A public health catastrophe

Access to care is complex
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The current network for mentally ill young people in Central Massachusetts and elsewhere is a ‘public health catastrophe.’[image: image7.png]
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Dr. Daniel F. Connor, left, and Dr. W. Peter Metz, chief of Pediatric Emergency Mental Health Services at UMass Memorial Health Care and director of training for psychiatry residents, cite numerous barriers to the prompt and effective treatment of mentally ill young people. Neither psychiatrist prioritizes a list, but both quickly bring up health insurance coverage when asked to identify current barriers.
(ED COLLIER)
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WORCESTER— The response to mounting problems surrounding the treatment of mentally ill children and adolescents, for the most part, can be likened to the booming command voiced in a movie made 66 years ago: 
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“Pay no attention to that man behind the curtain,” the Wizard of Oz shouts. Indeed, aside from the young people and their families, and those whose jobs require close contact with them, most of society appears more than willing to ignore mentally ill youth and their treatment. 

But ignoring the situation is a tragic and colossal mistake, according to psychiatrists, psychologists, advocacy groups and others well-versed in the plight of mentally ill children and teenagers. In interviews, experts time and again referred to the “safety net” patched together over the years to ensure that young people who fail to receive adequate services in one setting do not slip through the cracks and go without treatment altogether. In practically every instance, however, the term was preceded by words such as “disintegrating,” “frayed,” “ripped” and “failing.” 

The fact that Massachusetts generally is acknowledged as being among the leading states in caring for children and teenagers with mental illness, those who work with them maintain, is small consolation. 

Dr. Daniel F. Connor, director of pediatric psychopharmacology for UMass Memorial Health Care and professor of psychiatry and pediatrics at University of Massachusetts Medical School, is extremely blunt in his assessment: The current network for mentally ill young people in Central Massachusetts and elsewhere, he maintains, is a “public health catastrophe.” 

The impact of the catastrophe Dr. Connor fears is reflected in a joint survey conducted in 2002 by the statewide Parent/Professional Advocacy League, and Health Care for All, both based in Boston. Relying on the answers of more than 300 parents of children with mental health problems, the report, entitled “The Experiences of Massachusetts Families in Obtaining Mental Health Care for their Children,” details the state’s “significant problems” regarding access to adequate care, providing sufficient information to families, and involving parents in the treatment of their mentally ill children. 

Among the report’s findings: 

• 33 percent of those responding waited more than a year before their child received treatment on a regular basis. 

• Nearly 40 percent experienced a delay in treatment because they couldn’t get an appointment, or the services their child required were too full. 

• 42 percent of the children with mental illness had experienced violent crises; 40 percent either injured or attempted to injure themselves during their most recent crisis; and 26 percent were considered suicidal. 

• 43 percent of the parents believe their child’s most recent crisis “was at least somewhat preventable.” 

In Central Massachusetts, examples abound that put faces to the numbers contained in the PAL/HCA report. 

John D. and Carol Willett, for instance, watched in agony for eight years as their son, Michael, gradually transformed from a withdrawn, fearful kindergartner in Princeton into a junior high student who was haunted by voices only he could hear, plotted bloody murders of family members and peers he was convinced were out to get him, and twice attempted suicide. 

The parents, who now live in Pepperell, took Michael to doctor after doctor, having him tested and retested. There never was a diagnosis because no one could find anything wrong with the boy. Finally, when he was 14, it was determined that Michael was schizophrenic — that it was his brain that wasn’t functioning properly, not his body. To their horror, the Willetts were told that Michael, who twice had attempted suicide, was not considered the victim of a life-threatening illness and that his hospitalization had to wait until a bed in a psychiatric facility became available. 

Elaine Brillhart’s daughter suffered from an eating disorder — a severe form of mental illness — for 10 years. The Clinton resident discovered that the system could work for her daughter, but required constant prodding on her part. 

“You have to fight, and go to the right people,” Ms. Brillhart advised. “If you are willing to be professional — and not scream at people and call them names — you can do it. You have to understand what the system is — going to the next step, asking to see the supervisor — instead of complaining to your friends about how bad the system is.” 

