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At a time when nore is known about nmental illnesses than at any other tine
in history and just three years after the U S. Suprene Court held that
unnecessary institutionalization violates the Anericans with Disabilities
Act, public nmental health systens find thenselves in crisis, unable to
provi de even the nost basic nental health services and supports to help
people with psychiatric disabilities become full menmbers of the
comunities in which they live

This report does not aimto be a conprehensive review of all that is known
about public nmental health and its shortcomi ngs. That undertaki ng has been
begun by the U S. Surgeon CGeneral, in the massive 1999 report entitled
Mental Health: A Report of the Surgeon Genera

(http://ww. surgeongeneral .gov/library/ nental health/home. htm ), and will
be carried on with President Bush's New Freedom Comm ssion on Menta

Heal th, which held its first public hearings in July 2002. Rather, this
report exami nes sone of the root causes of the crisis in nental health,
and seeks to "connect the dots" concerning the dysfunction of a nunber of
public systens that are charged with providing nmental health services and
supports for children, youth, adults and seniors who have been di agnosed
with mental illnesses.

One of the nost significant findings of this report is that children and
yout h who experience dysfunction at the hands of nmental health and
educational systems are nuch nore likely to becone dependent on failing
systens that are supposed to serve adults. In parallel fashion, adults
whose nental health service and support needs are not fulfilled are very
likely to becone seniors who are dependent on failing public systens of
care. In this fashion, hundreds of thousands of children, youth, adults
and seniors experience poor services and poor life outcones, literally
fromcradle to grave

There is no single antidote for the current dysfunction of the public
mental health system Clearly, visionary |eadership, adequate funding and
expansi on of proven nodels (including consunmer-directed prograns) are
essential ingredients. Mre than these, however, there needs to be a
dramatic shift in aspirations for people with psychiatric disabilities.
Public nmental health systenms must be driven by a value systemthat sees
recovery as achi evabl e and desirable for every person who has experienced

mental illness. Systenms al so nust commit to serving the whole person, and
not nmerely the nost obvious synptons. In other words, mental health
systenms will have to develop the expertise to deliver not just nedication

and counsel i ng, but housing, transportation and enpl oynment supports as
wel | .

There are proven nodel s of success throughout the country, but entrenched
forces and stal e thinking have prevented them from "going to scale" to
serve nore people with psychiatric disabilities. Some such nodels are
referenced throughout the report, and Chapter 6 provides a nenu of
concrete actions to bring about a new vision of public nental health



servi ces and supports.

Chapter 1

I ntroduction

For decades, state nental health systens have been burdened with

i neffective service-delivery prograns and stagnant bureaucracies. Their
operations have becone rote, spurred to change only by crises. Comnbi ned
with ever-increasing fiscal pressures, this situation has precluded

i nnovati on and kept nost systens fromincorporating the new and nore
effective interventions developed in recent years. As a result, state
mental health systens have all but disintegrated, falling ever farther
fromthe ideal of voluntary, accessible and effective services and
supports that pronote neani ngful comrunity nenbership

As | arge state psychiatric hospitals have been downsi zed or cl osed over
the past 30 years, people with psychiatric disabilities, advocates,

provi ders and policy nmakers have | earned that recovery fromnental illness
requires nmuch nore than traditional "mental health services." Rather
recovery may require access to housing, transportation, enploynment and
peer supports and, for certain individuals, these may be nuch nore

i mportant than nedication, therapy and case nanagenent. Yet, with rare
exceptions,1l nental health systens have been slow to acknow edge and
respond to these needs with neaningful, naturalistic supports. Throughout
this report, reference will be nade to "nental health services and
supports” to highlight the critical inportance of each in providing the
tools that a person with a psychiatric disability my need to recover from
synptons of nental illness, to overcone isolation and to gain (or regain)
econom ¢ sel f-sufficiency.

A growi ng nunber of advocates, policynmakers and nenbers of the nmedia have
begun to realize that the public mental health system (2)

in nmost states is highly dysfunctional, and rations care in a manner that
requires people with serious nmental illnesses to "hit bottonf before
receiving the services and supports they need to live successfully in the
comunity (3)

The depressing reality is that this approach is shared by systens
serving children, youth, adults and seniors, creating dependency and
perpetuating failure, sonmetinmes literally fromcradle to grave.

In fact, the use of the term"mental health systent is, itself,

probl ematic. One of the primary problens is that states do not have a
single systemof nental health care, but a nunber of patchwork systens
that are called upon to provide such care, often w thout a guiding vision
of how to do so nost effectively and frequently w thout the funding to
actual ly deliver services and support to every eligible person. To be

di agnosed with a nmental illness (or with "severe enotional distress," the



termapplied to children and youth under the age of 18) is to be consigned
to one dysfunctional system after another. In fact, the evidence shows
that once the | abel has been applied and a person has been failed by one
public system chances are high that he or she will frequently be failed
by other systens as well.

Throughout the 1970s, 1980s, and 1990s, whether in tinmes of budgetary
deficit or surplus, states failed to adequately fund their nental health
systems. But the pressing needs of people with mental illnesses did not
just disappear. They were forced underground or, nore accurately, they
were forced onto other public and private systens that were not designed
to provide nmental health services and supports.

In many conmunities, jails and prisons become the safety nets and the

| argest providers of nmental health services. Honel ess shelters and nursing

homes have becone housing of last resort for people with nental illnesses.
Hospi tal enmergency rooms have provided crisis-oriented care for a few days
at a tine before sending people with nental illnesses back into a

community setting where they are destined to fail because of a | ack of
mental health services and supports.

VWhen children and youth with severe enotional disturbance cannot get the
fam | y-based care and supports they need, they often end up in foster care
or juvenile justice, and may be consigned to institutional settings where
they are further cut off fromtheir natural support systens. Seniors with
unmet mental health needs are often relegated to nursing hones or

unregul ated "board and care" hones where they are left to fend for

t hermsel ves.

VWil e they do not appear on the budget line for the state nental health
agency, the costs of care for people with nmental illnesses are borne by
these other systens (and by taxpayers). Typically, these costs are many

ti mes higher than what it would cost to provide nodest, preventive

servi ces and supports, such as counseling, peer support, respite care,
supportive housing and job training.

Beyond fundi ng, one of the npbst significant barriers to access is that,
outsi de of psychiatric hospitals, the public nental health systemis only
"open" from9 a.m to 5 p.m By contrast, |aw enforcenent, jails and

pri sons, energency roons, honel ess shelters and other systens are "open"
24/ 7 and, as a consequence, have ended up taking a | arger share of people
in crisis.

Through negl ect or underfunding, the public nmental health systemin nany
states has effectively closed its doors, through the use of waiting lists,
priorities for service, and disqualification of people who are thought to
be "hard to serve" or "treatnent resistant." As a consequence, adults with
mental illnesses have increasingly found thensel ves caught up with | aw
enforcenent, the judicial systemand the correctional system (4)

Children and youth with severe enotional disturbance are also shunted from
systemto system wthout adequate care from any of them Even where they



have a |l egal entitlenment to services-such as Medicaid' s Early Periodic
Screeni ng, Diagnosis and Treatnent (EPSDT) programor the right to a "free
and appropriate public education" under the Individuals with Disabilities
Educati on Act (IDEA)--enforcement of these entitlements is problematic
because of a shortage of know edgeable attorneys willing to take on such
cl ai ns.
When families can't enforce their children's right to services and
supports designed to keep them at home (or when they run out of private
i nsurance benefits), they are often forced to relinquish custody to the
state, which then provides fully-funded Medicaid services to secure
services very simlar to those that had been denied to famlies, or had
been difficult for fanilies to access.
As a result of all these shortcom ngs, people with psychiatric
disabilities, famly menbers, advocates and memnmbers of the general public
have extrenely | ow expectations of the nental health system and even
these are often frustrated
This paper is designed to provide a broad overview of the current state of
public systenms charged with providing nmental health services and supports
to children, youth, adults and seniors and to identify, across these age
groups, comon trends that have led to the failure of these public
systens. It will do so by exam ning the follow ng thenes:
Ment al health systens are focused on crisis and on those "nobst in need,"
requiring that people with psychiatric disabilities "hit bottont before
getting the services and supports they need;
M ssed opportunities for prevention: The failure of comunity-based and
preventive systens |eads to greater reliance on isolating institutions
and segregated "residential placenments";
Despite clear eligibility, many people are denied nmental health services
and supports, or find thementirely inaccessible; and
The failure to provide tinely, voluntary and effective nental health
servi ces and supports leads to tragi c consequences for people with
psychiatric disabilities and for society at |arge.

Chapter 2

How Did W& Get Here?

Since the early 1960s, national policy on serving people with serious
mental illnesses has focused on reducing costly and often neglectfu
institutional care and relying, instead, on providing services nore
humanely in the comunity. This novenent acquired the unwieldy title of
"deinstitutionalization." One inpetus in the early 1970s was the | andmark
decision in the case of Watt v. Stickney, (5)

whi ch established a constitutional right for people confined in state
mental institutions to receive treatnent for the condition that led to



their confinement, rather than being nerely warehoused.

In the landmark O nstead decision (O nstead v. L.C., 119 S.Ct. 2176, 2188
(1999)), which reaffirned the ADA's integration mandate, the Suprene Court
stated that "Unjustified segregation in an institution...is properly
regarded as discrimnation based on disability." Mreover, in her majority
opi ni on, Judge Ruth Bader-G nsburg observed that: (a) "institutiona

pl acenent of persons who can handl e and benefit from community settings
per petuat es unwarranted assunptions that persons so isolated are incapable
or unworthy of participating in conmunity life," and (b) "confinenment in
an institution severely dimnishes the everyday life activities of

i ndi viduals, including fam |y relations, social contacts, work options,
econoni ¢ i ndependence, educational advancenent, and cultural enrichnent."
The deci sion makes clear that the ingrained neglect of public systens
constitutes a violation of civil rights. It conpels states to consider how
their systens of care perpetuate needl ess segregation and its harnfu
effects.

Despite many court orders and | egislative pronouncenments, however, the
anbitions of deinstitutionalization have yet to be realized. There is no
conprehensi ve comruni ty-based service systens that were deened necessary
for people with psychiatric disabilities to thrive as they returned hone.
Lacki ng access to the services and supports that pronote self-sufficiency,
adults with serious nental illnesses such as schizophrenia, bipolar

di sorder and maj or depression, and children and youth with enotiona

di sturbance remain vul nerable to honel essness, frequent
re-hospitalizations, unenploynment and involvenment with crimnal justice
syst ens.

Access to Services Through Public Prograns

Peopl e who either do not have private health insurance or exhaust their
coverage nust turn to public-sector nental health progranms. Unfortunately,
shri nki ng public-sector resources neans that nost of the uninsured are
unabl e to get the services and supports they need. They are given what is
avail abl e-often no nmore than a binmonthly appointment with a psychiatri st
and a supply of nedication neant to suppress synptons. In this fashion
nost people with psychiatric disabilities who are poor are nerely being
"war ehoused" in the community rather than being hel ped toward recovery and
i ndependence.

Federal Medicaid |law requires that all covered children and youth have
access to all nedically necessary services, through the Early and Peri odic
Screeni ng, Diagnosis, and Treatnent (EPSDT) mandate. But many states do
not adequately inplenment EPSDT, nor do they require their managed care
contractors to do so. (6)

Medi cai d | aw prohibits reinmbursenent to psychiatric hospitals for

non-el derly adults. It does, however, permit states to cover a full array
of conprehensive comunity-based services. Yet nmany states have failed to
use these options, |eaving sonme, particularly adults with serious nenta



illness, without access to the array of effective services detailed in the
Surgeon Ceneral's report, such as targeted case nmanagenent and psychiatric
rehabilitation, let alone help with housing, transportation and

enpl oynment .
Children, youth and adults with the nost serious forns of mental
disability are victinms of neglectful public systens that preclude their
access to the resources necessary for stable |ives and neani ngfu
participation in the community. They are further victimzed when the
consequences of unnet needs are punitive--for exanple, when they are
arrested for behavior, such as sleeping on the street, that is an outcone
of their lack of access to housing and nental health services.
Federal Mental Health Block Grant. The Federal Governnment, through the
Suprenme Court's ruling in O nstead has clarified the duties of states to
provi de appropriate comunity services in lieu of institutional care for
people with nental illness. It would be appropriate, at this tinme, for the
Federal Government itself to increase its financial contribution to
spendi ng on conmunity nental health services through the major nenta
health services program the Community Mental Health Services Block G ant.
(7)
Over the past 18 years, federal appropriations for the nmental health bl ock
grant have fallen in real ternms. In 1980, community mental health centers
received $293 million in annual federal appropriations--a small amunt in
overall mental health spending, but nonethel ess an inportant proportion of
the resources available for community care. However, even that nodest
anount | ooks significant today. In 1981, when the comunity nmental health
| aw was repeal ed and the nmental health block grant was enacted to repl ace
it, spending was reduced 14 percent. Followi ng this substantial cut, the
bl ock grant has continued to drastically lose ground to inflation, as the

graph below illustrates.

