they have.”® The
term capability, as he uses it, conflates
two distinct aspects of his perspective of
freedom: processes that allow freedom of
action and decision-making and opportu-
nities to undertake actions and make deci-
sions. He would say that it is not enough
to be educated if you have no opportuni-
ties to use that education.

Sen’s approach draws on Aristotle, who
in the Nicomachean Ethics noted that
“wealth is evidently not the good we are
seeking; for it is merely useful and for the
sake of something else.””  According to
Sen, his approach has the advantage of as-
sessing poverty without relying exclusively
on measures of income." For example, he
observes that African-Americans in pros-
perous US cities have life spans markedly
shorter than China, where average income
levels are markedly lower than the average
income of poor African-Americans. His
interpretation is that discrimination and
social class, not just income, have limited
the human capabilities of African-Ameri-
cans, shortening their lives. In this way,
substantive freedoms can only be advanced
by income when social and economic
rights are preserved.

The goal of this paper is to increase the
influence of research on policy by insert-
ing macro-ethical concepts into services
research. Public policy might be strength-
ened by more research that links social
and economic conditions with course of
illness. This is not to suggest that the con-
sequences of poverty and poor health have
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not been addressed by health services re-
search. Rather we argue for more research
that specifically examines the direct con-
sequences of injustice and discrimination
on the lives of people with serious mental
illness.

The need for a broader research agen-
da is illustrated by a recent article which
reports that more individuals with seri-
ous mental illness are receiving treatment
than ever before, despite managed care.'
While this is good news, it is troubling
that those with the most serious mental
illnesses, despite increased access to care,
remain stigmatized, and are more likely to
be homeless or poorly housed, be incarcer-
ated, live in poverty, lack health insurance
and employment, be in poor health and
die sooner than other Americans. It does
not appear that increasing the amount
of treatment received has much effect on
their everyday lives.

This agenda is guided by the evidence
that individuals with serious mental ill-
ness are, in Sen’s words, limited in their
“ability to do valuable acts” [e.g., partici-
pate in civic life] or reach “valuable states
of being” (e.g., have satisfying personal
relationships), his definition of quality of
life.® The social and economic domains
suggested by this research agenda fall into
areas where we, as multidisciplinary health
services researchers, bring our special ex-
pertise.

Stigma

Stigma tops the list because of its pervasive
and insidious presence in the conditions
that shape the lives of individuals with se-
rious mental illness. It is fair to assume that
stigma attached to mental illness pervades
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almost all the research domains that need
our attention. Public policy aimed at im-
proving access to social welfare and health
care are important but will not solve the
larger problems associated with mental ill-
ness as long as institutional and personal
prejudice discriminate against the men-
tally ill.

For more than a thousand years, men-
tal illness has been demonized. Even today,
despite its known prevalence and well pub-
licized treatments, those with mental ill-
ness are all too often excluded. Individual
prejudice is reinforced and compounded
by institutional policies and government
regulation that explicitly and implicitly
single out the mentally ill for exclusion.'®

Anyone with mental illness severe
enough to engage in behaviors deemed
socially unacceptable has experienced re-
jection. In fact, even the label of mental
illness is enough to be stigmatizing in both
personal and work lives. It is not just that
the stigma of mental illness is demeaning;
it has a direct effect on the social integra-
tion of individuals with severe mental ill-
Integration has been described as
important on four levels: participation in
civil society, access to social goods, inclu-
sion in social production, and access to
normal forms of livelihood."” Living life
to the fullest includes having the oppor-
tunity to participate as an active citizen in
one’s community and through expression
within one’s personal sphere. Straus and
Carpenter wrote 20 years ago: “Who can
doubt the devastating impact on a fragile
person of perceiving that the entire so-
cial milieu regards him (wittingly or not)
as subhuman, incurable, unmotivated, or
incompetent to pursue ordinary expecta-
tions...2”*

ness.



No matter what form stigma takes, it
limits the capacity of those with mental ill-
ness to fulfill their potential. Like all forms
of discrimination, the roots are deep in
misguided beliefs and not easily changed.
We know that there are barriers to the full
inclusion of those with serious mental ill-
ness in our social and civic society but it is
less clear how they can be addressed. It
might be useful to ask:

What are the characteristics of social
environments that reduce stigma and
foster self-confidence and optimism
in the mentally ill about the future?

