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INVESTIGATOR'S STATEMENT

We are asking you to be in a research study. The purpose of this consent form is to give you the information
you will need to help you decide whether to be in the study or not. Please read the form carefully. You may
ask questions about the purpose ol lhe research, what we would ask you to do, the possible risks and benefits,
your rights as a volunteer, and anything else about the research or this form that is not clear. When we have
answered all your questions, you can decide it you want to be in the study or not. This process is called
'informed consent.' We will give you a copy of this form tor your records.

PURPOSE OF THE STUDY

The purpose ol this research proiect is to identity genes that cause aging syndromes and to understand how
those genes normally function and how abnormal forms of the genes can lead to a number of disorders
commonly associated with aging, particularly tumors and cardiovascular disease. We would like to study
patients with Werner's Syndrome or other syndromes with symptoms of premature aging and their close family
memoers.

PROCEDURES

lf you agree to participate, we will ask you for permission to allow your physician(s) to obtain information from
your medical records in order to complete the Registry Form now and lor periodic updates (typically at
approximately five-year intervals) of the data included in that form. This form includes your name and contact
information in addition to personal medical inlormation related to symptoms of Werner syndrome and other
progeroid (aging) syndromes. For example, we will collect information about how tall you are, whether you
have different color pigment on your skin, if you have had ulcers, or if you have lost any of your hair. We ask
for information about your immediate family as it related to gender, whether they are living or have died and
whether they have any symptoms oJ premature aging. lf you are not alive at the lime an update is requested,
we would seek permission to view aulopsy records if available from next ol kin.

We will also request that you donate 20 to 30 cubic centimeters (less than two tablespoons) of blood from a
vein in your arm. In some cases DNA prepared lrom a previous blood draw would be adequate for our study.
Tissue trom surgery in the form of paraffin blocks may also be requested if available.

We may also request a very small biopsy of skin Jrom the inner surface of your arm. The sample should be no
bigger than a grain or tlvo of rice (2 to 3 mm or no more than 1/8th of an inch). The skin is first numbed by the
injection of a local anesthetic and the sample is taken with a small punch instrument.

lf your symptoms or those ol your family member are consistent with Werner Syndrome, our laboratory will use
the blood and/or skin samples to determine if you carry a copy of the mutant gene which, when present in two
copies, causes the Werner syndrome. (There are no known clinical abnormalities associated with having only a
single copy of the mutant gene.) lf there is no change in the Werner gene found, or symptoms are nq\pppi lypn
consistent with Werner syndrome, we will investigate various other genes. The data collected on the Regisiry 
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