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WESTBORO— From the time her son Evan was 3 and stopped talking until he was 10 and barely functioning, Maureen McNamara bounced from emergency room to special needs classes to child psychiatrist to social worker to psychologist and back to the emergency room, trying first to find out what was wrong and then to get him help. 

“For seven years we were lost in a maze,” Mrs. McNamara recalled. “We’d wait as long as six months to see a mental health specialist. I’d bring all my daily journals. They’d take notes for 45 minutes, say it was very interesting and that I should try this medication and come back in three weeks or three months. 

“Sometimes the drug would make him worse, sometimes there would be minor improvement, but the side effects made it not worth it. He could be totally off the wall and they would say, ‘Very interesting. Come back and see me in six weeks.’ ” 

The mother quickly realized there was complete lack of urgency in treating children with mental health issues. 

“Parents are left sitting in emergency rooms being told after 12 or 16 hours to go home and come back and to start the screening process all over again,” she discovered. “They are being told to go home with a kid who was so bad he was taken to the emergency room by ambulance.” 

Evan’s mental illness was not Mrs. McNamara’s first encounter with the health care system. For the first three years of his life, that system kept him alive. He was born with a rare cluster of serious birth defects to his heart, spinal cord and digestive system known as VATER syndrome, which Mrs. McNamara became aware of only moments after her son’s birth. 

In the delivery room she remembered the nurses and doctor commenting about her beautiful baby boy. 

“Then I heard someone say there was no rectal opening,” she said. “In a moment the room went from joy to darkness. I didn’t know it but I was awakening to a very untraditional life with my son.” 

Over the next three years Evan would undergo several major surgeries that kept him alive and offered the promise of a future, if a difficult one. 

“He was surgically repaired but not cured,” Mrs. McNamara said, “but he was alive. Most kids with VATER end up dying at an early age.” 

As frightening as Evan’s life-threatening problems were, Mrs. McNamara said, his medical treatment was superbly skilled and efficiently organized. 

“There was always a plan in place, a way to deal with his physical defects,” Mrs. McNamara said. “When a scan showed he had a tethering of his spinal cord, the doctor said, ‘You come to my office and I’ll walk you down the hall to Dr. So and So who’s a spinal cord expert.’ There was always someone to quarterback Evan’s care.” Despite the monumental physical problems, Mrs. McNamara said, Evan was a “bright, happy child, right on target” in his mental and social development. But when he was nearing age 3 she noticed that his vocabulary had stagnated. Soon his speech was slurring. Within a few months, Evan stopped speaking entirely, communicating with his mother through sign language. His behavior had also deteriorated. 

“He was having eight out-of-control meltdowns a day,” she said. “His thoughts were scary, morbid, confused.” 

It had never occurred to her that child could be mentally ill. “Really, I had no idea what mental illness was,” she said. 

“There was no one there to say you need a neural psychological examination or you need to go to this specialist or to this school or how to manage Evan at home. There was no one telling me what to do.” 

He would eventually be diagnosed with autistic spectrum disorder, pervasive delayed development and obsessive-compulsive disorder. 

Through a chance meeting and a couple of phone calls, Mrs. McNamara was able to get Evan an appointment with Dr. Sufen Chiou, a senior psychiatrist at McLean Hospital in Belmont. 

“She asked me when was the last time I had Evan at Bradley Hospital,” she said. “I had never heard of Bradley Hospital.” 

Bradley is a renowned pediatric psychiatric hospital in East Providence, R.I., and Mrs. McNamara’s voice still registers astonishment that during seven years of treatment in Massachusetts no one ever mentioned the facility. 

After five months, a bed opened at Bradley, and Evan was admitted. Just as important, Mrs. McNamara had found her quarterback for Evan’s mental illness. 

“She would call me every day to see how Evan was doing while we waited for a bed,” she said. 

“She once called me at 10 o’clock on New Year’s Eve. No way is she getting billed for that. She has a huge ethical commitment to the children and their families.” 

With Dr. Chiou’s help, Evan was accepted as a resident student at the Walker Home & School in Needham, which also came as a surprise to Mrs. McNamara. 

“We have an acute residential treatment center right in my own back yard and no one at the special needs classes he was asked to leave ever said, ‘Gee, maybe Evan should be at Walker.’ ” 

Mrs. McNamara has been a tireless advocate for improving mental health care for children. 

“We need to elevate mental disorders to the dignity and status of physical illness,” she said. 

“It will cost money, but how much does it cost to run a prison? How many incarcerated, homeless drug abusers have untreated mental illness that were left in a childhood closet?” 

More beds for children with psychiatric disorders are urgently needed, she said, as well as doctors, nurses and mental health specialists to treat them. Insurance reimbursement has to be increased. 

“The HMOs are holding the trump card,” she said. “They determine that a doctor can only see a patient for so many visits, and the reimbursement rate. You can make much more money being a suburban dermatologist. Nobody in the field is making any money working with Evan. They take him as a spiritual thing to get credit with whoever they think their god is.” 

She wants a pediatric psychiatric hospital in Massachusetts, noting that Children’s Hospital in Boston has just one floor devoted to psychiatric care. 

“When the kid is ready to leave the hospital, we need to give that mentally ill child the same support in the home that we do for physical disabilities,” she said. “I had catheters for Evan, IVs, visiting nurses, people training me in my home to do procedures. If we can do it for physical illness, I’m sure we can do it for mental illness. 

Evan, now 14, is living at home, a day student at Walker. “He’s still mentally ill but he’s doing great,” Mrs. McNamara said. She and her husband, Peter McNamara, have adopted a son and are considering adopting again. 

Her thoughts, however, are never far from Evan. 

“He missed T-ball and sleepovers and going to see ‘Toy Story’ when it came out. He missed the ride on the carousel,” Mrs. McNamara said. 

“He missed his childhood and there’s nothing I can do to give it back to him. Not too long ago he told me he always thought he missed all that because he was a bad boy. 

“I can never go back and give my son his childhood. 

“All I can do is make sure this story gets out as a way of giving back to my son. I know that as we’re speaking there are parents in Massachusetts who are dealing with a bipolar child threatening to hurt someone with a knife and they are just as lost as I was. 

“The system is no better today than when Evan was 3.”
