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Dedication
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I owe so much to so many people who have helped me along the way. I can’t possibly repay them for their encouragement and support.  This book is a small step in that direction.
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I am deeply appreciative of the people at NAMI (National Alliance on Mental Illness) of DuPage for all their support.  Their generosity and encouragement have given me the self-confidence to write and speak openly about my mental illness.
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Introduction
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As an individual with a diagnosis of bipolar disorder, I have spent most of my life coping with an illness that is very difficult to identify and extremely challenging to manage. For me, and millions of others, this illness continues to defy any comprehensive explanation. Recovery can be a life long process.  

Even as medications continue to improve making life better for many, the illness itself still has no known cure.  This dilemma has left many of us coping with bipolar disorder feeling healthy enough to function, but still sick enough to face recurring symptoms.  Over the years, we have undergone any number of treatments in hospitals and other mental health settings, seeking relief and the promise of long term recovery.  With the help of mental health professionals, family, and our own perseverance, many of us have diligently worked for a chance to live a life of purpose with a renewed sense of inner strength and courage.

As my own long term recovery endures, I have the opportunity to share my ideas and experiences with others.  In my books, The Bipolar Challenge and Memoirs of a Bipolar Soul, I have written about my life in some detail and given some suggestions about symptom management.  Since then, I have also given many presentations as a speaker for the DuPage County affiliate of the National Alliance on Mental Illness (NAMI).  During these presentations, I continue to share my story and exchange ideas with others.  These presentations have been in locations like hospitals, middle schools, high schools, colleges, universities, a medical school, nursing schools, support groups, senior centers, and police trainings.

During these presentations certain topics repeatedly surface that deeply interest individuals with bipolar disorder, their families, and mental health professionals.  These discussions have challenged my own perceptions and deepened my understanding of the illness and its effect on everyone encountering it. After giving a number of these talks, I realized these recurring themes could be expanded upon far beyond the limits of my other books.

In this book, The Promise of Long Term Recovery, I share some of my ideas that reflect a more in depth look at some of the challenges many of us face.  These challenges include some pressing and persistent problems associated with long term recovery and solutions that promote inner stability and growth.  

I characterize some of the differences in viewpoints among mental health professionals, families, and individuals in regard to the treatment of bipolar disorder.  These sources of disagreement include the way in which psychological concepts like “behavior modification” and “religiosity” define mental illness in restrictive ways.

The purpose is to examine the symptoms of bipolar disorder with a fresh perspective.  Resisting the temptation to categorize thoughts, feelings, and actions as merely “psychotic” or “delusional”, more subtle explanations for symptoms emerge.  While underscoring the essential need for medications, counseling, and coping skills, bipolar disorder also presents an opportunity for creative expression and spiritual evolution.

In this effort to expand on some traditional beliefs about bipolar disorder, delusional states are described as having underlying significance for individuals, even though these states of mind are largely dismissed by some mental health professionals.  

These symptoms do, in fact, provide some sense of purpose for those of us with a mental illness.  I believe these symptoms may continue to manifest until these thoughts are addressed - medically and psychologically, as well as creatively and spiritually.

This book is not a debate about whether bipolar disorder is a major illness or not.  Nor does it suggest that will power and creativity alone can take the place of medication and counseling.  Anyone with a real understanding of, or experience with, this illness would surely reject such misguided assumptions.  Rather, it expands upon the interpretation of symptoms to include them as subtle clues identifying a deeper yearning that cannot be developed without a balanced lifestyle.

The book is in three parts:
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Part 1: A brief autobiography provides some relevant background and context 
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Part 2: (Chapters 2 through 11) 

Ideas and principles many people seem interested in discussing. They include these topics: medication, coping skills, psychology, creativity, and spirituality.  This part offers many unique and potentially useful ideas and attitudes that can help provide direction and promote self-discovery.  

There is a bit of repetition for important concepts like medication, counseling and employment.  Since some may choose to “skip around” as they read, some essential points are restated along the way.

Part 3: A sci-fi fantasy novella - Mystery of the Thought Healer.  

