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July 22, 2003

Dear Mr. President:

On April 29, 2002, you announced the creation of the New Freedom Commission on
Mental Health, and declared, “Our country must make a commitment. Americans with
mental illness deserve our understanding and they deserve excellent care.” You charged
the Commission to study the mental health service delivery system, and to make
recommendations that would enable adults with serious mental illnesses and children
with serious emotional disturbance to live, work, learn, and participate fully in their
communities. We have completed the task. Today, we submit our final report, Achieving
the Promise: Transforming Mental Health Care in America.

After a year of study, and after reviewing research and testimony, the Commission finds
that recovery from mental illness is now a real possibility. The promise of the New
Freedom Initiative—a life in the community for everyone—can be realized. Yet, for too
many Americans with mental illnesses, the mental health services and supports they need
remain fragmented, disconnected and often inadequate, frustrating the opportunity for
recovery. Today’s mental health care system is a patchwork relic—the result of
disjointed reforms and policies. Instead of ready access to quality care, the system
presents barriers that all too often add to the burden of mental illnesses for individuals,
their families, and our communities.

The time has long passed for yet another piecemeal approach to mental health reform.
Instead, the Commission recommends a fundamental transformation of the Nation’s
approach to mental health care. This transformation must ensure that mental health
services and supports actively facilitate recovery, and build resilience to face life’s
challenges. Too often, today’s system simply manages symptoms and accepts long-term
disability. Building on the principles of the New Freedom Initiative, the
recommendations we propose can improve the lives of millions of our fellow citizens
now living with mental illnesses. The benefits will be felt across America in families,
communities, schools, and workplaces.



The members of the Commission are gratified by your invitation to serve, are inspired by
the innovative programs across America that we learned about, and are impressed by the
readiness for change that we find in the mental health community. We look forward to
the work ahead to make recovery from mental illness the expected outcome from a

transformed system of care.
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Executive Summary

We envision a future when everyone with a mental

illness will recover, a future when mental illnesses can

be prevented or cured, a future when mental illnesses

VISION STATEMENT

are detected early, and a future when everyone with a

mental illness at any stage of life has access to effective

treatment and supports — essentials for living, working,

learning, and participating fully in the community.

n February 2001, President George W. Bush

announced his New Freedom Initiative to

promote increased access to educational and

employment opportunities for people with

disabilities. The Initiative also promotes

increased access to assistive and universally
designed technologies and full access to
community life. Not since the Americans with
Disabilities Act (ADA) — the landmark
legislation providing protections against
discrimination — and the Supreme Court’s
Olmstead v. L.C. decision, which affirmed the
right to live in community settings, has there been
cause for such promise and opportunity for full
community participation for all people with
disabilities, including those with psychiatric
disabilities.

On April 29, 2002, the President identified three
obstacles preventing Americans with mental
illnesses from getting the excellent care they
deserve:

e Stigma that surrounds mental illnesses,
e Unfair treatment limitations and financial

requirements placed on mental health benefits
in private health insurance, and

e The fragmented mental health service delivery
system.

The President’s New Freedom Commission on
Mental Health (called the Commission in this
report) is a key component of the New Freedom
Initiative. The President launched the Commission
to address the problems in the current mental
health service delivery system that allow
Americans to fall through the system’s cracks.

In his charge to the Commission, the President
directed its members to study the problems and
gaps in the mental health system and make
concrete recommendations for immediate
improvements that the Federal government, State
governments, local agencies, as well as public and
private health care providers, can implement.
Executive Order 13263 detailed the instructions to
the Commission. (See the Appendix.)

The Commission’s findings confirm that there are
unmet needs and that many barriers impede care
for people with mental illnesses. Mental illnesses
are shockingly common; they affect almost every
American family. It can happen to a child,” a

? In this Final Report, whenever child or children is used, it is
understood that parents or guardians should be included in
the process of making choices and decisions for minor
children. This allows the family to provide support and
guidance when developing relationships with mental health




brother, a grandparent, or a co-worker. It can
happen to someone from any background —
African American, Alaska Native, Asian
American, Hispanic American, Native American,
Pacific Islander, or White American. It can occur
at any stage of life, from childhood to old age. No
community is unaffected by mental illnesses; no
school or workplace is untouched.

In any given year, about 5% to 7% of adults have a
serious mental illness, according to several
nationally representative studies.' A similar
percentage of children — about 5% to 9% — have
a serious emotional disturbance. These figures
mean that millions of adults and children are
disabled by mental illnesses every year."*

President Bush said,

“... Americans must understand and send
this message: mental disability is not a
scandal — it is an illness. And like physical
illness, it is treatable, especially when the
treatment comes early.”

Over the years, science has broadened our
knowledge about mental health and illnesses,
showing the potential to improve the way in which
mental health care is provided. The U.S.
Department of Health and Human Services (HHS)
released Mental Health: A Report of the Surgeon
General,” which reviewed scientific advances in
our understanding of mental health and mental
illnesses. However, despite substantial investments
that have enormously increased the scientific
knowledge base and have led to developing many
effective treatments, many Americans are not
benefiting from these investments.®’

Far too often, treatments and services that are
based on rigorous clinical research languish for
years rather than being used effectively at the
earliest opportunity. For instance, according to the
Institute of Medicine report, Crossing the Quality
Chasm: A New Health System for the 21st
Century, the lag between discovering effective
forms of treatment and incorporating them into

routine patient care is unnecessarily long, lasting
about 15 to 20 years.®

In its report, the Institute of Medicine (IOM)
described a strategy to improve the quality of
health care during the coming decade, including
priority areas for refinement.” These documents,
along with other recent publications and research
findings, provide insight into the importance of
mental heath, particularly as it relates to overall
health.

In this Final Report ...

Adults with a serious mental illness are persons
age 18 and over, who currently or at any time
during the past year, have had a diagnosable
mental, behavioral, or emotional disorder of
sufficient duration to meet diagnostic criteria
specified within DSM-11I-R (Diagnostic and
Statistical Manual for Mental Disorders)', that
has resulted in functional impairment® which
substantially interferes with or limits one or
more major life activities.

A serious emotional disturbance is defined as a
mental, behavioral, or emotional disorder of
sufficient duration to meet diagnostic criteria
specified in the DSM-11I-R that results in
functional impairment that substantially
interferes with or limits one or more major life
activities in an individual up to 18 years of age.
Examples of functional impairment that
adversely affect educational performance
include an inability to learn that cannot be
explained by intellectual, sensory, or health
factors; an inability to build or maintain
satisfactory interpersonal relationships with
peers and teachers; inappropriate types of
behavior or feelings under normal circumstances;
a general pervasive mood of unhappiness or
depression; or a tendency to develop physical
symptoms or fears associated with personal or
school problems. "

professionals, community resource representatives, teachers,
and anyone else the individual or family invites. This same
support and guidance can also include family members for
individuals older than 18 years of age.

® Functional impairment is defined as difficulties that
substantially interfere with or limit role functioning in one
or more major life activities, including basic daily living
skills (e.g., eating, bathing, dressing); instrumental living
skills (e.g., maintaining a household, managing money,
getting around the community, taking prescribed
medication); and functioning in social, family, and
vocational/educational contexts (Section 1912 (c) of the
Public Health Services Act, as amended by Public Law
102-321).




Mental Illnesses Presents
Serious Health Challenges

Mental illnesses rank first among illnesses that
cause disability in the United States, Canada, and
Western Europe.'? This serious public health
challenge is under-recognized as a public health
burden. In addition, one of the most distressing
and preventable consequences of undiagnosed,
untreated, or under-treated mental illnesses is
suicide. The World Health Organization (WHO)
recently reported that suicide worldwide causes
more deaths every year than homicide or war ."

In addition to the tragedy of lost lives, mental
illnesses come with a devastatingly high financial
cost. In the U.S., the annual economic, indirect
cost of mental illnesses is estimated to be $79
billion. Most of that amount — approximately $63
billion — reflects the loss of productivity as a
result of illnesses. But indirect costs also include
almost $12 billion in mortality costs (lost
productivity resulting from premature death) and
almost $4 billion in productivity losses for
incarcerated individuals and for the time of those
who provide family care.'

In 1997, the latest year comparable data are
available, the United States spent more than $1
trillion on health care, including almost $71 billion
on treating mental illnesses. Mental health
expenditures are predominantly publicly funded at
57%, compared to 46% of overall health care
expenditures. Between 1987 and 1997, mental
health spending did not keep pace with general
health care because of declines in private health
spending under managed care and cutbacks in
hospital expenditures. "

The Current Mental Health
System Is Complex

In its Interim Report to the President, the
Commission declared, ... the mental health
delivery system is fragmented and in disarray ...
lead[ing] to unnecessary and costly disability,
homelessness, school failure and incarceration.”
The report described the extent of unmet needs
and barriers to care, including:

e Fragmentation and gaps in care for children,

e Fragmentation and gaps in care for adults with
serious mental illnesses,

e High unemployment and disability for people
with serious mental illnesses,

e Lack of care for older adults with mental
illnesses, and

e [ack of national priority for mental health and
suicide prevention.

The Interim Report concluded that the system is
not oriented to the single most important goal of
the people it serves — the hope of recovery. State-
of-the-art treatments, based on decades of
research, are not being transferred from research to
community settings. In many communities, access
to quality care is poor, resulting in wasted
resources and lost opportunities for recovery.
More individuals could recover from even the
most serious mental illnesses if they had access in
their communities to treatment and supports that
are tailored to their needs.

The Commission recognizes that thousands of
dedicated, caring, skilled providers staff and
manage the service delivery system. The
Commission does not attribute the shortcomings
and failings of the contemporary system to a lack
of professionalism or compassion of mental health
care workers. Rather, problems derive principally
from the manner in which the Nation’s
community-based mental health system has
evolved over the past four to five decades. In
short, the Nation must replace unnecessary
institutional care with efficient, effective




community services that people can count on. It
needs to integrate programs that are fragmented
across levels of government and among many
agencies.