[D

(Source: Bazelon Center for Mental Health Law, Under Court Order: What the
Conmunity Integrati on Mandate Means for People with Mental |11 nesses)

The Federal Governnment could, and should, do nobre to assist states in
nmeeting the needs of individuals who are unnecessarily institutionalized
or at risk of unnecessary institutionalization. In January 1999, the

adm ni stration requested that Congress increase appropriations for the
nmental health block grant by $70 million. Such an increase, while hel pful
is far short of the level needed to restore | ost spending power for the
bl ock grant. Advocates should urge the adm nistration and the Congress to

i ncrease federal appropriations for the block grant to $1 billion. This
woul d rai se spending on nental health to a | evel npbre conmensurate with
spendi ng under the substance abuse bl ock grant ($1.585 billion).

| nadequat e federal funding is exacerbating a crisis in comunity nenta
health at the state and | ocal |evels, where budget shortfalls are | eading
to drastic cuts in vital nental health progranms. The | andmark report on



mental health issued by the Surgeon General of the United States in
Decenber 1999 affirned that the technol ogy exists to provide effective
treatnment--even to people with serious nmental illnesses. The problemis
that these treatnents are sinply not accessible to all who could benefit
fromthem
State Appropriations
Community nmental health services are generally no nore expensive than
institutional care. However, to shift a systemfromover-reliance on
institutions to one that provides nore appropriate and nore effective
community services and supports requires an investnent in the community.
Start-up costs, along with the need to ensure that people continue to
receive care while new conmunity options cone on |ine, have hanpered
states' ability to ensure that resources follow individuals into the
comunity. Until community services are up and running, Medicaid and ot her
sources of reinbursenent cannot be tapped. Accordingly, states nmay need to
make a direct appropriation of their general funds for this purpose.
But far from neeting these obligations, states have been reduci ng spending
on nmental health services over past years. For exanple:
State only appropriations for nental health services are significantly
| ower today (adjusted for inflation and growh in population) than they
were in 1955, when nost people with nmental illness were warehoused in
state institutions. (8)
G ven that institutions provided little in the way of real treatnent at
that time, it would be expected that state expenditures for nenta
heal th woul d have grown, as new and effective approaches to care and
supports were devel oped.
State appropriations for nmental health have | ost ground, by 7 percent,
bet ween 1990 and 1997. This is true for nearly every state, as shown in
the conparison of states adjusted for inflation in the table bel ow
State appropriations for nental health have been falling in relation to
ot her state spendi ng. Spending on nental health has grown nore slowy
than (1) total state-governnent spending, (2) state-governnent spending
on health and welfare and (3) spending on corrections. (9) During the
1990s, state nental health spending grew by 33 percent, but total state
spendi ng grew 56 percent, spending on health and wel fare services grew
by 50 percent and spending on corrections, by 68 percent.
The overall change in real purchasing power for state nental health
appropriations between 1955 and 1997 is shown in the chart below. Wile
ot her funds suppl enent these state expenditures (for exanple, the federa
Medi cai d match and the federal nmental health block grant), these falling
nunbers represent a reduction of states' own efforts over the years.

(D
(Source: Bazelon Center for Mental Health Law, Under Court Order: Wat the
Community Integrati on Mandate Means for People with Mental |1l nesses)

Accordingly, it would hardly be a fundanmental alteration in programm ng



for states to increase their appropriations for community nental health
services in order to conply with the Suprenme Court's ruling in O nstead.

I nvestnment in community services has the potential to bring about

| ong-term savi ngs by enhancing states' ability to tap into federa
dol l ars, nmmking increased investnent in devel oping conmunity services and
supports even nore inportant.

Chapter 3

| mpact on Children and Youth

Crisis Focus

As is well docunented el sewhere, (10) children with enotional disturbance
experience significant gaps between the systens of care designed to serve
their needs and to support themwth their fanmilies and in the community.
Due to the stresses of poverty, children and youth from | owincone

fam lies are disproportionately represented anong young peopl e di agnosed
with enpotional disturbance. Wiile this |abeling theoretically entitles
children to a wi de range of services and supports, these are often not
delivered. In addition, the labeling itself nmay serve to reinforce a view
of these children as dysfunctional, and relegate themto segregated
settings. Public policy nust seek to reduce this stigma while delivering
supports and services (including naturalistic supports, such as nentoring,
after-school programs and i nproved housing).

The Substance Abuse and Mental Health Services Adm nistration (SAMHSA)
estimates that 20 percent of all children frombirth to 17 years of age
suffer froma diagnosable nmental, enotional or behavioral illness. (11)
According to SAVHSA, approximately 7 mllion children had a di agnosabl e
mental disorder in 1997. Between children and adol escents aged 9 to 17,
SAMHSA estimates 2.1-4.1 million (five to 13 percent) have a nmental or
enotional disorder that seriously inpairs their functioning in day-to-day
activities.

Anerica's youth is the human resource capital of Anerica's future. The

val ue of these human resources is incal cul able. We cannot define or put a
val ue on the loss incurred when today's children and youth with enotiona
di sturbance are damaged in their formative years by systens' failures to
provi de needed nental health care and/or special educational services. For
exanpl e, children who | ack these services often cannot utilize the free
and appropriate public education to which they are entitled under federa
aw. Children with unrecognized or untreated enotional disabilities cannot
| earn adequately at school or benefit readily fromthe kinds of healthy
peer and fam |y relationships that are essential to becom ng healthy and
productive adults.

Many young people with enptional disturbance are already involved in the
juvenile justice system (12) Rates of enptional disturbance anong youth



in the juvenile justice system have been estimted at 60-70 percent. A
signi ficant percentage of the 100,000 youth detained in correctiona
facilities each year suffers fromserious nmental disabilities and a
commensurately | arge percentage suffer from addictive disorders.
Seventy-five percent of the youth in the juvenile system have conduct

di sorders and nore than half have co-occurring disabilities.

According to a 1999 report by Substance Abuse and Mental Health Services
Admi ni stration, when conpared w th adol escents having fewer or |ess

seri ous behavi oral problenms, adol escents with behavioral problens such as
steal i ng, physical aggression, or running away from hone were seven tines
nmore likely to be dependent on alcohol or illicit drugs.

While major nmental illness, such as schizophrenia, is often evident only
when the individual reaches the |ate teens or early twenties, there is
l[ittle doubt that many other disabilities found anpbng the adult prison
popul ati on surfaced at a nmuch younger age--and went untreated.

The failure to identify (and treat) enotional disturbances is also
associated with the growi ng probl em of teen suicides and/or suicide
attenpts. If properly inplenmented, Medicaid s EPSDT screening program
shoul d assist parents of youth with enotional disturbance and schoo
personnel in identifying their disabilities, providing the appropriate
treatment, and preventing suicide.

The | ack of hone- and conmunity-based services has still other negative
consequences. The | ack accounts for unnecessary hospitalization of
children and youth with enotional disturbance. It also contributes to
readm ssion. For |ack of services that might ease the transition from
hospital to home, including respite services for their famlies, these
children cycle back and forth between hospital and the conmunity w t hout
ever achieving stability. In turn, unnecessary hospitalization usurps the
l[imted resources of state mental health budgets, thus obstructing the
provi si on of services that m ght have prevented institutionalization and
per petuati ng an unproductive cycle.

If all aspects of the system-from assessnment to treatment--took into
account the long-term needs of children, rather than episodic or crisis
occurrence, children's needs would be described in terns of their
underlying issues and in the context of their fanmily and |iving situation
i nstead of nere docunentation of short-term behavior or services

avail abl e. For some children, the system nust be prepared to nmake a
commtnent to serve the child for their entire childhood, with easy entry
and re-entry into the system Qutconme neasures should reflect |long-term
goal s--such as school attendance, living at home with famly or

i ndependently, and working at a job

M ssed Opportunities for Prevention

Poor treatnment by the systemas a child or youth increases the |ikelihood
of encountering other dysfunctional systens as an adult. Children with
serious enotional disturbance have the civil right to receive services in



the npst integrated setting appropriate to their needs. (13) They further
have the human right to be raised in their famlies and communities, with
t heir individual needs guiding the service array provided. These civil and
human rights are enbodied in the Anericans with Disabilities Act (ADA).
(14)

The failure to identify and treat mental disabilities between children and
yout h has serious consequences, including school failure, involvenent with
the justice system and other tragic outcones. As outlined in the Adult
chapter, below, adults with nental illnesses who find thenselves in the
crimnal justice systemare significantly nore |ikely to have grown up in
foster care, under custody of a public agency or in an institution

There are | arge di screpanci es between the nmental health needs of children
and youth and the services they actually receive. A recent study found
that only one in five children with enotional disturbance used any nmenta
health specialty services, and a majority received no nental health

services at all. This is consistent with an earlier finding by the Ofice
of Technol ogy Assessnent (OTA) which estimted that only 30 percent of the
7.5 mllion children who needed nental health treatnment received it.

However, children with serious enptional disturbance often do not receive
the services to which they are entitled under the Individuals with

Di sabilities Education Act (I|DEA).

Individuals with Disabilities Education Act: |DEA has | ong been the
primary vehicle for securing nmental health services and supports for
children and youth with nental, enotional or behavioral disabilities. The
Act's basic tenet is that, until age 21, children and youth are entitled
to "a free and appropriate public education.” Under |IDEA, children with
enotional or behavioral disabilities that interfere with their ability to
learn are entitled to special education services, including any rel ated
mental heal th services and supports that enable themto benefit fromtheir
education. Yet despite the intent of this strong federal entitlenent,
parents and advocates report that children are not receiving nmany of the
prom sed and needed services. Children and youth with enotional and
behavi oral disabilities are the least likely to receive the services and
supports mandat ed by | DEA.

The 1997 | DEA anmendnents mandated that school systens provide two new
services to address the needs of children and youth with behaviora
problems that interfere with their Iearning or the | earning of those
around them Schools nmust conduct "functional behavioral assessnents"
(FBA) to determne the causes of undesirabl e behavior and devel op
"positive behavioral interventions and supports" (PBIS) to address them
According to Robert Horner, Ph.D., of the University of Oregon faculty,
"research conducted over the past 15 years has denonstrated the

ef fectiveness of strategies that foster positive behavior for individua
students and for entire schools. Even schools with intense poverty, a

hi story of violence and | ow student skills have denmponstrated change in



school climte when effective behavioral systems have been inplenented.”
Despite this history of success, parents and school personnel report that
school s are not inplenenting the provisions of the 1997 | DEA anendnents.
Some profess they don't understand the statute; others are ignoring or
actively subverting the law. In alnpost all cases, it is apparent that
school personnel are unaware of how effective (and relatively inexpensive)
t hese interventions can be.

EPSDT and Medi cai d: Medicaid-eligible children should al so benefit from
the early screening required under the Medicaid' s Early Periodic
Screeni ng, Diagnosis and Treatnent (EPSDT) mandate and a generally broader
array of services in state Medicaid plans than is available in the private
sector. Under EPSDT, all states must screen Medicaid-eligible children,

di agnose any conditions found through a screen and then furnish
appropriate nmedically necessary treatnment to "correct or aneliorate
defects and physical and nental illness and conditions discovered by the
screeni ng services." (15)

Children and youth up to age 21 have a broader entitlenent than adults who
qualify for Medicaid. For adults, sonme services are mandatory, but sone
need only be provided at a state's option. A state will list its
"optional" services in its Medicaid plan, but nust nake available to
children all services listed in federal Medicaid | aw "whether or not such
services are covered under the state plan." (16) Few states have good
tools to identify children with nental health needs and nost fail to

noni tor providers or health plans to ensure that children receive

behavi oral health screens.

Medi cai d' s EPSDT program especially when used in conjunction with |DEA,
is the ideal vehicle for neeting the conprehensive nental health needs of
children and youth. The programrequires that states conduct regularly
schedul ed exam nations (screens) of all Medicaid-eligible children and
yout h under age 22 to identify physical and nental health problens. If a
problemis detected and di agnhosed, treatnent must include any
federal |l y-aut horized Medi caid service, whether or not the service is
covered under the state plan. If problens are suspected, an
"inter-periodic" screen is also required so the child need not wait for
the next regularly schedul ed checkup

Child nmental health services under Medi cai d have undergone consi derabl e
change over the past decade. For many years, states had included nore
conprehensive nental health benefits for adults than for children and
youth. After the enactment of |egislation requiring coverage of al

Medi cai d- covered services for children through the Early Periodic
Screeni ng Di agnosis and Treat nent (EPSDT) mandate in 1990, states began
revising their rules and expandi ng coverage of child nmental health

servi ces.

Shortly after these revisions began to occur, states also began to nove
the Medi caid population in need of nental health care into managed care,



generally into separate "carved-out" specialized nanaged behavioral health
care plans. By 1998, 54 percent of Medicaid beneficiaries were enrolled in
managed care programs. (17)

(Health Care Financing Administration, 1998). Due to the rapid expansion
of covered services early in the 1990s and the subsequent introduction of
managed care, it is pertinent to question whether children and youth
actually receive these community-based services and to determ ne the
patterns of service use. Key stakehol ders continue to cite the | ack of
attention to the special needs of children and youth as the npbst serious
problemwi th the public nmental health system (18)

By offering waivers and options Medicaid | aw al so affords states other
policy choices that could expand access to nental health services. The
Home- and Commruni ty- based Waiver allows states to provide alternatives to
hospitalization to children with disabilities, including children and
youth with enpotional disturbance. The wai ver allows states to provide
various conmmunity support services, but only three states have avail ed

t hemsel ves of this waiver for children with enotional disturbance.
Significantly, however, a recent study indicates that the Medicaid
hone-and comrmuni ty-based wai ver is effective in reducing the incidence of
custody relinqui shnent and institutional placenent in the three states
where they are in use. (19)

However, Medicaid does not cover all |owincome and other children and
adol escents who have no access to nental health treatment. Mreover, while
the array of covered services is fairly broad, sonme hone- and

communi ty-based services are still excluded from coverage under many state
Medi cai d prograns.

