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The Juvenile Bipolar Research Foundation (JBRF) is a very young organization, having opened its doors in September 2001.  One of its first nationwide programs is an ambitious genetic study of a form of bipolar disorder that strikes children, robbing them of normal development.   Young people and their parents from throughout the county are involved in this study, and in regular contact with JBRF, for the 3-year period that they are study participants.  To date, more than 5000 children have been screened for eligibility through the JBRF program.  JBRF is proud to report the participation of over 600 families from 44 states in the study so far!

The research project operates this way—parents of bipolar children seeking information and support visit the JBRF’s innovative website program and learn about the project.  Families with more than one child suffering from bipolar disorder volunteer to participate in the study in the hopes that finding a gene linked to the disorder will help in the development of more effective treatments.  JBRF provides study participants with a saliva kit that is very “kid-friendly” — the child simply spits into a little vial included in the kit.  The results of these samples are included in JBRF’s researcher’s database and analyzed for genetic linkage.  
JBRF follows the progress of the children in the participating families, contacting parents every three months for three years after initial enrollment to obtain additional information.  This ongoing relationship between researchers and parents is perhaps the most important part of the study.  JBRF-supported researchers assist parents in tracking changes in their children’s symptoms and behaviors by providing research-based measurement tools that parents complete and provide to their children’s physicians to assist in individual treatment protocols.   At the same time, JBRF researchers are receiving data from study participants every 3 months.  Through this regular contact they obtain crucial information about the course of bipolar disorder in children as they develop and mature.  

An unexpected benefit of this genetic study has been the widespread use by parents of the questionnaire designed to screen applicants to the study.  The Child Bipolar Questionnaire (CBQ) is a self-administered questionnaire that was developed for use as a rapid screening tool for JBRF’s genetic study.  The CBQ contains 65 items describing behaviors and symptoms that have been clinically associated with bipolar disorder in children.  Parents rate each item according to how often they have observed the symptom or behavior in their children. The parents who completed the screening questionnaire for the study (even those who were not accepted into the study) found the CBQ so helpful in organizing their observations about their children that they began to ask us for printed copies that they could take to their children’s physicians. Physicians and other treatment professionals now use the results of the survey as a diagnostic tool for assisting individual children.  In 2005, JBRF made the CBQ available to all parents who visit the website, including those who do not wish to participate in a research study.  The online questionnaire is now printable from the computer screen.  So far, a total of 13,000 parents have used the CBQ.  
In 2005, JBRF developed the first illustrated interview designed specifically for children – The Jeannie and Jeffrey Illustrated Interview for Children.  The questions describe symptoms and behaviors experienced by another child, Jeffrey or Jeannie. Each item is illustrated with pictures designed to allow a child to endorse a symptom or behavior without the use of words. The child responds by choosing a rating for how often he or she has had the experience described. Children rarely have words to describe what they are feeling so powerfully inside, and The Jeannie and Jeffrey provides the psychiatrist, therapist, and parents insight into a child's internal world so that he or she feels less isolated and alone. Moreover, medical and therapeutic interventions can be tailored to each child's concerns and subjective feelings, as well as to his- or her behaviors.  JBRF has made The Jeannie and Jeffrey Illustrated Interview available to any parent who visits the website.  So far, more than 2000 children have completed the questionnaire.
Throughout 2003, 2004 and 2005, the Foundation provided information on juvenile bipolar disorder at a variety of professional conferences/seminars.  A partial listing of events at which THE FOUNDATION provided information appears below.  

2003

March, 2003, Boston, MA – National Institute of Mental Health Pediatric Bipolar Disorder Conference

April 16, 2003,  Boulder, CO  -- The Invisible Child Conference 

October 4th and 5th, 2003: Los Angeles, CA  -- UCLA Conference "Educating and Nurturing the Bipolar Child" 

October 7, 2003,  Lincoln, NE --  Conference at University of Nebraska Medical Center

October 8, 2003, Johnstown, PA – NAMI Pennsylvania conference

October 18-21, 2003, Miami, FL -- American Academy of Child & Adolescent Psychiatry Conference


2004

Sept 18, 2004  Maplewood, NJ --- Juvenile Bipolar Research Foundation Conference 

October 18, 2004, Washington DC, -- AACAP Conference


Nov 5-6, 2004, Boston, MA -- Cambridge Hospital Conference

Nov 12-13, 2004, Fairview Heights, IL -- Second Annual Mental Illness in Children Conference. 


Nov 20, 2004, Yonkers, NY Juvenile Bipolar Research Foundation Conference 