Unemployment

The elimination of stigma is a necessary
but not sufficient action to bring those
now excluded into our everyday social
world.  Becker and Drake tell us that
“most people with mental illness identify
competitive work as one of their primary
goals” and that supported employment is
the best avenue to reach that goal.** Work,
they say, is consistent with taking control
of one’s life and having “meaningful ac-
tivities that reinforce a sense of purpose
and accomplishment.” With work comes
identity and a sense of agency and well-be-
ing. From Sen’s perspective, agency and
well-being are key to having the freedom
to accept responsibilities which changes
relationships in the direction of reciproc-
ity, rather than dependency. While these
attributes are an important end in them-
selves, work has the added benefit of pro-
ducing income, perhaps lifting the person
not only out of the misery of poverty but
also, if work is therapeutic, the shadow of
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mental illness.

However, despite widespread agreement
that working is key to the goal of well-be-
ing, it is the means of achieving that goal
that remains if not controversial, at least a
low public priority, if one uses as a mea-
sure, dollars spent on accomplishing the
goal of competitive work.?"**  Although
one version of evidence-based supported
employment, Individual Placement and
Support (IPS) has been around for more
than 10 years, most people with serious
mental illness do not have access to IPS or
other supported employment programs.
One reason for the few programs available
has been attributed to the attitude of some
mental health professionals which view
working as a “dangerous experiment.”*

If supported employment is available,
admission is usually highly selective. This
screening helps to ensure program success,
but leaves many potential workers out-
side the workforce, looking in. A survey
of unmet needs found 61% needed help
in getting or keeping a job.** Obtaining
competitive employment is possible with
the help of programs like IPS, but all voca-
tional rehabilitation programs have found
that maintaining employment is difficult.
This has remained a puzzle until Gold et
al, in a large clinical trial, found that neu-
rocognitive performance mediated the
likelihood of long-term employment.”
This is a good example of how carefully
designed multidisciplinary studies might
improve services targeted to overcome spe-
cial problems.

How would public policies have to
change to make employment a real-
istic goal for people disabled by psy-
chiatric illness?
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Homelessness

It is shocking to learn that the number of
homeless people has grown by 40% in the
last 10 years, at a time when the US is the
richest and most powerful country in the
world. The best and most recent count for
the US comes from the Urban Institute,
which estimated the number of home-
less people from interviews in 1996, con-
ducted in a representative sample of rural
and urban areas. The estimate was derived
from data gathered from people who were
using some type of homeless service, and
thus the estimate can be considered a lower
bound: an annual prevalence between 2.3
and 3.5 million people.?® Of these, it is
thought that about one quarter have a seri-
ous mental illness and about half have a
history of substance abuse. Virtually no
one believes that increasing the number
of shelter beds is the way to end home-
lessness.”  Improving housing outcomes,
then, means rethinking the function that
shelters perform and understanding the
cost of homelessness to society.

The expenditures are high and except
for a few specific programs designed to
reduce or alleviate homelessness, are de-
voted to paying for the consequences of
homelessness rather than prevention. The
financial and social burden to families and
friends who provide shelter is significant.
Brendan O’Flaherty lists several other
“costs” of homelessness, among them the
spread of tuberculosis, the problem of fires
and the use of public spaces by the home-
less.?® Another example is from Lindblom
who estimates annual clean-up costs of
transit centers used by homeless people in
New York City as $20 million.”

In searching for the roots of homeless-
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ness, several authors have made compel-
ling arguments based on economic theory.
There is widespread agreement that the
ravages of mental illness, inpatient com-
mitment laws, inadequate community
mental health resources and ubiquitous
substance use contribute to homelessness
but are vulnerabilities or risk factors, rath-
er than “causes.”’’

Martha Burt is one of several research-
ers that has pointed to macro-economic
injustice, rather than deinstitutionaliza-
tion as the root of homelessness.*® Burt’s
analyses target economic restructuring
which has led to the loss of unskilled or
semiskilled jobs, lack of affordable hous-
ing units, demolition of lower-cost single
room occupancy replaced by gentrified ur-
ban communities, income inequality, and
reduction in the purchasing power of pub-
lic benefits.

