NEW YORK STATE DEPARTMENT OF HEALTH

Information Systems & Health Statistics Group
SPARCS/PRI Identifying Data Request Form
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[image: image3]Send completed application to:  



Executive Secretary






Data Protection Review Board (DPRB)

New York State Department of Health

800 North Pearl Street, Room 231

Albany, New York 12204

Phone:  (518) 473-8144
   


sparcs@health.state.ny.us




Date​​​​​​​​​​​​​​​​​​​​​​​_______________________________

1. ORGANIZATION AND INDIVIDUAL REQUESTING USE OF DATA

a. Project Director and Title:

[image: image1]

(Person who is primarily responsible for conducting the study/project)

b. Organizational Affiliation:

[image: image2]

(If Organization is NYSDOH, complete NYSDOH Application)

c. Contact Person:




(Person who can be contacted for application questions)

d. Street Address or P.O. Box:



e. City/State/Zip Code:



f. Telephone of Contact Person:




(Include area code)
g. E-mail of Contact Person:



2. NATURE OF REQUEST

a. Title of Study/Project:





b. Name and Affiliation of Project Participants:  Specify name of Study Partners,
Contractors, Organizations and Consultants (i.e., outside programmers) involved 

with this study/project other than the Project Director and his/her staff.





c. Sources of Funding:  Specify all sources of funding/sponsors for this study/project.




d.  Type of Request:  Check all that apply (under regulations NYCRR Title 10 §400.18).

 FORMCHECKBOX 
  Financial Study

 FORMCHECKBOX 
  Rate Setting

 FORMCHECKBOX 
  Surveillance

 FORMCHECKBOX 
  Health Planning and Resource Allocation Study

 FORMCHECKBOX 
  Epidemiological Study

 FORMCHECKBOX 
  Research Study

 FORMCHECKBOX 
  Utilization Review of Resources

 FORMCHECKBOX 
  Quality of Care Assessment

 FORMCHECKBOX 
  Other (List) ______________________________________________________

e. Protection of Human Subjects:  This section must be filled out for research application.  If not, skip to “f”.  
Has this project been reviewed by an Institutional Review Board (IRB) for the protection of 

human subjects?  IRB review may be necessary even without patient contact.

  FORMCHECKBOX 
  Yes.  If yes, attach a copy of the IRB review to this application.
f. Data Requested:  SPARCS is required to redact SPARCS records containing HIV/AIDS and abortion information*.  Each year approximately 50,000 HIV/AIDS and 16,000 abortion records are affected.  The DPRB is extremely conservative in providing access to SPARCS data that have not been redacted.  You must provide strong evidence that access to these records is needed and that the study has particular merit warranting the release of this data.
*Note:  See instruction for detail on HIV/AIDS edit

1.  Type and Time Period of Requested Data:  List specific calendar year(s) requested for each type of SPARCS data file.










Year(s) Requested


(a) PRI Data






______________________

(b) SPARCS Inpatient





______________________

(c) SPARCS Outpatient (AS & ED) 



______________________



1. Ambulatory Surgery only



______________________



2. Emergency Department only


______________________

2.  HIV/AIDS Records:  Patient-identifying information is removed from HIV/AIDS records.  Are you requesting non-redacted HIV/AIDS records? 

    FORMCHECKBOX 
 No.  
    FORMCHECKBOX 
 Yes.  Attach a detailed justification for the additional information. 

3.  Abortion Records:  The Physician Identifier is removed on abortion records.  Are you requesting non-redacted abortion records? 

    FORMCHECKBOX 
 No.  
    FORMCHECKBOX 
 Yes.  Attach a detailed justification for the additional information. 

g. Data Selection/Extraction Criteria:  
   FORMCHECKBOX 
 None (You will receive all facilities, statewide data).  
   FORMCHECKBOX 
 Specific Facility (list specific PFI codes): ________________________________.


  Please note:  Before data can be released, a notification letter, with a copy to SPARCS, 


  must be sent to each facility targeted.
   FORMCHECKBOX 
 Specific patient population (identify population; i.e. >65, specific ICD-9 codes):  


   

3. SUMMARY OF STUDY PROPOSAL AND PROJECT ACTIVITIES

Note:  The summary provided below should be a succinct and accurate description of the study/project.  All of the items below must be addressed in this summary.  You may append a copy of your proposed study/project, protocol or any other supporting documentation in addition to the summary provided below.

a. Primary Purpose:  Include specific health or medical conditions to be examined.




b. Objectives:  Include a description of the main issues to be addressed and the analyses to be conducted.




c. Benefits:  What are the benefits of this study/project?




d. Contractors:  Identify any contractors involved and their role.




e. Linkage:  The SPARCS/PRI data may not be matched and/or linked to any other data set 
containing elements deemed deniable (identifying) under NYCRR Title 10 §400.18 and/or

SPARCS for which the user has not received explicit approval from the Data Protection Review Board to access, including patient element not collected by SPARCS but present in other data sets, such as name or social security number.  For example, if you have not been approved for patient’s date of birth you cannot link SPARCS data with a file that contains this date of birth information.

Will you link the SPARCS/PRI data to another data source? 