It expands upon some of the concepts explored in the book.  Abstract ideas about psychology, creativity, and spirituality are “brought to life” so to speak, by the interaction of plots, characters, and themes reflecting these subtle principles. 
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The ideas in this book are based on my own interactions, beliefs, and experiences.  I hope they will be useful to others like me, or at the very least, provide some explanations for those who so earnestly wish to understand and help us.
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A note about vocabulary.  In the mental health world a patient is sometimes referred to as a “consumer”.  I use that terminology in many places.
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1.  Brief Autobiography 
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My story begins when I was fourteen years old growing up in upstate New York.  At that time, the legal drinking age was eighteen. Most of the seniors in high school were eighteen. They frequently sponsored “keg parties” for a fee of a dollar or two, as well as purchasing alcohol for others. There was an active market in making and selling fake id for underage students.  Throughout high school we drank every weekend during the school year and all summer. 

I was a pretty good student, played the trumpet, and ran cross-country and track.  At graduation, I was awarded a partial scholarship to St. John Fisher College in Rochester, New York. 

But in the summer of my freshman year, I had a life changing experience.  While I was jogging around the lake at my uncle’s resort, I became violently ill with severe cramps.  By the time I arrived at the hospital the next day, I had to have an emergency appendectomy.  Back in 1974, if my appendix would have burst, I surely would have died.  So, for the first time, I realized that death was both real and inescapable.  Over time, I became obsessed with death and lost interest in almost everything as depression overwhelmed me.

Eventually, when the depression finally lifted, I experienced, what could be described as three consecutive “manic” episodes.  During these “psychotic breaks”, I deliberately raced my thoughts as fast as possible seeking answers to my questions about death.  During all three episodes, I was hospitalized for months at a time.  Since my symptoms were manic, I was consistently misdiagnosed as a consumer (patient) with schizophrenia.  

Two years later, I made a very serious suicide attempt; I was a patient in intensive care for about a week.  Ironically, that desperate act provided the vital information to correctly reach my diagnosis of bipolar disorder.  (Based on my experience some of my younger relatives have also been diagnosed with bipolar disorder as well without the usual trial and error process.)

Unfortunately, once I had the correct diagnosis, I wasn’t willing to take the medications.  I believed that I was strong enough and had enough faith to do without them.  I continued relying on alcohol for problem solving, stress management, and self-confidence.

Not surprisingly, several years later, I began to get into trouble.  Once, in a delusional state, I drove through Schaumburg, Illinois, ignoring stop lights and street signs, while traveling at a high rate of speed.  When the police officers cornered me in the Woodfield Shopping Mall parking lot, I was taken to Elgin Mental Health Center.  I was a resident there three different times for months at a time. While living there, I took whatever medications the psychiatrist prescribed for me.  Every time I was discharged, I gradually stopped taking all of them. 

Then, I got into very serious trouble. I hired a cab from Elgin to Champaign for two-hundred and fifty dollars, so I could visit my brother at college.  Since my brother was more interested in studying than partying, we parted company, and I ran out of money.  Eventually, a university mental health counselor gave me a bus ticket to Chicago. When I arrived, I began wandering the downtown streets.  At about 2 a.m., I began directing and blocking traffic because I believed I was the fifth Beatle*, and that one of the group members was coming to pick me up.  *[The Beatles were a world-famous rock group from the mid-sixties to the early seventies.]

People from a nearby bar threw bottles at me; a man tackled me.  The police came.  I was taken to the psych division of Cook County Jail called Cermak, a vicious, brutal place.  After four or five days, two officers pushed me out the front door.  I had no belt or shoes and was told to “behave myself”.

I wandered around the Chicago area for a while.  I was again incarcerated, this time in another section of Cook County Jail.  I was picked up because I missed the court date for the Woodfield incident. This jail was a violent world of savagery and despair.  I didn’t think I would survive it.
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Acceptance, for me, has been a process over time.  I finally realized that taking medication was a safety issue.  I would need to take medications if I were to have any chance of leading a normal life.  I began to understand that bipolar disorder is not caused by any weakness or character flaw.  It’s a biological disorder of the brain.  For me, that means taking medication.  

Medications have allowed me to remain independent.  Without them, I eventually get sick and others are required to make all my important life decisions.  Mental health professionals and relatives would be required to decide: where I would live, what medications I would take, where I might work, and even how I might structure my day.  Medications have actually given me more independence not less.

However, medications aren’t “magic beans” either.  Family, friends, and mental health professionals all want closure.  They want medications to solve every problem.  Yet, even while taking medication as prescribed, it sometimes requires a Herculean effort to manage symptoms, deal with side effects, and overcome discrimination.  