Research on homelessness needs to
include research on housing options for
people with very low income and mental
disabilities. There are many reports of
their preferences, but there is much less on
how to bring about a greater supply of ad-
equate housing, especially in cities, to meet
their needs. Micro-economic cost studies
that have been published can be improved
upon by following individuals longer after
they have been housed and by expanding
the range of costs to be included.”" At the
macro level, we are only just beginning to
understand the housing market and how it
is related to homelessness — surely this de-
serves more attention, as do the dynamic
economic forces of our current prosperous
environment and how they increase, rather
decrease homelessness.

If housing is a substantive freedom,



what economic mechanisms and po-
litical strategies will ensure that psy-
chiatrically disabled adults have safe
and adequate housing?

Inadequate Health Insurance

Volumes have been written about the
current state of health care costs and the
fragmented system of benefits. Although
most individuals with serious mental ill-
ness are covered through public health
benefit plans, 25% have no health insur-
ance at all."  For those who qualify for
disability, requirements related to these
plans include waiting periods that may
prolong a period with no insurance at all.
If eligible for Medicare or Medicaid, access
to basic health benefits may be limited by
the design of the benefit packages which
all too often restrict treatment to certain
preconceived notions of what is needed
and how much.

And “health benefit” is defined as treat-
ment that is medically necessary. The hu-
man service needs of this population are
significant and rarely covered by health
insurance. For example, treatment guide-
lines for schizophrenia include several rec-
ommendations for services not deemed
“medically necessary” such as supported
employment and case-management.

Even if we accept the ‘medically neces-
sary’ definition of health benefits (leaving
the provision of human services to other
agencies) there are gaps between these
agency “silos.” The lack of integration of
medical and human services may increase
the likelihood of serious problems sec-
ondary to mental illness — homelessness,
mothers separated from their children, and
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physical or sexual abuse that goes unno-
ticed or unreported.

If access to health care is a fundamental
right, as Sen has argued, can we design and
test a comprehensive health and human
service plan that has the following charac-
teristics:

* Prepaid to encourage flexibility, effi-
ciency and innovation

* Includes of all those disabled by seri-
ous mental illness

* Has incentives to provide all the nec-
essary services but no more?

Inadequate Quality of Care

Review of medical practice in the com-
munity has shown wide-spread variation
and disappointing levels of adherence to
standards of care.”** For example, there
have been a number of studies of the use
of antipsychotic medication recently that,
with one exception, found that the treat-
ment fell short of what is recommended
and one author concluded that “for nearly
all of the recommendations the level of
practice conformance...[was] modest at
best"’l3,35—39

Even if you discount these discourag-
ing findings, there remain questions about
how to set standards that can inform pro-
fessional service and teaching. A wide vari-
ety of interventions have been tried, rang-
ing from academic detailing for physicians
to harsh financial penalties for failure to
conform, with modest success in changing
behavior. This is a complicated problem
because it has been common for physicians
to assume that industry studies of efficacy
are synonymous with studies of medica-
tion effectiveness (i.e., better outcomes in
clinical practice).
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Work in other fields suggests that, with
people who are poor and in poor health, a
combination of compassion and additional
human services are essential for treatment
to have its maximum effect. Paul Farmer
makes this point from his social justice
perspective.”’  Based on his work in Hai-
ti, he argues that success in treating poor
people with tuberculosis rests on more
than providing state of the art medical
treatment — good outcomes are achieved
only when treatment is conceived within
a broader social problem: “...the spirit in
which these services are delivered makes
all the difference. Service delivery can be
just that — or it can be pragmatic solidarity,
linked to the broader goals of equality and
justice for the poor.” Mental health profes-
sionals who deliver care that is technically
adequate but which lacks compassion and
understanding of the social implications of
poverty is not sufficient for the attainment
of substantive freedoms.

Donebedian was perhaps the first of
modern proponents of measuring quality
of care to point out that the best treat-
ment is not just technically adequate, but
also must include a strong relationship be-
tween clinician and patient.* Other than
efforts to measure patient “satisfaction,”
that relationship has been much less well
studied.”” Work by Ware and colleagues,
who have reported on patient relationships
with clinicians, suggests that the nature
of the relationship may have much to do
with personal interactions that result in
strengthened belief in self and a sense of
agency.”

