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The Northern California Cancer Center, 2201 Walnut Ave., Ste 300, Fremont, CA  94538,  (510) 608-5000


Dear Registrar:

As you know, the Greater Bay Area Cancer Registry at the Northern California Cancer Center facilitates numerous research studies by providing confidential patient information from our regional registry database, in fulfillment of the state mandate establishing the California Cancer Registry.  The local registrar community has requested that the Greater Bay Area Cancer Registry provide regular communication regarding these research studies, particularly those for which our staff may enter your hospital to perform data collection and quality control.  This letter and the accompanying table are being sent to you in response to that request.

We will provide updates several times a year.  With each update we will provide a table listing studies for which Greater Bay Area Cancer Registry employees may be entering your hospitals for data collection and quality control purposes, or submitting written requests to you for data.  Annually, we will provide a table listing active studies for which our staff will not be collecting additional data from your hospital.

The Greater Bay Area Cancer Registry maintains strict policies for disclosure of confidential data to any study.  Consistent with the state mandate to facilitate cancer research, we provide individual patient data to a research study ONLY IF it meets the following, strictly enforced requirements for data disclosure:

· The purpose of the research must be consistent with the state mandate (California Health and Safety Code 103875 states: “The department and any regional cancer registry designated by the department shall use the information to determine the sources of malignant neoplasms and evaluate measures designed to eliminate, alleviate, or ameliorate their effect.”).  

· The study investigator must be from a nonprofit educational institution conducting scientific research. 

· The study investigator must provide compelling scientific justification for the research, with evidence of peer review (for example, as from the National Institutes of Health, American Cancer Society National Office, California Breast Cancer Research Program). 

· The study must have undergone examination and received approval from a federally approved Institutional Review Board (IRB), to assure protection of human subjects.

· The study investigator must show evidence of adequate procedures for protecting the confidentiality of patient information. 

· The study investigator must provide assurances that information on individuals will not be disclosed further.

As the Associate Director of Surveillance Research at the Greater Bay Area Cancer Registry, part of my assigned responsibility is to oversee the dissemination of confidential patient data.  In doing this part of my job, I must sign off on each of these requirements before we release confidential data for a study.  Prior to signing off, I must see copies of the documents indicating adequate scientific review and approval, and copies of the IRB approval from the investigator’s institution.  I also must see copies of the annual renewal of the IRB approval.  All these documents are kept on file in our office.

Once a study receives all necessary approvals, the Greater Bay Area Cancer Registry draws up a Letter of Agreement with the study investigator.  This Letter outlines in detail the terms under which data are disclosed, including protections of confidentiality.  If you would like to see a copy of the Letter of Agreement form, please let us know.

I hope this information and the attached list of ongoing studies are useful to you and can help you in understanding how we at the Greater Bay Area Cancer Registry facilitate research into cancer causes and outcomes.  

We greatly appreciate your help and interest in having the Greater Bay Area Cancer Registry be an excellent research resource.  Should you have any questions about the studies or desire more information, please contact our Epidemiologist, Kari Fish, at 510-608-5036 or kari.fish@nccc.org.  

Sincerely,
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Scarlett Lin Gomez, Ph.D.

Associate Director, Surveillance Research

Greater Bay Area Cancer Registry

Encl:

RegistrarNotification_StudyTable1_April2009.doc

RegistrarNotification_StudyTable2_April2009.doc
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