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RESEARCHER'S STATEMENT

We are asking you to be in a science study. This paper will help vou understand what the study is about, Then
vou ean decide i you want 1o be a part of the study. You can read this paper vourself or you can have someone
read it to you. Please ask us any questions that vou have when you are reading the paper. You can ask any
questions that vou have about the study. You can ask about the reason [or the science study or about what vou
would do 1o be in the study. When we have answered all of your questions then you can decide if vou want to
be in the study or not. We will give vour parents a copy of this form to keep at home.

PURPOSE OF THE STUDY

li]ur lab studies problems with joints. skin, bones, arteries, and veins. We want to find out what makes problems
ike these come up in familics. Because vou have a problem like this we are interested in studying vou and your
ldmlly We want to collect, save and sludy the cells from your skin or blood. We also want to read a report
imm your doctor about uny health problems that you have had. This is a science study and we are asking vou if
's okay 1o keep your cells and read about your health,

PROCEDURES
To be in the study, we need to get saliva (spit), blood or a sample of your skin or both,

0 Saliva sample: To get a sample of your spit, we give your parents a "spit kit" with directions about how to
collect the sample in a tube,

. Blood draw: To get a sample of your blood, we will take about 3 teaspoons of bleod from a vein in YOUF arm
Lsing a necdle.
BROVE]
r1 Skin biopsy: To get asample of your skin. we have 1o take a small piece off. We use ; |~m.|ﬂ murl that mﬂ

take a little circle of skin for the sample. The sample is very small. Tt is about the size of a grain ntﬁm mN
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small green pea. Before we take the sample we will make vour skin numb so it won't hurt, We will do that with
medicine that is put into your skin through a small needle.

We will keep the saliva, blood and skin samples at our Laboratory at the University of Washington,

When your sample is sent lo us your doctor will also give us the report about your health. It might also help us
1 look at your health reports from another doctor or hospital, If we want o do that we will ask vou first and
give you another paper to sign il you agree

We would also like to send some basic facts about your health to other people who study these types ol
problems. ‘The facts will be pul in a computer with facts from other tamilies. This will help us learn more about
diseases that run in familics. I you agree to letus send the information, we will not tell them your name.

BENEFITS OF THE STUDY

What we learn from studying your health and your cells may help other people with the same types of problems.
What we learn may help vou or your family or it may not.

RISKS, STRESS, AND DISCOMFORT

Havine blood drawn micht hurt a little when the needle is pushed into the skin, fike being poked with a pin. 1 a
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piece of your skin is taken, the needle used Lo put numbing medicine in vour arm might also hurt, Once the spot
is numb, you will not feel it when the piece of skin is taken.

OTHER INFORMATION

We won't tell anyone vou ook part in this study. You do not have 10 tuke part in this study if you don’t
want to. No one will be mad at you. 1f you decide to take part in the study and then change your mind. that's
okay too. One of your parents or your doctor can tell us 1t you change your mind.

Signature ol Tnvestigator Printed Name Date

Subject’s statement
This science study has been explained to me. Tagree 1o take part in the study. T have had a chance 1o
ask questions. 11 T have more questions [ know T can ask the doclor.,

Printed Nume Date
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