UCSF Cancer Registry Data Request Form
Minimum 2-week turnaround

Please complete this form for all cancer data requests.
For assistance, please contact Registry Manager @ 415/519-6693

Your name: _________________________________________________
Title: ____________________________PI (if not you): ______________
Department: ________________________________________________
Room/Box #:________________________________________________
Phone/Beeper/e-mail:_______________________________________________

1. 	Purpose of request: (check all that apply) 
___Research* 	___ Publication*  ___ Quality Control/Linkage  ___Retrospective Chart Rev
___Administrative 	___Volume analyses or demographics for grant application/feasibility study  
%__________ 1st Time Customer for NEW registry data export
$_________1st Time Customer with ‘known’ list of patients for registry match/Linkage 
#___________ Returning customer requiring more recent follow-up
*Note: According to 45 Code of Federal Regulations 46.102 research is defined as “…a systematic investigation, including research development, testing and evaluation, designed to develop or contribute to generalized knowledge.” 

2. 	If the purpose of this request is for Research or Publication, requiring ePHI, complete the following item(s):: 
· CHR-approved protocol 
· CHR approval number_________________

3. Complete the following items for all data requests:
	
What will data be used for? Be as specific as possible
	
· Do you want raw data to analyze yourself or in summary form?  RAW or Summary (Pivot tables)

· Which patients are to be studied? Please note critical inclusion/exclusion variables essential for analysis, such as:
· Age (range, pediatric only (<18 y/o)):
· Gender: 
· Primary site(s): 
· Specific histologies? (e.g., carcinomas only)  Any exclusions?  (e.g., no sarcomas)
· Will data be compared to any internal or external benchmark? YES/NO, if so_________
· Time period (example: choice of Date 1st Contact = 1/1/1990 to present)
· CY or FY:
· Date Range:
· Will results be trended?

What is your basic hypothesis?

New cases with all or part of 1st course treatment given here (analytic?)  YES/NO?

New cases with recurrence or mets for subsequent treatment/palliative care (non-analytic)  YES/NO?

Is the Pathology tissue specimen stored at UCSF? YES/NO?


4. Please select items for export (all that apply):

Admin/Demographics
· Patient Name 
· Medical Record Number
· Address at diagnosis (county/state unless full address required) 
· Payer Information 
· Industry/Occupation 
· Age (Date of Birth and Age @ diagnosis) 
· Sex 
· Race/Ethnicity 
· Hospital/Physician Referred from 
· Date of Diagnosis 
· Date of First Contact with malignancy
· Class of Case (diagnosed &/or treated here vs. non-analytic (recurrent)
· Date of First Inpatient Admission 
· Managing Physicians 

Work up/Diagnostic
· Findings on Phys. Exam (Text) 
· Findings on X-rays, scans (Text)
· Findings on Scopes (Text)
· Tumor Markers (Text & Code) 
· Operative Report findings (Text)
· Primary site (detailed Test & Code)
· Histology/Behavior (Text & Code)
· Grade/Differentiation (Text & Code)
· Pathology Text (Text) describing extension, depth of invasion, tumor size, LN involvement 
· Pathology Slide Numbers & Dates


Staging (@ time of dx)
· AJCC TNM Stage Group – clinical, pathologic, mixed, yc/yp 
· SEER Summary Stage 

Treatment (Summary and @ UCSF of 1st Course, Text & Code)
· Surgery + Lymph  nodes examined and positive 
· Radiation detail – fields, volume, cGy start date
· Chemotherapy details, with drug names and dates
· Hormone therapy details
· Immunotherapy details
· Hospitals of Rx
· Reason No Rx (given, refused, contraindicated, recommended, unknown)

Follow-Up (updated annually)
· Date of Last Contact or Death
· Vital (Alive/Dead)
· Date of Last Cancer Status
· Tumor status (Free/Not Free)
· Cause of Death information (if available from the CCR) 
· Co-morbid conditions (that contraindicate Rx) 
· Recurrence Information, date and type (Local, Regional, Distant, if available) 


NOTE: MS Excel (xlsx) exports will be organized in column order above, across patients by row. Please keep MRN and Accession/Seq together with your cases in the event you plan to come back to request more data or to refresh follow-up for a more exact and prompt reply from the registry. You will have to let us know if you require export in .html format.

5. Your deadline for data request reply:________________
    NOTE: registry asks for minimum 2-week turnaround unless you consult directly with manager

    Do you have a secure MyResearch account?  YES/NO
	If no, data will be sent by password-protected, secure e-mail to PI




Contact the UCSF Registry Manager for any assistance with study design/data request
415/353-9700 or 415/519-6693
ann.griffin@ucsf.edu

**We would appreciate any reference to ‘data obtained from the UCSF Cancer Registry’ used 
in your research publications.
  
Thank you for allowing us to support your research projects!

