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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 resou