   FORMCHECKBOX 
 No.  If no, skip to #4.
   FORMCHECKBOX 
 Yes.  If yes, answer the following questions.
1. What SPARCS/PRI identifying data elements will be used to perform the linkage?



2. Once the linkage is made, what data elements will be the new file contain from the non-SPARCS/PRI file?  Identify the data elements in the non-SPARCS/PRI file that will be linked/matched.



3. Have all necessary approvals been obtained to receive and link with the other data files?



4. QUALIFICATIONS OF THE APPLICANT TO UNDERTAKE THE STUDY

Non-Health Department requestors must provide information regarding the organization and project director and team.

a. Describe how the mission of the organization/agency relates to the study/project.






b. Describe the qualifications/credentials of the project director. 





c. Describe the qualifications/credentials of the project team/organization.





5. PAST REQUESTS

Has the Project Director/Organization requested deniable (identifying) information in the past?

 FORMCHECKBOX 
 No.
 FORMCHECKBOX 
 Yes.  If yes, indicate the most recent SPARCS application number(s) and approximate 

date. 



6. IDENTIFYING DATA ELEMENTS REQUIRED

a. SPARCS Identifying Data Elements Requested:  What specific data items do you require for use in your study/project?  Please check all identifying data elements that apply to your study/project and provide justification for use of each.  The dates listed under “Inpatient” and “Outpatient” are the implementation dates for that data element.  A full description of each data elements can be found in the Output Data Dictionaries:  Inpatient: http://www.health.state.ny.us/statistics/sparcs/inpat.htm  
Outpatient:  http://www.health.state.ny.us/statistics/sparcs/outpat.htm  
SPARCS
Identifying
Collection Start Date


Requested Item
Data Elements
Inpatient
Outpatient
Justification


Accident Related Date
1994
2003



Admission Date/Start of Care
1982
1995



Date Alternate Care Required
1982-1999




Discharge Date/Ambulatory Surgery Service Date
1982
1983



Medical Record Number
1982
1983



Mother’s Medical Record Number for Newborn Child
1990




Non-Acute Care from Date
1999




Non-Acute Care through Date
1999




Patient Birth Date
1982
1983



Patient Control Number 
1982
1983



Patient Residence Address

Line 1 
1982
1997


SPARCS
Identifying
Collection Start Date


Requested Item
Data Elements
Inpatient
Outpatient
Justification


Patient Residence Address

Line 2
1994
2003



Patient Zip Code Extension


1994
1994



Policy Number
1992




PreHospital Care Report Number
1994-1997




Principal Procedure Date
1983
2003



Statement Covers Period from Date
1982




Statement Covers Period thru Date
1982




Unique Personal Identifier
1995
1997



Other Procedure Date 1-4
1982




Other Procedure Date 5
1992




Other Procedure Date 6-14
1994



DATA ELEMENTS BELOW REQUIRE ADDITONAL CONSIDERATION: 


Physician ID/State License Numbers w/Abortion Records
2000
2000



HIV/Aids Identifying Data Elements
1999
1999


b. PRI Identifying Data Elements Requested:  What specific PRI data items do you require for use in your study/project?  Please check all identifying data elements that apply to your study/project and provide justification for use of each.
PRI

Requested Item
Identifying

Data Elements
Collection  Start  Date
Justification


Admission Date
1986



Medical Record Number
1986



Medicaid Number of Patient
1986



Medicare Number of Patient
1986



Operating Certificate Number
1986



Patient Birth Date
1986



Patient Name
1987



Patient Room Number


1986



Patient Unit Number


1986



Social Security Number


1986


7. CONFIDENTIALITY OF DATA

a. Narrative:  Describe how you will maintain the confidentiality of the requested data.  Include an explanation of how and where such data will be stored, as well as how and 
when you plan to dispose of the data after your study/project is completed.  Also describe

the safeguards that currently exist or will be implemented.




1. Processing and Storing of Data:

(a) Will the data be stored at a location other than the organization’s physical site? 

 FORMCHECKBOX 
 No.  
 FORMCHECKBOX 
 Yes.  If yes, a separate organization affidavit is required.







(Name of Organization)

(b) Will a Vendor/Contractor store/manipulate/process this data? 

 FORMCHECKBOX 
 No.  
 FORMCHECKBOX 
 Yes.  If yes, separate organizational and individual affidavits are required.







(Name of Organization)

(c) Please provide a description to any “yes” answers above. 









b. Affidavits:  The data provided as a result of an approved request may not be released to anyone unless specifically requested and approved by the Data Protection Review Board.  In addition, this data can only be used by the specific purpose contained in this application.
In the spaces below, identify every individual who will have access to the provided information including the name of consultants, contractors, subcontractors, etc.  For every individual listed, there must be a complete affidavit attached.  ONLY THOSE INDIVIDUALS LISTED BELOW WHO HAVE AN ATTACHED, SIGNED AFFIDAVIT MAY HAVE ANY ACCESS TO THESE DATA.  NO ONE ELSE IS APPROVED TO HAVE ACCESS TO ANY REQUESTED SPARCS DATA.