Deni al and Inaccessibility of Services

Despite the | DEA and EPSDT entitlenents, children and youth in nany states
fall through the cracks of the public systens of care. This happens even
in states like California, with well-devel oped | ocal governnent

i nfrastructure:

"Despite the integrity of individual prograns-and even with the
extraordinary contributions of so nany individua

prof essi onal s-incremental efforts add up to | ess than the sumof their
parts. The prograns often fall short of providing the right services, in
the right way, to the right children at the right time. Year after year
new comm tnents--even with additional funding--fail to achieve the goals
so desperately desired." (20)

Services are often denied not out of malice, but because of the |ack of
coordi nati on anmobng systens of care and conpl exity of funding arrangenents:
"Funding is restricted by conplex rules that encourage communities to
forsake those in the path of danger and focus only on those children who
are physically bruised and enotionally broken." (21)

Moreover, the criteria that youth nust nmeet before they can receive
services can easily be interpreted to deny services. (22) In practice,



many states do not have specific definitions of all covered services, so
it is likely that many Medicaid-eligible children receive neither the
mental health screens nor the nental health treatnment to which they are
entitled by EPSDT. The shortage of know edgeabl e | egal advocates virtually
ensures that the rights of many children to EPSDT services will not be
enf or ced.

Access to services is limted due to | ack of insurance coverage for nental
health services and i nadequate access to the special education and rel ated
mental health services for which children and youth are eligible through

| DEA. For exanple, ten million children and youth |ack health insurance
and many nore are under-insured for nental health treatment and exhaust
their benefits. An estimated 30 percent (3 mllion) of those 10 nmillion

are eligible for Medicaid, but their famlies are unaware that they
qualify. (23)
As states have sought to "do nore with Iess,” they have al so sought out
managed care approaches to linmting Medicaid expenditures. |Instead of
bri dging the gap between chil d-serving agenci es, however, states' shift of
Medi caid to managed care has stranded even nore children with serious
mental health needs. (24)
Tragi ¢ Consequences for Children, Youth and Society
Custody Relinquishment: Due to |ack of conmunity-based services and/or
speci al education services, famlies of children with enptiona
di sturbance are often faced with the heart-wenching choice of not
recei ving adequate nental health services for their children or
relinqui shing custody of their children in order to qualify for Medicaid.
Child nmental health advocates and professionals have recogni zed the issue
of custody relinquishnment for many years. (25)
Requiring famlies to give up custody:
traumati zes both children and parents;
limts famly involvenent in key decisions about their children's nenta
heal th, health and educati onal needs;
underm nes famly integrity;
unnecessarily burdens public agencies with children who are neither
abandoned; nor negl ected, but whose families need services and support
to raise themat honme; and
penalizes fanmlies for the state's failure to devel op adequate services
and supports.
Requiring famlies to relinquish custody to the child welfare systemin
order to obtain essential mental health services and supports for their
children wastes public funds and destroys famlies.
| nadequat e fundi ng of mental health services and support for children and
their famlies is the major reason famlies turn to the child welfare
system for help. Private insurance plans often have limts on nenta
health benefits that can be quickly exhausted if the child has serious

mental health needs. In addition, many private plans do not provide the



home and community-based services and supports that are needed to keep
children at home. \Wen their personal funds run out, fanmlies are forced
to turn to the child welfare system

Even fam |ies whose children are eligible for Medicaid face custody
relinqui shnment. Although many of the needed services are covered, states
fail to adequately define their rehabilitation services, to educate
providers on how to bill for those services, or to nake sure that Medicaid
reci pients know the array of services to which a child is entitled. When
parents then turn to the child wel fare agency, the agency often
requires--as a nonnegotiable condition for obtaining those
services--relinqui shnment of custody to the state or county. In large part,
this is driven by the child wel fare agencies' m staken belief that custody
is required in order to draw federal matching funds under the Socia
Security Act.

Educati onal Systeni Speci al Education/Discipline: Due to the stresses of
poverty, children and youth fromlowinconme famlies are

di sproportionately represented in the young population with enptiona

di sturbance. The inequities of the neglect of these children by schools
and the public nmental health systemare further conpounded by racia

di scrim nation.

The failure to provide early screening and nental health services has
nmeant that as many as 35 percent of students entering school are
considered to be at high risk for social and academ c failure. (27) Once
in school, the failure or refusal to provide |IDEA services results in nmuch
greater drop out rates for children and youth with enotional disturbance.
(28) This has led researchers to recomend a new approach to screening
and to identifying a child's strengths rather than deficits.

In perhaps the classic attenpt to blane the victim school districts that
have failed or refused to provide preventive services under |DEA has al so
I ed, inexorably, to treating children with enotional disturbance as
"discipline problenms.” In a series of attenpts to anmend the | DEA over the
past three years, Congress has increasingly expanded the authority of
school districts to exclude such children and youth from nmai nstream

cl assrooms.

The techni ques for supporting children with enotional disturbance--known
broadly as "positive behavioral supports"--in school are well docunented.
(29) The use of punishment to correct behavior cones with negative
consequences such as negative attitudes on the part of students toward
school and school staff (which |eads to increased antisocial acts and
behavi or probl ens). Punishment of children with enotional disturbance is
strongly correlated with dropping out of school. (31)

Foster care: The child protective services and foster care systemin the
United States grew out of efforts by early religious and charitable
organi zati ons to serve orphans and "rescue" children and youth from
abusive or neglectful fanmlies. Today's federally supported foster care



system was created under the Social Security Act of 1935 as a last-resort
attenpt to protect children at risk of serious harmat hone. The | aw
obligated states to assune tenporary custody of children whose parents
were unable or unwilling to care for them

By the early 1990s alnost half a mllion children were in the custody of
state child welfare systenms and the U. S. Department of Health and Human
Services estimated that at |east one of every 10 babies born in poor urban
areas in the '90s would be placed in foster care. (32)

Children with enotional or behavioral disabilities nmade up 40 percent of
the child welfare popul ation and few resources were avail able for any type
of treatnment or support services. (33) The steady increase in foster care
pl acenents is very troubling. Most children are deeply traumati zed when
they are separated fromtheir fanmlies. Even when their famly environment
has been dangerous or unhealthy, studies have shown that a child often
experiences separation froma primary care giver as a threat to survival.
(34)

Fam |y disintegration and allegations of abuse are the npbst frequent
reasons that children are placed in foster care, and these reasons are
often rooted in the inability to get nmental health services and support
for parents and/or children. These findings are docunented nore fully in
the Custody Relinqui shnment section, above, and are considered further in
the Adult chapter, bel ow.

According to the Annie E. Casey Foundation, every year 25,000 young people
in foster care turn 18 and | eave foster care. This neans that young people
in state-supervised progranms nust | eave foster care whether or not they
have the skills to maintain an apartnent, seek and hold a job, or bal ance
a checkbook. Too many 18-year-ol ds emerge w thout having had a stable
foster-care environment or adequate nental -health services or a quality
education. According to one recent study, 12 to 18 nonths after they |eft
foster care, half of those who |eft were unenployed and a third were

recei ving public assistance. Clearly, youths who "age-out" of foster care
are anong the nost vul nerable and the nost at risk.

Juvenil e Justice: Each year, nore than one nillion youth conme in contact
with the juvenile justice systemand nore than 100,000 are placed in sone
type of correctional facility. Studies have consistently found the rate of
mental and enotional disabilities higher anong the juvenile justice
popul ati on than anobng youth in the general population. As many as 60-75
percent of incarcerated youth have a nental health disorder; 20 percent
have a severe disorder and 50 percent have substance abuse problens. (35)
The npst common nental disabilities are conduct disorder, depression,
attention deficit/hyperactivity, learning disabilities and posttraunmatic
stress. (36) According to a 1999 survey conducted by the National Menta
Heal th Associ ation (NVHA) and the GAINS Center, nmental health problens
typically are not identified until children are involved with the juvenile
justice system if at all



Al t hough African-American youth age 10 to 17 constitute only 15 percent of
their age group in the U S. popul ation, they account for 26 percent of
juvenile arrests, 32 percent of delinquency referrals to juvenile court,
41 percent of juveniles detained in delinquency cases, 46 percent of
juveniles in corrections institutions, and 52 percent of juveniles
transferred to adult crimnal court after judicial hearings. In 1996,
secure detention was nearly twice as likely for cases involving black
youth as for cases involving whites, even after controlling for offenses.
(37)

Many youngsters have conmitted mnor, nonviolent offenses or status

of fenses. The increase in their incarceration rates is a result of

nmul tiple system c problens, including inadequate nmental health services
for children and nore punitive state | aws regarding juvenile offenders.
These nonviol ent offenders are better served by a system of closely
supervi sed communi ty-based services, including prevention, early
identification and intervention, assessnment, outpatient treatnent,

honme- based services, wraparound services, fanm |y support groups, day
treatnent, residential treatment, crisis services and inpatient

hospi talization.

Intensive work with famlies at the early stages of their children's
behavi oral problens can al so strengthen their ability to care for their
children at home. These services, which can prevent children from both
committing delinquent offenses and fromre-offending, are nobst effective
when planned and integrated at the local level with other services

provi ded by schools, child wel fare agencies and conmunity organi zations.
More than one in three youths who enter correctional facilities "have
previ ously received special education services, a considerably higher
percentage of youths with disabilities than is found in public elenentary
and secondary schools." (38)

Many children with enotional disturbance end up in detention facilities as
a result of incidents at school and/or because they fail to receive
speci al education and related nental health services. In addition, many
juveniles are released fromdetention facilities wi thout appropriate

di scharge services, and end up being re-incarcerated.

Young people with enotional disturbance are punished for the failure of
systens designed to protect them Because schools fail to identify and
serve youth with enotional disturbance, these children miss out on rmuch or
all of the "free and appropriate public education" to which they are
entitled under the federal Individuals with Disabilities Education Act

(I DEA), even though | DEA funds services for such children. (39)

Al t hough | DEA requires educational plans to be in place prior to a young
person's release fromjuvenile detention, and a well-designed and

i mpl enented plan, coupled with connections to the services provided under
Medi cai d, can nmean the difference between a successful transition to honme
and comunity or a repeat of the negative cycle that | anded the juvenile



in detention in the first place, few states inplenent this requirenent.
Thus, juvenile offenders with enotional disturbance frequently fail to
reconnect with the education system upon their rel ease.

W t hout the appropriate intervention, students whose behavior could and
shoul d be addressed in school are ending up in juvenile detention. Each
year over 100,000 youth are detained in correctional facilities. These
institutions have been called the "de facto" psychiatric institutions for
adol escents with nental health problens because they substitute

i ncarceration for needed treatnent. A recent survey by the Pittsburgh
Post - Gazette found that 80 percent or nore of the residents of
Pennsyl vani a's juvenile detention centers had a di agnosabl e psychiatric
probl em Arkansas and New Mexico reported that 90 percent of their
juvenil e detai nees were on psychotropic nedication

Effects of Welfare Reform 1In the inplenmentation of welfare reform policy
makers have to date focused rather narrowy on the needs of the adult
recipients. In particular, reformefforts have concentrated on recipients
who are relatively well-positioned to enter the workforce, that is, who do
not have evident disabilities or special needs. States have decl ared
remar kabl e success in their initial efforts to reduce welfare rolls,
nmovi ng off welfare | arge nunbers of individuals and capitalizing on the
current demand for workers. Now, states are beginning to face sone
unanti ci pated consequences of return-to-work policies particularly on
adults with significant problens (such as those who have nental health and
subst ance abuse issues) and on parents whose children have special needs.
States are facing the reality that there is a residual popul ation of

wel fare reci pi ents whose capacities to work are chall enged by these

probl ens.

What might easily be overlooked in the debate on welfare reformis that
the children of welfare recipients--both those who have already been
counted as "successes" and those remaining on welfare due to specia
needs--my, thensel ves, have significant problenms. Recipients who have
successfully returned to work may have margi nal work skills and find
thensel ves in | ow | evel jobs. When they have children with serious
enotional disturbance, they may be confronted with parental demands that
pull them away from al ready-precarious work situations. For exanple,
school systens are often ill prepared to deal with special -needs children
and seek to exclude themfromthe classroom Child care centers are often
not prepared to handle children with significant behavi oral problenms and
these children may be expelled, creating significant job-related problens
for the parent.

Those wel fare reci pients who have not yet entered the workforce includes
signi ficant nunbers of individuals with significant problens of their own,
such as depression, post-traumatic stress disorder, and chemi cal
dependency. These probl enms anong parents have been identified as risk
factors for enotional disturbance anong their children. The novenent of



these adults into the workforce, which is already a formni dabl e goal, my
pose new problens for their high-risk children. For exanple, children with
serious enotional disturbance who have been reliant on parental care and
supervision within the home may, for the first tinme, be entering child
care arrangenents outside of the honme. These settings nust be prepared to
of fer special approaches appropriate to the needs of these children. In
addition, it is likely that the workplace success of recipients who are

al ready struggling to overcone their own problems will be conprom sed by
the added stress of disruptions in their children's functioning.