Building on the research literature and comments
from more than 2,300 consumers, family
members, providers, administrators, researchers,
government officials, and others who provided
valuable insight into the way mental health care is
delivered, after its yearlong study, the Commission
concludes that traditional reform measures are not
enough to meet the expectations of consumers and
families.

To improve access to quality care and services, the
Commission recommends fundamentally
transforming how mental health care is delivered
in America. The goals of this fundamental change
are clear and align with the direction that the
President established.

The Goal of a Transformed
System: Recovery

To achieve the promise of community living for
everyone, new service delivery patterns and
incentives must ensure that every American has
easy and continuous access to the most current
treatments and best support services. Advances in
research, technology, and our understanding of
how to treat mental illnesses provide powerful
means to transform the system. In a transformed
system, consumers and family members will have
access to timely and accurate information that
promotes learning, self-monitoring, and
accountability. Health care providers will rely on

¢ In this Final Report, consumer identifies people who use or
have used mental health services (also known as mental
health consumers, survivors, patients, or clients).

up-to-date knowledge to provide optimum care for
the best outcomes.

When a serious mental illness or a serious
emotional disturbance is first diagnosed, the health
care provider — in full partnership with
consumers and families — will develop an
individualized plan of care for managing the
illness. This partnership of personalized care
means basically choosing who, what, and how
appropriate health care will be provided:

e Choosing which mental health care
professionals are on the team,

e Sharing in decision making, and

e Having the option to agree or disagree with
the treatment plan.

The highest quality of care and information will be
available to consumers and families, regardless of
their race, gender, ethnicity, language, age, or
place of residence. Because recovery will be the
common, recognized outcome of mental health
services, the stigma surrounding mental illnesses
will be reduced, reinforcing the hope of recovery
for every individual with a mental illness.

In this Final Report ...

Stigma refers to a cluster of negative attitudes
and beliefs that motivate the general public to
fear, reject, avoid, and discriminate against
people with mental illnesses. Stigma is
widespread in the United States and other
Western nations.'® Stigma leads others to avoid
living, socializing, or working with, renting to, or
employing people with mental disorders —
especially severe disorders, such as
schizophrenia. It leads to low self-esteem,
isolation, and hopelessness. It deters the public
from seeking and wanting to pay for care.’
Responding to stigma, people with mental health
problems internalize public attitudes and become
so embarrassed or ashamed that they often
conceal symptoms and fail to seek treatment.

As more individuals seek help and share their
stories with friends and relatives, compassion will
be the response, not ridicule.




Successfully transforming the mental health
service delivery system rests on two principles:

® First, services and treatments must be consumer
and family centered, geared to give consumers
real and meaningful choices about treatment
options and providers — not oriented to the
requirements of bureaucracies.

® Second, care must focus on increasing consumers’
ability to successfully cope with life’s challenges,
on facilitating recovery, and on building

resilience, not just on managing symptoms.

Built around consumers’ needs, the system must
be seamless and convenient.

In this Final Report ...

Recovery refers to the process in which people are
able to live, work, learn, and participate fully in
their communities. For some individuals, recovery is
the ability to live a fulfilling and productive life
despite a disability. For others, recovery implies the
reduction or complete remission of symptoms.
Science has shown that having hope plays an integral
role in an individual’s recovery.

Resilience means the personal and community
qualities that enable us to rebound from adversity,
trauma, tragedy, threats, or other stresses — and to
go on with life with a sense of mastery, competence,
and hope. We now understand from research that
resilience is fostered by a positive childhood and
includes positive individual traits, such as optimism,
good problem-solving skills, and treatments. Closely-
knit communities and neighborhoods are also

resilient, providing supports for their members.

GOALS

In a Transformed Mental Health System ...

Transforming the system so that it will be both
consumer and family centered and recovery-
oriented in its care and services presents
invigorating challenges. Incentives must change to
encourage continuous improvement in agencies
that provide care. New, relevant research findings
must be systematically conveyed to front-line
providers so that they can be applied to practice
quickly. Innovative strategies must inform
researchers of the unanswered questions of
consumers, families, and providers. Research and
treatment must recognize both the commonalities
and the differences among Americans and must
offer approaches that are sensitive to our diversity.
Treatment and services that are based on proven
effectiveness and consumer preference — not just
on tradition or outmoded regulations — must be
the basis for reimbursements.

The Nation must invest in the infrastructure to
support emerging technologies and integrate them
into the system of care. This new technology will
enable consumers to collaborate with service
providers, assume an active role in managing their
illnesses, and move more quickly toward recovery.

The Commission identified the following six goals
as the foundation for transforming mental health
care in America. The goals are intertwined. No
single step can achieve the fundamental
restructuring that is needed to transform the
mental health care delivery system.

Americans Understand that Mental Health Is Essential to

GoaL1 Overall Health.

GOAL 2 Mental Health Care Is Consumer and Family Driven.

GoAL3 Disparities in Mental Health Services Are Eliminated.

G 4 Early Mental Health Screening, Assessment, and Referral to
OAL Services Are Common Practice.

GOAL 5 Excellent Mental Health Care Is Delivered and Research Is
OAL Accelerated.

G 6 Technology Is Used to Access Mental Health Care and
OAL Information.




Achieving these goals will transform mental health
care in America.

The following section of this report gives an
overview of each goal of the transformed system,
as well as the Commission’s recommendations for

moving the Nation toward achieving it. In the
remainder of this report, the Commission
discusses each goal in depth, showcasing model
programs to illustrate the goal in practice and
providing specific recommendations needed to
transform the mental health system in America.



Americans Understand that Mental Health Is Essential to

GoaL 1 Overall Health.

n a transformed mental health system,

Americans will seek mental health care when

they need it — with the same confidence that

they seek treatment for other health problems.

As a Nation, we will take action to ensure our
health and well being through learning, self-
monitoring, and accountability. We will continue
to learn how to achieve and sustain our mental
health.

The stigma that surrounds mental illnesses and
seeking care for mental illnesses will be reduced
or eliminated as a barrier. National education
initiatives will shatter the misconceptions about
mental illnesses, thus helping more Americans
understand the facts and making them more
willing to seek help for mental health problems.
Education campaigns will also target specific
audiences, including:

e Rural Americans who may have had little
exposure to the mental health service system,

e Racial and ethnic minority groups who may
hesitate to seek treatment in the current
system, and

e People whose primary language is not
English.

When people have a personal understanding of the
facts, they will be less likely to stigmatize mental
illnesses and more likely to seek help for mental
health problems. The actions of reducing stigma,
increasing awareness, and encouraging treatment
will create a positive cycle that leads to a healthier
population. As a Nation, we will also understand
that good mental health can have a positive impact
on the course of other illnesses, such as cancer,
heart disease, and diabetes.

Improving services for individuals with mental
illnesses will require paying close attention to how
mental health care and general medical care
systems work together. While mental health and

physical health are clearly connected, the
transformed system will provide collaborative care
to bridge the gap that now exists.

Effective mental health treatments will be more
readily available for most common mental
disorders and will be better used in primary care
settings. Primary care providers will have the
necessary time, training, and resources to
appropriately treat mental health problems.
Informed consumers of mental health service will
learn to recognize and identify their symptoms and
will seek care without the fear of being
disrespected or stigmatized. Older adults, children
and adolescents, individuals from ethnic minority
groups, and uninsured or low-income patients who
are treated in public health care settings will
receive care for mental disorders.

The transformed mental health system will rely on
multiple sources of financing with the flexibility to
pay for effective mental health treatments and
services. This is a basic principle for a recovery-
oriented system of care.

To aid in transforming the mental health system,
the Commission makes two recommendations:

1.1 Advance and implement a national campaign
to reduce the stigma of seeking care and a
national strategy for suicide prevention.

1.2  Address mental health with the same urgency
as physical health.




GOAL?2

n a transformed mental health system, a
diagnosis of a serious mental illness or a
serious emotional disturbance will set in
motion a well-planned, coordinated array of
services and treatments defined in a single
plan of care. This detailed roadmap — a
personalized, highly individualized health
management program — will help lead the way to
appropriate treatment and supports that are
oriented toward recovery and resilience.
Consumers, along with service providers, will
actively participate in designing and developing
the systems of care in which they are involved.

An individualized plan of care will give
consumers, families of children with serious
emotional disturbances, clinicians, and other
providers a valid opportunity to construct and
maintain meaningful, productive, and healing
relationships. Opportunities for updates — based
on changing needs across the stages of life and the
requirement to review treatment plans regularly —
will be an integral part of the approach. The plan
of care will be at the core of the consumer-
centered, recovery-oriented mental health system.
The plan will include treatment, supports, and
other assistance to enable consumers to better
integrate into their communities; it will allow
consumers to realize improved mental health and
quality of life.

In partnership with their health care providers,
consumers and families will play a larger role in
managing the funding for their services,
treatments, and supports. Placing financial support
increasingly under the management of consumers
and families will enhance their choices. By
allowing funding to follow consumers, incentives
will shift toward a system of learning, self-
monitoring, and accountability. This program
design will give people a vested economic interest
in using resources wisely to obtain and sustain
recovery.

Mental Health Care Is Consumer and Family Driven.

The transformed system will ensure that needed
resources are available to consumers and families.
The burden of coordinating care will rest on the
system, not on the families or consumers who are
already struggling because of a serious illness.
Consumers’ needs and preferences will drive the
types and mix of services provided, considering
the gender, age, language, development, and
culture of consumers.

To ensure that needed resources are available to
consumers and families in the transformed system,
States will develop a comprehensive mental health
plan to outline responsibility for coordinating and
integrating programs. The State plan will include
consumers and families and will create a new
partnership among the Federal, State, and local
governments. The plan will address the full range
of treatment and support service programs that
mental health consumers and families need.

In exchange for this accountability, States will
have the flexibility to combine Federal, State, and
local resources in creative, innovative, and more
efficient ways, overcoming the bureaucratic
boundaries between health care, employment
supports, housing, and the criminal justice
systems.

