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President’s Bush New Freedom Commission on Mental Health concluded its study less
than a year ago, finding that the mental health system in the United States is in shambles,
requiring revolutionary change. Florida had its own Commission that presaged those
conclusions. Just three years ago, the Florida Commission on Mental Health Services
and Substance Abuse told Governor Bush and the Florida state legislature that the mental
health system in their state was:

complex, fragmented, uncoordinated, and often ineffective. Multiple
programs, numerous and often conflicting funding streams, and
bureaucratic barriers frustrate access for many Floridians needing care.

The Commission concluded that Floridians with severe mental illnesses were particularly
under-served, with less than 25 percent of the 610,000 adults with serious mental
illnesses receiving any care at all in the public mental health system.

Overwhelmed emergency rooms as well as jails and prisons filled with individuals with
mental illnesses provided the Commission’s evidence of a failed mental health system.

Hospital emergency departments have patients who are often held for
days at a time without treatment...there is a severe shortage of available
crisis intervention services, beds and trained caregivers and there is too
little after-care follow-up...Law enforcement personnel testified that they
are frustrated with emergency services that either release clients following
minimal stabilization or that require officers to wait for hours in hospital
emergency rooms until clients are admitted to care. Police officers and
sheriffs report having to transport individuals from crisis stabilization
units to hospital emergency departments and back again. Their testimony
indicated that no one wants to accept responsibility for individuals with
mental and addictive disorders. Frustrated, the police may pursue
incarceration as a way to assure the safety of the individual and the
community and, possibly, to access treatment.

Other conclusions of the Florida Commission were:

e People with the most severe and disabling mental disorders, including those with
dual diagnoses of mental illness and substance abuse, are the most ill-served by
the public mental health system, with only 25 percent or less receiving any service
at all.

e There is inadequate investment in community-based services.

e Stigma, poor quality of care, and reduced access for racial and ethnic minorities
mark services for children and adolescents with serious mental disorders



e Aging adults with serious mental disorders are perhaps the least well serviced in
Florida’s public mental health system, which is “oldest” nation in the United
States, with few services, little access, and enhanced stigma characterizing
Florida’s service system for the geriatric population in need.

It also found that mental illness is rampant among the state’s adult and juvenile
incarcerated population, with a minority receiving any treatment and police being caught
in the middle of a fragmented, underfunded mental health system. Access to care for
children and aging adults with serious mental illnesses appears even worse.

In short, the Florida Commission found the mental health and substance abuse system to
be uncoordinated, poorly led, and underfunded, resulting in a severe shortage of
community-based services that have been shown to be effective in promoting recovery.

Our examination leads us to conclude that while the state has taken steps to
implement the Commission’s recommendations, the vast majority of individuals
with severe and persistent mental illness remain ill-served.

The tragedy of Florida’s failing public mental health system goes beyond the crises
experienced by individuals with serious brain disorders, terrifying as they are. The real
calamity is that much of the poor outcomes and costs—which Florida cannot even
estimate given their shambled system—are unnecessary. There are a host of treatments
and services that not only work, but also help individuals with serious mental illnesses
achieve recovery and stability in their own communities.

Both the President’s Commission report and Florida’s Commission work recognize that
an important cornerstone of reform must be the implementation of evidence-based
interventions that promote recovery and community living. Evidence-based practices are
those treatments and services that have been proven to be effective by research. For
adults with severe mental illnesses, these include Assertive Community Treatment or
ACT, appropriate medication use, supported employment services, integrated treatment
of substance abuse and mental illness, illness self-management training for patients, and
psychoeducation and support for family members of adults with severe mental illnesses.
Jail diversion services, including mental health courts and various pre- and post-booking
interventions are also shown to be effective in steering consumers to treatment rather than
criminalizing them for a brain disorder. A description of these services is found in the
table below.

This report provides a snapshot of what is happening in Florida’s mental health system
today. Included are data concerning what individuals with severe mental illnesses
experience, as revealed in a NAMI survey last year, along with the personal stories of
suffering and ultimately recovery from individuals in the state. Recent data from
Florida’s Department of Corrections and the Department of Children and Families are
also summarized, as are the findings from recent studies of Florida’s emergency care
dilemma.



