Our Seven Year Journey

By Judy Sinyard

In the beginning my husband and I gave birth to the most beautiful baby boy. It was not until 2 ½ years later that I had come to know that there really was a difference between boys and girls. My son nursed every 2 hrs 24 hrs a day and my daughter nursed every 4 and slept through the night within a few months. This difference in my son continued to show as hyperactivity. This hyperactivity was not severe and he did not have aggression. 

He was diagnosed in grade 7 with ADHD. Now, all along I realized I was seeing that his dad had some differences too. These differences were becoming more prominent as time went on. Apparently the pediatrician had a private chat with him about the hereditary nature of ADHD in fathers. One year and a number of assessments later he was also diagnosed with ADHD. Three years later we were divorced and my son at 15 went to live with his father. 

My previous career working with adults, adolescents and children with developmental challenges, did not prepare me in the slightest for my son's first psychotic episode. It happened two weeks before his eighteenth birthday. This is the day that our culture marks as the beginning of adulthood. From the little knowledge I had, my suspicion of the possibility of my son having schizophrenia or a brain tumour led me to take him to an emergency department of a large city hospital, three hours from our rural home.

Getting to this point took a full month of confusion and miss-direction. With advice from our family doctor to take him to either of two hospitals if he worsened over the weekend, and with much effort, I finally convinced him to go to the hospital with me. The first hospital I called stated that they did not have a psychiatrist on duty on the weekend and the staff member gave me no other direction. The second hospital staff person listened and then advised me to bring him in. My son's agreement to go with me that Saturday morning in 1997, led us to get immediately in the car without any forethought or preparation for what might possibly take place. I did not bring any clothes or other belongings with us. I was concerned he would change his mind before we arrived and I had no idea how to deal with that possibility.

During our eight hour wait in the emergency room, no more than thirty minutes would pass without him saying, "Let's go now mom."  I would reply with the same gentle, flat response, "We need to see the doctor first." I had tried to conceive of how I would deal with him just getting up and leaving. I quickly put this out of my thoughts as no remote answer had come to mind. We saw three different doctors that Saturday in 1997. He was admitted to the psychiatric ward of the General Hospital and I was given a room for family members who resided outside of the city.

I was awakened from my dream at 3:30 in the morning to the soft voice of a nurse on the phone asking me to come down to the ward. My son was dressed, asking for me, and determined to go home. But he was easily convinced to return to bed knowing that I was in the hospital on another floor. I asked if he could have something to help him sleep and waited silently by his bed until he fell asleep. I returned to my room but lay awake for a few hours. I had a sense of peace, knowing that he was finally going to get the help he needed. I also felt a hollow sense of fear that the unknown tends to bring.

On Tuesday morning he was finally seen by a psychiatrist who began treatment of a low dose of chlorpromazine. After consultation with his father who was convinced that my son had been hypnotized and was doing vast amounts of hallucinogenic drugs, the course of action was along the lines of drug induced psychosis. The psychiatrist had told me that the treatment would be the same if it was drug induced or other psychotic illness. After our meeting I returned to my son’s room. We were trying to organize some of the belongings his father had brought for him. He was glad to get his Walkman. Suddenly, a woman entered the room and asked for my son by name. He was too ill to answer and I said this is my son Aaron. She then stood directly in front of him and proceeded tell him that the doctor had put him on a form three (involuntary admission) and that if he did not agree with that then she would hire a lawyer for him. She left the room as quickly as she had appeared. I was stunned and very confused by what had happened. So was my son. I never knew what that was all about until over a year later.

I was so hoping it was drug induced psychosis. This would mean that the symptoms would go away. I was looking forward to the possibility of seeing a smile on my son's face again. Most of all, I ached for the joy of a conversation with him. I was putting my faith in the possibility of medication bringing him back. My son, it was learned in the future, had taken LSD maybe twice and no other drugs other than smoking marijuana. Little did I know at the time, that this day was only the beginning of our family's worst nightmare.

Two hours had passed since he had taken the medication. I sat in his room reading a magazine, waiting to see some change in his behaviour. He laid on his bed with eyes closed, listening to his Walkman with headphones. He began to take deep short breaths. I walked over to his bed, and touching his arm I asked him if he was OK. He opened his eyes and clearly responded with appropriate intonation, "Yea, I'm OK mom." He was listening to static at full volume and I tried to convince him to switch to a music station but he refused. I sat back down and continued reading. Again, he began to take deep short breaths.

I walked to the nurse's station to question this odd behaviour and was assured that as long as he was not hurting himself to just ignore it. This made perfect sense to me. I was so hyper-vigilant to his behaviour because my experiences to this point were nothing like I'd experienced before. It was all new to me. I found myself at ease again and continued reading in his room. Within a short time his breathing became more rapid and deep. He did not respond to my asking if he was OK this time and the breathing did not cease. I returned to the nurses’ station with my concern over his breathing. Two nurses accompanied me to his room and I stood in the hallway taking a much needed mental break, thinking about things other than being in the hospital. I was thinking about my daughter at home and I was thinking about work.