Increased flexibility and stronger accountability
will expand the choices and the array of services
and supports available to attain the desired
outcomes. Creative programs will be developed to
respond to the needs and preferences of consumers
and families, as reflected in their individualized
plans of care.



Giving consumers the ability to participate fully in
their communities will require a few essentials:

e Access to health care,
e  Gainful employment opportunities,
e Adequate and affordable housing, and

e The assurance of not being unjustly
incarcerated.

Strong leadership will need to:

e Align existing programs to deliver services
effectively,

e Remove disincentives to employment (such as
loss of financial benefits or having to choose
between employment and health care), and

e Provide for a safe place to live.

In this transformed system, consumers’ rights will
be protected and enhanced. Implementing the
1999 Olmstead v. L.C decision in all States will
allow services to be delivered in the most
integrated setting possible — services in
communities rather than in institutions. And
services will be readily available so that
consumers no longer face unemployment,
homelessness, or incarceration because of
untreated mental illnesses.

No longer will parents forgo the mental health
services that their children desperately need. No
longer will loving, responsible American parents
face the dilemma of trading custody for care.
Families will remain intact. Issues of custody will
be separated from issues of care.

In this transformed system, stigma and
discrimination against people with mental illnesses

will not have an impact on securing health care,
productive employment, or safe housing. Our
society will not tolerate employment
discrimination against people with serious mental
illnesses — in either the public or private sector.

Consumers’ rights will be protected concerning
the use of seclusion and restraint. Seclusion and
restraint will be used only as safety interventions
of last resort, not as treatment interventions. Only
licensed practitioners who are specially trained
and qualified to assess and monitor consumers’
safety and the significant medical and behavioral
risks inherent in using seclusion and restraint will
be able to order these interventions.

The hope and the opportunity to regain control of
their lives —often vital to recovery — will
become real for consumers and families.
Consumers will play a significant role in shifting
the current system to a recovery-oriented one by
participating in planning, evaluation, research,
training, and service delivery.

To aid in transforming the mental health system,
the Commission makes five recommendations:

2.1 Develop an individualized plan of care for
every adult with a serious mental illness and
child with a serious emotional disturbance.

2.2 Involve consumers and families fully in
orienting the mental health system toward
recovery.

2.3  Align relevant Federal programs to improve
access and accountability for mental health
services.

2.4 Create a Comprehensive State Mental Health
Plan.

2.5 Protect and enhance the rights of people with
mental illnesses.



GOAL 3

n a transformed mental health system, all

Americans will share equally in the best

available services and outcomes, regardless of

race, gender, ethnicity, or geographic

location. Mental health care will be highly
personal, respecting and responding to individual
differences and backgrounds. The workforce will
include members of ethnic, cultural, and linguistic
minorities who are trained and employed as
mental health service providers. People who live
in rural and remote geographic areas will have
access to mental health professionals and other
needed resources. Advances in treatments will be
available in rural and less populated areas.
Research and training will continuously aid
clinicians in understanding how to appropriately
tailor interventions to the needs of consumers,
recognizing factors such as age, gender, race,
culture, ethnicity, and locale.

Services will be tailored for culturally diverse
populations and will provide access, enhanced
quality, and positive outcomes of care. American
Indians, Alaska Natives, African Americans,
Asian Americans, Pacific Islanders, and Hispanic
Americans will not continue to bear a
disproportionately high burden of disability from
mental health disorders.' These populations will
have accessible, available mental health services.
They will receive the same high quality of care
that all Americans receive. To develop culturally
competent treatments, services, care, and support,
mental health research will include these
underserved populations. In addition, providers
will include individuals who share and respect the
beliefs, norms, values, and patterns of
communication of culturally diverse populations.
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Disparities in Mental Health Services Are Eliminated.

In rural and remote geographic areas, service
providers will be more readily available to help
create a consumer-centered system. Using such
tools as videoconferencing and telehealth,
advances in treatments will be brought to rural and
less populated areas of the country. These
technologies will be used to provide care at the
same time they break down the sense of isolation
often experienced by consumers.

Mental health education and training will be
provided to general health care providers,
emergency room staff, and first responders, such
as law enforcement personnel and emergency
medical technicians, to overcome the uneven
geographic distribution of psychiatrists,
psychologists, and psychiatric social workers.

To aid in transforming the mental health system,
the Commission makes two recommendations:

3.1 Improve access to quality care that is
culturally competent.

3.2 Improve access to quality care in rural and
geographically remote areas.



GoAL 4

n a transformed mental health system, the

early detection of mental health problems in

children and adults — through routine and

comprehensive testing and screening — will

be an expected and typical occurrence. At the
first sign of difficulties, preventive interventions
will be started to keep problems from escalating.
For example, a child whose serious emotional
disturbance is identified early will receive care,
preventing the potential onset of a co-occurring
substance use disorder and breaking a cycle that
otherwise can lead to school failure and other
problems.

Quality screening and early intervention will occur
in both readily accessible, low-stigma settings, such
as primary health care facilities and schools, and in
settings in which a high level of risk exists for
mental health problems, such as criminal justice,
juvenile justice, and child welfare systems. Both
children and adults will be screened for mental
illnesses during their routine physical exams.

For consumers of all ages, early detection,
assessment, and links with treatment and supports
will help prevent mental health problems from
worsening. Service providers across settings will
also routinely screen for co-occurring mental
illnesses and substance use disorders. Early

Early Mental Health Screening, Assessment, and Referral
to Services Are Common Practice.

intervention and appropriate treatment will also
improve outcomes and reduce pain and suffering
for children and adults who have or who are at risk
for co-occurring mental and addictive disorders.

Early detection of mental disorders will result in
substantially shorter and less disabling courses of
impairment.

To aid in transforming the mental health system,
the Commission makes four recommendations:

4.1 Promote the mental health of young
children.

Improve and expand school mental health
programs.

4.3 Screen for co-occurring mental and
substance use disorders and link with
integrated treatment strategies.

4.2

4.4 Screen for mental disorders in primary
health care, across the lifespan, and

connect to treatment and supports.

11



Excellent Mental Health Care Is Delivered and Research Is

GOALSS Accelerated.

n a transformed mental health system,

consistent use of evidence-based, state-of-the

art medications and psychotherapies will be

standard practice throughout the mental health

system. Science will inform the provision of

services, and the experience of service
providers will guide future research. Every time any
American — whether a child or an adult, a member
of a majority or a minority, from an urban or rural
area — comes into contact with the mental health
system, he or she will receive excellent care that is
consistent with our scientific understanding of what
works. That care will be delivered according to the
consumer’s individualized plan.

Research has yielded important advances in our
knowledge of the brain and behavior, and helped
develop effective treatments and service delivery
strategies for many mental disorders. In a
transformed system, research will be used to
develop new evidence-based practices to prevent
and treat mental illnesses. These discoveries will
be immediately put into practice. Americans with
mental illnesses will fully benefit from the
enormous increases in the scientific knowledge
base and the development of many effective
treatments.

Also benefiting from these developments, the
workforce will be trained to use the most advanced
tools for diagnosis and treatments. Translating
research into practice will include adequate
training for front-line providers and professionals,
resulting in a workforce that is equipped to use the
latest breakthroughs in modern medicine.
Research discoveries will become routinely
available at the community level. To realize the
possibilities of advances in treatment, and
ultimately in prevention or a cure, the Nation will
continue to invest in research at all levels.
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Knowledge about evidence-based practices (the
range of treatments and services of well-
documented effectiveness), as well as emerging best
practices (treatments and services with a promising
but less thoroughly documented evidentiary base),
will be widely circulated and used in a variety of
mental health specialties and in general health,
school-based, and other settings. Countless people
with mental illnesses will benefit from improved
consumer outcomes including reduced symptoms,
fewer and less severe side effects, and improved
functioning. The field of mental health will be
encouraged to expand its efforts to develop and test
new treatments and practices, to promote awareness
of and improve training in evidence-based practices,
and to better finance those practices.

The Nation will have a more effective system to
identify, disseminate, and apply proven treatments
to mental health care delivery. Research and
education will play critical roles in the
transformed mental health system. Advanced
treatments will be available and adapted to
individual preferences and needs, including
language and other ethnic and cultural
considerations. Investments in technology will
also enable both consumers and providers to find
the most up-to-date resources and knowledge to
provide optimum care for the best outcomes.
Studies will incorporate the unique needs of
cultural, ethnic, and linguistic minorities and will
help ensure full access to effective treatment for
all Americans.



To aid in transforming the mental health system,
the Commission makes four recommendations:

5.1

5.2

Accelerate research to promote recovery and
resilience, and ultimately to cure and prevent
mental illnesses.

Advance evidence-based practices using
dissemination and demonstration projects and
create a public-private partnership to guide
their implementation.

5.3

5.4

Improve and expand the workforce providing
evidence-based mental health services and
supports.

Develop the knowledge base in four
understudied areas: mental health disparities,
long-term effects of medications, trauma, and
acute care.

13



GOAL 6 Information.

n a transformed mental health system,

advanced communication and information

technology will empower consumers and

families and will be a tool for providers to

deliver the best care. Consumers and families
will be able to regularly communicate with the
agencies and personnel that deliver treatment and
support services and that are accountable for
achieving the goals outlined in the individual plan
of care. Information about illnesses, effective
treatments, and the services in their community
will be readily available to consumers and
families.

Access to information will foster continuous,
caring relationships between consumers and
providers by providing a medical history, allowing
for self-management of care, and electronically
linking multiple service systems. Providers will
access expert systems that bring to bear the most
recent breakthroughs and studies of optimal
outcomes to facilitate the best care options.
Having agreed to use the same health messaging
standards, pharmaceutical codes, imaging
standards, and laboratory test names, the Nation’s
health system will be much closer to speaking a
common language and providing superior patient
care. Informed consumers and providers will result
in better outcomes and will more efficiently use
resources.

Electronic health records can improve quality by
promoting adoption and adherence to evidence-
based practices through inclusion of clinical
reminders, clinical practice guidelines, tools for
clinical decision support, computer order entry,
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Technology Is Used to Access Mental Health Care and

and patient safety alert systems. For example,
prescription medications being taken or specific
drug allergies would be known, which could
prevent serious injury or death resulting from drug
interactions, excessive dosages or allergic
reactions.