The conclusions are utterly clear: despite a federal and statewide Commission,
Florida remains a state that significantly underserves individuals with serious
mental illnesses.

See the Florida Commission on Mental Health Services and Substance Abuse at:
http://www.fmhi.usf.edu/institute/pubs/bysubject.html

See the President’s New Freedom Commission on Mental Health at:
http://www.mentalhealthcommission.gov/reports/reports.htm

Evidence-based Practices for Severe Mental Disorders in Adults

Evidence- Description
based
Practice
Assertive ACT or FACT is one of the most well-documented services that help
Community | individuals with severe and persistent mental illnesses live in the
Treatment community and avoid hospitalization. It consists of a diverse team of
(called Florida | mental health care providers who together care for consumers, reaching
Assertive out to them in their own communities and providing the full-range of
Community | services needed. We estimate that one-half of all adults with severe and
Treatment or | persistent mental illness should receive this intervention—
FACT) approximately 63,000 individuals in Florida.
Medication | Medication education translates the latest available knowledge about
Education medications into practice by helping physicians and patients choose the
appropriate medication. All individuals with schizophrenia and bipolar
disorder should receive this intervention—1 percent of the population
for each disorder or approximately 250,000 Floridian adults.
Supported This employment service is the most effective in gaining individuals
Employment | with severe mental illnesses competitive jobs. Working with consumers
to identify their interests, supported employment finds a job for the
individual and provides ongoing support as needed on the job. 63,000
Floridians with severe and persistent mental illnesses should receive this
service, according to our estimates.
Integrated Because individuals with serious mental disorders often have a co-
Dual occurring substance abuse problem, the optimal form of treatment
Diagnosis addresses both issues, rather than leaving patients to be ping-ponged
Treatment | between mental health care and substance abuse service providers, as is
typically the case. Given that at least 50 percent of individuals with
severe and persistent mental illnesses have a co-occurring substance
abuse problem—which translates into much greater disability for these
consumers—we estimate that 63,000 Floridian adults should receive this
service
Family Since family members of individuals with severe mental illnesses often
Psycho- provide support and care for their loved one, services that help them
education understand mental illness and how best to cope with it have been shown

to help family members cope better and helps consumers avoid




psychiatric crises. An estimated 50 percent of family members provide
intensive care for individuals with severe and persistent mental illness—
and thus should be receiving psychoeducation services.

Illness Self- | Interventions that help consumers better understand their illness and
Management | take charge of their treatment decrease symptoms and improve
outcomes. All consumers with a severe and persistent mental illness—
more than 125,000 in Florida—should receive this intervention.

Jail Diversion | A variety of programs, including mental health courts, police training,
Services and special police/treatment professional outreach teams can reduce
inappropriate criminalization of people with mental illnesses.

The Scope of the Problem
The Florida Commission on Mental Health and Substance Abuse reported that:

- 57,000 individuals in Florida receive involuntary mental health treatment—that is
reach a psychiatric crisis and are, accordingly, brought in for care.

- 4,500 Floridians with schizophrenia are homeless; 18,000 have post-traumatic stress
disorder.

- The annual suicide rate in Florida—14.3 per 100,000 persons—is higher than the
national average. In 2002, 2,332 Floridians died by suicide, making it the 9" leading
cause of death in the state. 206 of those deaths were in individuals between the ages
of 10 and 24 years.

- It is estimated that 5.5 percent of Floridian adults have a serious mental illness—
610,000 adults between the ages of 18 and 64—with less than 25 percent receiving
services from the Department of Children and Families. Adults over the age of 18
with a severe and persistent mental illness equal more than 125,000 (1 percent of total
population in the age group according to U.S. Census projections for 2002).

See: http://www.ac.wwu.edu/~hayden/spsp/

Ongoing Crisis in Florida’s Correctional System

The 2002-03 Annual Report from Florida’s Department of Corrections concludes that
serious mental illness is a growing problem in the state’s prisons. The study notes that 15
percent of inmates in the state and federal prisons suffer from serious mental disorders.
This number does not even include those in jails, which is undoubtedly much higher.