This array of factors suggests that the special needs of children do not
sinmply coexist with welfare reform parental return-to-work has both an

ef fect upon these children and is affected by these children. However, few
policies thus far have considered the interaction of welfare reform and
reci pients' children with serious enotional disturbance. Mst states have
not worked to ensure that the needs of these children are addressed. As
the policy and legislative focus cones to be redirected to the hardest to
serve welfare recipients (which may well include a significant nunber of
parents of children with special needs), the well being of children wll
increasingly cone to be an issue.

Psychiatric Hospitalization and "Residential Care": Traditionally, the
mental health services available to children with enotional disturbance
have tended to fall at two ends of a continuum 1) treatnment in a
residential facility and 2) individual, usually once-a-week therapy. Yet
youth with enotional disturbance need one or nore of a broad spectrum of
therapeutic nodalities between these two poles. These include ongoing

i ntensive services in their home community and school. Additionally, their
fam |ies need support services, education and training on howto best
handl e the youngster and his or her problens.

In many cases, the lack of hone-and comrmunity-based nental health services
results in unnecessary institutionalization. Deprived of services, the
condition of many children and youth wi th enotional disturbance worsens
and reaches crisis proportions, leaving commtment to a residentia
treatment facility as the only option. Though residential treatnent
centers lack studies supporting their effectiveness, this treatment--which
serves a small percentage of youth --consunes one-fourth the outlay on
child nmental health. (40)

Referrals to residential treatnment facilities--often unnecessary--renove
the child far from home and community; sonetines out of the county or even
the state for extended periods of time. Mreover, after |eaving the
hospital, the lack of transitional services and/or intensive in-hone
services and supports frequently result in children and adol escents
cycling fromhome to hospital and back again w thout ever achieving
stability.

However, effective home- and conmunity-based services--such as in-honme
servi ces, behavioral aides, intensive case nanagenent, day treatnent,



fam |y support and respite care, parent education and training, and
after-school and summer canp prograns--do exist. OF these services, the
Surgeon Ceneral's report found honme-based services and therapeutic foster
care to have the nmost convincing evidence of effectiveness. (41)

These services are furnished in partnership between professionals and
famlies, are clinically and fiscally flexible, and individually tailored
for each child and fam |y, providing whatever intensity of service is
needed. Hone- and comunity-based services build on strengths and nor nal
devel opnent needs rather than just focusing on problens, and provide
continuity of care. They strive to be culturally conpetent and involve the
famly in the child s care. Evaluations of these comunity-based services
have found themto be highly effective, |ess costly than the alternative
residential services and nuch preferred by famlies. (42)

Chapter 4
| npact on Adults
Crisis Focus
Every year, youth who have been ill-served by nental health, education and
foster care "age out" of those systems and becone adults, w thout the
explicit entitlenents to nmental health and other care they had as youth.
Despite the inevitability of this process, the adult nental health system
does little to anticipate their arrival, and invests little in prograns of
prevention. Like the youth-serving systens exanmned in the |ast chapter
the adult systens devote very few resources to people until they reach the
poi nt of crisis.
For adults, neglect or poor treatnent by the nmental health system
increases the likelihood an adult with nental illness will encounter other
nore coercive and crisis-oriented systens, |ike |aw enforcenent,
corrections, institutionalization and emergency rooms. Absent the services
and supports they need in the conmunity, people with serious nenta
illness becone caught up in the crimnal justice system Ironically, these
i ndi vidual s are often discharged fromjails and prisons into the community
with little or no planning for treatnment. Lacking treatnent, their lives
becone a revol ving door of arrest, incarceration, release and rearrest.
Wth coordi nati on anong these systens al nost totally |acking, individuals
and famlies living with nental illnesses are faced with a nental health
system that swi ngs between the extremes of abject neglect and unwanted
i ntervention, never quite providing the appropriate | evel of services to
sustain themin the conmunity:

Under funded systens ration care to those "nost in need," al npst

guar anteei ng that people will be denied services and supports until they

are in crisis;

W t hout preventive services and supports, nost individuals and fanmlies



living with mental illnesses have difficulty attaining economc
sel f-sufficiency, and become nore dependent on inadequate "safety net"
programs |i ke Supplenmental Security Incone disability and welfare
paynments;
Once in crisis, the nental health, crimnal justice and correctiona
systems are prinmed to respond with coercive nmeasures which tend to
underm ne the principles of self-determ nation and consuner direction
and nake it harder to achieve recovery and econom c self-sufficiency;
and
Crisis-driven services (and nonitoring of coercive neasures) are
dramatically nore expensive; they drain resources away from vol untary,
preventive services in the community, resulting in long waiting lists
and further deterioration of people in need.
By now, it is beyond debate that it is fiscally nore prudent to address
ment al heal th needs before they reach the point of crisis. (43)
But the extraordinarily low priority placed on nental health services, and
the "Bal kani zati on" of state budgets virtually ensures that agencies wll
continue to seek out ways to push "bothersonme"” clients onto the rolls of
ot her public agenci es.
M ssed Opportunities for Prevention
Big Investnents in Big Hospitals and Precious Little for Comunity-Based
Services: Historically, nental health systens have devoted a | arge share
of their resources to sustaining large psychiatric hospitals in urban
centers or in rural areas. One of the nost straightforward ways to finance
community services for individuals who woul d ot herw se be needl essly
institutionalized is to redirect institutional funds to community
servi ces.
Si nce 1955, states have been reducing the capacity of their state
psychiatric institutions. However, until quite recently they acconplished
this by reducing the size of the hospitals, not by closing them down. More
recently, states have begun to close entire institutions, freeing up
consi derabl e state resources that can be redirected to support conmunity
living. For exanple, nore state psychiatric hospitals were closed in the
first half of the 1990s than in the 1970s and 1980s conbi ned. (44)
Since 1990, a total of 40 such hospitals have been cl osed.
Recent experience in Indiana denonstrates how such an approach can produce
both positive outcones for individuals and savings for the state. (45)
I ndi ana cl osed a hospital that was housing individuals with serious nental
illness who had a nean I ength of stay of over eight years. After the
hospital closed, npst went to sone form of 24-hour care or nonitoring in
the community and were served by prograns providing intensive |evels of
service. The state also provided three years of special funding to |loca
community prograns specifically to ease the transition for these
i ndividuals. This funding, redirected from hospital spending, allowed
comunities to neet the needs of dischargees wi thout squeezing theminto



exi sting treatnment slots or adding to al ready over strained community
prograns.

The individuals benefitted fromservices in nore integrated settings and
showed positive outconmes, such as inproved functioning and quality of
life. Savings for the state were significant. Per-person costs went from
$68, 400 for a year's hospital care to $40,600 for those placed in the
community. However, sone individuals were placed in alternative
institutions (such as a nursing hones, which do not represent comunity

i ntegration), whose costs were a little higher. As a result, the overal
average cost for the year follow ng closure was $55,417 per person

di scharged. Still, this represented a savings of 19 percent of funds
expended to maintain these individuals in the state hospital

Counter to this trend, and to the clear nmandate of the Supreme Court's

A nstead deci sion, some states have dug in their heels, and have attenpted
to rebuild large state institutions, while starving community-based nental
health care. One such example is Laguna Honda Hospital, a 1, 200-bed
skilled nursing facility owned and operated by the City and County of San
Franci sco. Three fourths of the facility's annual reinmbursenment cones from
Medi cai d and Medicare. The city is proposing to build another huge public
facility and an assisted living building on the same grounds as the
current nursing home. The citizens of San Franci sco passed a bond
referendum al lowing the city to spend up to $299 million to create a
facility or facilities to replace Laguna Honda. Such an expenditure would
forecl ose the devel opnment of the conmunity-care options required under

A nstead. (46)

Deni al And Inaccessibility of Services

Medicaid is a principal source of funding for the health and nental health
services that states offer in the community to public-sector consuners

rel eased frominstitutional settings under the O nstead mandate. The
Social Security Act allows states to waive traditional Medicaid rules to
set up systens of managed care for Medicaid enrollees. States began using
the waivers to of fer nmedical services through nmanaged care. By now, many
have expanded their waivers to include (nental health and addiction
treatnment for some or all of the Medicaid population

This shift of Medicaid into managed care arrangenents is beginning to blur
the borders that have distingui shed public and private sectors. At first,
t he popul ations with nore extensive service needs largely renained in
fee-for-service Medicaid prograns; however, states are now pl anni ng ways
to refine these systens to elinmnate the inefficiencies of overlapping,
cumber some bur eaucraci es. They are al so beginning to evaluate their
expenditures in ternms of the clinical outcones they are purchasing.

Whet her directly, through managed care contracts with commercial insurance
conpani es, or through states' application of business practices to
fee-for-service systens, the experiences of the private market are being
transported to the public sector and the respective systens are noving



cl oser together. In communities, individuals and fam |ies encounter both
consi derabl e overlap and significant gaps in services, with no one

organi zati onal structure that can resolve these defects. The trend appears
to be increasing with the introduction of managed care plans into Medicaid
mental health service delivery.

Community Mental Health is Closed When it Shoul d be Open: As a consequence
of underfundi ng, poor resource allocation and the (not infrequent) desire
to shift the cost of hard-to-serve clients to other public systens, the
comunity mental health systemin nost states is only "open" from9 a.m
to 5 p.m Unlike other public systens, |ike energency roons, |aw
enforcenent and corrections, which are "open" 24 hours per day, seven days
per week, the nmental health systemis often "closed" (except for
hospi tal - based services) during eveni ngs and weekends, when many peopl e
with mental illnesses experience the greatest need. During those tines,
when adults with nental illnesses cone to the attention of the police,
they are processed through the justice system (or taken to an energency
room for psychiatric evaluation), rather than being diverted to the

| ess-costly, nore appropriate comrunity-based nental health service system
that shoul d be neeting their needs.

Geographic I naccessibility: Even if they have sone sort of insurance
coverage, many adults with mental illnesses who live in rural areas |ack
ef fective access to the nental health services and supports they need
because they sinply live too far from providers, who are typically
centered in urban and suburban areas. The advent of managed care in the
Medi cai d and public nmental health systens over the past ten years has
further dimnished the nunber of providers willing to serve rural clients.

Language and Cultural Barriers: Mst state nental health systens stil

lack the ability to serve people of color and | anguage mnorities in their
own traditions and their own | anguage. The Surgeon General recently
reported "striking disparities” in nmental health care for racial and
ethnic mnorities, and that these disparities "inpose a greater disability
burden on minorities," and that people fromdiverse cultures collectively
experience a greater disability burden frommental illness than do whites.
This burden is directly attributable to the fact that people fromdiverse
cultures systemcally receive |less care and poorer quality of care, rather
than fromtheir illnesses being inherently nore severe or prevalent in the
comunity. (47)

TRAG C CONSEQUENCES FOR ADULTS AND FOR SOCI ETY

Honel essness: On any given day, approximtely 150,000 people with severe
mental illnesses are honeless, living on the streets or in public
shelters. Honel essness is not a symptom of nental illness. It is an
artifact of nmental health systens that do not |ink consuners to accessible
housi ng and do not offer needed supports and services, or that operate
residential progranms experienced by consunmers of nental health care as



coercive. Horel essness anobng people with serious nental illnesses
underlies many of the problens that spill over fromthe nental health
system including the problemof criminalization. Yet the successes
reported by many | ocal progranms denonstrate that nost honel ess people with
mental illnesses can live with stability in their communities if they
recei ve a combi nation of sustained outreach, case managenent, health and
ment al heal th services, housing and enpl oynent assistance. (48)
Crimnalization of Mental Illnesses: Jails are becom ng Anerica's new
mental hospitals. As a result, jail facilities are faced with a role they
were neither designed nor staffed to assune. Between 600,000 and one
mllion nmen and wonen jailed each year have a nental illness. This is

t hought to be eight tines the nunber adnmitted to psychiatric hospitals.
Many of these people are arrested for non-violent msdeneanors, others for
"crinmes of survival" such as stealing food, loitering, or trespassing.
Still others are detained in "nercy arrests" by police officers who find
the public mental health system unresponsive and the process of accessing
its energency services cunbersone.

As many as 16 percent of all jail inmates have a severe nental ill ness,
according to the U. S. Departnent of Justice. Many were arrested for
reasons related to their unmet needs for nmental health or addiction
treatnment and for housing. Many people with nental illnesses are honel ess
and frequently arrested for "esthetic" or "quality of life" m sdenmeanors
that result fromtheir |ack of access to nmental health services and that
police routinely ignore when conmtted by others.