Access to care will be improved in many
underserved rural and urban communities by using
health technology, telemedicine care, and
consultations. Health technology and telehealth
will offer a powerful means to improve access to
mental health care in underserved, rural, and
remote areas. The privacy of personal health
information — especially in the case of mental
illnesses — will be strongly protected and
controlled by consumers and families. With
appropriate privacy protection, electronic records
will enable essential medical and mental health
information to be shared across the public and
private sectors.

Reimbursements will become flexible enough to
allow implementing evidence-based practices and
coordinating both traditional clinical care and e-
health visits. In both the public and private sectors,
policies will change to support these innovative
approaches.



An integrated information technology and
communications infrastructure will be critical to
achieving the five preceding goals and
transforming mental health care in America. To
address this technological need in the mental
health care system, this goal envisions two critical
technological components:

e A robust telehealth system to improve access
to care, and

e An integrated health records system and a
personal health information system for
providers and patients.

To aid in transforming the mental health system,
the Commission makes two recommendations:

6.1 Use health technology and telehealth to
improve access and coordination of mental
health care, especially for Americans in
remote areas or in underserved populations.

6.2 Develop and implement integrated electronic
health record and personal health information
systems.

15



reventing mental illnesses remains a

promise of the future. Granted, the best

option is to avoid or delay the onset of

any illness, but the Executive Order

directed the Commission to conduct a
comprehensive study of the delivery of mental
health services. The Commission recognizes that it
is better to prevent an illness than to treat it, but
unmet needs and barriers to services must first be
identified to reach the millions of Americans with
existing mental illnesses who are deterred from
seeking help. The barriers may exist for a variety
of reasons:

e Stigma,

e Fragmented services,

e (Cost,

e  Workforce shortages,

e Unavailable services, and

e Not knowing where or how to get care.

These barriers are all discussed in this report.
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The Commission — aware of all the limitations on
resources — examined realigning Federal
financing with a keen awareness of the constraints.
As such, the policies and improvements
recommended in this Final Report reflect policy
and program changes that make the most of
existing resources by increasing cost effectiveness
and reducing unnecessary and burdensome
regulatory barriers, coupled with a strong measure
of accountability. A transformed mental health
system will more wisely invest resources to
provide optimal care while making the best use of
limited resources.

The process of transforming mental health care in
America drives the system toward a delivery
structure that will give consumers broader
discretion in how care decisions are made. This
shift will give consumers more confidence to
require that care be sensitive to their needs, that
the best available treatments and supports be
available, and that demonstrably effective
technologies be widely replicated in different
settings. This confidence will then enhance
cooperative relationships with mental health care
professionals who share the hope of recovery.



GOALS AND RECOMMENDATIONS

In a Transformed Mental Health System ...

GoAL 1 Americans Understand that Mental Health Is Essential to Overall Health.

RECOMMENDATIONS 1,1  Advance and implement a national campaign to reduce the stigma of seeking
care and a national strategy for suicide prevention.

1.2 Address mental health with the same urgency as physical health.

GOAL 2 Mental Health Care Is Consumer and Family Driven.

RECOMMENDATIONS 2.1  Develop an individualized plan of care for every adult with a serious mental
illness and child with a serious emotional disturbance.

2.2 Involve consumers and families fully in orienting the mental health system
toward recovery.

2.3 Align relevant Federal programs to improve access and accountability for
mental health services.

2.4  Create a Comprehensive State Mental Health Plan.

2.5 Protect and enhance the rights of people with mental illnesses.

GOAL 3 Disparities in Mental Health Services Are Eliminated.

RECOMMENDATIONS 3.1  Improve access to quality care that is culturally competent.

3.2 Improve access to quality care in rural and geographically remote areas.

GOAL 4 Early Mental Health Screening, Assessment, and Referral to Services Are Common Practice.

RECOMMENDATIONS 4.1  Promote the mental health of young children.
4.2 Improve and expand school mental health programs.

4.3  Screen for co-occurring mental and substance use disorders and link with
integrated treatment strategies.

4.4 Screen for mental disorders in primary health care, across the life span, and
connect to treatment and supports.
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GOAL 5 Excellent Mental Health Care Is Delivered and Research Is Accelerated.

RECOMMENDATIONS 5.1  Accelerate research to promote recovery and resilience, and ultimately to
cure and prevent mental illnesses.

5.2 Advance evidence-based practices using dissemination and demonstration
projects and create a public-private partnership to guide their
implementation.

5.3 Improve and expand the workforce providing evidence-based mental health
services and supports.

5.4 Develop the knowledge base in four understudied areas: mental health
disparities, long-term effects of medications, trauma, and acute care.

GOAL 6 Technology Is Used to Access Mental Health Care and Information.

RECOMMENDATIONS 6.1  Use health technology and telehealth to improve access and coordination of
mental health care, especially for Americans in remote areas or in
underserved populations.

6.2 Develop and implement integrated electronic health record and personal
health information systems.
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Americans Understand that Mental
GOAL 1 Health Is Essential to Overall Health.

1.1 Advance and implement a national campaign to
reduce the stigma of seeking care and a national

strategy for suicide prevention.
RECOMMENDATIONS gy P

1.2 Address mental health with the same urgency as
physical health.

Understanding the Goal

Many People with Mental As the President indicated in his speech
announcing the Commission (Albuquerque, New

Illnesses Go Untreated Mexico, April 29, 2002),

Too many Americans are unaware that mental “Our country must make a

illnesses can be treated and recovery is possible. In commitment: Americans with mental

fact, a wide array of effective mental health illness deserve our understanding,

services and treatments is available to allow and they deserve excellent care.

They deserve a health system that
treats their illness with the same
urgency as a physical illness.”

children and adults to be vital contributors to their
communities. Yet, too many people remain
unserved, and the consequences can be shattering.
Some people end up addicted to drugs or alcohol,
on the streets and homeless, or in jail, prison, or
juvenile detention facilities.

Unfortunately, several obstacles to achieving this
goal remain. For example, stigma frequently
surrounds mental illnesses, prompting many

The World Health Organization (WHO) identified ~ People to hide their symptoms and avoid
mental illnesses as the leading causes of disability treatment. Sadly, only 1 out of 2 people with a
worldwide. (See Figure 1.1.) This groundbreaking serious formzc;f mental illness seeks treatment for
study found that mental illnesses (including the disorder.”™

depression, bipolar disorder, and schizophrenia)

account for nearly 25% of all disability across

major industrialized countries."
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FIGURE 1.1. Causes of Disability*
United States, Canada and Western Europe, 2000
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* Causes of disability for all ages combined. Measures of disability are based
on the number of years of “healthy” life lost with less than full health (i.e.,
YLD: years lost due to disability) for each incidence of disease, illness, or
condition. All data shown add up to 100%.

Stigma Impedes People from
Getting the Care They Need

Stigma is a pervasive barrier to understanding the
gravity of mental illnesses and the importance of
mental health. For instance, 61% of Americans
think that people with schizophrenia are likely to
be dangerous to others.'” However, in reality,
these individuals are rarely violent. If they are
violent, the violence is usually tied to substance
abuse.'®

20

Some people may not recognize or correctly
identify their symptoms of mental illness; when
they do recognize them, they may be reluctant to
seek care because of stigma.'”*** Stigma is
particularly pronounced among older adults, ethnic
and racial minorities, and residents of rural areas.’

Suicide Presents Serious
Challenges

Suicide is a serious public health challenge that has
not received the attention and degree of national
priority it deserves. Many Americans are unaware of
suicide’s toll and its global impact. It is the leading
cause of violent deaths worldwide, outnumbering
homicide or war-related deaths." (See Figure 1.2.)



FIGURE 1.2.
Suicide Is the Leading Cause of
Violent Deaths Worldwide

Homicide
31.3%

War-related
/ deaths 18.6%
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In the U.S., suicide claims approximately 30,000
lives each year. Overall, suicide was the 11™
leading cause of death among Americans in
2000.*" In 1999, more than 152,000 hospital
admissions and more than 700,000 visits to
hospital emergency rooms were for self-harming
behaviors.*” The vast majority of all people who
die by suicide have a mental illness — often
undiagnosed or untreated.”'

Suicide was also the fourth leading cause of death
among youth aged 10-14, third among those
between 15 and 24, second among 25- to 34-year
olds, and fourth among those 35-44 years in
1999.% The rate of suicide is highest among older
men, compared with all other age groups. But
alarmingly, the rate of teen suicide (for those from
ages 15 to 19) has tripled since the 1950s.*'

Better Coordination Is Needed
Between Mental Health Care
and Primary Health Care

Research demonstrates that mental health is key to
overall physical health.*** Therefore, improving
services for individuals with mental illnesses
requires paying close attention to how mental
health care and general medical care interact.
While mental health and physical health are

clearly connected, a chasm exists between the
mental health care and general health care systems
in financing and practice. Primary care providers
may lack the necessary time, training, or resources
to provide appropriate treatment for mental health
problems.

Mental disorders frequently co-exist with other
medical disorders. For example, a number of studies
have shown that adults with common medical
disorders have high rates of depression and
anxiety.””*’ Depression is also common in people
with coronary heart disease and other cardiac
illnesses. This situation is especially dangerous
because depression increases the risk of dying from
heart disease by as much as three-fold.”"*!
Depression impairs self-care and adherence to
treatments for chronic medical illnesses.” Similarly,
people with both diabetes and depression have a
greater likelihood of experiencing a greater number
of diabetes complications compared to those without
depression.*

Mental Health Financing Poses
Challenges

Insurance plans that place greater restrictions on
treating mental illnesses than on other illnesses
prevent some individuals from getting the care that
would dramatically improve their lives. Mental
health benefits have traditionally been more
limited than other medical benefits.

The Commission strongly supports the President’s
call for Federal legislation to provide full parity
between insurance coverage for mental health care
and for physical health care.