The report notes that:

- There is an increasing percentage of individuals served in the corrections system with
serious mental disorders over the last four years;

- Among women, more than 40 percent have a mental disorder requiring medication
and other forms of treatment, up from 28 percent in 1999;




- Nearly 10 percent of male inmates require medication and other forms of treatment
for a serious mental disorder;

- All told, nearly 10,000 inmates in Florida’s prisons have a mental disorder requiring
treatment (excluding substance abuse disorders).

Even though the state was alerted to the crisis in the criminal justice system due to
inadequately treated serious mental illnesses, the numbers of consumers with these

disorders—and costs—continue to climb in the state’s prisons.

See http://www.dc.state.fl.us/pub/annual/0203/index.html for the report.

The Emergency in ER’s Continues

A 2003 study of Emergency Department handling of individuals in psychiatric crises
suggests that little if any improvements have been realized in the state’s mental health
system—indeed things appear to be worsening. The study paints a portrait of a revolving
door through the ER system, due to lack of crisis services, and, more importantly,
community-based care and housing that helps prevents psychiatric emergencies. It
soberly notes that jails are the default placement of individuals in the midst of a
psychiatric crisis. The study found a need for crisis services, law enforcement training
and support, Assertive Community Treatment, and jail diversion services throughout the
state. A consensus on the inadequacy of public system funding was underscored in the
report’s findings.

See Engelhardt, M.A., et al., “Emergency Services/Acute Care Report,” Louis de la Parte
Florida Mental Health Institute, University of South Florida, Tampa, FL, 2003, which can
be found at: http://www.fmhi.usf.edu/institute/pubs/bysubject.html.

Evidence-Based Practices in Florida

The data below were provided by the Florida Department of Children and Families.
While Florida has initiated several EBPs, the vast majority of individuals who need these
services and can benefit from them do not receive them.

Assertive Community Treatment (ACT or FACT in Florida) Florida has 29 FACT
teams operational statewide, with another 2 on hold, expending $28,999,826 for team
operation and another $7,377,600 for housing and medication enhancement funds. The
teams served 2,200 individuals as of June 30™ 2003, which is 87 percent of their capacity.
Given that we estimate that 63,000 adults have a severe and persistent mental illness in
Florida and should receive this service, 3.5 percent of the target population is receiving
this service.



Supported Employment: Florida’s mental health system works with the vocational
rehabilitation system (DVR) in 6 districts or regions to provide supported employment
services. Within the mental health system itself, there are 32 programs providing
supported employment services. Florida spent $249,427 in fiscal year 02-03 in contracts
with DVR, which leverages a federal 4:1 match in investment. For 25 of the 32
supported employment contracts directly through the mental health system, $1,991,850
was allocated in fiscal year 02-03. For these 25 programs, 1,617 consumers were served.
Given that an estimated 70,000 adults with severe mental illnesses in Florida should
receive this service, it is obvious that most of those in need and who could be working are
not receiving this service.

Medication Education: Despite Florida’s concern about rising medication costs, it is
only in the very earliest stages of implementing medication education for schizophrenia
and bipolar disorder—which improve treatment outcomes and can save the state money.
For bipolar disorder, the state has only completed education guidelines; no patient has
received their treatment guided by this program. For schizophrenia, 100 patients in
Florida State Hospital and 20 in South Florida State Hospital are enrolled in the
medication education program, which they say is implemented in the inpatient facilities.
They are launching a pilot roll-out in 15 community mental health centers. Given that 1
percent of all Floridian adults (approximately 125,000 individuals) are estimated to have
schizophrenia, this intervention has barely scratched the surface of need.

Integrated Mental Health and Substance Abuse Services: Florida has initiated several
efforts to integrate mental health and substance abuse services, including the Florida
Center for Addictions and Dual Disorders providing residential and aftercare for dually-
diagnosed individuals, several co-occurring provider service networks created in the
state, a supported housing initiative focused on dually-diagnosed individuals, a federally
program in Tampa-Hillsborough, programs for forensic commitments in Broward and
Dade Counties, and a federally funded project targeting women with co-occurring
disorders who are survivors of violence. A total of $1.8 million were estimated to have
been spent on these programs along with programs targeting children and adolescents for
an estimated 2,000 individuals who received integrated treatment—far less than the
63,000 in need.

