Misunderstood Minds

Youth in area find few doors open for care
	By Jay Whearley TELEGRAM & GAZETTE STAFF
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	Over the next several months, the boy would be given wrong medications; suffer two broken arms at the hands of adult workers; require more hospitalizations; be placed on suicide watch after stabbing himself in the thigh with a sharp tool; and inexplicably be “shuffled” in and out of various treatment programs.
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After excruciating agony trying to find help for her mentally ill son, Darlene James finally has reason to be hopeful.
(T&G Staff / CHRISTINE PETERSON)
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Ashley White, left, a frequent volunteer at the Parent/Professional Advocacy League and Caterina Cavallini, PAL executive director.
(T&G Staff / PAUL KAPTEYN)
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WORCESTER— Driving the busy Massachusetts Turnpike in Boston nearly four years ago with a son she feared was a time bomb ready to explode, Darlene James already was as desperate as a parent could be. 
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In the world outside the car, a hellish nightmare with planetwide implications was unfolding. Al-Qaida terrorists that morning had crashed hijacked passenger planes into buildings in New York City and Washington, killing thousands and leaving the world unsure what would happen next. Yet for all the horror of Sept. 11, 2001, Ms. James’ sole focus was on her son’s safety and finding treatment for his troubled mind, which was so confused and enraged that he was a danger to himself and those around him. She managed to maintain control and avoid an emotional breakdown only by continually reminding herself that giving in wasn’t even a consideration. Her hope, however, was diminishing as fast as her options. 
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Already rejected twice in her efforts to obtain help, the single mother pulled out her cell phone and called her health insurance company. 

"Please tell me what I can do," she pleaded after explaining what had transpired to that point. The response was as aggravating as everything else she had heard that day. She was told to pull her car to the side of the congested highway and wait while representatives tried to figure out what she should do. Speaking very deliberately and with no attempt to disguise her absolute disgust and bitterness, Ms. James slowly repeats the instruction: "PULL OVER TO THE SIDE OF THE MASS TURNPIKE AND WAIT …" 

The we’ll-get-back-to-you response infuriates her to this day. 

Had it been a broken bone or pneumonia, there is little doubt her 11-year-old son would have been hospitalized many hours earlier and soon would have exhibited the remarkable resiliency that seems reserved for children. Make no mistake, though. Darlene James’ son was ill, very ill, that day. 

The ordeal had been set in motion around 9 that morning at her son's school, where the boy flew into a rage and would not stop screaming. The mother was told by school officials to come immediately and get him. She did, but at home the boy's fit of anger went well beyond anything she had ever seen in him before. 

It wasn’t the first time her son, who she would later learn suffered from bipolar disorder, exhibited aberrant behavior. She had seen the small boy slug nurses and walls, but this time he vowed he was going to kill his 9-year-old sister or himself. 

“There are times when I know he means what he is saying,” she recalled. “I’m his mother. I know him better than anyone. There wasn’t any doubt that this was one of those times.” Her daughter, Ms. James recalls, could not control her shaking and tears, repeatedly saying she would never see her next birthday. 

Ms. James, human resources manager for Saint-Gobain Performance Plastics in Worcester, is quite candid about her son’s mental illness. Clearly, her willingness to talk openly, unlike many parents who have encountered similar crises, is intended to help others steer clear of the pitfalls she and her son encountered and to help them understand the complex, often confusing, conditions that fate has dealt them. 

She notes that until that day, she had taken for granted that her professional training and experience navigating the maze of the health care bureaucracy made her well-equipped to handle any emergency. 

The ordeal Ms. James, her son and her daughter were subjected to that day illustrates all too vividly how the safety net intended to protect children and teenagers in need of mental health care has tangled so badly that merely dismissing it as ineffective sugarcoats a situation far more severe. It has become patently obvious to those who require its services and their families, and to the numerous parents, professionals and advocates trying hard to repair it that the system is not only broken, it can also be, and often is, counterproductive. 

President Bush’s New Freedom Commission on Mental Health in the United States describes America’s mental health service delivery system as being in a shambles. It is a travesty, according to the commission, made even more so because America has the resources, professionals, knowledge and ability to transform the system into one that does work efficiently and fairly, one that would mean “millions of Americans would be more successful in school, at work and in their communities.” 

Dr. W. Peter Metz, director of Pediatric Emergency Mental Health Service for the UMass Memorial Health Care system and, since 1990, director of training for psychiatry residents at the University of Massachusetts Medical School, brings the situation closer to home. 

“There is no question it is a major problem,” the psychiatrist says of the network in place for treating young people with mental illness in Central Massachusetts. “I myself call it a crisis.” 

Dr. Daniel F. Connor, director of pediatric psychopharmacology at UMass and a professor of psychiatry and pediatrics at the medical school, blames that crisis on “economics that are simply inadequate.” Underfunding the care of mentally ill children and teenagers is feasible, he adds, because it is “easy to dismiss children,” who lack political clout. 