How much of the shortfall in treat-
ment receipt or outcome improve-
ment can be attributed to the social
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and economic conditions of the pa-
tients and how much to physician
technical and interpersonal compe-
tence?

Justice System

The sometimes overlapping missions of
state agencies responsible for health care
and justice run head on into each other
when someone with mental illness is
picked up by the police. Fisher has point-
ed out that depending on police training,
the flexibility of judges, organization of the
court system and the progressiveness of the
department of mental health, contact with
the law can result in anything from inap-
propriate incarceration to (all too rarely)
the initiation of humane and clinically
sound care.**  Fuller Torrey has reported
that more people with mental illness in
California are housed in the LA county jail
than in California psychiatric hospitals.”
About 15% of all inmates, nationally, are
thought to have a mental illness and of
those, three- quarters have co-occurring
substance abuse. %

Despite the evidence that many in-
mates suffer from mental illness, they
seldom receive adequate treatment and
in many sites, no treatment. Advocates
for the mentally ill have argued that their
mental illness has become criminalized,
leading to unnecessary involvement in the
criminal justice system, triggering mecha-
nisms for the social control, rather than
treatment, of mental illness.®® While this
description of the path that many inmates
follow is surely accurate, the argument for
change assumes that law enforcement and
the justice system are able to distinguish



between symptom-induced behavior, drug
or alcohol-induced behavior and criminal
behaviors that are neither symptom-driven
nor chemically-induced. It also raises the
question of how offenders should have
their case adjudicated as prescribed by law,
even if they are also mentally ill.

In response to concerns about the del-
eterious effects of incarceration on those
with serious mental illness, some states
have instituted programs designed to re-
duce prison time and at the same time pro-
vide adequate treatment services. Mental
health courts, modeled on drug courts,
seek to find solutions to the complex prob-
lems presented by individuals charged with
an offence and who have a mental illness
and usually co-occurring substance abuse.
These courts aim to intervene quickly in
the justice process, typically in cases of
misdemeanors, to obtain treatment as an
alternative to incarceration. Because the
courts are part of the criminal justice sys-
tem, they can use the leverage of the sys-
tem to prescribe sanctions if treatment is
not followed.®>° No systematic research
has been published about the effectiveness
of mental health courts. A recent report of
a national multi-site study of jail diversion
programs indicated that they did not im-
prove mental health nor decrease criminal
justice recidivism for those diverted com-
pared to other mentally ill inmates.”!

When police contact is made, how
can the mental health, judicial and
correction systems work together to
reduce inappropriate incarceration
and increase a clinical presence in
the lives of those who are caught up
in all three systems?
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Involuntary commitment

One of the thorniest problems in the men-
tal health field is how to balance individual
rights with those of society.’> Inpatient
commitment can occur if a person is deter-
mined to be in imminent danger of doing
harm to themselves or to others. Although
commitment policies have been revised to
narrow the definition of dangerousness
and ensure due process, it remains an op-
tion when a person is deemed dangerous,
refuses treatment and is not competent to
determine what is in their own best inter-
est. In the case of imminent danger to
others, the community has a responsibility
to provide compassionate care and ensure
public safety. But just what constitutes
“imminent danger” is open to interpreta-
tion and it is this point that has led to op-
position to any form of involuntary com-
mitment. Many critics see this as blatant
abuse of civil liberties while others argue
that, once treated and better able to speak
for themselves, those committed are bet-
ter off. There have been some efforts to
establish outpatient involuntary treatment
to avoid institutional commitment, but
the research findings have been limited in
their effect on shaping policy.’*>¢

Perhaps the most common and contro-
versial use of involuntary commitment is
with people who are both seriously men-
tally ill and homeless. In a famous case a
decade ago in New York City, Mayor Koch
announced “morally and legally we have an
obligation to help those who can’t or won't
help themselves.”™” City workers identi-
fied street people who were in “foresee-
able danger” and hospitalized them against
their will. The first person so identified
brought a lawsuit against the city (with
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the help of the ACLU), and after the suit
worked its way through the courts, her re-
lease from Bellevue Hospital was obtained
almost three months later.

What can be learned from states that
rarely rely on involuntary inpatient
commitment to ensure public safe-
ty? What is the threshold that allows
those with mental illness to remain
citizens of the community, despite
behaviors that seem to threaten their
own safety and that of others?

