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On a hot afternoon in the second summer of his life, my younger son sashayed up to me in the back yard wearing a winter hat in the shape of a raccoon’s face, the snout jutting rakishly over his forehead.  Tim’s tank top was on inside out and backward, the tag brushing his chin.  A pair of my sunglasses slid down his tiny nose.  “I dress my byself," he said, smiling faintly as he waited for me to catch on to his joke.  I don’t know why that moment almost 16 years ago sticks in my mind with such clarity, except that small incident defines the boy I thought he’d grow up to be: high-spirited and strong-willed, a sunny jokester.  





But soon he began to change.  Within a year his violent tantrums disrupted every holiday, every family outing.  I blamed them on the “terrible two’s” until he was seven. 


 


We’ve come a long way on our journey since those days of denial and we’ve learned a lot along the way.  I learned to enjoy Tim’s sunny moments without expecting them to last.  I learned how hard it is, despite IDEA (Individual's with Disabilities Education Act), to get the services a child like Tim needs to stay in school, much less actually learn anything.  Eventually I realized what he needed to be able to learn and for a while I home schooled him.  





As he grew older and stronger, I learned when to call the cops and when I could handle an outburst on my own.  I learned that there are therapists who will tell you what you want to hear -- that therapy, given enough time, will work with a child like Tim -- just to keep you coming back and paying for what is essentially useless.  And I learned there are psychiatrists who, despite their credentials, cannot find their ass with both hands.  


 


When Tim was twelve, his rages were replaced by an apathy that deepened over the next three years until he refused to leave the house or even his room for days at a time.  He stopped bathing and brushing his teeth or hair.  His thoughts became strange and disordered and he lived in constant fear of being watched.  I learned to listen to rambling monologues delivered in a monotone for hours on end in hopes that it would help.  I learned to quit calling his psychiatrist who insisted nothing was wrong.  Finally I learned when it was time to admit him to the hospital so that everyone could be safe.





His first hospitalization wasn’t long -- just long enough to get him marginally stabilized on an anti-psychotic drug.  But we did find a new psychiatrist, a woman who agreed there was something very wrong and who was honest enough to say it might take some time to diagnose.  She began the search for the right “cocktail” of medication that would keep his psychosis under control.  I learned that the search for the right combination of meds can be as long as the search for a diagnosis, and even more important.  It took 18 months and two relapses for Tim to be diagnosed with schizophrenia.  The search for the right meds continued.  No combination of medication effectively controlled his symptoms and the drugs’ side effects have at times been worse than the disease.





By the time Tim was diagnosed, he didn’t care what his illness was called, he just wanted to get well.  Since medication didn’t provide the hoped for relief.  Tim learned about distraction and self-calming.  He also began to learn about his need for structure and routine in addition to medication.  





In the fall of 2002, Tim returned to school after a two-year hiatus.  School was a new stress.  Although he attends a small charter school, being around people all day added unaccustomed additional tension.  He rarely made eye contact and was never truly comfortable with most people.  He struggled to manage the stress, but it was difficult.  Like many schizophrenics, he had lost the ability to read, his organizational abilities were diminished and his concentration severely impaired.  Despite his special education label and numerous promises of aid from the school, he was thrown into the classroom without any supports.  Finally he relapsed yet again and his psychiatrist agreed that the school’s negligence was a major contribution to the relapse.  With the very real threat of a lawsuit hanging over their heads, the school -- at long last -- provided Tim with the supports he needed to succeed in that setting.  





During his hospitalization, Tim began a new drug therapy that works not only on the “positive” symptoms of delusions and hallucinations but on the “negative” symptoms of apathy, blunted emotions, organizational impairment and concentration.  Over a period of weeks, he became more expressive and was better able to concentrate.  His communication became clearer than it had been in years.  Recently he described -- clearly and heartbreakingly -- how he feels when he’s delusional.  He believes there are surveillance cameras everywhere -- in the walls, in the TV, the computer, the bathroom mirror -- and sometimes he sees a man watching the house.  There is another man with a machine that reads his thoughts.  He said he tried to tell himself none of it was true, but he still believed the watchers were there.  





Since I too have delusions when my own mental illness flares, I understand his frustration; mercifully, the damn things fade eventually. Despite the new improvements, he sticks to his routine.  He’s learned that, even with medication, his brain is less likely to run amok if his days are predictable.


  


Tim has come a long way from the boy who couldn’t leave his room.  He’s one of the bravest people I know.  Four days a week he gets on a bus full of strangers and rides it downtown where he gets on another bus full of different strangers and rides to a school full of yet another group of “strangers” and sits with them for four hours.  He takes his meds every day without being reminded, keeps his appointments with his psychiatrist and therapist and deals more and more independently with some of his symptoms.  For example, he had yet another relapse about a month after his most recent discharge from the hospital.  He had six weeks of non-stop delusions, but he kept up his routine, missing only one week of school when the delusions were at their worst.  


 


He’s very aware of the stigma of his illness.  One night after a TV show where the killer was once again someone with schizophrenia, he said the TV writers didn’t know anything about mental illness or how hard it is to live with this disease.  “It’s not just the meds and the routine and the doctor’s appointments.  It’s dealing with the delusions and the hallucinations.  And I’m lonely.  No one teases me at school, but no one wants to be my friend, either.”  He sighed.  “I don’t want to kill anybody.  I just want to get through the day.”


 


I realized that the boy in the raccoon hat had been transformed from sunny jokester to vigilant warrior and while I might miss the little boy who made me laugh, I don’t think I’ve ever loved anyone more than this tired young man waging his own private war against madness.