When one of the nurses ran out of the room the other nurse was telling my son to breathe; it jolted me back to the reality of where I was. I entered the room to see my son's entire body rigid. His head was tilted so far back that I easily slipped my arm under his neck. I gently told him to breathe. He was gasping so hard for air that I knew he was dying. Alarms were ringing and the room began to fill with people and equipment. I left and stood in the hallway. I had no idea what had happened until much later that day. My son had a severe dystonic reaction and went into respiratory arrest as a result of the medication. A nurse had told me that it was a good thing I was there. In the 25 yrs that she worked in the field she had never seen such a reaction before. As far as I knew the 15mg of chlorpromazine was the first medication he had been given. It was a year later at a consent & capacity board hearing, in the forensic hospital, that it was explained that the reaction was probably a result of the combination of other meds he was on which included 5mg of stellazine and 10mg of nozinan.  He recovered from this incident in the Neurology Critical Care Unit and was transferred two days later to a psychiatric hospital. As a result of this incident and the outcome of my son’s schizophrenia I have a strong belief in Early Intervention Programs.

He was hospitalized for three months in the Kingston Psychiatric Hospital. He was given extensive testing and placed on risperidone. During this time he also walked away from the hospital in freezing rain during a winter day. He walked around, lost in this city for three hours, without a coat. He phoned me at home and I convinced him to call the hospital so they could pick him up. He had frost bite on his feet and lost a nail from one big toe.

Upon returning home, he was well enough to take his own medication. He was almost the person that I knew him to be. He stopped taking his medication twice in that first year. The second time he decompensated to a state of acute psychosis. I called mental health crisis lines trying to find a way to help him. The continued response was; "I'm sorry there is nothing you can do. You'll have to wait for a crisis." I was too distraught to ask what kind of crisis. This WAS a crisis to me. I could not even begin to imagine what else could be more of a crisis than to see my son so ill.

The crisis came within weeks. He attempted suicide by hanging and overdosing on his medication. The rope broke and saved his life. He had an abrasion on his neck but nothing more. He was sent from our local rural hospital to yet another city hospital. He was hospitalized for four days and sent on a bus home to his dad. He was not only not stable on medication at this point, he stopped taking his medication within three days of being home. Again there were many attempts to help him but all health facility personnel responded with the same advice. "I'm sorry there is nothing you can do but wait for a crisis." I began to wonder if this was really happening. Maybe it was a very realistic dream and I would awaken at some point. What crisis has to occur before getting someone who is very ill into treatment? The answer came within two weeks.

In his acute psychotic state, my son broke into a neighbor's empty home because he believed it had appeared out of the blue. He laid rocks around her home in a ritualistic manner believing he was saving the planet. I can only imagine the fear this single woman felt after seeing my son and his strange behaviours on the street and then experiencing this intrusion in her home. He was arrested and taken to yet a different city hospital and quickly sent to jail in our small town. He was then transferred to the Kingston Psychiatric forensic unit for assessment and given a diagnosis of paranoid schizophrenia in November 1997.

It took a few months before he was fit to stand trial and he had already served his time for the crime. He could have walked out the doors of the courtroom that day. He was NOT very stable on medication! He pleaded Not Criminally Responsible (NCR) and was returned to the forensic unit to stabilize. During this next month in the forensic unit he stopped taking his medication. He was decompensating rapidly and the Consent & Capacity Board deemed him incompetent to make his own decision to stop taking medication. His lawyer advised him to appeal and during this appeal process he remained unmedicated once again and became acutely psychotic. After some time he agreed to treatment and began a slow recovery on olanzapine.

After being transferred to the STEP unit of the Whitby Mental Health Centre (a psychoeducation and psychosocial program), in September 1998, and still under NCR status, he recovered to the point of attending a regular high school and obtaining his grade twelve. It was during this time that his father was appropriately diagnosed with bipolar disorder. My son moved into a group home in July 1999. He stopped taking his medication and while deteriorating he was given an absolute discharge from his NCR status in August 99. In Jan 2000 while acutely psychotic in the group home he took a bus to across the country without any belongings and thus began his continuing pattern of homelessness, medication non-adherence, hospitalization and involvement in the criminal justice system.

Our journey has been seven years long. He has been hospitalized nine times in six different hospitals. Approximately 20 doctors have treated him. He has currently spent 18 months recovering to a stable level in Whitby hospital. He has been in an approved group home of the hospital for the past 6 months and doing well. He is on bail and probation orders and in the process of court diversion. He also has an ACT team (intensive treatment) working with him. His diagnosis is treatment resistant, chronic paranoid schizophrenia. He is on 400mg/day of clozapine along with epival and amitriptylene. 

His father has since had a thorough assessment through the Centre for Addiction and Mental Health’s mood disorder clinic and his diagnosis is rapid cycling bipolar and Attention Deficit Disorder. He takes wellbutrin and epival. My son’s father and I have a very good working relationship in order to assist our son. While stable and well and never having been hospitalized, his father was placed on disability. The difficult journey of getting his son treatment has taken its toll on him. 

As a family who has been severely affected by mental illness we are surviving and doing well, now that support systems are in place for our son. There are times when visits to my son’s grandparents find us visiting all together. It is those times that I have to remember to not sit in between them as they both talk at me simultaneously, oblivious to my dilemma of trying to listen to two separate conversations at once. 

So, I close this chapter of my life never knowing what strengths and treasures will come from the people who cross my path and the experiences that the future still holds for my family. It is true that no matter what we have to endure as families with mental illness involved, we will always have some gains along with the losses. 
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