Discussion

Generating a list of research topics is much
easier than considering the challenges that
make research on these topics so difficult.
After all, if it were easy to do this research,
it would be done. It is not just that there
are substantive methodological problems
to overcome, but also complex and com-
peting public and personal incentives that
discourage researchers from asking these
hard questions: moving into the larger
more politically-charged arena of social
justice risks unfunded research and denial
of promotion and tenure. Furthermore,
the links between research findings and
policy-making remains tenuous despite the
NIMH initiative to bring health services
research and policy into closer relation.’®
Little effect on policy can be found until
the mass of evidence reaches the ‘tipping
point’ when not changing a policy carries
greater political risks than maintaining
it.”
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Research Challenges

\More than one experienced researcher has
floundered when trying to undertake field
research that examines the lives of individ-
uals in the course of their daily activities.
Nothing can move forward in research un-
til questions about the benefit and costs to
human subjects are answered. Institution-
al Review Boards (IRBs) and the Health
Insurance Portability and Accountability
Act (HIPAA) are increasingly successful
in protecting patient privacy, clearly war-
ranted, but tightening up procedures for
approving and monitoring research pro-
tocols has inadvertently created problems
for investigators carrying out health ser-
vices research. But the history of human
protection in research studies is embedded
in the clinical, not health services world,
the world from which IRB members have
usually been drawn. Bolstering this clini-
cal perspective are medical schools that
pass on to their students the belief that the
randomized clinical trial model is the gold
standard for research design. The result is
a pervasive, if not explicit, clinical para-
digm that colors assessment of the benefits
and costs of policy research.

Furthermore, current research studies
that rely on administrative data may en-
counter lingering institutional confusion
about how research and patient privacy are
affected by HIPAA. Data confidentiality
may present the most difficulty to IRBs
when reviewing health services research
protocols, in part because IRB members
may narrowly interpret HIPAA regulations
that restrict access to identifiable medical
information gathered as part of the treat-
ment documentation and reimbursement
processes. Varying interpretations of fed-



eral regulations result in differences in how
IRBs distinguish research from other data
collection activities, what constitutes iden-
tifiable information and what level of con-
fidentiality protection is adequate.®

Once IRB approval is obtained, launch-
ing the study has challenges. The very set-
ting of field studies may create so much
noise that the signal sought by the research
team may go undetected.®’ Enrolling and
keeping enrolled individuals willing to
participate. This is especially difficult in
population-based studies that use a repre-
sentative sampling-frame. Further, within
the agenda we have posed, questions lead
to sampling frames which include the least
likely research subjects — those who see
lictle personal benefit from participation,
who are unable to unwilling or sustain
long-term participation if it is required, or
who have more general antisocial or inhib-
ited tendencies.

For the principal investigator, ingenuity
and persistence are perhaps the key ingre-
dients; ingenuity is free, but persistence of-
ten translates into considerable and costly
level of effort. Whether it is gathering data
about the treatment of prison inmates or
testing the effect of health benefit or pay-
ment changes on access to care, the barriers
are more than most of us would attempt to
overcome.

The active dissemination of results
to policy-makers, rather than the passive
publication in scientific journals, has had
mixed results, at best. A prime example
is the recent count in New York City of
homeless adults living on the streets. This
annual count was supplemented by Hop-
per and colleagues to improve the estimate
obtained.”” The count takes place one
winter night between 1-4am through the
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city, including documented areas where
homeless people gather. Sending out 120
graduate students on the night of the count
with instructions to identify themselves
as “plants” if approached by counters,
Hopper et al. would use the percentage
of plants counted as a proxy for genuine
homeless who were counted. About 20%
of the students were not approached dur-
ing the count, thus allowing Hopper to
assume that the city estimate was under-
counted by 20%.