It didn’t matter to Darlene James on Sept. 11 that she and her son were hardly alone. The U.S. surgeon general’s office estimates that one of every five Americans 18 or younger has a diagnosable mental disorder, while the U.S. Department of Health and Human Services concludes that one in 10 has a serious, impairing mental illness, including bipolar disease, severe depression or anxiety disorder. 

According to the U.S. Census for 2000, in Worcester County, with a population of 178,440 people 17 and younger, that would mean that 35,688 in the age category have some mental disorder and half that number suffer a serious form of mental disease. 

The numbers and assessments help explain why the Jameses encountered so much frustration and desperation that September day. But the best evidence of how ill-prepared the network is for addressing mental illness among young people, as well as how helpful and compassionate it can be, is revealed in the odyssey the mother and son experienced both immediately and over the next several months. 

Leaving her two daughters in the care of her mother, Ms. James drove as fast as she could to UMass Memorial Medical Center. The UMass emergency room at the University Campus was chaotic at that point and there was no bed for a patient in her son’s condition. 

Now late in the afternoon, the best advice seemed to be to get the boy to a hospital in Boston. The threats and yelling intensified as Ms. James made her way to the Boston hospital. But any hope that her son would receive the attention he so urgently needed was abandoned when, after negotiating a maze of detours and streets closed in response to the terrorist attacks, a psychiatric social worker at the hospital informed her that the emergency room had closed at 7 p.m. and, beyond that, the boy couldn’t be admitted without a referral. Children’s Hospital in Boston was raised as a possibility, but the darkness, myriad detours and general chaos spurred by 9-11 made it impossible for her to even find the facility. 

From that day on, Ms. James grasped the critical importance of taking matters into her own hands. She would soon link up with other parents of mentally ill children, who would become some of her most trusted allies. Each step of the way brought a growing realization that because she knew her son better than anyone else on Earth, it was up to her to be the chief executive officer in the job of selecting and overseeing his care and treatment. Her role was as crucial, if not more so, than any mental health professional when it came to her own son’s case. 

There would be numerous trials and errors along the way, and her role continues to this day. 

As far as she can recall, the health insurance representative who told Ms. James to wait on the side of the Mass Turnpike never did get back to her that day. Her options seemingly exhausted, she took her son home and watched his every move. With the boy “still raging” and showing no sign of improving, the mother remembered her son’s therapist discussing the MetroWest Medical Center psychiatric unit in Natick. By the evening of Sept. 12, mother and son were in the medical center’s emergency room and the boy was admitted four hours later. 

While there, a psychiatrist made note of the fact that the boy was extremely unstable and would require considerable outpatient treatment, but his condition did appear to stabilize. Still, Ms. James was skeptical and even afraid when her son was discharged 12 days later. The mother firmly believes that at least part of the reason for his discharge was that her insurance carrier had agreed to pay for only three days of hospitalization. The additional cost, about $10,000, was borne by the hospital. 

Her fears proved well-founded. 

Within days, the boy was in another facility, one that, at least in her son’s case, seemed to place more emphasis on incarceration than treatment. Over the next several months, the boy would be given wrong medications; suffer two broken arms at the hands of adult workers; require more hospitalizations; be placed on suicide watch after stabbing himself in the thigh with a sharp tool; and inexplicably be “shuffled” in and out of various treatment programs. 

Along the way, her son was diagnosed with bipolar disorder, a serious but treatable medical illness that is marked by extreme changes in mood, energy, thinking and behavior. 

Ms. James’ refusal to give up just may be validating itself. After all the gut-wrenching situations the family had encountered, and armed with the knowledge afforded by her own experiences and those of other parents in similar predicaments, she drove from her home to Leicester and knocked on the door of the Nazareth Home for Boys, operated by the Sisters of Mercy order. 

She literally begged for help for her son, and this time the people she talked to listened and said they would try. Her son was admitted within a few hours. 

The crisis in mental health care for children and adolescents, according to Drs. Metz and Connor, stems from a litany of barriers. Among them are the shrinking number of doctors who pursue a specialty in child psychiatry; health care insurers who subcontract mental health coverage to companies that severely limit benefits and bury practitioners in paperwork; inadequately trained pediatricians whose lack of expertise can lead to incorrect diagnoses and delays in proper treatment; and keeping patients and parents out of the loop when it comes to what is wrong with a child, why, and what to do about it. 

It can take several months after making an appointment for a youngster to actually get in to see a psychiatrist and even longer before an adequate treatment schedule is implemented. Time may heal some wounds, but mental illness is an extremely formidable enemy in a battle that heavily favors early intervention. And then there is the issue of quality of mental health care. A psychiatrist working with children or teenagers can be eminently qualified and hold a slew of academic credentials and honors, but unless he or she has adequate time to work with each patient, the doctor’s abilities aren’t being put to effective use. 