Predom nantly, prisoners with nental disabilities are poor and peopl e of
color. Along with details about the plight of other mmjor racial and
ethnic mnority groups, a report released August 26, 2001, by the U S
Surgeon Ceneral, entitled Mental Health: Culture, Race and Ethnicity,

i ndi cates that disproportionate nunbers of African Americans are
represented in the nost vul nerable segnents of the popul ati on--peopl e who
are honel ess, incarcerated, in the child welfare system victins of
trauma--all populations with increased risks for nmental disabilities.
People with nental illnesses, with nental retardation, and with associ ated
subst ance abuse (hereinafter "people with nmental disabilities") are

i ncreasingly brought into the crimnal justice system They are arrested
for various m nor offenses--many tinmes for "crinmes of survival" as they
struggle to live on the streets--and incarcerated in jails and prisons
where their treatnent needs are not nmet. Typically, these are of fenses
peopl e who do not have mental disabilities either would not commt or

whi ch pronpt a warning...not an arrest. Oten, people with nenta
disabilities are living in circunstances so characterized by negl ect that
police and others in the community may even view these arrests as acts of
"mercy."

I nstead of punitive actions, these individuals need assistance. However,
failures in service systems and the |ack of collaboration between nenta



heal th, mental retardation, substance abuse, and crimninal justice systens
prevent them from receiving adequate supports and care. This is especially
true for individuals who are honel ess, whose nental illness is
particularly hard to treat, and those with co-occurring substance abuse.
In addition to being greater in nunber, inmtes with nental illnesses tend
to have a history of nore significant problenms when conpared w th other
inmates. Many |l ead chaotic lives. Inmates with a nental illness were |ess
likely to be enployed in the nonth before the arrest; 37.7 percent in
federal prisons were unenpl oyed, conpared with 27.5 percent of inmates who
did not have a diagnosis of nental illness. Inmates with a nental illness
are nore likely to reflect one or nore of the factors that put people at
ri sk, such as:

growing up in foster care

living with a substance-abusing parent;

or being physically or sexually abused;

More likely to have been honel ess;

More likely to be unenployed at the tine of arrest; (49)

More likely to be under the influence of drugs or alcohol at the tine of

the arrest; (50)

More likely to grow up in foster care, agency or institution; (51)

More likely to have been physically or sexually abused while growi ng up

(52) and/or

More likely to grow up with a parent who abused al cohol. (53)
Once incarcerated, these nen and wonen are even less likely to receive
adequate treatnment than when they were at |iberty--both because the
crimnal justice system|acks the capacity to deliver conprehensive nenta
heal th services and because punitive jail settings are the antithesis of a

therapeutic environnent. In all likelihood, the nunber of incarcerated
people with disabilities has increased, given the extensive publicity
accorded to violent acts by people with nmental illnesses, however rare,

along with the increased public cynicismabout deinstitutionalization, the
di mi ni shed tol erance of abnormal behavi or and the expandi ng use of police
tactics such as "nercy arrests." (54)

VWi le sone jails and prisons provide nental health services, the enphasis
shoul d not be on inproving these services in a coercive anti-therapeutic
envi ronnent. Rather, investnment should be made in diversion. It should
extricate people with nental illnesses fromthe revol ving door of
re-arrest, they nust be provided with discharge planning to help them
obtain public benefits and link themto community treatment. Yet

nationally, only one third of inmtes with mental illnesses receive
di scharge pl anni ng servi ces.
VWen released fromjail or prison, inmates with mental illnesses seldom

recei ve the assistance they need for successful re-entry into the
community. (55)
W t hout adequate di scharge planning prior to release, they have no access



to medi cation and other needed nental health services, to housing, or to
enpl oynent or incone support. (56) Studies have shown that recidivism
rates fall when discharge planning and |inkage to effective aftercare
services i s provided.

I ndi viduals sentenced to jail or prison lose their entitlenent to Medicaid
and ot her public benefits. There is even a financial incentive for
correctional institutions that pronptly report prisoners' intake to the
Federal Government. But there is no incentive to the criminal justice
systemto help released prisoners reestablish or initiate such benefits.
Rei nst at enent i nvol ves conpl ex paperwork and applications take nonths to
process--nonths during which many former inmates have no noney for

medi cati on or housing, nuch |ess counseling.

As is the case with discharge from psychiatric hospitals, the incidence of
reci di vi sm anong people with nmental illnesses is directly related to the
qual ity of post-discharge treatnent and supports, including housing. The
conpr ehensi ve support nodel pioneered for homel ess people by CSH is highly
appropriate for people with nental illnesses who are returning to the
community fromjails and prisons.

Rat her than focus on the handful of far-fromtypical violent crimnals
with untreated nental illness public policy should concentrate on

di verting non-violent offenders with serious nmental illness fromthe
crimnal justice systeminto community-based treatnment prograns and
expandi ng those prograns so as to reduce recidivismand prevent the
actions that pronpt arrest. Wile those who have conmitted serious

of fenses should receive nental health treatnent in jail, for those who
have commtted only mnor offenses that are the result of or associated
with their illness, incarceration is neither cost effective, hunmane nor
just. By definition, a penal institution constitutes a non-therapeutic
environnent. In fact, inmates with nmental illness are at risk of being
victimzed, sexually abused and at increased risk of suicide. (N nety-five
percent of prison or jail suicides involve inmates with a diagnosed nent al
illness.)

The problem of crinmnalization of people with nental illness has been
exacerbated by the failure of nental health systenms to neet the needs of
people in the community after deinstitutionalization vastly reduced the
popul ation in state psychiatric hospitals. The vision of
deinstitutionalization was to allow individuals with nental illness to be
full participants in the community. This goal is even nore realistic today
than it was in the 1960s. New anti-psychotic nedications, effective
comunity services (even for those with the nost serious disabilities), and

new breakt hroughs in treating co-occurring nmental illness and substance
abuse, nmmke successful comunity living a real possibility for the vast
majority of people with nental illness. To succeed, however, they need

access to an array of conprehensive services, from housing to intensive
comunity nmental health services.



Al t hough preventing incarceration nust always be the goal, there will also
be a continuing need for policies and prograns that can provi de nore
effective solutions when people with nental illness make contact with the
crimnal justice system There have been isolated attenpts to address this
probl em t hrough the use of diversion programs, using the crimnal justice
process to steer people with mental illness fromjail and into nenta
heal th treatnent.
Di versi on prograns offer a variety of approaches, some of which have been
criticized for offering no nore than a choice "between forced nedication
or jail." Although diversion progranms have been determ ned effective from
a crimnal justice perspective--i.e., their use reduces the nunber of
inmates with nental illness--their efficacy has not been studied froma
mental health or civil rights perspective. W need to know whet her people
with mental illness who are diverted fromjails are receiving nmenta
health treatnent that allows themto participate in community life and
avoid further contact with the crimnal justice system and whether their
civil rights have been respected during the process.
Mental Health Courts
As a response to the growi ng nunber of people with nmental illnesses being
confined to jail or prison, a nunber of |ocal jurisdictions have devel oped
mental health courts. These specialty courts are nodel ed on drug courts,
and purport to focus on "therapeutic jurisprudence" rather than
puni shment. I n 2000, Congress passed legislation to provide limted
funding for nmental health courts in 50 jurisdictions.
Advocat es, however, are wary of the courts:
Mental health courts are, to many people, an appealing response to
crimnalization. But the nental health courts that exist so far, with
very few exceptions, accept only people charged with non-viol ent
| ow- | evel offenses. While these courts help some peopl e get services,
they do nothing to help nental health consuners facing prison or |engthy
jail sentences, and they do not reduce crimnalization. If nmental health
courts increase the "price" of mnor offenses, as some undoubtedly do,
their effect is actually to expand crimnalization, a phenonenon known
as "net-w dening." (57)
This "net-wi dening" is of concern because police officers may arrest
peopl e whom t hey woul d have otherw se warned, told to "nove on", or
ignored in an effort to secure them services via the nmental health court.
Mental health courts may also result in people with nental illness
receiving nore severe sanctions for petty crimnal offenses than they
woul d have received through the regular court system They may spend nore
time in jail or other secure confinenent; they may find thensel ves under
judicial supervision for a |l onger period of tine, and they may have to
plead guilty to charges that m ght otherw se have been disni ssed.
Moreover, they may not be adequately counseled by their |lawers as to
these potential risks, and judges and court personnel may be giving



i naccurate information concerning these risks.

Poverty/ Unenpl oynent: | nprovenments in treatnment and advances in

comuni ty-based rehabilitation services mean that nore people with serious
mental illnesses are able to work.

Unfortunately, the unenployment rate for people with nental illness hovers
at 85 percent, higher than for any other disability group. Factors such as
stigma and public nmisperception of nental illnesses only partially account
for this situation. Many people can and do recover fromnental illness. A
variety of specialized services such as supported enploynent, transitiona
enpl oynent and psychosoci al rehabilitation enable people with nmental
disabilities to work and have a satisfying and rewardi ng career

Several federal agencies provide vocational rehabilitation services for
people with disabilities: the state-federal public vocationa
rehabilitati on system the Social Security Administration and the
Department of Labor. These federal prograns work cooperatively with state
and private rehabilitation providers to increase enploynent anong peopl e
with disabilities. Recent federal |egislation includes provisions to
facilitate work for those who receive disability

benefits by allowing easy re-entry into rehabilitation programs if there
is a reoccurrence of synptons and by creating a voucher programto allow
consuners to go to the provider of their choice.

The federal Vocational Rehabilitation (VR) program provides funds to
states for assisting individuals with disabilities to work. Unfortunately,
state VR prograns focus primarily on individuals with | ess serious
disabilities. People with severe nental illnesses, in particular, do not
fare well in these systens, because they frequently require intensive
servi ces over |onger periods of time to obtain and maintain enpl oynent.
Mor eover, considerable VR resources are spent on

eligibility-determ nations and adm nistrative functions, while inadequate
resources go to direct services. Months or even years nmy pass between the
time an individual with a severe nental illness applies for VR services
and the tinme that services actually begin

While the recently enacted Ticket to Work and Work | ncentives | nprovenent
Act of 1999 theoretically enhances the ability of a person with a
psychiatric disability to find work without |osing incone and Medicaid
benefits, the newlaw is very conplicated, and has not |led to significant
new j ob opportunities.

I nvol untary Qutpatient Conm tnent

In many states, the abject neglect of the needs of people with psychiatric
disabilities and the predictable deterioration that will be experienced by
sonme has led to a call for nore coercive practices, |like involuntary
outpatient commtment (10C). 10OCis a legal strategy that utilizes court
orders and other nmeans to force individuals with psychiatric disabilities
to participate in mandatory treatnent, nerely because soneone el se has
made a judgenent that they would benefit from psychiatric treatnent. An



i ndi vidual can be forced into treatnment despite the fact that no crinme has
been committed and notwi thstandi ng that he/she does not neet the

requi rements for inpatient conmtnment (i.e., that the person is a clear
and present danger to self and/or others).

When a court issues a civil commtnment order, requiring an individual to

submit involuntarily to treatment for a serious nental illness, the person
has historically been confined to inpatient treatnment in a public
hospital. Today there is new interest in IOC, |inked to nedia reports of
violent acts by individuals with diagnoses of serious nental illnesses

and, according to state advocates and nmental health consuners, fueled by a
sophi sticated public relations canpaign by the Treatnent Advocacy Center
Increasingly, the providers of nental health services to individuals thus
committed are private-sector prograns, including psychiatric clinics and
group hormes.

Private provi ders--whose cooperation is required to inplenent these
statutes--are split on IOC. A good many, particularly social workers, case
wor kers and others working on a person-to-person |level, believe that the
requi site reporting on their clients harns the therapeutic relationship
and that the clients'--not coerced--but voluntary participation is
essential to the healing process.

The National Council on Disability has previously expressed its concerns
about such coercion, and reiterates them here:

Mental health treatnent should be about healing, not punishnent.
Accordingly, the use of aversive treatments, including physical and

chem cal restraints, seclusion, and simlar techniques that restrict
freedom of nmovenent, should be banned. Also, public policy should nove
toward the elimnation of electro-convul sive therapy and psycho surgery as
unproven and inherently inhumane procedures. Effective humane alternatives
to these techni ques exist now and shoul d be pronoted. (58)

I nvoluntary outpatient comritnent is a very costly effort to the

i ndividual, to the nental health system to the crimnal justice system
and to society that holds no prom se of the avoi dance of violence in our
soci ety, nor of recovery for the individual. It diverts badly needed
funding away from effective conmunity-based nmental health services,
especially those founded upon the recovery vision

Li ke so-called "nercy arrests” that bring people with nental illnesses
into the crimnal justice/correctional system 10C is used far too often
to conpensate for gaps in community services that woul d ot herw se engage
ment al heal th consuners on a voluntary basis.