Family Psychoeducation: The state of Florida, like many states, relies on NAMI Florida
to provide family education and support, allocating $214,415 to the organization in FY
2002-2003. That translated into 580 family members in the nationally recognized
Family-to-Family program, which is less than 1 percent of family members who require
this intervention.

Illness Self-Management: Florida boasts one self-directed care project in Jacksonville,
upon which $470,000 was spent—serving 79 enrollees (with another 15 in the enrollment
process). NAMI Florida also conducts various peer-to-peer programs supporting illness
self-management (Peer-to-Peer and NAMI C.A.R.E.), serving 127 and 24 consumers,
respectively. The state has a long way to go to reach the 125,000 consumers with severe
and persistent mental illnesses.



Jail Diversion: Florida has been a leader in the development of mental health courts,
with 6 such courts operational in the state at the present time. Data on funding and
clients served were not available from the Department of Children and Families. In
addition, Florida has been a leader in local initiatives adopting the Memphis Model CIT
training for law enforcement. Because the State of Florida has been slow to address the
issue of the criminalization of mental illness, NAMI and local initiatives have adopted the
CIT model in 12 counties and numerous municipal police departments. Additional efforts
target this population as well. The number of individuals served, however, has not been
estimated.
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Shattered Lives: Results of a Survey of NAMI Members Living with

Mental Illnesses and Their Families in Florida

Results from NAMI’s nationwide survey show that the failing mental health system in

Florida translates into lives shattered by disabling illness and inadequate services in this

state.'

Floridians with severe mental illnesses represented in the NAMI survey, most having a
diagnosis of bipolar disorder or schizophrenia, were largely working-age adults with

considerable education (figure 1, table 1). 89 percent were between the ages of 18 and 54

and 70 percent had graduated from high school, received some college education, or

actually had received an undergraduate degree.

Figure 1: Age of Individuals with Severe Mental Illnesses
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Table 1: Educational Achievement of Individuals with Severe Mental

Illnesses

Highest Level of Education Percent
Less than high school 1.97
Some high school 4.94
High school graduate/G.E.D. recipient 20.98
Some college 30.99
Undergraduate degree 18.30
Some graduate school 4.10
Graduate degree 14.76
Vocational training 3.96
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But that’s where the similarities with most working age adults ends. Most of the
individuals with a serious mental illness had never married—62 percent; more than one-
third lived alone (35 percent) or with their aging parents (25 percent); near 70 percent
were unemployed. The result: extreme poverty. Almost 20 percent had an annual
income of $5,000 or fewer (tables 3). Three-quarters lived on $20,000 or less each year.

Table 3: The Annual Income of Individuals with Severe Mental Illnesses
in Florida

Percent | Cumulative
Annual Income

Percent
Less than $5,000 17.43 17.43
Between $5,000 to $10,000 37.51 54.94
Between $10,000 to $20,000 16.74 71.68
Between $20,000 to $35,000 9.28 80.96
Between $35,000 to $50,000 6.35 87.31
More than $50,000 3.68 91.00
Not sure 9.00 100.00

Floridians with severe mental illnesses represented in the survey get the little money that
they have through public income replacement programs, including Supplemental Security
Income (SSI)—28 percent—and Social Security Disability Income (SSDI)—50 percent.
Family members are also a significant source of financial support, with nearly one-
quarter of the individuals represented in the survey reporting the receipt of money on a
regular basis from family.

Floridians with serious mental illnesses also rely on public programs, oftentimes, for their
health insurance. Forty-five percent and 36 percent, respectively, rely on Medicare and
Medicaid. Still, more than a quarter have private health insurance and another 12 percent
have no health insurance at all.