States have relied on the Medicaid program to
support their mental health systems. As a result,
Medicaid is now the largest payer of mental health
services in the country.
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Studies show that 20% to 25% of services for non-
elderly adult users of mental health are funded
only by Medicaid. Between 7% and 13% of
Medicaid enrollees are mental health service users.
By 1997, Medicaid spent more than $14 billion
that accounted for 20% of all mental health
spending and 36% of all public mental health
spending in the United States.'”*** (See Figure
1.3.) Although States have used Medicaid as a
primary source of funding, missed opportunities
exist because States are often uncertain about:

e How to cover evidence-based practices,

e  Which services may be covered under the
traditional State plan,

e  Which services are allowable under waiver,
and

e How to use Medicaid funds seamlessly with
other private sources.

FIGURE 1.3.
Distribution of Public and Private Mental
Health Expenditures, 1997
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Also, many older adults and disabled individuals
may rely on Medicare for their health care.
However, in this program, coverage is an issue —
with the most obvious example being the lack of a
prescription drug benefit. As important as
Medicaid and Medicare have been, they have not
always grown along with the dramatic
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improvements in health care, such as prescription
drugs, preventive care, and coordination of care.
Action is needed now to remedy this problem.

Services and Funding Are
Fragmented Across Several
Programs

To add to the problem, services and funding are
fragmented across different programs.
Increasingly, multiple programs with disparate
objectives and requirements finance services and
supports for those with mental illnesses including:

e State and local general fund appropriations,
e Medicare,

e Social Security (Social Security Income/
Social Security and Disability Income
payments),

e Vocational rehabilitation,
e Education,

e Temporary Assistance for Needy Families
(TANF),

e Juvenile justice and criminal justice,
e  Child welfare, and

e Federal block grants.

While each program provides essential assistance,
together they create a financing approach that is
complex, fragmented, and inconsistent in its
coverage.

Financing Sources Can Be
Restrictive

The current system of mental health care must rely
on many sources of financing. Too many of those
funding streams are tightly restricted in how they
can be used or for whom. Providing access to
effective treatments and services that are easy to
navigate and that use flexible funding streams is
crucial to transforming mental health care in
America.



Currently, eligibility requirements for receiving
services or supports and reimbursement policies

Achieving the Goal

vary widely, and States must rely on waivers to
provide treatments and supports that Federal
standards deem optional. If the mental health care
system is to be responsive to the unique needs of
consumers, then it must be flexible enough to
accommodate each person. Our treatment systems
should be able to serve consumers who are
uninsured or who need a service that isn’t covered
by their insurer. Steps must be taken to improve
the flexibility and accountability of financing in
both private insurance and public programs.

1.1 Advance and implement a national campaign to reduce

RECOMMENDATION

the stigma of seeking care and a national strategy for

suicide prevention.

Public Education Activities Can
Help Encourage People to Seek
Treatment

Research findings support the connection between
good mental health and overall personal health.***
Increasing public understanding that mental health
is an essential and an integral part of overall health
can lead to improved services, more balanced
policy decisions, and a healthier Nation.

Increasing public understanding about mental
health and mental illnesses requires action at every
level of government and in the private sector. The
first step is to reduce the stigma surrounding
mental illnesses, using targeted public education
activities that are designed to provide the public
with factual information about mental illnesses
and to suggest strategies for enhancing mental
health, much like anti-smoking campaigns
promote physical health.

Research shows that the most effective way to
reduce stigma is through personal contact with
someone with a mental illness.”® The U.S.
Department of Health and Human Services (HHS)
has incorporated this research finding into its new

campaign targeted to men, Real Men. Real
Depression. Through compelling personal stories
told through television, video, the Internet, and
print media, the campaign encourages men to
recognize depression and its impact on their work,
home, and community life. For America to move
forward in addressing the seriousness of mental
health issues, the public must understand that these
mental conditions are illnesses that can be reliably
diagnosed and effectively treated.

Targeted public education can increase awareness
about the effectiveness of mental health services
and can encourage people to seek treatment, thus
reducing the stigma and discrimination associated
with mental illnesses. Eliminating stigma will also
help reduce the isolation of these individuals from
society.

Media-oriented and other types of mental health
awareness campaigns can inform the public about
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where and how to obtain help. Collaboration
between the public and private sectors and close
coordination with consumers and other
stakeholders is encouraged to reduce the
possibility of sending mixed messages or
duplicated messages to the public.

Campaigns should use a multi-faceted approach
that includes various public education strategies,
as well as direct, consumer-to-target audience,
interpersonal contact methods, such as dialog
meetings and speakers’ bureaus. The campaigns
should also address and promote the themes of
recovery and the positive societal contributions
that people with mental illnesses make, correcting
the misperceptions associated with these illnesses.

The Commission recommends that the Substance
Abuse and Mental Health Services Administration
(SAMHSA) and National Institutes of Health
(NIH) take the lead to coordinate and develop
targeted public education initiatives to increase
understanding of mental illnesses and to encourage
help-seeking behaviors. By increasing the public’s
understanding that mental illnesses are treatable
and recovery is possible, stigma and
discrimination will be reduced for people with
mental illnesses. In addition, this change of
attitude is important because screening and
identifying mental illnesses are of little value
unless the person with the problem is willing to
accept the care that may be offered.

Swift Action Is Needed to
Prevent Suicide

The urgent need for action on suicide prevention is
the subject of a number of recent reports and
congressional resolutions. For example, just last
year the Institute of Medicine (IOM) underscored
suicide prevention as a significant public health
problem with the publication Reducing Suicide: A
National Imperative.*"

As another example, through its pioneering
program on suicide prevention, the U.S. Air Force
works to reverse deep-seated attitudes in the
military that seeking help should be avoided and is
shameful. (See Figure 1.4.) The program helps the
target audience — in this case Air Force personnel
— recognize that it takes courage to confront life’s
stresses and that taking steps to do so is “career-
enhancing.”

In addition, the National Strategy for Suicide
Prevention (NSSP) was developed and launched
through the combined work of advocates,
clinicians, researchers, and survivors around the
Nation.”” It is the first attempt in the United States
to prevent suicide through such a coordinated
approach. The NSSP lays out a suicide prevention
framework for action and guides development of
an array of services and programs. It requires
involving a variety of organizations and
individuals and emphasizes coordinating resources
and delivering culturally appropriate services at all
levels of a public-private partnership. This
promising blueprint for change is poised to guide
the Nation toward a brighter future for suicide
prevention.

The Commission urges swiftly implementing and
enhancing the NSSP to serve as a blueprint for
communities and all levels of government. Within
the public education component of this initiative,
the messages should encourage the target
audiences to seek help for mental health problems
and to understand that suicide is preventable.
Public education efforts should also be targeted to
distinct and often hard-to-reach populations, such
as ethnic and racial minorities, older men, and
adolescents.
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FIGURE 1.4. MODEL PROGRAM: Suicide Prevention and Changing Attitudes About Mental Health Care

Program Air Force Initiative to Prevent Suicide
Goal To reduce the alarming rate of suicide. Between 1990 and 1994, one in every
four deaths among active duty U.S. Air Force personnel was from suicide. After
unintentional injuries, suicide was the second leading cause of death in the Air
Force.

Features In 1996, the Air Force Chief of Staff initiated a community-wide approach to
prevent suicide through hard-hitting messages to all active duty personnel. The
messages recognized the courage of those confronting life’s stresses and
encouraged them to seek help from mental health clinics — actions that were
once regarded as career hindering, but were now deemed “career-enhancing.”
Other features of the program: education and training, improved surveillance,
critical incident stress management, and integrated delivery systems of care.

Outcomes From 1994 to 1998, the suicide rate dropped from 16.4 to 9.4 suicides per
100,000. By 2002, the overall decline from 1994 was about 50%. Researchers also
found significant declines in violent crime, family violence, and deaths that
resulted from unintentional injuries. Air Force leaders have emphasized
community-wide involvement in every aspect of the project.
Biggest challenge Sustaining the enthusiasm by service providers as the program has become more
established.
How other The program can be transferred to any community that has identified leaders
organizations can and organization, especially other military services, large corporations, police
adopt forces, firefighters, schools, and universities.
Sites All U.S. Air Force locations throughout the world
Further, the Commission recommends forming a voluntary coalitions to address suicide prevention
national level public-private partnership to in communities and would include local leaders,
advance the goals and objectives of the NSSP that business and school personnel, and representatives
proposes local projects in every State. This public-  of the faith community.

private partnership would emphasize building
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RECOMMENDATION health.

1.2 Address mental health with the same urgency as physical

Recognize the Connection
Between Mental Health and
Physical Health

Health care and other human service systems
should treat adults with serious mental illnesses
and children with serious emotional disturbances
with the same dignity, urgency, and quality of care
that is given to people with any other form of
illness. Doing so can contribute greatly to reducing
stigma while encouraging people in need to seek
help.

Good mental health improves the quality of life for
people with serious physical illnesses and may
contribute to longer life in general. When
considering older adults who have general medical
illnesses — such as heart disease, stroke, cancer,
and arthritis — about 25% also have depression.™"
* Depression is associated with a shortened life
expectancy.’” !

The Commission recommends reviewing existing
scientific literature and initiating new studies to
examine the impact of mental health and mental
illnesses on physical illnesses and health. It is
anticipated that reviewing the current scientific
knowledge in this critical area will contribute
significantly to identifying new research priorities.
New studies should focus on innovative and
effective ways to enhance the balance between
mental and physical health. These studies should
also support using best practices to improve
quality of life, provide effective treatment, and
enhance cost-effectiveness.

Address Unique Needs of Mental
Health Financing

As future opportunities emerge to transform health
care in America, mental health care must be
considered part of the reform necessary to achieve
optimal health benefits for the American public.