Her daughter died six years ago, a death the mother believes cannot be attributed directly to her mental illness. 

• 

And there are the experiences of Marjean Gomes, a 65-year-old divorced grandmother, who in 1999 was making plans to retire, perhaps even move to the Bahamas to start a new career designing beachwear. In August that year, however, she saw no alternative but to take custody of her 12-year-old granddaughter. 

The youngster, Ms. Gomes said, suffers from depression and compulsive anger, conditions that likely stemmed from being physically abused by her daughter’s boyfriend. Becoming her granddaughter’s primary guardian proved a far more difficult task than she could even imagine. The girl became increasingly violent over the next two years, constantly getting into fights and being suspended from school. 

“I didn’t know where to turn,” Ms. Gomes recalled. “I was at wit’s end and thinking I’d have to give up. She was … completely out of control.” 

The teenager was caught in a classic Catch-22 paradigm of mental illness: Immediate emergency care wasn’t available because she hadn’t gone completely over the edge, precisely what Ms. Gomes prayed could be avoided through emergency care. 

Help finally came with a recommendation from the granddaughter’s school adjustment counselor that she check out the Worcester Communities of Care program, which utilizes a “wraparound approach” in the treatment of children and teenagers with severe emotional disturbances. The approach recognizes that families of youngsters with mental illness require help from more than just one specialist, and that nontraditional services and effective funding are essential for improved outcomes. Her granddaughter is nowhere near complete recovery, Ms. Gomes acknowledges, but her progress to date has been unmistakable. 

The urgency for fixing the safety net also is apparent in the numbers revealing the scope of mental illness among young people. 

The federal government estimates that 1 of every 5 Americans 18 or younger has a diagnosable mental disorder, and that 1 in 10 has a serious, impairing mental illness such as bipolar disease, severe depression or anxiety disorder. 

• 

Using the 2000 U.S. Census for Worcester County, with a population of 178,440 people 17 and younger, that would translate to at least 35,688 young people in this region with some mental disorder, and half that number with a serious form of mental disease. 

According to a recent report by National Alliance for the Mentally Ill-Massachusetts, it is estimated that 59,338 young people in the state ages 9-18 suffer extreme dysfunction due to a serious emotional disturbance; 93,246 children and teenagers have substantial functional impairment due to a serious emotional disturbance; and 18,466 children age 8 or younger need mental health services. 

Despite the numbers, the state’s mental health budget has decreased by about $43.7 million over the last four years. 

The finger of blame, by nearly all accounts, can be pointed in practically any direction. 

Dr. Connor and Dr. W. Peter Metz, chief of Pediatric Emergency Mental Health Services at UMass Memorial Health Care and director of training for psychiatry residents, cite numerous barriers to the prompt and effective treatment of mentally ill young people. Neither psychiatrist prioritizes a list, but both quickly bring up health insurance coverage when asked to identify current barriers. 

• 

Practically all major health care insurers farm out coverage of certain health risks such as mental illness to subcontractors, called “carve-outs.” In the case of mental health insurance, for instance, factors such as how much an employer is willing to pay, the subcontracting firm’s costs of operation, and its financial goals, play a crucial role in determining the quality of coverage offered. 

Although Massachusetts has a parity law requiring that insurance benefits for treating mental illness be on a par with those for any other illness, there are a number of loopholes. Among them is a requirement that the mental illness be biologically based, which is the case with major depression but not with a number of other disorders. In addition, smaller firms are exempt from the requirement. 

Dr. Metz points to a relatively common limit imposed by carve-outs of 10 one-hour sessions with a psychiatrist over a one-year period. Proper diagnosis of a young patient, he noted, requires an initial consultation, extensive interviews with the patient’s family, friends, teachers and anyone else in close contact, then meeting again with the patient before a treatment plan is established and implemented. 

That work almost certainly has surpassed the 10-hour limit, even though “you still haven’t been able to really work with the child yet,” he pointed out. “It (limits imposed by carve-outs) doesn’t even begin to allow you to do all the work that needs to be done.” 

