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Chairman Rehberg and Members of the Subcommittee, I am grateful for the opportunity to provide written testimony to the Subcommittee. My name is Helen and I have suffered from borderline personality disorder.
People ask me what it’s like to have borderline personality disorder. Words and language fail. But there’s a photograph from the Viet Nam war…it’s a little girl running down a dirt road straight into the camera. She is naked, her clothes burned away by napalm. Her little face is contorted with agony and terror. She is screaming. Several people off to the side of the road are not even interested. She’s utterly alone. I call her the “Burning Girl.” This is what a borderline feels like inside. 

My medical history is roughly the length of Beowulf, but here are some numbers: 3 hospitalizations; 30 consecutive years of individual therapy; $1.3 million in treatment costs (all cash, no reimbursements); and $2 million in lost salary and benefits; 52 medications over 29 consecutive years – currently 8 medications; 4 diagnoses – bipolar, anorexia/bulimia, post-traumatic stress disorder, and borderline.

The diagnosis of borderline came last. I want you to know it is a mongrel diagnosis because of the shame, stigma, and contempt. Nowhere is it more pernicious than with mental health professionals. Worst is the invalidation, as if overnight I’d turned into a mad dog. Self-injury, suicide and extreme dissociation can be lurid, repellant and seemingly intractable, but I’m not a mad dog. No person wants to use these methods. As Proust said, “To kindness and knowledge we make promises. But pain we obey.” So cutting has its own perverse logic and beneficence. It’s a form of communication, a language written on the body. It says “This is how much pain I feel.”   

In spite of the odds, I have recovered. Back again among a wealth of friends and family, working in the kind of high-profile, international job I had enjoyed in the past. Nothing short of an Old Testament miracle. Here’s how government funding has significantly helped me recover. First, through NIMH support of the National Education Alliance for Borderline Personality Disorder – a grassroots movement of professionals – with the essential inclusion of borderlines and their families - who are disproving the conventional ignorance of the illness. Second, funding of Dialectical Behavior Therapy (DBT) through NIMH. In conjunction with individual therapy, DBT provides pragmatic methods, dozens of skills to regulate emotions, negotiate relationships, and execute strategies for life and work. Third, NIMH leadership in validating BPD as a national concern. 

Let’s be frank – I can make this testimony because I’m white, overeducated, and English is my first language. But I represent so many people who can’t: my friend Linda, a middle-aged blind woman with a dysfunctional seeing-eye dog, who didn’t miss a day of DBT group in eight months; and Sherri, a young African-American who worked in a subway toll booth; she had two small children, two top teeth missing, and too many abusive boyfriends. One day she just disappeared. And Charlie, a veteran, who returned from service changed. Professionally at the top of his field, he destroyed his marriage and career through rage and drugs. As a last resort he attempted suicide but survived. Reluctant to be alive, he wants nothing more than to be a good father to his little son. I wish you could see the striving, the will to connect and contribute, and the lost potential. I know firsthand how many could be saved with more research and education.

You, all of you, have the greatest power to lead the battle against borderline personality disorder, to reverse the inhumane negligence of human beings capable of recovery. Please don’t throw us away. There is so much work to be done. Think of 18 million Americans – burning. Please include us in the world in which mental illnesses are prevented and cured. We belong there. We borderlines have the capacity and will to reside in that world. Thank you.
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Mr. Chairman and Members of the Subcommittee, I thank you for the opportunity to submit my testimony. My name is Dr. Perry Hoffman. I am the President of the National Education Alliance for Borderline Personality Disorder. I have been working with the borderline personality disorder community for over 25 years, treating both patients and family members.

The National Education Alliance for Borderline Personality Disorder is an organization that was founded on August 20, 2001, and since our inception we have made public awareness our mission. We have hosted more than 40 conferences over the last 8 years in large part thanks to several grants from the National Institute of Mental Health. 

I also want to thank you, Mr. Chairman and Members of the Subcommittee, for the unanimous passing of House Resolution 1005 on April 1, 2008, designating the month of May as Borderline Personality Disorder Awareness Month. This resolution stated that “despite its prevalence, enormous public health costs, and the devastating toll it takes on individuals, families, and communities [borderline personality disorder] only recently has begun to command the attention it requires.”

Borderline personality disorder, unfortunately, is an illness that for too long has been misdiagnosed and misunderstood and frankly….maligned. We turn to you today, our elected Representatives, for continued help in an effort to bring borderline personality disorder the awareness and attention that it requires, so that people can get the help they need…and deserve.