Psychi atric Hospitalization

When all else fails, the nental health systemretains the ability to
petition for the involuntary civil comm tment of a person whose nenta
illness makes himor her a threat to self or others. In the civi

comm tment context, federal courts have said that the Due Process Cl ause
requires a balancing of the individual's interest in liberty against the



state's interest in providing care and treatnment to the individual in
order to protect the public (police power) or to protect the individua
(parens patriae). (59)

As outlined above, however, the crisis focus of mental health services
virtually ensures that "all else" will fail, and the systemw || have to
rely upon hospitalization

Chapter 5

| npact on Seniors

Crisis Focus

Li ke younger adults, seniors with psychiatric disabilities and limted

i ncomes rely upon public nmental health services and supports they may need
to live successfully in the community. They rely upon many of the sane
provi ders as do younger adults, although the possibility of physica
disabilities or frailty in this population make it nore likely that they
may be living in nursing hones, assisted living facilities or other
simlar settings that may not adequately provide nmental health services
and supports. In those instances, many seniors either go entirely wthout
such services, accept the margi nal services that may be available in those
settings, or depend upon the limted services and supports funded by

Medi care or Medicaid and delivered by conmunity-based providers. (60)
Mental health care for older Anmericans is no better than for the younger
cohorts considered in earlier chapters. According to the Anerican
Association of Geriatric Psychiatry, nursing homes currently are charged
each year with the care of 1.5 million ol der Americans. Mre than half
suffer fromsone sort of cognitive inpairnent and as nmany as 80 percent
have a di agnhosabl e psychiatric disorder. Despite the high preval ence of
people with nental disabilities in nursing homes, according to the Surgeon
Ceneral's report, "these settings generally are ill equipped to neet their
needs." (61)

Li kewi se, in the Journal of General Psychiatry, nmental health experts from
around the country warn that "(a) national crisis in geriatric nmenta
health care is enmerging. The present research infrastructure, healthcare
financi ng, pool of mental health care personnel with appropriate geriatric
training, and the nental health care delivery systemare extrenely

i nadequate to neet the chall enges posed by the expected increase in the
nunber of elderly with nental illness as well as an anticipated increase
in late-onset nmental illness as nore people live |onger."

Significant challenges to the nental health of older adults relate less to
our clinical capacities than they do to older adults not having access to
services known to be effective. For exanple, notw thstanding the high
preval ence of depression anong ol der adults, the Surgeon General reports
that only 11 percent of older adults are receiving adequate treatnment and



55 percent receive no treatnment whatsoever. |ndeed, very few of the 15-25
percent of ol der adults over 65 who--according to U.S. Census Bureau
estimtes--have a mental illness, receive treatnment. Mst comunity
surveys suggest that 1 percent or fewer older adults in their conmunity
receive psychiatric care. They remmi n underserved by nmental health
provi ders, as shown by the foll owi ng data:
Only 4 percent of community nental health center patients are over 65.
Fewer than 4 percent of the patients seen by private practitioners are
ol der adults.
Less than 1.5 percent of all comunity-based nmental health care goes to
ol der adults.
A nunber of factors contribute to the |ack of conmunity-based services for
ol der adults with nmental illnesses. Many elders in nursing homes whose
chronic physical ailnents do not require institutionalization (e.qg.
di abetes) are confined to these settings because they have a serious
mental illness--although effective treatment for both the former and the
latter is routinely administered in the conmunity.
Additionally, to a degree, the low utilization rates for comunity-based
care reflect ol der cohorts' sense of shame around nental health problens
and their aversion to seeking help. But they also are testinony to
stagnant public systens that have long traditions of neglecting ol der
adults' nmental health needs that afford ol der adults low priority and
that, rather than providing rehabilitation, relegate older adults to
custodi al care services. The consequences of the unavailability or
i naccessibility of appropriate services to older adults with nental
illness include additional and unnecessary disability, needl ess dependency
and vulnerability to institutional segregation.
M ssed Opportunities for Prevention
O der adults are the nmost rapidly growi ng segnent of our popul ati on. Due
in part to increasing |life expectancy, people over 65 are expected to grow
in number from20 million in 1970 to 69.4 mllion by 2030, outnunbering
peopl e between 30 and 44. Additionally, there is evidence that the nunber
of older adults with mental illness will also increase in ternms of both
nunbers and in the percentage of the total population that those nunbers
represent. Thus, the nunber of older adults with nental illness is
projected to swell fromabout four mllion in 1970 to 15 mlIlion in 2030.
Deni al and Inaccessibility of Services
The Decenber 1999 Report of the U S. Surgeon General--the first of 51 such
reports to focus on nental health--devotes a chapter specifically to ol der
adults and nental health. Wile acknow edgi ng the capacity for sound
mental health anong ol der adults, the report notes "a substantia
proportion of the population 55 and ol der--al nost 20 percent of this age
group--experience specific nental disabilities that are not part of norma
agi ng. Unrecogni zed or untreated, depression, Al zheinmer's disease, alcoho
and drug nmisuse and abuse, anxiety, late-life schizophrenia and other



conditions can be severely inpairing, even fatal; in the United States,
the rate of suicide, which is frequently a consequence of depression, is
hi ghest anong ol der adults relative to all other age groups (Hoyer et al.
1999) . "
Yet there are effective interventions for nost mental disabilities
experienced by ol der persons (for exanple, depression and anxiety and nany
mental health problenms such as bereavenent). Further, the Surgeon
General's report asserts that "treating older adults with nmental health
di sorders accrues other benefits to overall health by inproving the
interest and ability of individuals to care for thensel ves and foll ow
their primary care provider's directions and advice, particularly about
taki ng nmedi cations."
The Suprene Court's O nstead deci sion has particular significance for
ol der adults with mental disabilities. Arguably--nore so than any other
group with nental illness--older adults have endured a |ong history of
flagrant segregation and societal neglect, nost graphically denonstrated
in the deplorable "geriatric back wards" of state psychiatric hospitals.
Despite the shift away from psychiatric institutions and the pron se of
community mental health services, older adults continue to be afforded
"back ward" status, as evidenced by a paucity of conmunity-based nental
health services, linmted opportunities for integrated housing, and service
systens that enphasize custodial care over rehabilitation. In fact,
| argely notivated by cost savings and conveni ence rather than clinica
need, substantial nunbers of older adults with nental disabilities were
trans-institutionalized fromstate psychiatric hospitals to nursing hones.
Anmong ot her people with nental disabilities, the pivotal O nstead decision
applies to:

| ong-stay patients in psychiatric hospitals who do not need to be there;

i ndi vidual s who frequently cycle in and out of hospitals as a result of
a |lack of comunity services;
residents in nursing honmes who can appropriately be served in the
community;
i ndividuals residing in the community, but at risk of
institutionalization unless they receive appropriate care.
Li ke younger people with nental illnesses, seniors are at significant risk
of unnecessary institutionalization. A recent analysis of O nstead
conplaints filed with the Ofice of Civil Rights of the U S. Departnent of
Heal th and Human Services reveals that 60 per cent of the conplaints have
been filed by people living in nursing honmes. (62) ADA--and the
i ntegration mandate, in particular--conpels states to consider the civi
rights of people with disabilities and to deternine whether their systens
of care perpetuate needl ess segregation and its harnful effects. As states
move to conply with these legal requirements for diverse popul ati ons of
di sabl ed i ndividual s, aging advocates face the chall enge of ensuring that



ol der adults are not put at the end of the line as they conpete for
limted resources.

Chapter 6

Fulfilling the Prom se: Concrete Steps Toward a New Vi sion

For each popul ation covered in this report, there are concrete steps that
can be taken to inprove the quality and effectiveness of nental health
servi ces and supports.

Chil dren and Youth

ENABLI NG CHI LDREN AND YOUTH W TH MENTAL OR EMOTI ONAL DI SABI LI TIES TO
FLOURI SH IN THEIR COMWUNI TI ES: Children with enotional disabilities fal
through an historic gap between the various child-serving agencies in the
public sector--notably, the education, child welfare, juvenile justice and
mental health systems. Efforts to inprove this situation should focus on
promoting the systens of care that have been denpbnstrated effective in
bridging the gap and enabling children to receive Medi cai d-funded

wr aparound services in their homes or in residential settings near their
fam|lies.

STATE EFFORTS TO EXPAND MEDI CAI D COVERAGE TO CHI LDREN AND YOUTH W TH

EMOTI ONAL DI STURBANCE THROUGH THE USE OF WAI VERS AND OPTI ONS. Since
Congress has recently provided states with an opportunity--through the
Child Health Insurance Program-to expand Medicaid coverage to famlies
with incomes higher than the Medicaid eligibility ceiling, the Medicaid
entitlenent can |ikewi se be extended to nore children. Studies of home-and
comuni ty- based wai vers have focused primarily on the growh in the nunber
of waivers and the cost-effectiveness for aged individuals, individuals
with mental retardation and devel opnental disabilities and persons with

Al DS. Anmpong the groups covered in the m d-1990s, individuals with nenta
retardati on and devel opnental disabilities reflected the nost rapid
growt h. They increased from 74,000 in 1992 to 146,000 in 1996. The Centers
for Medicare and Medicaid services is currently funding a study to

eval uate the inpact on quality of life, quality of care, utilization, and
cost for individuals with nental retardation and devel opnenta
disabilities. Few studies have exam ned the use of hone-and

comuni ty-based wai vers for children with enotional disturbance.
PREVENTI NG EXCLUSI ON FROM SCHOOL OF CHI LDREN W TH EMOTI ONAL DI STURBANCE
Identify and di ssem nate a range of services that progressive schoo
systens have provided through |IDEA and under court and administrative
rulings, identifying for state policynmakers and advocates the maxi mum
range of community-based services for children with enotional disturbance
that can be furnished under the I DEA, and enforce the requirenent to
conduct functional behavioral assessnments and to provide positive

behavi oral supports.



PREVENTI NG CUSTODY RELI NQUI SHVENT THROUGH ACCESS TO CHI LD MENTAL HEALTH
SERVI CES: The Fami |y Opportunity Act would create a new state option to
allow states to expand Medicaid coverage to children with disabilities up
to age 18, who would be eligible for SSI disability benefits except for
famly inconme or resources. Any family with a child whose disability neets
SSI criteria and whose i ncome does not exceed 300 percent of the poverty

| evel could be covered under Medicaid if the state chooses this option
The bill also creates a tinme |limted denonstration programto extend

Medi cai d coverage to children who have a disability that woul d becone
severe enough to qualify under SSI if they are left to deteriorate wthout
health care. The denonstration will provide useful information on the cost
ef fectiveness of early health care intervention for children with
potentially severe disabilities.

The Family Opportunity Act would add residential treatment centers to the
wai ver statute and thus allow states to provide waivers to famlies
seeki ng hone and comunity based services instead of nmore restrictive care
in such centers. (63)

EXTENDI NG MEDI CAI D AND OTHER BENEFI TS TO YOUTH AG NG OUT OF FOSTER CARE:
The vast mmjority of young people in the foster care systemare there
because they have experienced sone form of chil dhood naltreatnent.
Research reveal s that negative chil dhood experiences, especially abuse and
negl ect, can adversely affect adult health and nmental health. Adults with
aversive chil dhood experiences are also nore |ikely to be depressed,
attenpt suicide, have unintended pregnanci es, and have personality

di sorders. Substance abuse problens and al coholismare also correl ated

wi th negative chil dhood experiences. Extension of Medicaid benefits will
hel p address the needs of these youths. Health care benefits will allow
young people to receive treatnent for health or nental health problens
before the probl ens becone severe

FEDERAL LEG SLATI ON ON AMENDI NG | NSURANCE LAWS TO END PRACTI CES THAT HAVE
THE EFFECT OF DI SCRI M NATI NG AGAI NST PERSONS W TH MENTAL | LLNESS:
Legi sl ati on should be drafted to address the unequal access to nenta
health care that is prevalent in all aspects of the United States health
care system including private insurance, public insurance, and prograns
designed to bridge the gaps between the private and public health

i nsurance sectors.

DOCUMENT HOW EXI STI NG ENTI TLEMENT PROGRAMS CAN BE USED TO PREVENT CONTACT
W TH THE JUVENI LE JUSTI CE SYSTEM AND TO DI VERT CHI LDREN AND YOUTH FROM
JUVENI LE JUSTICE. In its 2000 report, FromPrivileges to Ri ghts, NCD
cal |l ed upon Federal, state, and | ocal governnments, including education,
health care, social services, juvenile justice, and civil rights
enforcenent agencies to work together to reduce the placenent of children
and young adults with disabilities, particularly those |abeled with

enoti onal disturbance, in correctional facilities and other segregated
settings. These placenents are often harnful, inconsistent with the



federally-protected right to a free and appropriate public education, and
unnecessary if tinely, coordinated, fam |y-centered supports and services
are made avail able in mainstream settings.

Advocat es have begun to docunment how existing entitlenments to famly
supports and community-based intensive nental health treatnent can prevent
children's behavior fromdeteriorating to the point of warranting

i ncarceration. The National Mental Health Association and the GAINS Center
have recomrended that communities: (1) formalize screening and assessnent
for nmental health and substance abuse for youth at all points of contact

of the juvenile justice system (2) provide the full range of nental

heal th and substance abuse services and supports to youth, and cease the
pi ece nmeal, stop gap approach that currently exists; and (3) establish a
coordi nati ng body or task force that focuses on this population of youth.
(64)

PROTECTI NG BENEFI TS UNDER WELFARE REFORM FOR PARENTS W TH MENTAL | LLNESSES
AND PARENTS WHOSE CHI LDREN HAVE EMOTI ONAL DI SABI LI TI ES: As Congress

consi ders reauthorization of the 1996 "welfare refornm law, it has the
opportunity to strengthen the entitlenment to cash paynents and Medicaid
benefits for poor families in which a parent or child has significant
mental health i ssues which prevent a head of household fromreturning to
wor K.

Adul ts and Seniors

ADA/ OLMSTEAD OFFER SOLUTI ONS: ENDI NG | SOLATI ON AND SEGREGATI ON

While a state is not obliged to assume an "undue burden"” in its pursuit of
i ntegrated services for people with serious nental illnesses, nothing in
O nstead requires comrunity placenments to be "cost-neutral." I|ndeed, the
entire tenor of the decision is to the contrary. The court recognizes that
needl ess institutionalization is a wong that the ADA was designed to
redress. It is clear that an accomodati on under the ADA can be reasonable
even if it inposes costs.

