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INTRODUCTION/PURPOSE:

You and/or your child have been invited to participate in a genetic study of Skeletal Disorders because of
the history of genetic skeletal disease in your family. This study is aimed towards better understanding the
specific gene changes that result in rare genetic diseases that affect the bones and joints and correlating
them to specific signs and symptoms in the affected individuals.

STUDY PROCEDURES:

Approximately 2 teaspoons of blood will be drawn from adults and 1 teaspoon from children (depending
on their size) by standard procedure. If repeat samples are needed you may be asked to provide another
sample in the future (You may choose not to donate the repeat sample). You may be asked to give a cheek
swab sample for DNA analysis or have discarded tissue forwarded. You also consent to provide medical
information related to your skeletal disorder and have your physician contacted so related medical records
or radiographs may be obtained.

RISKS:

You understand that the risks of participating in this study include those associated with blood collection.
These risks can include brief discomfort, and bruising at the site of needle entry. There is a small risk of
infection or fainting from blood drawing. Family information such as mistaken paternity and adoption
may be discovered in the course of this project. You understand that it is this study’s policy not to disclose
such information under most circumstances.

BENEFITS AND RESULTS:
There is no direct benefit to you, your child or your family for participating in this study. _ However

" researchers may gain information regarding the specific hereditary nature of Skeletal Dlsorders which

may benefit future generatlons of families with Skeletal Disorders.

~ During the course of this research study, there may be new findings dxscovered which could have an -
impact on you and/or your child’s health. If this occurs, you may be contacted by the study coordinator
and the option of obtaining the information will be explained. This contact may also be made through
your physician and/or your child’s physician.
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