NIH Connective Tissue Disorders Study
Dr. Nazli McDonnell, Principal Investigator/Researcher

Baltimore Campus at National Institute on Health (NIH)

NIH Web Site:   http://www.grc.nia.nih.gov/studies/ctd.htm
On the website, you will see a sample consent form, as well as a downloadable medical history questionnaire. We are hoping that many of you are interested in participating in the study. If you wish to participate, please complete the questionnaire in as much detail as possible and email it to me directly, or fax it to attention Ben Griswold at 410 350 7308. If you already had a genetic mutation study done, please also include the results in your questionnaire. It is especially important to include as much clinical detail as possible (such as height, cleft palate, eye complications, joint and bone problems) about all the affected persons in your family. If you would like to do so, you can also mail photographs of affected persons as this will aid in determining the extent of craniofacial involvement.

Upon receiving your questionnaire, we will contact you and obtain a phone consent if you would like to participate without coming to Baltimore, or schedule a visit if you would like to be seen for a study visit. Obtaining the consent will also allow us to obtain a tissue sample if you are undergoing a surgical procedure at home at a future date.

Some of you have already participated and given samples when the study was located in Bethesda Clinical Center under the direction of Dr. Clair Francomano. We are still working with the samples and clinical information obtained from the study at that time. Some of you will be receiving reports regarding genetic mutations in the next few months.
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