While Ms. James’ experiences starting on Sept. 11, 2001, illustrate the condition of the network for mentally ill children and teens in the region, it is not a complete illustration. 

How parents of mentally ill children navigate the often seemingly insurmountable obstacles to obtaining adequate care ranges from those who assume the “ostrich position,” burying their heads while wishing problems would just go away, to those whose tactics in pursuing care for a child border on harassment. 

There is near-unanimous agreement, at least among parents who assume an activist stance, that effectiveness is increased by joining forces. Parents can learn from one another’s experiences and can exert the clout that comes with being part of a group. In Central Massachusetts, that role belongs to the Worcester chapter of the Parent/Professional Advocacy League. 

Operating on a shoestring budget out of an office in the former Children’s Friend Society home on Cedar Street, PAL Director Caterina Cavallini is constantly advocating and negotiating to improve the state’s mental health care network for children and adolescents. Her primary goal is to eliminate the isolation and stigma that continue to haunt young people with mental illness. 

Ms. Cavallini, who has a family member with bipolar disorder, recalls that for a long time before the diagnosis, she had a gnawing sense that others believed she wasn’t a fit parent. 

“I was spiraling down the same road of frustration when I realized I had to do something different,” she said. “Like my mother always said, ‘You catch more bees with honey than vinegar.’ ” 

The Worcester PAL chapter helped Ms. James better understand mental illness and, more importantly, to learn and benefit from the experiences of others while offering that same advantage to others. 

And there are experiences of Carol and John D. Willett, now of Pepperell, whose lives were forever altered by their son Michael’s mental illness, which manifested itself while he was growing up in Princeton. The family underwent the agony of that illness going undiagnosed for many years, despite obvious signs that something was severely wrong; felt the knifelike pain in the heart that comes with caseworkers’ accusatory questions implying that the parents were drug addicts, alcoholics or worse, or that they physically abused their son; and experienced firsthand the best and the worst the mental health system has to offer in this state. 

In some form or another, the Willetts, a deeply religious family, have been involved in practically every effort in Central Massachusetts and throughout the state to make the system better and are as knowledgeable as anyone about the situation. John Willett maintains a strong frustration with current methods of handling cases involving mentally ill young people. He is especially troubled by what he perceives as a failure to use parents as resources and partners in identifying and treating the illness and by caseworkers whose woefully inadequate salaries frequently discourage active commitment. But he also is quick to express his gratitude to innovators such as Dr. Metz and his UMass colleague, Maryann Davis, a nationally recognized psychologist whose work on improving the transition for adolescence to adulthood is viewed as groundbreaking. 

Additional evidence that some steps are being taken in the right direction in Central Massachusetts can be found at 275A Belmont St., in offices shared with the Worcester Youth Guidance Center, and at the Nashaway Pediatrics Clinic in Sterling. 

The Worcester facility is operated by Worcester Communities of Care, a patchwork of agencies devoted to helping children with mental illness by providing a nearly complete list of services for youngsters and their families — ranging from memberships in local YMCAs and YWCAs to evaluation, treatment and counseling. Surprisingly, WCC project director Suzanne Hannigan said, many of the needs “aren’t as great as you’d think. They just need to be done in a different way.” 

At the Sterling clinic, Dr. Richard C. Antonelli has been a strong proponent of efforts to obtain mental health care for patients who require it. Once stymied by cases in which referrals could take months for a patient of his to actually see a psychiatrist, the pediatrician worked with a UMass Medical School project to hasten the pace. He also has broadened his knowledge of mental illness to better recognize its symptoms, and he works closely with parents to better understand each case. 

At every level, efforts such as those of the PAL, the WCC and the involvement of pediatricians in the early identification of mental illness are proving that parents and professionals can successfully challenge the status quo. But even those associated with the programs acknowledge that they need to be broadened and that considerably more needs to be done. 

Such efforts do increase hope, however. 

It is now coming up on two years since Ms. James knocked on the door at the Nazareth home, and her son’s progress, while slow, has been dramatic and is leading to what the mother views as a turnaround. The “fit” has worked, Ms. James says, because the home operates in a far more nurturing manner than the other facilities where her son stayed — facilities that emphasized a clinical, strictly-by-the-rules approach that relies heavily on punishments and rewards. 

Her son is to spend the next few months at the Nazareth program, with more visits home with his family for longer durations. If all goes according to plan, he will enroll in vocational high school this fall. Although obviously proud of his progress and extremely encouraged, Ms. James now knows she must guard her optimism. She confesses, though, to some hesitation and nervousness over her now-teenaged son’s return to the fold. 

But at least this time, Ms. James says, she knows enough about mental illness to be prepared for any possibility. 


