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Background:  The Texas Cancer Registry (TCR) prefers to review and comment on cancer incidence confidential data requests prior to Texas Department of State Health Services, Institutional Review Board (DSHS–IRB) submission.  This review ensures that the researcher does not go through the DSHS–IRB process unnecessarily. It also enables any feedback that the TCR may have about a particular study to be addressed prior to the formal DSHS–IRB application.  

Instructions:  Before submitting a DSHS–IRB application, please complete and return this form to Paul Betts, M.S., epidemiologist, at the Texas Cancer Registry: Paul.Betts@dshs.state.tx.us 
1.  Name and address of agency, institution, or firm conducting the study.

2. Name, degree(s), title, address, and phone number of person who will

     direct the study.

3.   Names, degree(s), and titles of other persons who are requesting the

     data from the Texas Cancer Registry for this study.
4. Title of study.
5. Is the study funded?  
Yes    No   


If yes, please list the funding entity and amount below. This helps us keep track of the amount of research funding that we support.
6.   Summary/synopsis of the research project. 

7.   Summarize the study design and methods (or attach protocol with submission).  

8.   Summarize the specific data requested.  

Note: Complete incidence data are available for 1995 – 2008 and TCR data can be provided in a .dbf format, tab-delimited format, or SAS dataset. 

a.  Years of diagnosis:

b. Geographic area(s) of residence at time of diagnosis (e.g. Texas, counties, 


          zip codes, etc.):
c. Sex (male, female, or all): 

d. Age(s) or age group(s):

e. Cancer site(s):

f. Other groupings:

Please mark the variables that you are requesting below.  Only select fields that are relevant for your study. You may be asked to justify selection of variables that do not appear to be relevant. For additional information on variables and a full list of available fields, see the “Research File Data Dictionary” document on our website http://www.dshs.state.tx.us/tcr/researchers.shtm#datasets.  

	Demographics

Data Item [NAACCR Number] 
	

	Address at Dx – State [80]
	

	County at Dx [90]
	

	Addr at DX – City [70]*
	

	Addr at DX – No & Street [2330]*
	

	Address at Dx – Postal Code [100]*
	

	Beale Code 1993 [3300]
	

	Beale Code 2003 [3310]
	

	Census Tract 2000 [130]*
	

	Census Tr Certainty 2000 [365]*
	

	Census Tract SES†
	

	Latitude*
	

	Longitude*
	

	Race 1 [160]
	

	Spanish/Hispanic Origin [190]
	

	NHIA Derived Hisp Origin [191]
	

	IHS Link [192]
	

	NAPIIA [236-237]
	

	Sex [220]
	

	Age at Diagnosis [230]
	

	Birth Date (YYYYMMDD) [240]*
	

	Year of Birth
	

	Birthplace [250]
	

	Last Name*
	

	First Name*
	

	Middle Name*
	

	Maiden Name*
	

	
	

	SOCIAL SECURITY NUMBER IS ONLY AVAILABLE FOR LINKAGE PURPOSES. IT WILL NOT BE RELEASED.


	Cancer Identification
	

	Sequence Number – Central [380]
	

	Date of Diagnosis [390]*
	

	Primary Site [400]
	

	Laterality [410]
	

	Grade [440]
	

	Diagnostic Confirmation [490]
	

	Type of Reporting Source [500]
	

	Histologic Type ICD-O-3 [522]
	

	Behavior Code ICD-O-3 [523]
	

	ICD-O-3 Conversion Flag [2116]
	

	Class of Case [610]
	

	
	

	First Course Treatment (Tx)
	

	Date of Initial Tx – SEER [1260]
	

	Date of 1st Crs Tx – COC [1270]
	

	Tx Summ – Surg Prim Site [1290]
	

	Tx Summ – Scope Reg LN Sur [1292]
	

	Tx Summ – Surg Oth Reg/Dis [1294]
	

	Reason for No Surgery [1340]
	

	Tx Summ – Radiation [1360]
	

	Tx Summ – Surg/Rad Seq [1380]
	

	Tx Summ – Chemo [1390]
	

	Tx Summ – Hormone [1400]
	

	Tx Summ – BRM [1410]
	

	Tx Summ – Other [1420]
	

	Rad – Regional Tx Modality [1570]
	

	Tx Summ – Transplnt/Endocr [3250]
	

	
	


	Stage/Prognostic Factors
	

	SEER Summary Stage 2000 [759]
	

	SEER Summary Stage 1977 [760]
	

	Collaborative Stage (CS) Tumor Size [2800]
	

	CS Extension [2810]
	

	CS Lymph Nodes [2830]
	

	CS Mets at DX [2850]
	

	CS Site-Specific Factor 1 for C38.4 (pleura [2880]
	

	CS Site-Specific Factor 3 for C61.9 (prostate) [2900]
	

	Derived SS2000 [3020]
	

	Derived SS2000 – Flag [3050]
	

	
	

	Follow-Up/Recurrence/Death
	

	Date of Last Contact or Death [1750]
	

	Vital Status [1760]
	