The Commission recommends including issues of
critical importance for mental health service
delivery as part of the national dialog on health
care reform. The two largest Federal health care
programs — Medicare and Medicaid — as well as
private insurance programs must address the
delivery of mental health care. Any effort to
strengthen or improve the Medicare and Medicaid
programs should offer beneficiaries options to
effectively use the most up-to-date treatments and
services. Critical issues to be addressed include:

e Prescription drug coverage,
e Accessibility of services,
e Affordability of services,

e (Clarification of coordination of benefits
between the Medicare and Medicaid
programs,

e Support for evidenced-based services and
supports,

e Support for self-direction,

e Choice of health care services and resources,
and

e QOutcomes and accountability.

To be effective and comprehensive, mental health
care must rely on many sources of financing.
Flexible, accountable financing that pays for
treatments and services that work and result in
recovery is an essential aspect of transforming
mental health care in America.
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GOAL 2

2.1

Mental Health Care Is Consumer and
Family Driven.

Develop an individualized plan of care for every adult

with a serious mental illness and child with a serious
emotional disturbance.

2.2

Involve consumers and families fully in orienting the

mental health system toward recovery.

RECOMMENDATIONS

Align relevant Federal programs to improve access

and accountability for mental health services.

2.4

2.5
illnesses.

Create a Comprehensive State Mental Health Plan.
Protect and enhance the rights of people with mental

Understanding the Goal

The Complex Mental Health
System Overwhelms Many
Consumers

Nearly every consumer of mental health services
who testified before or submitted public comments
to the Commission expressed the need to fully
participate in his or her plan for recovery. In the
case of children with serious emotional
disturbances, their parents and guardians strongly
echoed this sentiment. Consumers and families told
the Commission that having hope and the
opportunity to regain control of their lives was vital
to their recovery.

Indeed, emerging research has validated that hope
and self-determination are important factors
contributing to recovery.*”**® However,
understandably, consumers often feel overwhelmed
and bewildered when they must access and integrate
mental health care, support services, and disability

benefits across multiple, disconnected programs that
span Federal, State, and local agencies, as well as
the private sector.

As the President said in his speech announcing the
creation of the Commission, one of the major
obstacles to quality mental health care is:

“... our fragmented mental health
service delivery system. Mental
health centers and hospitals,
homeless shelters, the justice
system, and our schools all have
contact with individuals suffering
from mental disorders.”

Consumers of mental health services must stand at
the center of the system of care. Consumers’ needs
must drive the care and services that are provided.
Unfortunately, the services currently available to
consumers are fragmented, driven by financing rules
and regulations, and restricted by bureaucratic
boundaries. They defy easy description.
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Program Efforts Overlap

Loosely defined, the mental health care system
collectively refers to the full array of programs for
anyone with a mental illness. These programs exist
at every level of government and throughout the
private sector. They have varying missions,
settings, and financing. They deliver or pay for
treatments, services, or other types of supports,
such as housing, employment, or disability
benefits. For instance, one program’s mission
might be to offer treatment through medication,
psychotherapy, substance abuse treatment, or
counseling, while another program’s purpose
might be to offer rehabilitation support. The
setting could be a hospital, a community clinic, a
private office, a school, or a business.

A brief look at traditional funding sources for
mental health services illustrates the impact of this
overly complex system. The Community Mental
Health Services Block Grant, funded by the U.S.
Department of Health and Human Services (HHS)
through the Substance Abuse and Mental Health
Services Administration (SAMHSA), provides
funding to the 59 States and territories. It is only
one source of Federal funding that State mental
health authorities manage. The funding totaled
approximately $433 million in 2002,*" or less than
3% of the revenues of these State agencies.*

But larger Federal programs that are not focused
on mental health care play a much more
substantial role in financing it. For example,
through Medicare and Medicaid programs alone,
HHS spends nearly $24 billion each year on
beneficiaries’ mental health care.'” Moreover, the
largest Federal program that supports people with
mental illnesses is not even a health services
program — the Social Security Administration’s
Supplemental Security Income (SSI) and Social
Security Disability Income (SSDI) programs, with

payments totaling approximately $21 billion in
2002.!

Other significant programs that are funded
separately and play a role in State and local
systems include:

e Housing,

e Rehabilitation,

e Education,

e Child welfare,

e Substance abuse,

e General health,

e Criminal justice, and

e Juvenile justice, among others.

Each program has its own complex, sometimes
contradictory, set of rules. Many mainstream
social welfare programs are not designed to serve
people with serious mental illnesses, even though
this group has become one of the largest and most
severely disabled groups of beneficiaries.

If this current system worked well, it would
function in a coordinated manner, and it would
deliver the best possible treatments, services, and
supports. However, as it stands, the current system
often falls short. Many people with serious mental
illnesses and children with serious emotional
disturbances remain homeless or housed in
institutions, jails, or juvenile detention centers.
These individuals are unable to participate in their
own communities.

Consumers and Families Do Not
Control Their Own Care

In a consumer- and family-driven system,
consumers choose their own programs and the
providers that will help them most. Their needs
and preferences drive the policy and financing
decisions that affect them. Care is consumer-
centered, with providers working in full
partnership with the consumers they serve to
develop individualized plans of care.
Individualized plans of care help overcome the
problems that result from fragmented or
uncoordinated services and systems.
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Currently, adults with serious mental illnesses and
parents of children with serious emotional
disturbances typically have limited influence over
the care they or their children receive. Increasing
opportunities for consumers to choose their
providers and allowing consumers and families to
have greater control over funds spent on their care
and supports facilitate personal responsibility,
create an economic interest in obtaining and
sustaining recovery, and shift the incentives
towards a system that promotes learning, self-
monitoring, and accountability. Increasing choice
protects individuals and encourages quality.

Evidence shows that offering a full range of
community-based alternatives is more effective
than hospitalization and emergency room
treatment.'® Without choice and the availability of
acceptable treatment options, people with mental
illnesses are unlikely to engage in treatment or to
participate in appropriate and timely interventions.
Thus, giving consumers access to a range of
effective, community-based treatment options is
critical to achieving their full community
participation. To ensure this access, the array of
community-based treatment options must be
expanded.

In particular, community-based treatment options
for children and youth with serious emotional
disorders must be expanded. Creating alternatives
to inpatient treatment improves engagement in
community-based treatment and reduces
unnecessary institutionalization. These young
people are too often placed in out-of-state
treatment facilities, hours away from their families
and communities. Further segregating these
children from their families and communities can
impede effective treatment.

Emerging evidence shows that a major Federal
program to establish comprehensive, community-
based systems of care for children with serious
emotional disturbances has successfully reduced
costly out-of-state placements and generated

positive clinical and functional outcomes.
Clinically, youth in systems of care sites showed
an increase in behavioral and emotional strengths
and a reduction in mental health problems. For
these children, residential stability improved,
school attendance and school performance
improved, law enforcement contacts were reduced,
and substance use decreased.>

Consumers Need Employment
and Income Supports

The low rate of employment for adults with mental
illnesses is alarming. People with mental illnesses
have one of the lowest rates of employment of any
group with disabilities — only about 1 in 3 is
employed.” The loss of productivity and human
potential is costly to society and tragically
unnecessary. High unemployment occurs despite
surveys that show the majority of adults with serious
mental illnesses want to work — and that many
could work with help.** >

Many individuals with serious mental illnesses
qualify for and receive either SSI or SSDI
benefits. SSI is a means-tested, income-assistance
program; SSDI is a social insurance program with
benefits based on past earnings. A sizable
proportion of adults with mental illnesses who
receive either form of income support live at, or
below, the poverty level. For more than a decade,
the number of SSI and SSDI beneficiaries with
psychiatric disabilities has increased at rates
higher than each program’s overall growth rate.
Individuals with serious mental illnesses represent
the single largest diagnostic group (35%) on the
SSI rolls, while representing over a quarter (28%)
of all SSDI recipients.** !

Though living in poverty, SSI recipients
paradoxically find that returning to work makes
them even poorer, primarily because employment
results in losing Medicaid coverage, which is vital
in covering the cost of medications and other
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treatments. According to a large, eight-State study,
only 8% of those returning to full time jobs had
mental health coverage.*

Recent Federal legislation has tried to address the
loss of Medicaid and other disincentives to
employment. For instance, the “Medicaid Buy-In”
legislation allows States to extend Medicaid to
disabled individuals who exit the SSI/SSDI rolls to
resume employment, but many States cannot
afford to implement Medicaid Buy-In. The
Balanced Budget Act of 1997 allows States to
extend Medicaid coverage to disabled individuals
whose earned income is low, but still above the
Federal Poverty Guidelines.

Another statutory reform — The Ticket to Work
and Work Incentives Improvement Act
(TWWIIA) of 1999 — is problematic because its
rules do not give vocational rehabilitation
providers enough incentives to take on clients who
have serious mental illnesses. Rather, these
programs are more inclined to serve the least
disabled — a process called creaming, in reference
to the legislation’s unintentional incentives for
vocational rehabilitation providers to serve less
disabled people rather than more disabled ones
(the latter most commonly people with serious
mental illnesses). One large study found that only
23% of people with schizophrenia received any
kind of vocational services.’ Since TWWIIA
rewards only those providers who help their
clients earn enough to no longer qualify for SSI,
the bottom line is that most people with serious
mental illnesses do not receive any vocational
rehabilitation services at all.

Because they cannot work in the current climate,
many consumers with serious mental illnesses
continue to rely on Federal assistance payments in
order to have health care coverage, even when
they have a strong desire to be employed.
Regrettably, a financial disincentive to achieve full
employment exists because consumers lose
Federal benefits if they become employed. Adding
to the problem is the fact that most jobs open to
these individuals have no mental health care
coverage, so consumers must choose between
employment and coverage. Consequently, they
depend on a combination of disability income and
Medicaid (or Medicare), all the while preferring
work and independence.

For youth with serious emotional disturbances, the
employment outlook is also bleak. A national
study found that only 18% of these youth were
employed full time, while another 21% worked
part-time for one to two years after they left high
school. This group had work experiences
characterized by greater instability than all other
disability groups.”’

Other financial disincentives to employment exist
as well, including potential loss of housing and
transportation subsidies.