The court did not identify when it would be "too costly” for a state to
provi de services in the community. (The issue was not before the court.)
Instead, the court identified relevant factors, the nost significant being
the resources available to the state to fund community services. Wile the
exi sting conmunity services system constitutes one avail able resource, the
court nmade clear that other resources nust al so be counted. The d nstead
deci sion anticipates the reallocation of resources to fund community

pl acenents.

In eval uati ng what resources are available to finance comunity

pl acenents, states need to | ook both at services that are currently funded
and at how community services mght be funded if the state took action to
maxi m ze its budget. These "avail abl e resources” can include resources
that the state could obtain by aggressively seeking additional funds--from
the legislature, by restructuring its Medicaid programor through simlar
strategi es.



PROVI DE A LEGALLY ENFORCEABLE RI GHT TO MENTAL HEALTH SERVI CES AND
SUPPORTS: By providing a right to services and supports "in sufficient
anount, duration, scope and quality to support recovery, conmmunity

i ntegration and econonic self-sufficiency," a law could transcend the
age-ol d debate about inadequate funding.

For exanple, the Bazelon Center for Mental Health Law has drafted a
proposal which would provide a legally enforceable right to
recovery-oriented nental health services and supports, and will be working
wi th advocates in several states around the country to press for its
adoption. (65) This proposal seeks to reshape the debate about nental
health systemreform This initiative is driven by a growi ng consensus
anong many stakehol ders that traces a host of social ills affecting adults
with serious nmental illnesses--honel essness, vagrancy, crimnalization and
so-called "mercy arrests", unenpl oynent and needl ess dependency on public
systens--to a single cause. That cause is the inadequacy of the public
mental health system which does little nore than provide crisis services
and fails to nmeaningfully address the long-termrehabilitative needs of
the population it serves. It is clear that the absence of an entitlenent
to appropriate, tinely mental health services has increased the nunber of
people with nental illnesses in crisis.

MAXI M ZE THE AVAI LABI LI TY OF MENTAL HEALTH SERVI CES AND SUPPORTS PROVI DED
THROUGH CONSUMER- DI RECTED ORGANI ZATI ONS: Peopl e | abel ed with psychiatric
disabilities should have a major role in the direction and control of
programs and services designed for their benefit. This central role nust
be played by people |abeled with psychiatric disabilities thenselves, and
shoul d not be confused with the roles that fam |y nmenbers, professiona
advocates, and others often play when "consunmer" input is sought. For the
past decade, the Federal Government has provided funding and | ogistica
support for three consunmer-run technical assistance centers. These centers
have hel ped to docunent, establish and refine successful alternative
approaches to the provision of nmental health services and supports through
the use of other people who have experienced nental illnesses. The Federa
Governnent shoul d increase incentives to state nental health systens to
adopt such nodels and to expand their use.

ENSURE THAT ALL MENTAL HEALTH SERVI CES AND SUPPORTS ARE VOLUNTARY | N
NATURE, AND NOT CONTI NGENT ON COWPLI ANCE W TH MEDI CATI ON OR TREATMENT
PLANS: NCD reaffirms its commtment to the principles enunciated in its
2000 report, FromPrivileges to Rights: "Eligibility for services in the
conmuni ty shoul d never be contingent on participation in treatnent
prograns. People | abeled with psychiatric disabilities should be able to
sel ect froma nenu of independently available services and prograns,

i ncluding mental health services, housing, vocational training, and job

pl acenent, and should be free to reject any service or program Moreover,
in part in response to the Suprenme Court's decision in Onstead v. L. C
state and federal governments should work with people | abeled with



psychiatric disabilities and others receiving publicly-funded care in
institutions to expand culturally appropriate home- and communi ty-based
supports so that people are able to |leave institutional care and, if they
choose, access an effective, flexible, consumer/survivor-driven system of
supports and services in the comunity."

FEDERAL LEG SLATI ON ON AMENDI NG | NSURANCE LAWS TO END PRACTI CES THAT HAVE
THE EFFECT OF DI SCRI M NATI NG AGAI NST PERSONS W TH MENTAL | LLNESS
Legi sl ati on shoul d be enacted to address the unequal access to nenta
health care that is prevalent in all aspects of the United States health
care system including private insurance, public insurance, and prograns
designed to bridge the gaps between the private and public health

i nsurance sectors.

A longstanding history of discrimnation and recrimnation has led to
policies which system cally deny needed health care to mllions of

Anericans with severe nental health needs. People with nmental illness have
been alternatively thought of as possessed by evil spirits, |azy,
responsi ble for their own illness, and infantile. In the past, individuals

with mental health inpairnments were | ocked in institutions. Today, they
are locked in jails and prisons because they are unable to access the care
that they need.

The underlying stigm surrounding nental illness has |led to systemnic
inequality in all health care delivery. For exanple, the private sector
refuses to insure individuals with a history of any nental health
treatnment, when they will insure an individual with nore severe physica
health care needs. In addition, caps on doctors' visits, hospital days and
ot her services are placed on nental health care, but not on physica

health care

Private insurance, however, is evenhanded between physical and nental
health care in its denial of long termcare to individuals w th ongoing
health care needs. To address this gap in private coverage, the Medicaid
program has devel oped wai vers and options which provide health care
coverage for a nmore intensive package of services to individuals who woul d
not usually qualify for publicly funded health care by virtue of their

i ncome. These "bridge" programs, however, do not neet the needs of

i ndi viduals with nental health inpairnments. For exanple, the waiver and
option statutory | anguage does not include residential treatnment
facilities, which are where nost children with serious enotiona

di sturbance | anguish for long periods. As a result, only 3 states have
recei ved wai vers for children with serious enotional disturbance, where 50
states have waivers for children with devel opnental disabilities. In
addition, alnmost half the states with an option programfor children do
not serve any children with a primary di agnosis of serious enptiona

di sturbance. States fail to serve children with nmental health needs even

t hough the federal statutory |anguage does not exclude themin any way and
makes the option available to any child with a disability.



Finally, Medicare and Medicaid, the public health safety net, provide
unequal services to individuals with nental health needs. Medicare

rei mburses a nuch | ower percentage of nental health care costs than

physi cal health care costs. Medicaid also fails to nmeet the needs of

i ndividuals with nmental illness. States do not include needed mental
health services in their Medicaid plans. Wen individuals enter jails and
pri sons because of a lack of services in the community, their Medicaid
coverage is imediately terminated in every state, despite federal |aw
which allows states to suspend coverage and thus, facilitate reentry into
the community upon discharge. Under the Early Periodic Screening Diagnhosis
and Treatnent program mandati ng necessary services for children, few
states provi de an adequate nental health screening tool for children and
studi es indicate that |arge percentages of children are not screened at
all. Federal |aw does not require states to report on nmental health
screening rates or ensure that an adequate nental health screening tool is
used.

Al three neans of health care coverage--public, private and bridge
prograns--create barriers to the receipt of nmental health care. These
barriers have led to the current national crisis, with individuals with
severe nmental health needs increasingly relying on enmergency room care,

prisons, and jails to fill the gap. Congress must act to renove those
i mpedi ments and redress the | ongstandi ng discrimnation agai nst
i ndividuals with nental illness which can only be expl ained by ignorance

and stigma.

NCD reiterates the concern expressed in FromPrivileges to Rights that to
assure that parity laws do not nmake it easier to force people into
accepting "treatnents" they do not want, it is critical that these | aws
define parity only in terns of voluntary treatnents and services.

| MPROVE VOCATI ONAL REHABI LI TATI ON (VR) SERVI CES: Individuals with severe
mental illnesses would Iike the option to seek VR services directly from
private progranms with proven track records in providing effective

servi ces, bypassing ineffective, VR bureaucracies. A variety of approaches
coul d be considered, such as providing vouchers that would permt

i ndi vidual s to purchase services froma range of prograns meeting quality
st andar ds.

The Ticket to Work and Work I ncentives Inprovenment Act is a step in this
direction because it authorizes the Social Security Adm nistration to
provi de vouchers that allow consunmers on SSI and SSDI to select their own
training and placenent provider. The ticket pays private providers over a
60-nonth period, so long as the individual stays off cash benefits,
thereby creating strong incentives for providers to offer ongoing,

fl exi bl e supports and services designed to keep individuals in jobs.
However, to benefit fromthis programindividuals nmust have been receiving
federal disability benefits and nust be able to work full tinme. O her

i ndividuals with disabilities could also benefit from psychiatric



rehabilitation services, yet there is no programfor them under the

Rehabi litati on Act.

ESTABLI SHI NG A RI GHT TO MENTAL HEALTH DI SCHARGE PLANNI NG PRI OR TO RELEASE
FROM JAI L OR PRI SON

A national strategy is needed to stop the revolving door for inmates with
mental illnesses.

Establishing a right to discharge planning under federal |aw would have a
far greater inpact than a series of state decisions, however val uable.
Establishing a right to discharge planning is only one step toward endi ng
the harnful, often cyclic, incarceration of people with nental illnesses.
Efforts are al so underway to reconnect fornmer inmates with federal benefit
progranms |i ke Supplenmental Security Incone and Medicaid, so that they have
sone i ncone, health care and nedication benefits to help themtransition
successfully back to the community. (66)

PROVI DE ADEQUATE FUNDI NG FOR ENFORCEMENT OF THE ADA, | DEA, FAI R HOUSI NG
ACT AND OTHER CI VIL RI GHTS LAWS AFFECTI NG PECPLE W TH PSYCHI ATRI C

DI SABI LI TI ES: Governnent civil rights enforcenment agencies and
publicly-funded advocacy organi zati ons should work nore cl osely together
and with adequate funding to inplenent effectively critical existing |aws
like the Anericans with Disabilities Act, Fair Housing Act, Civil Rights
of Institutionalized Persons Act, Protection and Advocacy for Individuals
with Mental Illness Act, and Individuals with Disabilities Education Act,
gi ving people |l abeled with psychiatric disabilities a central role in
setting the priorities for enforcement and inplenentation of these | aws.

CHAPTER 7
An Inter-CGenerational Vision for Effective Mental Health Services and
Supports

As outlined in Chapters 3, 4, and 5, the fragmentation of the public
mental health system has had a devastating inpact on children, youth,
adults and seniors with nental illnesses. And the disconnects between
systens of care serving each of these popul ati ons have exacerbated these

i npacts further. Children and youth with severe enotional disturbance who
do not get early screening and preventive services are nore likely to find
t hensel ves poor and dependent on an adult nental health system that does
not serve their needs. Unserved adults are likely to becone unserved

seni ors.

Fundanental reformw |l require new thinking about how systens of care can
invest--over a lifetine, if necessary--in adequate nental health services
and supports that will allow children to live successfully with their

fam lies in the community, and will allow adults and seniors to seek

recovery fromthe effects of nmental illnesses and to achi eve economc



sel f-sufficiency.

Expandi ng the Resource Base

While there is no question that additional resources are needed to address
America' s nental health needs, policy makers must be educated about the
"penny-wi se and pound-foolish" manner in which nental health services and
supports are currently delivered. As outlined in Chapters 1 and 2, the
inability of the public nmental health systemto deliver preventive
services and supports often | eads people with nmental illnesses into nore
restrictive and | ess humane settings, such as jails and prisons, honel ess
shelters and state hospitals. But that approach is substantially nore
expensi ve overall

The Supreme Court's O nstead decision also denonstrates how funds can be
recaptured from unnecessary institutionalization. Recently, there has been
renewed enphasis on reducing the use of |ong-term hospital care,
especially for people with the nost severe nental illnesses. (67)

| nproved community treatnents, such as psychiatric rehabilitation

consuner peer support and intensive case managenent progranms, have becone
nore widely available. Helping to fuel this novenent are continuing
concerns over the relative ineffectiveness and therapeutic |imtations of

i npatient care, including the dependencies it creates, and the fact that
community care is generally no nore expensive than institutional care.
Ironically, as a society, we nmay be paying much nore for an ineffective
pat chwork of prograns than we would for a conprehensive set of preventive
services and supports. The cost of emergency hospitalization in a private
hospital in an urban setting can be over $1000/day. So-called "residentia
treat ment progranms" can cost as nuch as $750/day. At $350/day, even state
psychiatric hospital care is quite expensive. People with mental illnesses
who find thenselves in state prisons or local jails cost taxpayers over
$100/ day, and honel ess shelters inpose a sinilar tax burden. By
conparison, proven nmodels |ike supportive housing (68) cost much |ess,
whil e providing many nore opportunities for community integration

The chal l enge here is to convince federal and state policymakers to adopt
a |longer budgetary view, and one that captures all of the costs of

negl ecting the public nental health system and the pressing needs of its
consumers. A few comunities have attenpted such dramatic restructuring
with promsing results. For instance, Vernont has secured a "Medicaid 1115
Waiver" to allow it to provide flexible and conprehensive services and
supports through its Comrunity Rehabilitation and Treatnent (CRT) program
and has devoted state funding to provide housing and other services not

rei mbursabl e under Medicaid. As a consequence, each of the 3,200 adults in
the CRT program has access to a broad range of supports that are tailored
to his or her specific needs. (69)

