The Juvenile Bipolar Research Foundation’s Research Agenda – Goals and Objectives
· Training program and assessment tools:  the application of research findings to a clinical setting.
· Goal:  To meet the urgent need for dissemination of research knowledge about bipolar disorder in children to the gatekeepers of mental health services to facilitate early recognition and appropriate treatment. In a recent study of 391 consecutive admissions to a psychiatric inpatient unit for children and adolescents, nearly 20% were diagnosed with bipolar disorder.  
· Through its website, the Juvenile Bipolar Research Foundation (JBRF) has reached thousands of parents whose children (N=5384) have been diagnosed with bipolar disorder (69.9%) or have exhibited associated symptoms.  
· These parents, concerned about their children’s futures, have contributed enormous amounts of information about their children’s symptoms by completing several online surveys.  
· Objective: To develop a training program including a diagnostic manual and a novel interactive web-based training course for clinicians

· Objective: To utilize the training program and diagnostic assessment protocol to assist a community based clinic in a mixed ethnic and racial community to make early indentification of a condition that has a high morbidity and mortality (15% suicide rate).
· Objective: We wish to develop a program evaluation format to determine the effectiveness of this strategy in community based clinics

· Screening instruments: early identification of bipolar disorder in children
· Goal: To meet the need for rapid, cost-effective assessment tools for early identification of bipolar disorder in children.  Pediatricians and nurse practitioners are often the first clinicians parents turn to for help with the early symptoms of bipolar disorder, a condition that is commonly confused with other childhood disorders.  The average time between initial symptoms of bipolar disorder and appropiate diagnosis and treatment is estimated at 8-10 years. Treatment with stimulant or anti-depressant medication due to misdiagnosis can worsen the condition.   

· Through the JBRF web-based data acquisition program, parents have reported noticing symptoms of excessive clinginess, temper tantrums, and hyperactivity as early as 2 ½ years old
· The analysis of this survey data has informed the development of a diagnostic assessment protocol for early recognition of juvenile bipolar disorder:  
· Self administered parent questionnaire - CBQ
· Self administered child questionnaire – Jeanne/Jeffrey
· Clinician administered screening interview - CBSI
· Objective: To use the data we’ve been given by parents to develop and provide easy access to screening instruments for parent, child and clinician to aid in early recognition of bipolar disorder

· Jeanne/Jeffrey:  the first screening questionnaire for bipolar disorder designed especially for children with bipolar disorder
· Goal:  To meet the need for a screening questionnaire designed for children with bipolar disorder.  Experts agree that it is insufficient to interview parents only to find out the true symptom picture of children with mental disorders. Parents often do not know how depressed a child may feel or be aware that a child is feeling suicidal or having psychotic symptoms.  Yet, there is no rapid, initial screening questionnaire specifically designed to ask children about symptoms associated with bipolar disorder.
· The Jeanne/Jeffrey was designed to be fun and easy for kids under 12 to complete
· The Jeanne/Jeffrey asks about a child who matches the patient in gender– this child is pictured in each question.  The child chooses how often he/she has had the illustrated behavior or feeling.  This way the child feels safer about disclosing behaviors that may be embarrassing or frightening.
· Objective: To test the Jeanne/Jeffrey for reliability and validity and to make it available to parents and clinicians

· Objective: To program an internet version of the Jeanne/Jeffrey that would be interactive, further encouraging the child’s participation in the screening proces

· Objective: To develop illustrations matching the child’s ethnicity, including African American, Asian, and Hispanic children.

· Genetic study
· Goal:  To meet the need  for research into the genetic causes of bipolar disorder.  Understanding the biological basis of the disorder will lead to better methods of prevention and treatment. Genetic studies conducted with children who have bipolar disorder enhance the chances of finding a genetic cause, because the first-degree relatives of these children – parents and siblings – are more likely to have the disorder.  
· Through JBRF’s highly effective recruitment and data acquisition program, over 600 families with more than one bipolar sibling have qualified to participate in a genetic linkage study of bipolar disorder.
· Some of these families have three or more children who have been diagnosed with the disorder.
· DNA has been extracted and archived on over 100 of these children.
· The National Institute of Mental Health has the capability of funding such a project, but, despite all research evidence to the contrary, JBRF has recently learned that the NIMH still questions the existence of bipolar disorder in children.  This makes the outlook for government funding bleak and shifts the financial burden to the shoulders of concerned individuals and families.
· Objective:  To continue the lab work required for this study.
· Longitudinal study
· Goal:  To follow the course of early onset bipolar disorder to observe if and in what way the condition changes as the child develops.  This work is necessary to determine whether juvenile-onset bipolar disorder is a separate condition from the adult form of the disorder or simply a developmentally different presentation.
· JBRF has over 600 families who are willing to participate in a longitudinal study of juvenile-onset bipolar disorder
· We have baseline data on multiple siblings from each family, ranging in age from 5 to 18
· We have a plan in place to follow these children longitudinally as they mature from pre- to post-puberty 
· Objective:  To develop an online cost-efficient follow-up program that can be used by parents at their own convenience for periodic charting of their children’s symptoms and behaviors.  
· Objective:  To develop a parallel program for physicians and other clinicians involved in the children’s care in order to follow changes in treatment plan.
· Neuropsychology/Neuroimaging
· Goal:  To provide objective ways to distinguish ADHD from bipolar disorder in children with overlapping symptoms.  There are currently no systematic guidelines for differentiating these two conditions, leading to frequent misdiagnosis and inappropriate treatment, which can worsen the condition in bipolar children.
· JBRF has funded the neuropsychological testing of 33 bipolar children and 22 children with ADHD-only.  A comparison of the data from the two groups revealed specific differences in neuropsychological profile.
· JBRF has brain imaging (MRI) data on 12 bipolar children, several of whom participated in neuropsychological testing.  The MRI findings show a consistent abnormality in the amygdala in all 12 bipolar children which may be related to their cognitive and emotional deficits.
· Objective: To compare three groups - bipolar children, children who have ADHD only, and healthy children - to determine whether certain measurable brain structure abnormalities and neuropsychological deficits can help to differentiate these clinical groups.