Over the next ten years, the U.S. economy is
projected to grow by 22 million jobs, many in
occupations that require on-the-job training.”®
With appropriate forms of support, people with
mental illnesses could actively contribute to that
economic growth, as well as to their own
independence. They could fully participate in their
communities. Instead, they are trapped into long-
term dependence on disability income supports
that leave them living below the poverty level.

A Shortage of Affordable
Housing Exists

The lack of decent, safe, affordable, and integrated
housing is one of the most significant barriers to
full participation in community life for people
with serious mental illnesses. Today, millions of
people with serious mental illnesses lack housing
that meets their needs.

The shortage of affordable housing and
accompanying support services causes people with
serious mental illnesses to cycle among jails,
institutions, shelters, and the streets; to remain
unnecessarily in institutions; or to live in seriously
substandard housing.”® People with serious mental
illnesses also represent a large percentage of those
who are repeatedly homeless or who are homeless
for long periods of time.”

In fact, people with serious mental illnesses are
over-represented among the homeless, especially
among the chronically homeless. Of the more than
two million adults in the U.S. who have at least one
episode of homelessness in a given year, 46% report
having had a mental health problem within the
previous year, either by itself or in combination with
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substance abuse.” Chronically homeless people
with mental illnesses are likely to:

e Have acute and chronic physical health
problems;

e Use alcohol and drugs;

e Have escalating, ongoing psychiatric
symptoms; and

e Become victimized and incarcerated.®'

A recent study shows that people who rely solely on
SSI benefits — as many people with serious mental
illnesses do — have incomes equal to only 18% of
the median income and cannot afford decent
housing in any of the 2,703 housing market areas
defined by the U.S. Department of Housing and
Urban Development (HUD).*> HUD reports to
Congress show that as many as 1.4 million adults
with disabilities who receive SSI benefits —
including many with serious mental illnesses — pay
more than 50% of their income for housing.®

Affordable housing programs are extremely
complex, highly competitive, and difficult to
access. Federal public housing policies can make it
difficult for people with poor tenant histories,
substance use disorder problems, and criminal
records — all problems common to many people
with serious mental illnesses — to qualify for
Section 8 vouchers and public housing units.
Those who do receive Section 8 housing vouchers
often cannot use them because:

e The cost of available rental units may exceed
voucher program guidelines, particularly in
tight housing markets;

e Available rental units do not meet Federal
Housing Quality Standards for the voucher
program;

e Private landlords often refuse to accept
vouchers; and

e Housing search assistance is often unavailable
to consumers.

Tragically, many housing providers discriminate
against people with mental illnesses. Too many
communities are unwilling to have supportive
housing programs in their neighborhoods. Since
the 1980s, the Federal government has had the
legal tools to address these problems, yet has
failed to use them effectively. Between 1989 and
2000, HUD’s fair housing enforcement activities
diminished, despite growing demand. The average
age of complaints at their closure in FY 2000 was
nearly five times the 100-day period that Congress
set as a benchmark.**

Just as the U.S. Supreme Court’s Olmstead
decision has increased the demand for integrated
and affordable housing for people with serious
mental illnesses, public housing is less available.
Since 1992, approximately 75,000 units of HUD
public housing have been converted to “elderly
only” housing and more units are being converted
every year, leaving fewer units for people with
disabilities.”

Too few mental health systems dedicate resources to
ensuring that people with mental illnesses have
adequate housing with supports. These systems
often lack staff who are knowledgeable about public
housing programs and issues. Partnerships and
collaborations between public housing authorities
and mental health systems are far too rare. Highly
categorical Federal funding streams (silos) for
mental health, housing, substance abuse, and other
health and social welfare programs greatly
contribute to the fragmentation and failure to
comprehensively address the multiple service needs
of many people with serious mental illnesses.
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Limited Mental Health Services
Are Available in Correctional
Facilities

In the U.S., approximately 1.3 million people are
in State and Federal prisons, and 4.6 million are
under correctional supervision in the
community.°® ¢’ Remarkably, approximately 13
million people are jailed every year, with about
631,000 inmates serving in jail at one time. The
rate of serious mental illnesses for this population

is about three to four times that of the general U.S.

population.®® This means that about 7% of all
incarcerated people have a current serious mental
illness; the proportion with a less serious form of
mental illness is substantially higher.*®

People with serious mental illnesses who come
into contact with the criminal justice system are
often:

e Poor,
e Uninsured,

e Disproportionately members of minority
groups,

e Homeless, and

e Living with co-occurring substance abuse and
mental disorders.

They are likely to continually recycle through the
mental health, substance abuse, and criminal
justice systems.®

When they are put in jail, people with mental
illnesses frequently do not receive appropriate
mental health services. Many lose their eligibility
for income supports and health insurance benefits

that they need to re-enter and re-integrate into the
community after they are discharged.

Women are a dramatically growing presence in all
parts of the criminal justice system. Current
statistics reveal that women comprise 11% of the
total jail population,” 6% of prison inmates,”'
22% of adult probationers, and 12% of parolees.”
Many women entering jails have been victims of
violence and present multiple problems in addition
to mental and substance abuse disorders, including
child-rearing and parenting difficulties, health
problems, histories of violence, sexual abuse, and
trauma.”® Gender-specific services and gender-
responsive programs are in increasing demand but
are rarely present in correctional facilities
designed for men. Early needs assessment,
screening for mental and substance abuse
disorders, and identification of other needs relating
to self or family are critical to effectively plan
treatment for incarcerated women.

More than 106,000 teens are in custody in juvenile
justice facilities.”* As a shrinking public health
care system limits access to services, many poor
and racial or ethnic minority youth with serious
emotional disorders fall through the cracks into the
juvenile justice system. (See Goal 4 for a broader
discussion of mental health screening.)

Recent research shows a high prevalence of
mental disorders in children within the juvenile
justice system. A large-scale, four-year, Chicago—
based study found that 66% of boys and nearly
75% of girls in juvenile detention have at least one
psychiatric disorder. About 50% of these youth
abused or were addicted to drugs and more than
40% had either oppositional defiant or conduct
disorders.

The study also found high rates of depression and
dysthymia: 17% of boys; 26% of detained girls.”
As youth progressed further into the formal
juvenile justice system, rates of mental disorder
also increased: 46% of youth on probation met
criteria for a serious emotional disorder compared
to 67% of youth in a correctional setting.”®
Appropriate treatment and diversion should be
provided in juvenile justice settings followed by
routine and periodic screening.

32



Fragmentation Is a Serious
Problem at the State Level

State mental health authorities have enormous
responsibility to deliver mental health care and
support services, yet they have limited influence
over many of the programs consumers and
families need. Most resources for people with
serious mental illnesses (e.g., Medicaid) are not
typically within the direct control or accountability
of the administrator of the State mental health
system. For example, depending on the State and
how the budget is prepared, Medicaid may be
administered by a separate agency with limited
mental health expertise. Separate entities also
administer criminal justice, housing, and education
programs, contributing to fragmented services.

The development of a Comprehensive State
Mental Health Plan would create a new
partnership among the Federal, State, and local
governments and must include consumers and
families. To be effective, the plan must reach
beyond the traditional State mental health agency
and the block grant to address the full range of
treatment and support service programs that
mental health consumers and their families should
have. The planning process should support a
respectful, collaborative dialogue among
stakeholders, resulting in an extensive,
coordinated State system of services and supports.

As States accept increased responsibility for
coordinating mental health care, they should have
greater flexibility in spending Federal resources to
meet these needs. Using a performance partnership
model, the Federal government and the State will
negotiate an agreement on outcomes. This shift
will then give States the flexibility to determine
how they will achieve the desired outcomes
outlined in their plans.

Aligning relevant Federal programs to support
Comprehensive State Mental Health Plans can
have the powerful impact of fostering consumers’
independence and their ability to live, work, learn,
and participate fully in their communities. (See
Recommendations 2.3 and 2.4.)

Consumers and Families Need
Community-based Care

In the 1999 Olmstead v. L.C. decision, the U.S.
Supreme Court held that the unnecessary
institutionalization of people with disabilities is
discrimination under the Americans with
Disabilities Act.”” The Court found that:

“...confinement in an institution
severely diminishes the everyday life
activities of individuals, including
family relations, social contacts,
work options, economic
independence, educational
advancement, and cultural
enrichment.”

President Bush urged promptly implementing the
Olmstead decision in his 2001 Executive Order
13217, mobilizing Federal resources in support of
Olmstead. However, many adults and children
remain in institutions instead of in more
appropriate community-based settings.

On a separate topic, the General Accounting
Office (GAO) recently issued a report that
illustrates the tragic and unacceptable
circumstances that result in thousands of parents
being forced to place their children into the child
welfare or juvenile justice systems each year so
that they may obtain the mental health services
they need. Loving and responsible parents who
have exhausted their savings and health insurance
face the wrenching decision of surrendering their
parental rights and tearing apart their families to
secure mental health treatment for their troubled
children. The GAO report estimates that, in 2001,
parents were forced to place more than 12,700
children in the child welfare or juvenile justice
systems as the last resort for those children to
receive needed mental health care treatment.
Moreover, these numbers are actually an
undercount because 32 states, including the five
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largest, were unable to provide data on the number
of children affected.”

According to the report, several factors contribute
to the consequence of “trading custody for
services,” including:

e Limitations of both public and private health
insurance,

e Inadequate supply of mental health services,

e Limited availability of services through mental
health agencies and schools, and

e Difficulties meeting eligibility rules for
services.

When parents cede their rights in order to place
their children in foster care or in a program for
delinquent youth, they may also be inadvertently
placing their children at risk for abuse or neglect.”
These placements also increase the financial
burden on State child welfare and juvenile justice
authorities. A more family-friendly policy must be
found to remedy this situation.

Consumers Face Difficulty in
Finding Quality Employment

Only about one-third of people with mental
illnesses are employed, and many of them are
under-employed.” For example, about 70% of
people with serious mental illnesses with college
degrees earned less than $10 per hour.” Overall,
people with psychiatric disabilities earned a
median wage of only about $6 per hour versus $9
per hour for the general population.*

Problems begin long before consumers enter the
work force. Many individuals with serious mental
illnesses lack the necessary high school and post-
secondary education or training vital to building
careers. A major study found that youth with
emotional disturbances have the highest
percentage of high school non-completion and
failing grades compared with other disabled

81
groups.