Funding Challenges

If the research is challenging, the funding
of such work is equally difficult. Despite
growing budgets at NIMH for extramural
research, especially in the realm of quality
of care, there remains a bias in study sec-
tions toward the selection of projects that
present the fewest risks. Federally funded
research is desirable because it implies a
certain level of confidence in the underly-
ing science whereas research projects fund-
ed by industry or advocacy foundations
tend to be viewed with some skepticism.
While it is easy to make the argument that
federal (or state) research monies ought to
be parceled out according to our demo-
cratic (i.e., social and economic justice)
ideals, the ideals of democracy also contain
the role of public dialog and its interplay
with policy. Public funding for research
goes hand in hand with public priorities,
priorities in the current political and social
climate that are more likely to emphasize
change in the direction of less rather than
more substantive freedom for those who
live on the margin of our society.
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Academic Disincentives

There is an old and tired argument about
the conflict between challenging existing
paradigms, trying to get money to do lead-
ing edge research, and the increased risk
of losing faculty promotion and tenure.
This argument probably still holds, but
shouldn’t stand in the way of the few who
have the rare combination of intellectual
gifts, a sense of urgency about social justice
and some uncommon amount of moxie.
It surely is the role of tenured faculty to
lead the way in supporting younger inves-
tigators in taking on risky but promising
research.

Conclusion

The goal of this paper is to outline a re-
search agenda that would directly ad-
dress the relation between the social and
economic environment and the course
of mental illness. Even though the accu-
mulated evidence of the social gradient of
health identifies the consequences of the
growing gap between the rich and poor,
this approach falls short of capturing the
scope of problems that beset those with se-
rious mental illness. The theoretical work
of Amartya Sen has helped to expand that
scope. In setting quality of life as the stan-
dard for resource distribution rather than
income, his work helped to set a research
agenda that included direct threats to the
quality of life of individuals with mental
illness. These threats, coupled with pover-
ty and increased morbidity and mortality,
represent an almost insurmountable social
gradient. Nevertheless, health services re-
searchers can, and must, work harder at
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shedding light on questions that result in
policies that improve the quality of the
lives of those with serious mental illness so
they too can from benefit from the privi-
leges and responsibilities of citizenship. &

Acknowledgements

This paper is based on a talk given in San
Francisco in 2003 at the American Public
Annual Health meeting. I would like to
thank Monique Wyatt for help with the

manuscript.

References

1. World Health Organization (2003), The Solid Facts:
Social Determinants of Health, 2nd Edition. Richard
Wilkinson and Michael Marmot, Editors.

2. hup:/lwww.ssa.gov/policy/docs/quickfacts/stat_snap-
shot/index.html

3. Dickey B, Dembling B, Azeni H, Normand SL. Ex-
ternally caused death rates for adults with mental ill-
ness and co-morbid substance use disorders. Journal of
Behavioral Health Services and Research, 2003a;1:75-
85.

4. Dickey B. Review of Programs for People who are
Homeless and Mentally Ill. Harvard Review of Psy-
chiatry. 2000; 8:242-250.

5. Jackson CA, Manning WG, Wells KB. Impact of prior
and current alcohol use on use of services by patients
with depression and chronic medical illness. Health
Services Research 1995; 30:687-702.

6. Eaton WW, Hayward C, Ram R. Schizophrenia and
rheumatoid arthritis. Schizophrenia Research 1992;
6:181-192.

7. Lacro JP and Jeste DV. Physical comorbidity and poly-
pharmacy in older psychiatric patients. Biological Psy-
chiatry 1994; 36:146-152.

8. Dixon L, Postrado L, Delahanty J, Fischer PJ, Lehman
A. The association of medical comorbidity in schizo-
phrenia with poor physical and mental health. Psychi-
atric Services, 2000; 51.

9. Simon GE, VonKorff M, Barlow W. Health care costs
of primary care patients with recognized depression.
Arch Gen Psychiatry 1995; 52:850-856.

10. Dickey B, Normand SL, Weiss RD, Drake R, Azeni H.
Medical Morbidity, Mental Illness and Substance Use
Disorders. Psychiatric Services, 2000; 51: 349-353.

11. Jeste DV, Gladsjo JA, Lindamer et al, Lacro JP. Schizo-



12.

13.

14.

15.

16.

17.

18.

19.

20.

2

—

22.

23.

24.

25.

26.

27.

28.

29.

phrenia Bulletin 1996; 22:413-430.

Dworkin RH. Pain insensitivity in schizophrenia.
Schizophrenia Bull 1994; 20:235-248.

Dickey B, Normand SL, Hermann R, Eisen SV, Cortes
D, Cleary P, Ware N. Guideline recommendations for
treatment of schizophrenia: The impact of managed
care. Archives of General Psychiatry, 2003b; 60:340-
348.