The vast majority of individuals with severe mental illnesses represented in the Florida
NAMI survey have received medication for their psychiatric condition (98 percent) and
have been hospitalized (92 percent). Evidence-based, recovery-oriented services,
however, were far less frequently accessed. Only one-quarter of the individuals with
severe mental illnesses ever received Assertive Community Treatment services (or ACT);
29 percent ever received supported employment services; 17 percent integrated treatment
of substance abuse problems and their mental illness. Only approximately one-third of
the consumers ever received peer-provided services.

A similar pattern held true in the last year (figure 2). Virtually all of the individuals with
severe mental illnesses received medication. More than half—56 percent—were
hospitalized in the last year. Far fewer than half of these individuals received ACT
services, supported employment, or substance abuse treatment.
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Figure 2: Mental Health Services Received by Floridians with Mental Disorders in
the Last Year
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The quality of the services received in the last year often was found lacking by the NAMI

respondents. Half or more of the respondents rated inpatient care, crisis services,
supported employment, and peer run programs fair or poor (figure 3)

Figure 3: Quality of Mental Health Care Received in the Last Year
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The Floridians who responded to the NAMI survey identified several barriers to housing

and employment. Cost, far and away, was the leading barrier to appropriate housing
(table 3), with the lack of housing supports and stigma/discrimination also cited as
barriers. Stigma and discrimination was the leading barrier to employment cited, by 56
percent of the respondents (table 4). Fear of losing health or disability benefits and
inadequate treatment were the other two leading barriers to employment.
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Table 3: Barriers to Housing

Table 4: Barriers to Employment

Barriers to Housing Percent Barriers to Employment Percent
Housing costs are too expensive 58.04 Lack of jobs in the community 24.17
Appropriate housing is limited 27.59 Stigma and discrimination 55.68
due to stigma against people with against people with mental
mental illness disorders
Lack of community supports for 43.32 Lack of vocational services 18.73
independent living Fear of losing health or 40.92
More structured care not available | 26.61 disability income benefits
No financial assistance from 25.09 Inadequate treatment of mental 33.99
government to pay for housing health condition
and support Lack of transportation to 20.15
Family does not support living 8.72 job/employment services
independently Other 35.03
Other 17.22 Unsure 3.87
Unsure 7.26

The results of these barriers and lack of recovery-oriented care is criminalization of these
brain disorders. More than 50 percent of the respondents indicated that the Floridians
with severe mental illnesses represented in the NAMI survey have been arrested or
detained by police (figure 4). It is alarming to note that the individuals with serious
mental illnesses represented in the survey data from Florida seem to encounter more
stigma/discrimination and criminalization than is experienced nationwide.

Figure 4: Criminalization of Mental Illness in Florida
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Individuals with mental illness living in Florida who were ever arrested or detained by
police, from the national survey.

i Nationwide, 3,400 individuals with serious mental illnesses and their families were represented in the
survey, with 111 individuals living in the state of Florida. The survey was conducted in the spring of 2003.
Full details and results of the survey can be found at www.nami.org/triad.
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Diana Labady, NAMI member and advocate, Poinciana, Florida

March 10, 2004

I am both a daughter and sister to people with a mental illness and have
seen firsthand the ravages of bipolar disorder and schizophrenia on a
family. Growing up in Puerto Rico, my adolescence was marked by
periods of crises when, at times, both my mother and my two older
brothers would be overtaken by the symptoms of their mental illnesses
and our family would be left to try to understand what was happening
to us. This would become an introduction for what would happen all
too often in my adult life, as well.

Since leaving Puerto Rico for the United States, I have continued to serve as a caregiver
to my brothers and my mother in their struggles with mental illness. Soon after I moved
to Florida from New Jersey in late 2002, I had a sudden introduction to the Florida
mental health service system. Just a month after my brother moved to the Kissimmee
area from Puerto Rico, he had a psychotic episode that started a prolonged period of crisis
for my family. My brother was admitted to a local clinic for treatment, but soon had a
severe reaction to one of the medications he was given and was admitted to the intensive
care unit of the local hospital. He spent the next 6 weeks in the ICU and another 2
months in a nursing home recovering. Things were very scary for our family. My
mother and other brother came to visit from Puerto Rico, and soon my other brother had a
psychiatric crisis and was admitted to the same hospital. I was spreading myself thin
between visiting both of my two brothers while also trying to support my mother and
keep her stable. Luckily, both of my brothers recovered, but it was an exceedingly
difficult and stressful time for our family.