Since the medicine is considered a panacea, self-effort is marginalized, even though it is as at least as important as the medications themselves.  For me, this led to humiliation, alienation, and non-cooperation.

Another psychological issue I had to grapple with after I finally accepted medications, was the complete change of attitude that was required.  When I began taking medications faithfully, I had to acknowledge that I was a consumer with bipolar disorder. This was very difficult to integrate into my sense of self-esteem, creativity, and spirituality.

Over time, I have come to accept and appreciate the value of counseling.  I didn’t go to counseling because I was a weak person or because my wife and I didn’t get along.  I went to counseling because bipolar disorder is a very difficult obstacle to handle.  First, I needed to learn about the illness. Next, I had to understand how it affected me.  Finally, I had to learn how it affected my relationships.

There are many challenges consumers face, requiring developing of complex strategies to resolve. These include: job discrimination, insurance problems, sleep difficulties, unemployment, medication issues, and even the day to day art of living.  Overall, my wife Donna and I have greatly benefited from counselors who were able to help us overcome these formidable obstacles.

One of the most difficult things for me has been changing my lifestyle.  I had to phase out drinking alcohol completely.  I needed to develop specific routines in the areas of sleep, meditation, and exercise.  Because of my mental challenges, I also had to accept some limitations in the areas of employment, recreation, and relationships.

In addition to medication, counseling, and lifestyle changes, I developed some helpful, positive attitudes.

First, I learned to forgive and forget. Over the years, because of many negative experiences, I had constant thoughts of anger, resentment, and the desire for justice. However, all these painful thoughts and feelings of injustice were slowly poisoning my life.  So, after counseling, I decided to give them up like unwanted baggage.  

Next, I learned to forgive myself and learn from my mistakes.  Instead of focusing on missed opportunities, I now try to live in the present and do my best.  

Third, I learned to be grateful.  When I was younger I thought I was completely on my own.  Now I realize a lot of people helped me along the way, and  they’re still helping me now. This has given me a new perspective.

Finally, I had to learn humility. Taking medication has been a very humbling experience for me.  Many people see medicine as a sign of weakness and as a lack of courage.  I know these attitudes are true because I once had them as well.

Now, when I give presentations, and in my writing, I stress the importance of medications.  One image I like is a sandcastle.  I can build and reinforce a castle with strategies like jogging, meditation, and creative writing. However, when a wave of mental illness strikes without medication, the castle washes away.

Individuals with mental illness have many societal hurdles as well.  In our culture, support and opposition coexist, making advocacy really important. Attitudes about mental illness still come primarily from the media - an important source of our information, education, and entertainment.  It continues to create stereotypes and sustain prejudicial attitudes.  Mental illness is one of the last remaining subjects television can openly ridicule without fear of consequences, although that has started to change in recent years.

So, while we wait for more effective medications, more comprehensive therapies, and a more compassionate society, we are forced into higher stress, lower paying jobs, no one else wants.  While we walk around with an elephant strapped to our backs, society is indifferent or worse.  Even today, young people are stranded and forgotten in nursing homes, jails, and living on the street; they are neither seen nor heard, often hiding in plain sight.

Our society needs to understand mental illnesses are physical disorders of the brain.  When that fact is understood, there will be more research, funding, and advocacy.  Compassion and empathy are important, but there is no substitute for knowledge.

Mental illness is very treatable. The National Alliance on Mental Illness (NAMI) offers support, education, and advocacy.  Consumers and their families need not struggle alone.

Bipolar disorder no longer rules my relationships and dominates my life.  Instead, it has made me a more creative and compassionate person.  By accepting my illness, I have become more disciplined and productive because I better understand and manage my thoughts and feelings. With the help of my wife, Donna, I now cherish the life I once considered worthless.

Over the years, I’ve taught elementary school, middle school, and high school.  In addition, I’ve taught refugees and students with autism.  I was employed as a psychosocial rehabilitation counselor for a number of years, assisting adults dually diagnosed with two mental challenges.  When I couldn’t find a teaching job, I worked as a stock room manager, house cleaner, and factory worker.  

I have written and published books on mental health as well as several novels, collections of poetry and short stories.