Dr. Connor adds that the time also is expected to be used to process volumes of paperwork, frequently containing conflicting rules and forms issued by the various insurers, as well as by state and federal agencies and programs. 

William H. O’Brien, executive director of the UMass Memorial Behavioral Health System and an instructor in psychiatry at the medical school, says the complexity incorporated into mental health coverage forces practitioners to spend a sizeable chunk of their time dealing with insurers — time that could be better used working with patients. 

While the process does afford more oversight, Mr. O’Brien noted, working with as many as 15 different insurance carriers and their various carve-outs places unnecessary burdens on an already-stretched network of care. 

Even among the carve-out companies themselves, there is acknowledgement that some of their own are not doing the job they should. 

“There are worse apples and there are good apples,” advises Deborah Nelson, vice president of quality management for Beacon Health Strategies, a carve-out for the Fallon Community Health Plan. 

What needs to be kept in mind, Ms. Nelson said, is that the problem of “access to kids’ mental health is a national problem and not just a state problem. Local entities are better situated to … join arms with other stakeholders. 

“If you bring on that expertise but you don’t couple it with the aims of the health plan, shared attention to quality health improvement, joint attention to pharmaceutical and complex medical needs and … don’t couple it with primary care, you have isolation. That’s when you get complaints,” she said. 

Of even more concern than carve-outs, Mr. O’Brien added, is the growing number of Massachusetts residents without any insurance coverage at all because of economic conditions and state and federal budget cuts. Left unchecked, he said, the situation will further curb access for low-income and uninsured residents to necessary mental health services. “The economics here are simply inadequate,” Dr. Connor cautioned, adding that he believes the only way to achieve true parity in insurance coverage would be to convert to a single-payer system. 

• 

Another cause for serious alarm is the shrinking number of child and adolescent psychiatrists in the United States. 

The American Academy of Child and Adolescent Psychiatry reports that there currently are about 7,000 psychiatrists who specialize in working with children and teens. Fifteen years ago, the U.S. Department of Health and Human Services concluded that at least 33,000 child and adolescent psychiatrists were needed at the time. 

On paper, Dr. Metz notes, Massachusetts would appear to be in relatively good shape for psychiatric coverage. AACAP figures show the state has about 17.5 child and adolescent psychiatrists for every 100,000 youths 17 or younger, compared to a national average of about 7.5 per 100,000. The Bay State’s rate is among the highest in the country. 

The doctor points out, however, that the unusually high number of hospitals and academic institutions in the Boston area inflates the percentage, with the numbers falling more in line with the national average in Central and Western Massachusetts. 

• 

Compounding the problem, Dr. Connor adds, is government’s refusal to forgive at least a good portion of medical education costs incurred by those who enter the field, a step often taken by government agencies to increase interest in particular professions and medical specialties. 

Those medical education loans, which often leave new doctors several hundred thousand dollars in debt when they complete their internships, coupled with the comparatively low salaries paid child and adolescent psychiatrists, help explain why doctors look elsewhere. 

“A new doctor in a subspecialty such as cardiovascular surgery, can start out making $250,000 a year,” Dr. Metz noted, while a beginning child or adolescent psychiatrist quite likely will earn two-thirds less than that. 

“Is it any wonder” medical school students look to other specialties? he asked. 

Other barriers are the increasing reliance placed upon pediatricians to identify young people demonstrating signs of mental illness. The AACAP estimates that of all children seen by primary care doctors, 19 percent exhibit behavioral and emotional disorders and are referred for mental health treatment. However, the lack of available specialists, insurance restrictions, lengthy delays getting appointments and the stigma associated with mental illness keep too many young people from receiving the treatment they need. 

And without early intervention, the academy warns, child and adolescent disorders frequently become worse and follow the young person into adulthood. 

Since their oldest son was diagnosed as schizophrenic six years ago — a diagnosis later changed to schizoaffective disorder, which presents the symptoms of manic depression and schizophrenia — John and Carol Willett have worked strenuously to improve the treatment provided children and teens. Their experiences afford them a different perspective of the strengths and shortcomings of mental health care in the state. 


