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WORCESTER— Even now, the mother noticeably winces as she recalls that Sunday church service several years ago. 

Her then-teenage son’s friend, the same age and recovering from injuries suffered in a car accident, was back in church for the first time since the crash and was surrounded by family, friends and well-wishers. The mother in no way begrudged the attention being showered on the other boy; she, along with other parishioners, often had prayed that he heal quickly. 

But she couldn’t shake the hurt and isolation she felt inside. Her own son, diagnosed with bipolar disorder, was with her that day — his first time back in the church after being released from a psychiatric treatment center. The mother and son, however, might as well have had the plague that day; there were no well-wishers talking to her son, no one coming over to welcome the boy back to church, no one saying how sorry they were over what he had endured and the difficult times he still faced. 

Told about the woman’s experience, Carol Willett, herself the mother of a mentally ill son, quietly nodded as she listened to this latest variation on a familiar theme. 

“Again,” she nodded with obvious sadness, “the casserole story.” Only the names had changed in an account that Mrs. Willett has heard many times. 

“Break a leg and the neighbors stand in line at your door with food and wanting to help,” she said. “But if there’s something wrong with your mind… well, it’s like no one knows you at all.” 

Delivering support, guidance and casseroles or the equivalent, are part of the role assumed by the Parent/Professional Advocacy League of Central Massachusetts. For many of the 300-plus families of mentally ill children and teenagers who have relied upon the program for help in recent years, PAL is indispensable — as important, if not more so, than the mental health professionals who work with young people, and the elected and appointed officials who have a direct hand in how the mental health network functions. 

It is an important role, acknowledges Rina Cavallini, Central Massachusetts PAL executive director. But what needs to be kept in mind, she quickly adds, is that the most important role of all falls squarely on the shoulders of the parents and their mentally ill children. And that’s why PAL is so necessary. 

Those parents come to the organization at a time “when the sorrows that mental illness bring to family seem endless,” she pointed out. “They are forced to make very important decisions. We try to help by letting them know they aren’t alone. 

“They quickly meet other parents of mentally ill children who already have faced similar decisions and can tell them what worked and what didn’t. It doesn’t take long for most to understand that by learning as much as you can about what is and isn’t available and what to do to achieve what their child needs are crucial steps in the decision-making process. Once they start learning more, that’s when they get angry. 

“And once you’ve got an angry parent,” Ms. Cavallini cautioned, “watch out. That’s when they become empowered and are able to advocate effectively for their families. 

“Learning from the experiences of others … helping people avoid the mistakes you made … those are the few rewards you can gain from an otherwise devastating experience,” said Darlene James, the mother of a son with bipolar disease and chairwoman of the local PAL’s steering committee. 

“And the other important thing we learn through Rina and PAL is to be what she calls ‘the squeaky wheel,’ ” Ms. James added. “Deal with the caseworkers, the doctors and all the rest forcefully and directly. … Never forget that decent mental care isn’t a privilege.” 

“It’s essential,” added Yvonne, the mother of a young, mentally ill son, who asked that her full name not be used,” said of the local PAL organization. “We really need each other to help get through all of this.” 

Ms. Cavallini formerly worked with mentally ill young people and their parents at the Worcester Youth Guidance Center on Belmont Street, finding herself doing much what she’s doing now to assist clients and their families. Four years ago, a federal grant provided the seed money to launch a local PAL chapter. Families soon were at work organizing the chapter and she became the executive director. 

The Parent/Professional Advocacy League is a statewide network of families and mental health professionals who collaborate to improve the lives of families raising children with mental health needs. It actively lobbies the state Legislature and state administration for better funding and reforms in the area of children’s and adolescent mental illness. 

The Worcester Chapter of PAL, Ms. Cavallini said, is intentionally loosely structured; grassroots in nature and requiring no referrals or registration is required to participate. Just show up at the agency’s office, in the Children’s Friend Inc. building at 21 Cedar St., or call (508) 767-9725. 