	[image: ]
	 	[image: ]


[image: ]

2.  Making Decisions about Medications
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Acceptance and Adjustment

––––––––
[image: ]


One of the most significant issues facing individuals with bipolar disorder involves the choices we make about medications. Such major issues as acceptance, effectiveness, and side effects are almost always at the center of these concerns, and usually create the greatest challenges.  Often, there are vast differences in the attitudes of the families and their mentally ill relatives concerning the need for medications, especially when these medications are prescribed over an extended period of time.

One of the main reasons for this long, sometimes intense, debate, is the genuine anxiety and doubt individuals with bipolar disorder experience about taking medications.  These feelings of apprehension can be minimized or even ignored by mental health professionals and families.  Medication decisions are often made in emergency situations. They are presented in a persuasive manner seeking to solve the immediate crisis.  The problem, however, is the individual who is ill sometimes has no real power in the decision making process even after the initial emergency has passed.  This whole sequence of events does little to allay the individuals fears and legitimate concerns as they confront the implications of medication and the burden of a diagnosis that may last a lifetime.

Consequently, I believe that discussing these medication issues from the individual’s view point may help highlight their valid objections. Listening to the individual’s concerns and sincerely addressing them, makes it far more likely the medications will be accepted as an important part of treatment and long term recovery.  Equally important, these ideas may also help foster a greater understanding and genuine empathy in others involved in the whole recovery process.  This overall attitude change by all concerned could, in turn, help sustain a more supportive environment with genuine understanding.

One of the most common concerns and contentious issues is the individual’s willingness to take medication on a regular basis.  There are many reasons specific to individuals.  There are also important explanations common to many which aren’t always easily discernable.  For example, one of the most deeply felt explanations for avoiding medication, is our culture’s insistence on viewing individuals with bipolar disorder in moral and judgmental terms - interpreting symptoms as character flaws, personal weaknesses, or as evidence of a lack of faith.  When individuals acknowledge their disorder and take medication, they must endure society’s stigma and discrimination.  Tragically, these widely held attitudes create a deep and lasting scar that individuals with bipolar disorder may carry with them for years.  The illness itself is difficult enough to manage without the added stress of societal ignorance. 

In the minds of many of us who were initially uncooperative regarding medication, the thinking usually went something like this:  




If I don’t accept the diagnosis or the medications, then I don’t have the disease.  This, in turn, allows me to escape stigma, discrimination, and humiliation.  
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Of course, this logic is horribly flawed and can be potentially life threatening; but it is surely understandable.  The point is that accepting the illness necessitates accepting all the difficulties that go with it.

Ironically, for many years, I held these same ignorant beliefs about mental illness.  Because of my own pride and sense of determination, I believed will power and faith could take the place of medication.  For me, finally acknowledging I was an individual with a bipolar disorder, required accepting the primary importance of medications.  In doing so, I radically altered my belief system. My self-esteem, identity, and even my spirituality were deeply affected.  My feelings of self-worth and independence were constantly threatened by uncertainties about my mental health.  I felt I was constantly cast in the role of patient; it began to smother my identity.

Even more distressing were my thoughts about creativity and spirituality.  With each hospitalization, my mind became so tangled up that I seriously doubted my imagination would ever return.  Still more disconcerting was the profound effect my illness had on my religious beliefs. Thoughts, feelings and spiritual experiences I once considered authentic were now diagnosed as psychotic. My self-esteem plummeted.  At that time, this fear led me to believe that medications blocked or even  disconnected my links to creativity and spirituality, giving me a  legitimate reason for discontinuing medications.

It has been known for years that any attitude change, like as accepting a mental illness, may take a long time.  Even accepting changes in beliefs like voting for a specific political candidate or deciding on a career change, take time to be accepted and internalized.  So it seems unrealistic to expect individuals with bipolar disorder to immediately accept their new situation, although it would be exceedingly courageous and helpful if they did.

Mental health professionals and families seek immediate acceptance and cooperation from those of us with bipolar disorder for a number of valid reasons.  The issue of safety cannot be overstated.  The illness is so difficult to manage that without medications, dangerous situations can evolve that are career damaging and life threatening.  Social networks can be strained to the breaking point causing isolation, alienation, and embarrassment.

Financial resources can be depleted very quickly when there is no available insurance, or when benefits run out.  Since it takes time and money to correctly diagnose and successfully treat bipolar disorder, individuals and their families often go into debt for years, spending tens of thousands of dollars.  This only adds to the tremendous stress everyone experiences during this difficult period of acceptance and adjustment. 