	Follow-Up Source Central [1791]
	

	Cause of Death [1910]
	

	ICD Revision Number [1920]
	


* These are considered confidential variables by TCR. Confidential variables are only available for release with prior Texas Department of State Health Services (DSHS) Institutional Review Board (IRB) approval.
†This is a 4-level categorical variable that captures the poverty level of the census tract in which the patient was diagnosed. This information is based on the 2000 US Census. The program to create this variable was made available by the North American Association of Central Cancer Registries (NAACCR) http://www.naaccr.org/Research/DataAnalysisTools.aspx
9. Data Security and Confidentiality

Steps must be taken to protect the confidentiality of the data both a) during the study, as well as b) for the presentation of results. Presentation of any results must also comply with TCR data release policy at http://www.dshs.state.tx.us/tcr/researchers.shtm.

To conform to the Texas Cancer Reporting Act, Health and Safety Code Chapter 82, the TCR requires additional data security measures. TCR data means all documents, files or other records, regardless of format or medium, need appropriate protections to:

· Ensure that only authorized individuals have access to the data. 
· TCR data that are not in use should be stored in locked cabinets or rooms; computers that store TCR data or can access the data need to be password protected, must not be accessible from the Internet, and if possible have the data encrypted. 
· Computers must be properly maintained with current security patches and antivirus software. 
· If the data will be transported on a laptop or other electronic medium, the data must be encrypted and never left unattended. 
· If data are being transported then they must be encrypted and with either an authorized staff member or a secure and traceable courier. 
· When TCR data or copies of TCR data are no longer required, they must be securely shredded or wiped from the system.

a) Where will the TCR data be physically located? (e.g. on a server that can be accessed by how many computers? On a one or more non-portable single user personal computers? On one or more portable computers?)

b) Who will have access to the TCR data?  Please list the persons’ names:

c) Have these persons been advised and trained on the restrictions regarding access and use of TCR data? 


Yes 
No 

d) Have these persons signed the Confidentiality Agreement for Access to TCR Data (page 9 of this document)?    

Yes
No 

e) Is an adequate plan provided to protect the computer/data administratively, physically, and technically secured? This includes original TCR media, computers, documents, copies, backups etc.

1. Locked cabinets or rooms 





Yes 
No 

2. Computer password protected 




Yes
No 

3. Access limited to authorized personnel only 


Yes 
No 

4. Computer maintained with current operating 
system, applications and security patches



Yes 
No

5. Antivirus application with current virus signatures running 
Yes 
No 

6. Computers accessing/storing TCR data limited to work use 
Yes 
No 

f) TCR data must be securely destroyed after the completion of a study. Please describe when and how the data will be securely destroyed (wiped). 
DSHS Privacy Notification

PRIVACY NOTIFICATION
With few exceptions, you have the right to request and be informed about information that the State of Texas collects about you.  You are entitled to receive and review the information upon request.  You also have the right to ask the state agency to correct any information that is determined to be incorrect.  See http://www.dshs.state.tx.us for more information on Privacy Notification. (Reference: Government Code, Section 552.021, 552.023, 559.003 and 559.004)
 

NOTIFICACIÓN SOBRE PRIVACIDAD 

Tan solo por unas cuantas excepciones, usted tiene el derecho de solicitar y de ser informado sobre la información que el Estado de Texas reúne sobre usted.  A usted se le debe conceder el derecho de recibir y revisar la información al requerirla.  Usted también tiene el derecho de pedir que la agencia estatal corrija cualquier información que se ha determinado sea incorrecta.  Diríjase a http://www.dshs.state.tx.us para más información sobre la Notificación sobre privacidad. (Referencia: Government Code, sección 552.021, 552.023, 559.003 y 559.004) 

Assurance Regarding Confidential Data Provided by the 

Texas Cancer Registry 

Cancer Epidemiology and Surveillance Branch

Texas Department of State Health Services
1. The data will be treated as strictly confidential.*

2. The data will not be used for any purpose other than that specifically set forth 

           above.

3. The data will not be made available to any other individual, agency, institution, or firm and controls will be maintained to prevent unauthorized access.*

4. No follow back of any type will be made to any individual, institution, or firm without prior Texas Department of State Health Services, Institutional Review Board approval.

5. All results of a study will be restricted to aggregate data and will not identify any individual, institution, or firm.

6. Confidential data will be destroyed or returned to the TCR after serving the purpose set forth above unless specific authority is granted for their retention.

7. The Texas Cancer Registry, Texas Department of State Health Services will be credited as the source of the data.

8. A copy of the results of the study will be furnished to the Texas Cancer Registry within 60 days of the completion of the project.

* Federal agencies which are subject to the Federal Freedom of Information Act and the Federal Privacy Act will not release confidential identifying data except as is required by those acts.

By signature below of an administrative officer authorized to make such binding commitments, the sponsoring agency, institution, or firm assures compliance with the above conditions.

Signature:                                                                 

Date:

Name:                                                             

Phone No.:

                             (Type or Print)

Title:

Address: 
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