Mechanic D. and Bilder S. Treatment of people with
mental illness: a decade-long perspective. Health Af-
fairs 2004;23:84-91.

Sen A. Capability and well-being. In Quality of Life,
Nussbaum MC and Sen A (Eds.) 1993 Oxford UK:
Oxford University Press.

Sen A. Development as Freedom. 2000 New York:
First Anchor Books Edition.

Aristotle. The Nicomachean Ethics. 1980 Translated
by D. Ross, Oxford University Press, revised edition.
Corrigan PW, Watson AC, Heyrman ML, Warpinski
A, Gracia G, Slopen N, Hall LL. Structural stigma in
state legislation. Psychiatric Services 2005b;56:557-
563.

Galabuzi GE and Labonte R. Social Inclusion as a
Determinant of Health. Paper presented at the Social
Determinants of Heatlh Across the Life-Span Confer-
ence, Toronto Canada. 2002

Becker DR and Drake RE. 2003. A working Life for
People with Severe Mental Illness. Oxford: Oxford
University Press

. CookJ. 1999. Understanding the failuire of vocation-

al rehabilitation. Journal of Disability Policy Studies
10:99-126
Noble JH, Honberg R, Hall LL, Flynn LM. A legacy
of failure: the inability of the federal-state vocational
rehabilitation system to serve people with severe men-
tal illnesses. Journal of Disability Policy studies 1999,
10:10-17.

Bond GR, Becker DR, Drake RE, Rapp CA, Meilser
N, Lehman AE Psychiatric Services, 2001;52:313-
322.

Uttaro T, Mechanic D. The NAMI consumer survey
analysis of unmet needs. Hospital and Community

Psychiatry 45:372-374.

Gold JM, Goldberg RW, McNary SW, Dixon LB,
Lehman AFE. Cognitive correlates of job tenure among
patients with severe mental illness. American Journal
of Psychiatry 2002;159:1395-1402.

Burt M, Aron LY, Lee E, Balente J. America’s homeless

II. Washington DC: Urban Institute Press, (2001).
Dickey B, Azeni H, Weiss R, Sederer LI. Schizophre-
nia, substance use disorder and medical comorbidity.
Journal of Mental Health Policy and Economics 2000;
3:27-33.

O’Flaherty B. Making Room: The economics of
homelessness. Cambridge, MA: Harvard University
Press, 1996.

Lindblom EN. Preventing homelessness. In: Baumohl
J, ed. Homelessness in America. Phoenix: The Oyrx

Press, 1996.

Dickey: SociaL GRADIENT OF HEALTH

30. Burt M. Over the Edge: The growth of homelessness in
the 1980s. New York: Russell Sage Foundation, 1992.

. Dickey B, Gonzalez B, Latimer E, Powers K, Schutt R,
Goldfinger S. Use of mental health services by former-
ly homeless adults residing in group and independent
housing. Psychiatric Services 1996; 47:152-158.

32. WennbergJ. Practice variations and health care reform:
connecting the dots. Health Affairs 2004;Supl:140-
145.

33. McGlynn EA, Asch SM, Adams J, Keesey J, Hicks J,
DeCristofaro A, Kerr E. The quality of health care de-
livered to adults in the United States. The New Eng-
land Journal of Medicine 2003;348:2635-2645

34. Wells KB. Treatment research at the Crossroads: The
scientific interface between clinical trials and effective-
ness research. American Journal of Psychiatry 1999;
156:5-10.

35. Lehman AF Steinwachs DS et al. Patterns of usual care
for schizophrenia: initial results from schizophrenia

3

—

patient outcomes research team (PORT) client survey.
Schizophrenia Bull 1998;24:11-20.

36. Rosenheck RA, Desai R, Steinwachs D, Lehman A.
Benchmarking treatment of schizophrenia: a compari-
son of service delivery by the national government and
by state and local providers. Journal of Nervous and
Mental Disease, 2000;188:209-216.

37. Wang PS, Demler O, Kessler RC. Adequacy of treat-
ment for serious mental illness in the United States.
American Journal of Public Health, 2002;92:92-98.

