Introducing a study of interest to all families affected by chromosome 15q duplications: 

“Seizures in chromosome 15q duplications”
Seizures are common in individuals with chromosome 15q duplications, particularly in those with isodicentric chromosome 15. A new study through IDEAS is underway to help better understand the onset, progression and treatment of seizures in dup15q and to help in the development of targeted treatment recommendations for affected individuals.  All families are invited to fill out this survey, even if your child does not have seizures.  This survey is a follow up to the 2003 seizure survey conducted by IDEAS.  Parents who participated in the 2003 study are encouraged to participate in this new survey.

 

How Do I Participate? Because we need to characterize seizures that occur with the different forms of chromosome 15q duplications, we are requesting the formal genetic diagnosis for each child.  Brenda Finucane, MS, CGC and IDEAS co-founder is collecting the genetic reports for this study.  To participate in the study, families must either 

1) complete and return a records release form, or 

2) provide a copy of their child’s diagnostic laboratory report.  

We will also need a current email address when you submit these documents, since the survey link will be sent to you by email after we receive the completed release or diagnostic report.  

 “Seizures in chromosome 15q duplications" is a web-based questionnaire study.  The survey will collect information online and there is no treatment involved. Participants will be asked to complete one questionnaire survey online. The survey should take roughly half an hour to complete, and you will be able to enter your answers directly into the online form.

What are the risks and benefits of participating in this study?

There is no direct benefit for taking part in this study. However, emotional satisfaction may be gained from contributing to the knowledge of seizures in chromosome 15q duplication syndrome.  The scientific and medical communities will benefit through increased understanding of treatment outcomes for seizures in individuals with chromosome 15q duplications.  This knowledge may contribute to advancing the care of seizures in this population through targeted treatment recommendations.  

Taking part in this study is voluntary. If you choose to take part, you may choose to leave the study at any time by not completing the online survey. Your decision will not result in any penalty or loss of benefits to which your child is entitled. 

What if I have questions?

Please direct any inquiries about this study to:

Ron Thibert DO, MsPH

Pediatric Epilepsy Program

Massachusetts General Hospital 

175 Cambridge Street, Suite 340

Boston, MA 02114

Tel: (617) 726-6540

Fax: (617) 726-0230

or to
Nicole Cleary, M.S.S.

IDEAS Board Chair

6699 SE Scott Drive

Portland, OR 97215

Tel: (503) 253-2872

Email: nicleary503@comcast.net