Psychiatrists seek long term cooperation from individuals when it comes to medications.  Usually, after a long and agonizing trial and error period, the appropriate medications are finally identified.  When individuals stop taking their medication (as I often did, even after being correctly diagnosed) the psychiatrist has to de-escalate the crisis and carefully manage medications again.  Families caught up in this repeating cycle are understandably deeply concerned about relapse.

This whole issue about acceptance of medication goes far beyond our personal responsibility.  In fact, many of the problems individuals with bipolar disorder face are mostly unknown to others.  For example, part of long term recovery, social integration, and economic survival require us to lead a kind of double life.  We rarely disclose our mental challenges to anyone, especially employers or perspective employers.

I have never found employment, or even heard of anyone, who found a job by disclosing information about their diagnosis.  There were times when I was denied a job after interviewers stumbled upon my mental health background, even after I had successfully passed preliminary background checks.  On job applications themselves, I believe, any box that pertains to mental illness will immediately disqualify a candidate from employment because the infamous “affirmative action” box actually serves as a red flag.  Unfortunately, acceptance is not yet a two way street. 

For individuals with bipolar disorder, many career opportunities are really not available.  Often, we must take jobs no one else wants. Jobs which typically pay less, and have greater levels of stress.  These positions, usually needing to be filled, often have less extensive reference checks.  It has been my experience, that individuals with bipolar disorder have the ability to be excellent workers but are often not given the chance to prove themselves.  For me, once I engaged with Chipmunka Publishing and NAMI (The National Alliance on Mental Illness-DuPage), I finally had genuine opportunities to share my thoughts and ideas with others.  It gave me the courage to share my “secret” outside of therapy.

Individuals with bipolar disorder who do accept their illness and persevere enough to find some kind of employment, are very reluctant to discuss their illness and medications at work.  This becomes self-defeating, if they begin to manifest symptoms.  When this happens, many of us either quit before we have a major episode, or struggle alone, hoping our medications and coping skills improve our situation.  If the situation continues to deteriorate, we may endure the “walk of shame” as we are escorted from the building while our former coworkers stop and stare.

Another hidden, deeply rooted obstacle individuals with bipolar manic depression must face: if they accept their illness, there is the societal notion that courage and faith are always appropriate solutions in every circumstance.  These values are often rigorously applied to individuals with mental illness, but not so much for people with other diseases and medical conditions.  If individuals with bipolar disorder become ill, we are accused of lacking courage and faith.  If various medicines and therapies are ineffective, we are told to “have more patience and more faith”.  If we still don’t get well, it was because we didn’t have “enough” courage and faith.  Soon, these subtle accusations become more direct and generalized into overall behavioral themes like lack of motivation (laziness), self-involvement (selfishness), and noncompliance (stubbornness).

Even while we attempt to follow through with various medications, society itself is clearly sending us a mixed message:  “If you were strong enough and had enough faith and determination, you wouldn’t need the medications; but since you’re not, you have to take them.”

These prevailing attitudes – which I encountered repeatedly – clearly demonstrate that bipolar disorder is still not understood to be a physical disorder of the brain.  Even those who assert that they do recognize it as a physical illness, still tend to fall back on easy explanations and all too familiar stereotypes.  For example, when the illness doesn’t respond to treatment, the individual is often blamed for lack of perseverance and for seeking attention.

My own experience has been that mental illness is far more difficult to manage than other health problems.  For example, when I fractured my ankle and later broke a rib, I was very surprised to realize that my bipolar disorder symptoms were much more painful and difficult to diagnose and treat.  My feelings of isolation and anxiety were intense and unintelligible to others.  It was apparent no one really understood my thoughts and feelings.  

Finding the right combination of medications was exceedingly difficult.  At times, being mentally ill was like speaking a foreign language that was totally unintelligible to others, only adding to my frustration and mistrust.  On the other hand, the ankle and rib fractures, were x-rayed, diagnosed, and treated in a very short period of time.  The whole process was extremely objective and easily managed.  I was treated with dignity, respect, and understanding.

This difference in diagnostic procedures is one of the important reasons for individual and societal discrimination.  For most physical illnesses there are reliable procedures like blood tests, x-rays, and MRI exams.  These
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Side Effects - Physical
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Why Medications?
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The Truth is Simple and Clear to Me Now...
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A Few More Words on Challenges
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