Lives can be devastated by having borderline personality disorder. It is a serious mental illness with prevalence between 2 to 5.9% in U.S. population. And, sadly, it is affecting our youth at an alarming rate. Symptoms are severe and disruptive, and include emotional dysregulation, unstable interpersonal relationships, identity disturbance and marked impulsivity. Up to 80% of people physically self-harm themselves. Up to 70% of individuals make at least one suicide attempt. A heartbreaking 10% of people with the disorder commit suicide. 
Other consequences of the disorder - unstable employment, involvement in divorce, libel and childrearing lawsuits, as well as violence and sexual indiscretions - also take a devastating toll on families and public services. For example, 50% of individuals with borderline personality disorder are unemployed or underemployed, and there is evidence of the disorder in up to 17% of the jail population. Furthermore, because borderline patients are heavy utilizers of psychiatric services, emergency rooms and other medical services, the public health costs can be expected to be tremendous. 
First officially recognized by the psychiatric community in 1980, borderline personality disorder still lags behind other psychiatric disorders in awareness and understanding. For many years the disorder was regarded as largely untreatable, and even today some mental health professionals do not recognize it. In fact, both academic and clinical training in borderline personality disorder for psychiatric residents is nonexistent in all but a few institutions. As recently as 2009, borderline personality disorder has been characterized as “the disorder that doctors fear the most.” However, as you have heard from Helen, this diagnosis does not have to be either a death sentence or even a lifelong sentence. But that will only happen if people are aware of this illness, its symptoms and the evidenced-based treatments that are available. 

Unlike other mental illnesses where there are national campaigns for early detection, borderline personality disorder remains excluded from those campaigns. A consequence of this exclusion is that the disorder is relatively undetected in teens, when onset generally occurs. One statistic shows that it often takes up to five years for an individual with borderline personality disorder to be accurately diagnosed. Imagine, five years of not getting the right treatment because of misdiagnosis. This misdiagnosis is due to both the stigma attached to the disorder as well as the fact that professionals do not want to treat it. More than that, some may not even recognize it. That is terribly unfortunate, because as indicated by research, there is less impairment, fewer co-occurring disorders and treatment is not as extensive when intervention is early.
Once diagnosed, patients still face barriers attaining access to effective treatment. Although there are several evidence-based treatments that have proven to be highly successful, there are painfully few mental health professionals fully trained in the use of these treatments. For patients who have health insurance, their specific treatments may not be covered, or their insurance may not be accepted by practitioners. For patients on public assistance the situation is more difficult - many practitioners are not even willing to treat these patients. And, of course, inmates and veterans face their own issues in accessing treatment.

There is also a great need for increased research. For example, there are no biomarkers for identifying those at risk, nor are there FDA approved drugs for treating this disorder. With a lack of young investigators and senior scientists in the field approaching retirement, a new generation of researchers must be developed. Centers of excellence could play an instrumental role in nurturing future researchers and clinicians. Unfortunately, there is still very limited public and private funding for research on borderline personality disorder compared to other major psychiatric disorders. Yet despite this limited funding, there have been remarkable research findings; for example, two NIMH-funded studies found that that borderline personality disorder has an unexpectedly good prognosis. This fact has given hope to so many patients suffering from this disorder.

Borderline personality disorder cuts across all levels of society from the very poor to the rich and famous. A recent book, Songs of Three Islands by Millicent Monks who is a Carnegie descendent, chronicles the disorder in the Carnegie family. Brandon Marshall, a wide receiver for the Miami Dolphins, announced in July 2011 that he had been diagnosed with borderline personality disorder. He said recent treatment has taught him to effectively deal with the resulting problems that have marred his entire professional career and adult personal life. Brandon has launched his own initiative to encourage others to recognize the disorder and seek appropriate treatment. We have partnered with Brandon on an adolescents at risk campaign that had its kickoff earlier this month.
In conclusion, there is a disproportion between the high personal and public burden of borderline personality disorder and the low levels of awareness, treatment resources, services, and funded research associated with it. This, we believe, is a public policy issue that requires your attention.

Chairman Rehberg and Members of the Subcommittee, thank you for the opportunity to share my experience and knowledge on borderline personality disorder. I hope that this will be helpful in the process of setting national priorities for this devastating disorder.

