UNIVERSITY OF CALIFORNIA, SAN FRANCISCO

CONSENT TO PARTICIPATE IN A RESEARCH STUDY

Study Title: Measuring Quality in a Community-Based Oncology Practice
This is a research study about peoples’ experiences with cancer care.  A study researcher, Daniel Dohan, PhD or Galen Joseph, PhD from the Institute for Health Policy Studies at the University of California in San Francisco will explain this study to you.

Research studies include only people who choose to take part.  Please take your time to make your decision about participating, and discuss your decision with your family or friends if you wish.  If you have any questions, you may ask the researchers.

You are being asked to take part in this study because you are a cancer patient, a family member or other person who provides support to a cancer patient, or a healthcare professional who takes care of cancer patients.

Why is this study being done?

The purpose of this study is to learn more about quality in cancer care. We want to learn more about what patients and health care providers believe about how to create high quality cancer care. This study is being funded by a research grant from the xxx.
How many people will take part in this study?
About 2000 people will take part in this study including about 60 who will take part in an interview.

What will happen if I take part in this research study?

If you agree, the following procedures will occur:

· A researcher will interview you for about an hour in a place that is convenient for you. The researcher will ask you to describe your experiences receiving or providing care and support related to cancer.
· With your permission, the researcher will make a sound recording of your conversation. After the interview, someone will type into a computer a transcription of what’s on the tape. After the study is completed, the sound recording will be destroyed.
· If the researcher has followed and observed you during a clinic visit, the researcher may review the notes from that visit along with the transcription of your interview.
· The researcher may review your medical chart.
How long will I be in the study?

Participation in the study will take a total of about 1-2 hours for the interview. We may ask you to participate in more than one interview.

Can I stop being in the study?

Yes.  You can decide to stop at any time. Just tell the researcher right away if you wish to stop being in the study. You do not have to answer any of the questions that we ask during the interview. You can ask us to stop recording the interview. And you can also stop the interview at any time.

The researcher may stop the interview if he or she believes it is not in your best interest or if he or she believes all of the relevant information has been collected.
What risks can I expect from being in the study?
· Some of the interview questions may make you uncomfortable or upset, but you are free to decline to answer any questions you do not wish to answer or to end the interview at any time.
· For more information about risks, ask one of the researchers.
Are there benefits to taking part in the study?
There will be no direct benefit to you from participating in this study.  However, the information that you provide may help health professionals learn more about how to improve cancer care.
What other choices do I have if I do not take part in this study?
You are free to choose not to participate in the study.  If you decide not to take part in this study, there will be no penalty to you.  You will not lose any of your regular benefits, and you can still get your care from our institution the way you usually do.
Will information about me be kept private?
We will do our best to make sure that the personal information gathered for this study is kept private.  However, we cannot guarantee total privacy.  Your personal information may be shared with UCSF’s Committee on Human Research, Institutional Review Board (a group of people who review the research to protect your rights) or with the study sponsor (xxx) if required by law.  If information from this study is published or presented at scientific meetings, your name and other personal information will not be used.
What are the costs of taking part in this study?
You will not be charged for taking part in this study.

Will I be paid for taking part in this study?
In return for your time, effort and travel expenses, you will be paid $20 in cash immediately after completing the interview. If you complete multiple interviews, you will be paid $20 each time.

What are my rights if I take part in this study?
Taking part in this study is your choice.  You may choose either to take part or not to take part in the study.  If you decide to take part in this study, you may leave the study at any time.  No matter what decision you make, there will be no penalty to you in any way. You will not lose any of your regular benefits, and you can still get your care from our institution the way you usually do.
Who can answer my questions about the study?
You can talk to the researcher(s) about any questions or concerns you have about this study.  Contact the researcher Daniel Dohan at (415) 476-0751.

If you have any questions, comments, or concerns about taking part in this study, first talk to the researcher (above).  If for any reason you do not wish to do this, or you still have concerns after doing so, you may contact the office of the Committee on Human Research, UCSF's Institutional Review Board (a group of people who review the research to protect your rights).

You can reach the CHR office at 415-476-1814, 8 am to 5 pm, Monday through Friday.  Or you may write to:  Committee on Human Research, Box 0962, University of California, San Francisco (UCSF), San Francisco, CA 94143.

************************************************************
CONSENT

You have been given a copy of this consent form to keep.

PARTICIPATION IN RESEARCH IS VOLUNTARY.  You have the right to decline to be in this study, or to withdraw from it at any point without penalty or loss of benefits to which you are otherwise entitled. 

If you wish to participate in this study, you should sign below. You will be asked to sign a separate form authorizing access, use, creation or disclosure of health information about you.
Date


Participant's Signature for Consent

Date


Person Obtaining Consent
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