Simlarly, in Los Angeles, the Village Integrated Services Agency is a



conprehensi ve program for people with serious nmental illnesses (clients
are called nenbers at the Village). The Village offers an array of options
for menbers which supports individualized services in all quality of life
areas (i.e. enploynent, housing, social, substance abuse, etc.). Staff
focus on encouragi ng nenbers' free choice of any nenu option at any tine.
(70)
Federal resources to support the expansion of conmunity services required
under O nstead are available to states from several sources, including
Medi cai d's optional services for adults:
targeted case managenent and rehabilitation;
Medi cai d coverage for services furnished in small conmunity residentia
progranms of fewer than 16 beds;
Medi caid's array of conprehensive comunity services for children
mandat ed through the Early and Periodi c Screening, Diagnosis and
Treatment requirenent of the |aw,
Medi cai d Hone- and Conmuni ty- Based Care Services Waiver; and
expanding Medicaid eligibility through vari ous options and wai vers of
federal rules--hone- and community-based service waivers (Section
1915(c) of the Social Security Act), research and denonstration waivers
(Section 1115), the option to cover people who are nedically needy under
Medi cai d, and coverage of children with enotional disabilities under the
"Katie Beckett" option (Section 1902(e)(3)).
Despite the availability of such funding, many states have elected not to
apply. (71)
States al so have the authority to allow certain health care providers to
"presunptively" enroll children in Medicaid who appear to be eligible
based on their age and fam |y incone. This can be done based on the
famly's declaration that its incone is below the state's Medicaid
income-eligibility guidelines. The child can then be provisionally
enrolled in Medicaid and begin to receive services, while a full Medicaid
application with the necessary information is prepared and submtted (this
nmust be done by the end of the following nonth). States that fail to cover
all eligible children, adults and seniors under Medicaid are |osing the
opportunity to secure federal matching funds for the honme- and
comuni ty-based services these peopl e need.
| mprovi ng Access and Reducing Barriers to Securing Supports, Services,
Tr eat nent
Because cost of services is the nost significant problem facing poor
people with nmental illnesses, expanding Medicaid eligibility and
rei mbursabl e services--concrete steps available to every state--are the
nost significant steps that can be taken to inprove access to nental
heal th services and supports for children, adults and seniors. The federa
Medi cai d program provi des matchi ng funds for such efforts, but nany states
experienci ng budget shortfalls are loath to increase their own
contributions, even when these | everage federal funds at very favorable



| evel s.

The Surgeon General has outlined a program of action for inproving access
and reducing barriers for people of color and | anguage mnorities. These
focus on coordinating early intervention and care to "vul nerabl e,

hi gh-need groups.... It is not enough to deliver effective nental health
treatnments: Mental health and substance abuse treatnents nust be

i ncorporated into effective service delivery systens, which include
supported housi ng, supported enpl oynent, and other social services." (72)
Barriers caused by geography are more difficult to address. Many rura
areas sinply lack the infrastructure to provide even basic nental health
servi ces and supports to any popul ation. Rural practitioners are focusing
nore attention on integrating nental health services into traditiona

fam ly practices, and on the use of telemedicine. (73)

Promoti ng Recovery

Today, unfortunately, the services and supports avail able to nost people
with serious nental illnesses are neither sufficient nor
recovery-oriented. They are designed primarily to reduce the nobst obvious
synptons, mnimzing the need for expensive hospitalization but promsing
little nore. Driven at least in part by | ow expectations, these stopgap
services rarely aimat pronoting i ndependence, gai nful enploynment and
fulfilling relationships--goals we all seek. And even these services are
in extremely short supply, depriving many consuners of the only help
however i nadequate, that m ght enable themto avoid unenpl oynent,

honel essness or contact with the crimnal justice system

But we have to avoid the tenptation of defining success as the nere
reducti on of people with mental illnesses who are unenpl oyed, honel ess or
injail. Clearly, people who have been diagnosed with nmental illnesses
seek nore than just abatement of their synptons. They al so want and
deserve an opportunity to succeed in the community. What is nost needed is
a new vision that pronotes the goal of recovery fromnental illness,
rather than the view that nmental illnesses are lifelong afflictions that
need to be managed. Just as the national "welfare refornf' debate pushed
the country to conceive of a new way to nove fanmlies from dependence to
i ndependence, the nental health conmunity needs to rethink how resources
can be allocated to pronote i ndependence of people with nental illness

di agnoses.

Concl usi on

Thirty years ago, the nation decried conditions on the back wards of state
psychiatric hospitals, which were often referred to as "snake pits," in
whi ch people with psychiatric disabilities were "warehoused" rather than
hel ped to recover. Since then, through years of litigation, research and
experience, public nental health systens have devel oped innovative nodels
to support people with psychiatric disabilities in integrated settings in
the community. But |ack of visionary |eadership and i nadequate funding
have prevented these nodels from"going to scale" in order to serve nore



peopl e.

I nstead, many public nental health systenms are stuck in neutral gear
content that people with psychiatric disabilities will be "maintai ned" in
the community, rather than supported in their recovery and hel ped on the
road to economc self-sufficiency. In other words, the aspirations of many
public nental health systems--as measured by actual programmtic and
financial conmmtnents rather than rhetoric--has not, for nobst people with
psychiatric disabilities, changed nuch in 30 years. Instead of being

war ehoused on back wards of hospitals, many people with psychiatric
disabilities today are warehoused in honel ess shelters, jails and prisons
and ot her isolated and segregated settings throughout our comrunities.

What is npst needed now is a dramatically new vision of what people with
psychiatric disabilities can achieve, if given the supports they need to
succeed. That vision nust start with the premise that recovery is possible
and ought to be seen as an objective for every person with a psychiatric
di sability. The vision nust also incorporate the principles of the ADA and
the Suprenme Court's O nstead decision, which declared that the unnecessary
institutionalization of people with disabilities is a form of

di scrimnation and that each state has an affirmative duty to nove people
with psychiatric disabilities out of isolated and segregated prograns
(whether in hospitals or in the community) and into settings where they
are truly integrated into conmunity life. A final conponent of this new
vision will require a conmmitnent to fund effective supports and services
and to fund enforcement of the rights guaranteed under the ADA, |DEA,

Medi cai d and ot her federal statutes.

The Federal Government can play an inportant role in establishing funding
and other incentives for state nmental health systens to adopt new nodel s
that support this vision and that are consistent with O nstead and

Presi dent Bush's New Freedom I nitiative.

Appendi x

M ssion of the National Council on Disability

Overvi ew and Purpose

The National Council on Disability (NCD) is an independent federal agency
with 15 nenbers appointed by the President of the United States and
confirmed by the US Senate. The overall purpose of NCD is to pronote
policies, progranms, practices, and procedures that guarantee equa
opportunity for all individuals with disabilities, regardless of the
nature or significance of the disability, and to enpower individuals with
di sabilities to achi eve econom c sel f-sufficiency, independent living, and
inclusion and integration into all aspects of society.

Specific Duties

The current statutory mandate of NCD i ncludes the foll ow ng:



Revi ewi ng and eval uating, on a continuing basis, policies, prograns,
practices, and procedures concerning individuals with disabilities
conducted or assisted by federal departments and agencies, including
prograns established or assisted under the Rehabilitation Act of 1973,
as anended, or under the Devel opnental Disabilities Assistance and Bil
of Rights Act, as well as all statutes and regulations pertaining to
federal prograns that assist such individuals with disabilities, in
order to assess the effectiveness of such policies, progranms, practices,
procedures, statutes, and regulations in neeting the needs of

i ndividuals with disabilities.

Revi ewi ng and eval uating, on a continuing basis, new and emnerging
disability policy issues affecting individuals with disabilities at the
federal, state, and local levels and in the private sector, including
the need for and coordination of adult services, access to persona

assi stance services, school reformefforts, and the inpact of such
efforts on individuals with disabilities, access to health care, and
policies that act as disincentives for individuals to seek and retain
enpl oynment .

Maki ng recomrendations to the President, Congress, the Secretary of
Education, the director of the National Institute on Disability and
Rehabilitati on Research, and other officials of federal agencies about
ways to better prompte equal opportunity, economnic self-sufficiency,

i ndependent living, and inclusion and integration into all aspects of
society for Americans with disabilities.

Provi di ng Congress, on a continuing basis, with advice, recommendati ons,
| egi sl ative proposals, and any additional information that NCD or
Congress deens appropriate.

Gathering informati on about the inplenentation, effectiveness, and

i npact of the Anericans with Disabilities Act of 1990 (42 U.S.C. 12101
et seq.).

Advi sing the President, Congress, the comr ssioner of the Rehabilitation
Services Administration, the Assistant Secretary for Special Education
and Rehabilitative Services within the Departnent of Education, and the
director of the National Institute on Disability and Rehabilitation
Research on the devel opnent of the progranms to be carried out under the
Rehabilitation Act of 1973, as anended.

Provi di ng advice to the comr ssioner of the Rehabilitation Services
Admi nistration with respect to the policies and conduct of the

adm ni stration.

Maki ng recomendations to the director of the National Institute on
Disability and Rehabilitation Research on ways to inprove research
service, adm nistration, and the collection, dissemnation, and

i mpl ementation of research findings affecting persons with disabilities.

Provi di ng advice regarding priorities for the activities of the



I nteragency Disability Coordinating Council and review ng the
recommendations of this council for |egislative and administrative
changes to ensure that such recommendati ons are consistent with NCD s
purpose of pronmoting the full integration, independence, and
productivity of individuals with disabilities.
Preparing and subnitting to the President and Congress an annual report
titled National Disability Policy: A Progress Report.
I nt er nati onal
In 1995, NCD was designated by the Department of State to be the U S
governnent's official contact point for disability issues. Specifically,
NCD interacts with the Special Rapporteur of the United Nations Comm ssion
for Social Developnent on disability natters.
Consuners Served and Current Activities
Al t hough many government agencies deal with issues and prograns affecting
people with disabilities, NCDis the only federal agency charged with
addr essi ng, anal yzi ng, and meki ng recommendati ons on issues of public
policy that affect people with disabilities regardless of age, disability
type, perceived enploynment potential, econom c need, specific functiona
ability, veteran status, or other individual circunstance. NCD recogni zes
its unique opportunity to facilitate independent living, community
i ntegration, and enpl oynent opportunities for people with disabilities by
ensuring an informed and coordi nated approach to addressing the concerns
of people with disabilities and elimnating barriers to their active
participation in community and famly life.
NCD plays a major role in developing disability policy in Anerica. In
fact, NCD originally proposed what eventually becane the Anericans with
Disabilities Act. NCD s present |ist of key issues includes inproving
personal assistance services, pronoting health care reform including
students with disabilities in high-quality programs in typica
nei ghbor hood school s, prompting equal enploynment and conmunity housi ng
opportunities, nmonitoring the inplenentation of the ADA, inproving
assi stive technol ogy, and ensuring that those persons with disabilities
who are nenbers of diverse cultures fully participate in society.
Statutory History
NCD was initially established in 1978 as an advi sory board within the
Department of Education (P.L. 95-602). The Rehabilitation Act Amendnents
of 1984 (P.L. 98-221) transformed NCD into an independent agency.

NOTES

1. Vermont has secured a "Medicaid 1115 Waiver" to allow it to provide

fl exi bl e and conprehensive services and supports through its Comunity
Rehabilitation and Treatnment (CRT) program and has devoted state funding
to provide housing and ot her services not reinbursable under Medicaid. As



a consequence, each of the 3,200 adults in the CRT program has access to a
broad range of supports that are tailored to his or her specific needs.
See Departnment of Devel opnental & Mental Health Services, DESCRIPTION OF
PROGRAMS AND SERVI CES, at http://ww. state. vt.us/dmh/

2. The term "public nental health systenf refers to the system(s) of care
in a state that serves individuals and famlies that are poor. The public
mental health system provides nore than half of all funding for nmental
health services in America. Wile for health care, private insurance is a
maj or payer, the private systemcontributes only 46 percent for nenta
health, and its role is shrinking. See Health Care Pl an Design and Cost
Trends: 1988 through 1997, The Hay G oup, Washington, D.C. 1998. This
paper focuses solely on the public systens charged with providing nenta
health care and supports to poor people.

3. 3 See, e.g., Bazelon Center for Mental Health Law, Disintegrating
Systens: The State of States' Public Mental Health Systens (Decenber
2001); Abigail Trafford, "Second Opinion: Witing Of Depression,"” The
Washi ngton Post, Tuesday, January 1, 2002; Page HEO1.

4. See, e.g.,Crimnal Justice / Mental Health Consensus Project, at
http://ww. consensusproject.org/ . "Life on the Qutside," Al Things

Consi dered, May 30, 2000, avail able at

http://ww. npr.org/ranfil es/atc/20000530. atc. 06. rnm (Cook County Jail is
I1linois" biggest nmental health facility).

5.

344 F. Supp. 387, 391 (MD. Ala.1972), aff'd sub nom Watt v. Aderholt,
503 F.2d 1305 (5th Cir. 1974).

6. Where to Turn: Confusion in Medicaid Policies on Screening Children for
Ment al Heal th Needs, Bazelon Center for Mental Health Law, 1999.

7. The Center for Mental Health Services' Community Mental Health Services
Bl ock Grant awards grants to the States to provide nental health services
to people with nental disabilities. Through the Community Mental Health
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