UNIVERSITY OF CALIFORNIA, SAN FRANCISCO (UCSF)

ASSENT TO BE IN A RESEARCH STUDY ABOUT PRIMARY IMMUNODEFICIENCY

For children 7-18 years old

Why are we meeting with you?
We want to tell you about a research study and ask if you would like to be in it. Dr. Jennifer Puck and other doctors here and all around the country are doing a study to learn more about people like you who were born with problems with fighting infections or other problems with their immune system. 

The condition you have is rare, so to learn about how to diagnose and treat it best we are asking for information from boys and girls like you. With information from as many people as possible with your condition, we and other scientists will be able to understand how to treat you best.

In the whole study, there are several thousand people. The information will be stored in a big computer called the USIDNET Registry, so scientists can learn how many people with your condition have had different types of problems.

What will happen if you agree to be in this study?

Information from your medical chart will be entered into the database of people with primary immunodeficiencies. To protect your privacy a code number will be assigned to the information, and your name will be kept separate.

Will your immune system get better if you are in this study?
Your doctors do their best to help you be healthy whether you are in a study or not. Being in the study may not help you, but putting together information from many people might help doctors find new ways to help children like you.

Do you have any questions?

You can ask any questions about this study, either now or later.  

Do you have to be in this study?
No. If you don’t want to be in this study, just tell us. Or if you do want to be in it, tell us that. And, you can say yes now and change your mind later. It’s up to you.

The doctor will give you and your family a copy of this form to keep.

PERSON CONDUCTING ASSENT

I have explained the study to ______________________________ (name of child) in language he/she understands, and he/she has agreed to be in the study.

_______________________________ 


_________

Signature Person Conducting Assent


Date

_______________________________

Name of Person Conducting Assent (print)
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