The office and huge meeting room on the first floor of what once was the mansion home of the Morgan family on Cedar Street provided the Worcester PAL with an established, well-known address. The space is across the street from the Children’s Friend clinic and the Ellsworth Child and Family Counseling Center. 

The space is something Ms. Cavallini says she will always be grateful to Children’s Friend for providing. “It’s a perfect fit,” she said. 

PAL serves families with children who have serious emotional disturbances, providing them with information and referrals, parent-to-parent support, training, advocacy and recreational opportunities. It helps parents develop the skills they need to advocate for their own children. 

The program also works with social service agencies, psychiatrists and other mental health care professionals to try to achieve positive and humane care for mentally ill youth. “What we want to do is empower parents to navigate the (mental health care) system on their own,” she said. “We find that somewhere in that process we’re helping young people with mental illness and their parents develop really strong, lasting friendships.” 

Last winter, PAL presented a highly unusual program for family members. Viesia Novosielski and her mother, June Gross, acted, sang and recited poetry in a one-hour presentation titled “The Dangers of Empathy.” The notion of a group of 50 parents with mentally ill children attentively watching a performance based on Miss Novosielski’s struggle with mental illness might sound like a stretch, but their enthusiastic response and numerous questions to the mother and daughter when the hour was up clearly demonstrated how much they respected the effort. 

The effectiveness of PAL in Massachusetts is reflected in a major survey conducted two years ago by Consumer Quality Initiatives, a nonprofit, consumer-run organization that conducts and evaluates mental health research in the state. Massachusetts PALs pressed CQI to interview young people and their parents about the effects on 18-year-olds of losing the services they had been receiving as minors. 

The resulting study on the “aging out” of teenagers with mental illness focused considerable attention on that transition and spurred some successful efforts to ease the difficult period. Jonathan Delman, CQI executive director, credited PAL with bringing the situation to his agency’s attention and assisting with the research. 

The Worcester PAL and others in the state are based on two basic premises: that young people and their parents have an extremely difficult time accessing necessary mental health services, and that emotional disturbances that strike the young develop into even more serious mental illnesses if not effectively treated when the victims are young. 

One of the aspects of the Worcester office that has made it so successful was the creation of a parent advisory board that is encouraged to be extremely active. One of the board’s first recommendations was to involve mentally ill teenagers in the advocacy for better and more effective means of treating the disease. The result was the OTHERS, which stands for Other Teens Help Everybody Respect Self, a subgroup of PAL that has become a national model for youth programs involving mental illness. 

The name was chosen, according to former member Ashley White of Worcester, to convey the outsider role the young people see themselves being cast in. Given their personal experiences, it isn’t surprising that the pervading stigma associated with mental illness became the OTHERS’ primary target and will continue as such until it is eliminated 

“Stigma sucks” is the common response when members are asked about the problem, as well the catchphrase used for sessions in which OTHERS members have met with everyone from legislators to mental health professionals to civic groups. 

The group’s activities range from an annual Christmas party for younger children with mental illness and collecting Christmas gifts for underprivileged kids to putting together a video that has been shown on MTV with a strong anti-stigma message. The OTHERS also have made public service announcements and ads promoting the United Way of Central Massachusetts’ First Call for Help Line project, which provides teens with information on dealing with problems such as drugs, pregnancy and mental health issues. 

Their help with the United Way program landed members of the OTHERS a trip last summer to Washington, where they attended a mental health conference sponsored by Georgetown University and the federal Substance Abuse and Mental Health Services Administration. 

The OTHERS, Ms Cavallini said, “is really about focusing on the talents and strengths of teenagers. A bunch of teens have gotten together to make a difference. And they have.” 

“Teens are more likely to listen to other teens,” as one of the teenagers put it. “If you hear it from someone your own age, it’s going to have a different effect.” 
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