38. Young AS et al. Measuring the quality of outpatient
treatment for schizophrenia.  Arch of Gen Psych
1998;55:611-617.

39. Wells K Schoenbaum M, Unutzer J, Lagomasino IT,
Rubenstien LV.  Qualaity of Care for primary Care
patients with depression in managed care. Archives of
Family Medicine 1999;8:529-536.

40. Farmer P. Pathologies of Power. 2003 Berkeley Cali-

fornia: University of California Press

. Donabedian A: Explorations in Quality Assessment

and Monitoring: The Definition of Quality and Ap-
proaches to Its Assessment. Vol I. Ann Arbor, Health
Administration Press, 1980.

42. Orlando M and Meredith L. Understanding the causal
relationship between patient—reported interpersonal
and technical quality of care for depression. Medical
Care. 2002;40:696-704.

43. Ware NC, Tugenberg T, Dickey B, McHorney CA.
The meaning of continuity of care in mental health
services: an ethnographic approach. Psychiatric Ser-
vices. 1999; 50: 395-400.]

44. Fisher WH, Dickey B, Normand SL, Azeni H, Packer
IK, and Grudzinskas A]. Managed Mental Health
Care and Use of a State’s Inpatient Forensic System.
Psychiatric Services, 2002

45. Torrey EE. 1995 Editorial: Jails and Prisons — Ameri-
ca’s new mental hospitals. American Journal of Public
Health 85:1611-1613 makes much the same point
from his social justice perspective:

46. Ditton P 1999. Mental Health and Treatment of In-

4

—_

Vol. 6, No. 2, Fall 2005 33



47.

48.

49.

IN Focus

mates and Probationers. Washington DC:  US De-
partment of Justice, Bureau of Justice Statistics.
Broner N, Mayrl DW, Landsberg G. Outcomes of
Mandated and nonmandated New York City jail di-
version for offenders with alcohol, drug and mental
disorders. The Prison Journal 2005;85:18-49.

Lamb HR, Weinberger LE, Gross BH. Mentally ill
persons in the criminal justive system: some perspec-
tives. Psychiatric Quarterly 2004;75:107-126.

Griffin PA, Steadman HJ, Petrila J. The use of crimi-
nal charges and sanctions in mental health courts. Psy-
chiatric Services 2002;53:1285-1289.

50. Watson A, Hanrahan P, Luchins D, Lurigio A. Mental

5

—

52.

53.

54.

health courts and the complex issue of mentally ill of-
fenders. Psychiatric Services 2001;52:477-481

. Broner N, Lattimore K, Cowell; AJ, Schlenger WE.

Effects pf diversion on adults with co-occurring sub-
stance use: outcomes from a national multi-site study.
Behavioral Sciences and the Law 2004;22:519-541.
Robinson DN. Wild Beasts and Idle Humours. 1996,
Harvard University Press: Cambridge Massachusetts
Swartz MS, Burns BJ, Hiday VA, George LK, Swan-
son J, Wagner HR. New directions in research on
involuntary outpatient commitment. Psychiatr Serv
1995;46:381-385.

Torrey EF, Kaplan RJ. A national survey of the use of
outpatient commitment. Psychiatr Serv 1995;46:778-

34 Harvard Health Policy Review

55.

56.

57.

58.

59.

60.

6

—

62.

784.

Steadman HJ, Dennis DL, Gounis K, Hopper K,
Roche B, Richmond L et al. Assessing the operation of
a New York City program for involuntary outpatient
commitment. In: Morrissey JP,

Lidz CW. Coercion in psychiatric care: what have we
learned from research? ] Am Acad Psychiatry Law
1998;26:631-637.

Rochefort DA. From Poor Houses to Homelessness
1993. Westport Connecticut: Auburn House
National Institute of Mental Health. Bridging Science
and Service. 1999; NIH Publication No. 99-4353
Wolff N. Risk, response, and mental health pol-
icy. Journal of Health Politics, Policy and Law
2002;27:801-832

Institute of Medicine. 2000. “Protecting Data Privacy
in Health Services Research.” Committee on the Role
of Institutional Review Boards in Health Services Re-
search Data Privacy Protection, Division of Health
Care Services. Washington, DC: National Academy
Press.

. Hohmann AA and Shear MK. Community-based in-

tervention research: coping with the “noise” of real
life in study design. American Journal of Psychiatry
2002;159:2

Hopper K. Report to the Mayor of New York City,
2005.



