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We are pleased to inform you that Children’s Hospital has Developed a:


“A Parent’s Guide to Medical Research,” A Web-Based, Interactive Educational Program for Parents.	� HYPERLINK "http://www.researchchildren.org" ��www.researchchildren.org�





Last year Children’s Hospital received a Human Subject Research Enhancement grant from NIH. 


Part of the funding was used to develop an interactive web-based educational program that 1) provides parents with general information about clinical research, 2) explains the role of parents in deciding whether or not to let their child to participate in research, and 3) helps families decide by providing questions they can ask before making a decision. The interactive website features a series of video clips addressing issues such as common misunderstandings in research, protections in research, differences between research and medical therapy, potential conflicts of interest and choosing among options. There is also a glossary of common terms, frequently asked questions, links to other sites and a tutorial.  The final feature is “sample questions to ask the research team” that allows parents to print out or email a list of questions using sample questions and questions they create for themselves. 





Judy Johnson, a hospital bioethicist, developed the program with the assistance of investigators, parents, physicians, ethicists and research and administrative staff.  Children’s Hospital worked with Keris, Inc, a company that creates clinical trial efficiencies through interactive informed consent software, automated data collection and technology based patient-recruitment and retention programs. 





We hope this web program will become part of the informed permission process for families that are asked to consider participation in clinical research. Please refer parents to the site. The site will also be on the Children’s Hospital Research Internet.





There are two other goals we would like to accomplish and request your assistance.





We would like to let the public and community know about this site. Please mention this site to patient advocacy groups and/or other organizations that are involved with pediatric clinical research.





We would also like to receive feedback from families as to whether they feel this program is useful. If you refer families to the site it would be wonderful to gather their impressions of the program and let us know. We hope to perform some more formal evaluations in the future.   





If you have any questions, please feel free to contact Susan Kornetsky at 57052











Committee on Clinical Investigation


Children's Hospital, Boston
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