Since being released from the nursing home, my brother moved in with one of my sisters
in the area and has been receiving treatment from a local mental health facility. In the
past several months, my brother has qualified for SSI, Medicare and Medicaid, but has
continued to receive treatment from this facility, as there aren’t very many choices for his
treatment around here. While I’m grateful that he is receiving care, I oftentimes feel like
he’s viewed more as income than a person by this clinic and have been continually
frustrated by the lack of Spanish speaking providers there. My brother has had to wait
much longer than English speaking patients to see a doctor or nurse who can
communicate with him, or I have to serve as a translator with non-Spanish speaking
providers. This is less than ideal. I fear that my brother is less candid with his doctors
when someone else is in the room as a translator, or simply that he would receive better
care from a provider who understands issues in the Latino community. In the meantime,
I continue to call around to Spanish speaking providers in an effort to find one who
accepts Medicare and Medicaid. So far I’ve had little luck and continue to be heavily
involved in my brother’s care, despite my commitments as a student, an employee at a
local bank, a volunteer and a wife.
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My family’s encounters with the mental health system have motivated me to learn as
much as I can about mental illnesses to try to help others with similar problems. I've
read extensively about bipolar disorder, schizophrenia and the various treatments
available for both illnesses, and have truly come to understand that my mother and
brothers have brain disorders. This has been a huge help to me as I used to wonder what
my family had done wrong to bring about my mother and brothers’ illnesses—now I
know that it’s not our fault. With this knowledge, I’m a better caregiver for my family,
but unfortunately not all of my siblings see mental illness this way.

I recently started a support group for local Latino families struggling with mental
illnesses and am heavily involved in my local NAMI affiliate in Osceola County, serving
as a Hispanic Outreach Liaison for the Board of Directors. Just last month I completed
the Family-to-Family course to become a teacher for this important educational program.
Even though I can only do so much to help my family, I’'m now dedicated to advocating
for the next generation of people affected by mental illness and am committed to
changing Florida’s system for the better.
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Leah Krumme, NAMI member and consumer and family member advocate,
Stuart, Florida

March 9, 2004

At 10 years old, I was first introduced to the horrors of mental illness through my older
sister's psychotic break. It was an extremely tremulous time for my family as we all
struggled to understand what was happening to us. As a young girl, I remember visiting
my 16-year-old sister during her early struggles with bipolar disorder at the local
community mental health hospital in Ft. Pierce, Florida. It was terrifying. A real hell
whole—and that was just from seeing the day room and family visiting areas. Little did
I know that I would be a patient there later in life and see it from an even worse
perspective.

As a young adult, I continued to support my sister in her journey with mental illness, and
was starting on my own path. At 25, I was just embarking on a successful career as a
graphic designer at a local engineering firm. [ was moving up quickly and making
enough money to support myself quite comfortably. Then, just as I had seen my sister
experience so many years before, I had what the doctors would call an "acute psychotic
episode." I would later find myself in that same, horrifying mental hospital that I
remembered from my sister's experience, but this time as a patient. Because I had so lost
touch with reality, my mother used Florida’s Baker Act to involuntarily commit me to
this hospital; this was the second daughter she would have to go to such lengths to get
treatment.

My first night at the hospital was spent on a mattress on the floor in a hallway because
there was a shortage of beds at the facility. This was the start of what would become a
very difficult period in my life where I struggled with treatments and doctors, and with
accepting my own illness. From the time I was 25 until I was 27, I tried close to 20
different medications and passed through many different doctors' hands while I tried to
stabilize myself and regain my career, friends, and life before my psychotic episode.

Finally, at 27 I was feeling good and decided to pursue my lifelong dream of travelling to
Australia. I had saved enough money during my work at the engineering firm to take a 3-
month trip to Australia by myself with only the company of my backpack. At that time, |
still firmly believed that I didn't really have a long-lasting mental illness, just that I had
one episode and was now recovered from it and was no longer taking medications.
Unfortunately, 2 months into my dream trip, paranoia overtook me and I returned to
Florida.