Special education legislation — the Individuals
with Disabilities Education (IDEA) Act— was
designed to prepare school-aged youth to make the
transition to the workplace, but its promise
remains largely unfulfilled. Similarly, the
Americans with Disabilities Act (ADA) has not
fulfilled its potential to prevent discrimination in
the workplace. Workplace discrimination, either
overt or covert, continues to occur. According to
surveys conducted over the past five decades,
employers have expressed more negative attitudes
about hiring workers with psychiatric disabilities
than any other group.** Economists have found
unexplained wage gaps that are evidence of
discrimination against those with psychiatric
disabilities.”

The Use of Seclusion and
Restraint Creates Risks

An emerging consensus asserts that the use of
seclusion and restraint in mental health treatment
settings creates significant risks for adults and
children with psychiatric disabilities. These risks
include serious injury or death, re-traumatizing
people who have a history of trauma, loss of
dignity, and other psychological harm.
Consequently, it is inappropriate to use seclusion
and restraint for the purposes of discipline,
coercion, or staff convenience.

Seclusion and restraint are safety interventions of
last resort; they are not treatment interventions. In
light of the potentially serious consequences,
seclusion and restraint should be used only when
an imminent risk of danger to the individual or
others exists and no other safe, effective
intervention is possible. It is also inappropriate to
use these methods instead of providing adequate
levels of staff or active treatment.
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Achieving the Goal

2.1 Develop an individualized plan of care for every adult

RECOMMENDATION

with a serious mental illness and child with a serious

emotional disturbance.

Develop Individualized Plans of

Care for Consumers and Families

The Commission recommends that each adult with
a serious mental illness and each child with a
serious emotional disturbance have an
individualized plan of care. These plans of care
give consumers, families of children with serious
emotional disturbances, clinicians, and other
providers a genuine opportunity to construct and
maintain meaningful, productive, and healing
partnerships. The goals of these partnerships
include:

e Improving service coordination,

e Making informed choices that will lead to
improved individual outcomes, and

e Ultimately achieving and sustaining recovery.

The plans should form the basis for care that is
both consumer centered and coordinated across
different programs and agencies. A consumer’s
plan of care should describe the services and
supports they need to achieve recovery. The
funding for the plan would then follow the
consumer, based on their individualized care plan.
For those consumers who need multiple services
and supports, the burden of coordination and
access to care should not rest solely on them or on
their families, but rather it should be shared with
service providers.

Consumer needs and preferences should drive the
type and mix of services provided, and should take
into account the developmental, gender, linguistic,
or cultural aspects of providing and receiving

services. Providers should develop these
customized plans in full partnership with
consumers, while understanding changes in
individual needs across the lifespan and the
obligation to review treatment plans regularly. For
consumers and families, the system should be easy
to understand and navigate. The Commission
recommends that SAMHSA convene a consensus
panel to examine and explore developing models
to guide individual plans of care.

Where a range of services are available, increased
opportunities for choice will create a more viable
marketplace for mental health care and provide a
greater level of satisfaction by giving consumers
and families control over important funding
decisions that affect their lives. A recent Medicaid
Cash and Counseling Demonstration waiver
program that focuses on people with physical
disabilities, developmental disabilities/mental
retardation, and older adults confirms what many
have long suspected. The evaluation, jointly
funded by HHS and the Robert Wood Johnson
Foundation, found that, when compared to
traditional agency-directed personal care services,
consumer-directed services resulted in:

e Higher client satisfaction,
e Increased numbers of needs being met, and

e Equivalent levels of health and safety in a
large population of people with disabilities.*

In this demonstration, these selected Medicaid
waiver program beneficiaries choose their own
support services (e.g., personal care attendants and
adaptive equipment) from an approved list. The
Commission sees the value in undertaking a
similar demonstration waiver program to evaluate
the potential benefits for people with mental
illnesses.

An exemplary program that expressly targets
children with serious emotional disturbances and
their families, Wraparound Milwaukee strives to
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integrate services and funding for the most seriously o Opp()rtunities to network with other consumers

affected children and adolescents. (See Figure 2.1.) and families, and

Most program participants are racial or ethnic

minority youth in the child welfare and juvenile * Participation in a full partnership with providers

justice systems. Wraparound Milwaukee on decisions about treatment and services.

demonstrates that the seemingly impossible canbe  youth with serious emotional disturbances should

made possible: children’s care can be seamlessly participate in meetings to ensure that their voices

integrated. The services provided to children not are heard in educational decisions that affect their

only produce better clinical results, reduce school-based intervention and placement,

delinquency, and result in fewer hospitalizations, particularly in the student’s Individualized

but are cost-effective.™ Education Program (IEP). To succeed, the plan
must also be supported by the proposed

Each consumer or child’s family should receive Comprehensive State Mental Health Plan. (See

the technical assistance necessary to develop the Recommendation 2.4.)
individual plan of care, including:
e Necessary information about services and

supports,

FIGURE 2.1. MoODEL PROGRAM: Integrated System of Care for Children with Serious Emotional

Disturbances and Their Families

Program Wraparound Milwaukee

Goal To offer cost-effective, comprehensive, and individualized care to children with
serious emotional disturbances and their families. The children and adolescents
that the program serves are under court order in the child welfare or juvenile
justice system; 64% are African American.

Features Provides coordinated system of care through a single public agency (Wraparound
Milwaukee) that coordinates a crisis team, provider network, family advocacy, and
access to 80 different services. The program’s $30 million budget is funded by
pooling child welfare and juvenile justice funds (previously spent on institutional
care) and by a set monthly fee for each Medicaid-eligible child. (The fee is derived
from historical Medicaid costs for psychiatric hospitalization or related services.)

Outcomes Reduced juvenile delinquency, higher school attendance, better clinical
outcomes, lower use of hospitalization, and reduced costs of care. Program costs
$4,350 instead of $7,000 per month per child for residential treatment or juvenile
detention.®

Biggest challenge To expand the program to children with somewhat less severe needs who are at
risk for worse problems if they are unrecognized and untreated.

How other Encourage integrated care and more individualized services by ensuring that
organizations can funding streams can support a single family-centered treatment plan for children
adopt Whose care is financed from multiple sources.

Sites Milwaukee and Madison, Wisconsin; Indianapolis, Indiana; and the State of New
Jersey
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RECOMMENDATION

Involve Consumers and Families
in Planning, Evaluation, and
Services

Through consumer and family member public
testimony, comments, and letters, the Commission
is convinced of the need to increase opportunities
for consumers and family members to share their
knowledge, skills, and experiences of recovery.
Recovery-oriented services and supports are often
successfully provided by consumers through
consumer-run organizations and by consumers who
work as providers in a variety of settings, such as
peer-support and psychosocial rehabilitation
programs.

Consumers who work as providers help expand the
range and availability of services and supports that
professionals offer. Studies show that consumer-run
services and consumer-providers can broaden access
to peer support, engage more individuals in
traditional mental health services, and serve as a
resource in the recovery of people with a psychiatric
diagnosis.'® Because of their experiences, consumer-
providers bring different attitudes, motivations,

RECOMMENDATION

Realign Programs to Meet the
Needs of Consumers and
Families

The Federal government is the largest single payer
for mental health and supportive services,
including health care, employment, housing, and
education. To be effective, Federal funding and
regulatory systems must make the necessary range
of services, treatments, and supports accessible.

2.2 Involve consumers and families fully in orienting the
mental health system toward recovery.

insights, and behavioral qualities to the treatment
encounter.””

In the past decade, mental health consumers have
become involved in planning and evaluating the
quality of mental health care and in conducting
sophisticated research to affect system reform.
Consumers have created and operated satisfaction
assessment teams, used concept-mapping
technologies, and carried out research on self-help,
recovery, and empowerment.*” %

Local, State, and Federal authorities must encourage
consumers and families to participate in planning
and evaluating treatment and support services. The
direct participation of consumers and families in
developing a range of community-based, recovery-
oriented treatment and support services is a priority.

Consumers and families with children with serious
emotional disturbances have a key role in expanding
the mental health care delivery workforce and
creating a system that focuses on recovery.
Consequently, consumers should be involved in a
variety of appropriate service and support settings.
In particular, consumer-operated services for which
an evidence base is emerging should be promoted.

2.3 Align relevant Federal programs to improve access and
accountability for mental health services.

The Commission has come to the emphatic
conclusion that transforming mental health care in
America requires at least two fundamental
undertakings:

e Relevant Federal programs that determine
eligibility, policy, and financing in the core
areas of health care, housing, employment,
education, and child welfare must examine
their potential to better align their programs to
meet the needs of adults and children with
mental illnesses. Because of the exceedingly
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high rates of mental illnesses among
incarcerated populations, this examination
must also include Federal policy, program,
and financing roles in the criminal and
juvenile justice systems.

e The President’s vision is to ensure that all
Americans with disabilities have opportunities
to live, work, learn, and participate fully in the
community. Federal agencies can greatly help
to realize this vision by better aligning their
programs that address the systems mentioned
above. The Commission believes that
realigning Federal programs will help provide
States with incentives to develop and use
Comprehensive State Mental Health Plans.
(See Recommendation 2.4.)

Federal expenditures and policies have a
tremendous impact on consumers and families.
Particularly at the Federal level, leadership must
increase opportunities for consumers and families,
and develop innovative solutions.

The Federal government must also provide
leadership in demonstrating accountability for
funding approaches and in removing regulatory
and policy barriers. The funding and regulatory
systems should advance the goal of making the
mental health system consumer- and family-driven
and should encourage choice and self-
determination.

In a transformed system, the key goals of a revised
Federal agenda for mental health would include:

e (larifying and coordinating regulations and
funding guidelines that are relevant to people
with mental illnesses for housing, vocational
rehabilitation, criminal and juvenile ju