Again, my mother used the Baker Act to commit me for treatment. Two years after my
first brush with mental illness, [ was diagnosed with the same illness as my sister—
bipolar disorder. In the 8 years since my diagnosis, with great help, I have finally
achieved stability and peace in my life and am now a vocal advocate for people with a
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mental illness. After being released from the hospital, the Florida Center for
Independent Living Options really changed my life by helping me qualify for disability
assistance, go back to school for further technical training, maintain an apartment, and
find meaningful employment.

Along my path to recovery, peer-provided services have been one of the best tools
available to me. There is an incredible wealth of experience, knowledge and support to
share among people who have mental illness. I currently run a drop-in center in Stuart,
Florida and am actively involved in NAMI’s Peer-to-Peer and Family-to-Family

education programs. I also sit on the advisory board for Florida’s Assertive Community
Treatment program (FACT) which has been an invaluable service for my sister and many
others in Florida. Ten years after my initial psychotic break, I am now proud to say that I

have found my calling in the mental health field as an advocate for all those touched by
mental illness.
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Valerie Lynch, NAMI member, Family-to-Family teacher, and Miss City
Beautiful, Gainesville, Florida.

March 15, 2004

Being trained as a Family-to-Family Educator for the National Alliance for the Mentally
Il (NAMI) changed my life. As the sibling of a brother with bi-polar disorder, I joined
NAMI and desired to take the Family-to-Family Education course but dishearteningly
learned that it was unavailable to North Central Florida residents. The local affiliate was
unable to find anyone to teach the course, so I took matters into my own hands and
sought training by NAMI Florida in Tallahassee. I walked into the training seminar and
found a group of family members who like me had watched the firestorm of mental
illness engulf the life of someone they love.

As a group, we toiled with the intricacies of brain biochemistry, gained the necessary
problem-solving and communication skills, learned empathy for our family members
with mental illness, and acquired the tools to challenge stigma and to help change the
system. I found a group of women facing the helplessness, agony, and grief of having a
relative with a mental illness armed with the courage to conquer their inner turmoil and
take action. Sharing the story of my brother with these women was easy to do because
without even realizing it, we created a circle of trust between each other and a sense of
empathy and understanding that only family members of individuals with a mental illness
can truly understand. With this understanding came the insight necessary to serve as
effective educators. I met Martha who spoke about her schizophrenic son who got caught
up in a high-speed car chase and ended up falling off a cliff and drowning. Cynthia told
me how her son tried to commit suicide and left her a video where he said farewell to her
with Billy Joel music playing in the background. All of these women have experienced
what it feels like to visit a relative in jail, to see that empty look in a sick family
member’s eye, how frustrating it can be to be kept in the dark due to doctor/patient
confidentiality, and the shame that comes with being ostracized by society for mental
illness.

I felt enormous pride to be a part of this group. I came to this seminar expecting three
days of paperwork and lectures and found a circle of empathy and trust that I aim to
create in my own class in Gainesville. After the first session, I realized that as a
stigmatized family member, I would have a venue to share what I had learned over the
past five years from my experiences through teaching this course. This experience
empowered me to help families of the people with mental illnesses with basic
psychoeducation, coping techniques, empathy for the experience of their ill relative and
practical training in advocacy. Comfortable in my role of being the first college student
ever to be trained in Florida and the youngest of the group by over twenty years, [ was
presented with the immediate challenge of being a change agent for my generation. I
look forward to embracing this challenge, as I strongly believe that the outlook on our
future will be grim if my generation fails to respond to the call to action to address severe
mental illnesses.
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For more information on NAMI, the Campaign for the Mind of America,
or this report, please contact:

NAMI Florida
911 E. Park Ave.
Tallahassee, FL 32301-2646
850-671-4445
lynne@namifl.org
www.namifl.org

NAMI National
2107 Wilson Blvd., Suite 300
Arlington, VA 22201-3042
703-524-7600
staterelations@nami.org
www.nami.org
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