NAME
TITLE/AFFILIATION



















c. Release of Data:  Do you intend to disseminate information derived from the data received, including publication or presentation of findings, release to clients, consultants, contractors, etc.?
 FORMCHECKBOX 
 No. 
 FORMCHECKBOX 
 Yes.  If yes, answer questions 1 and 2 below.


   1.  To whom will the information be released?






   2.  Describe what will be released and in what format.  Attach examples as 

        necessary to show the information is properly aggregated an/or de-identified.













8. DPRB REQUIREMENTS:  ONLY USE FOR THE PURPOSE OF THIS STUDY

a. Data Retention:  The applicant organization is required to destroy or return all information and derivatives containing identifying data within two years.  The limit is defined as two years from when the final requested year’s data file is considered “complete” by SPARCS.  A written request to extend this time period may be submitted to SPARCS for approval.
Do you expect to request an extension for access beyond two years?

 FORMCHECKBOX 
 No.
 FORMCHECKBOX 
 Yes.  If yes, explain why the extension is needed.







b. Required Signatures:  
1. Project Director:

I understand that SPARCS maintains the right, while the information is in my possession, to request my submission quarterly statements describing how the requested data information has been used, descriptions of any and all releases of the information including identification of who received the information, data elements released and purpose of the release.  

By signing below, I am also attesting that this data will be used for the sole purpose of this research study/project.  The identifying data will not be shared with any person or entity not covered by this application. 



______________________________________

                                 

Signature of Project Director

2. Organization:

I have read and approve this application for the identifying data requested and purpose specified and understand the confidentiality requirements regarding this data.



______________________________________

                                 

Signature of Organization Representative

Organizational Affidavit 

STATE OF:       

COUNTY OF:


, being duly sworn, deposes and says:

1.  I am 
 of 
, and am authorized to sign on behalf of this organization.  My signature indicates organizational support for this application and responsibility for maintaining the confidentiality of the data provided.

2.  The data that this organization may receive is confidential and is subject to strict limitations on disclosure delineated in Title 10 of the Official Compilation of Codes, Rules, and Regulations (NYCRR Title 10 §400.18).  I have been informed by the New York State Department of Health and am aware that no attempt may be made by my organization or anyone employed by or under contract to my organization to identify specific individuals whose data has been received, except in those cases where the data supplied is to be used for legally-authorized surveillance of providers or utilization review, or where specific authorization has been given by the Data Protection Review Board pursuant to NYCRR Title 10 §400.18.

3.  I also acknowledge that I have been informed by the New York State Department of Health and am aware of the following restrictions on use of any data/information to which the Data Protection Review Board grants access:

a. Access to any data deemed deniable (identifying) will be granted only to the individual(s) who have signed affidavits on file with the New York State Department of Health;

b. Data will be used only for the purposes stated in the Summary of the Study Proposal and Project Activities;

c. No data will be released or disclosed to any person or entity, or published in any manner whatsoever without prior written approval pursuant to NYCRR Title 10 §400.18;

d. The data will be kept in a secure environment and only authorized users will have access;

e. The data may not be matched and/or linked to any other data set containing elements deemed deniable (identifying) under NYCRR Title 10 §400.18 and/or SPARCS for which the user has not received explicit approval from the Data Protection Review Board to access, including patient elements not collected by SPARCS but present in other data sets, such as name or social security number;

f. The applicant organization is required to destroy or return all information and derivatives containing deniable (identifying) data within two years.  The limit is defined as two years from when the final requested year’s data file is considered “complete” by SPARCS.  A written request to extend this time period may be submitted to SPARCS for approval;

g. The data will be processed and disposed of as is indicated in Sections 7 and 8 of the application;

h. SPARCS may perform an on-site audit of the use and security of SPARCS information received and I will cooperate if requested in the event of such an audit;

i. Any publication or report produced by this organization and/or using this data will acknowledge the source of the data.

Organizational Affidavit
4.  I am aware that any unauthorized disclosure of individually identifying or confidential information is prohibited by the Privacy Act of 1974 and by Title 18 §1905 of the U.S. Code.  Additionally, I am aware that unauthorized disclosure of SPARCS information is prohibited under NYCRR Title 10 §400.18 (e) (9) (vi) and New York Public Health Law §12.
5.  Furthermore, I understand that violations of these and any other disclosure guidelines are punishable by monetary fines, and that the Department of Health will prosecute to the fullest extent of applicable laws.





Date

Signature











Name (Printed)











Title











Organization

Subscribed and sworn to before me on

This 
 day of 
, 






Notarization

All requestors are asked to send the SPARCS Unit of the New York State Department of Health, for the information of the Data Protection Review Board, copies of any non-proprietary reports or publications based on requested data.  The Board, as part of its conditions for the release of data, may specifically require the requestor to send the New York State Department of Health copies of reports or publications based on data from this request.


Individual Affidavit


STATE OF:       

COUNTY OF:


, being duly sworn, deposes and says:

1.  I am identified in the attached Application for SPARCS/PRI Request Involving Identifying Data as an individual who will use or have access to the provided information.

2.  The data I may receive is confidential and is subject to strict limitations on disclosure delineated in Title 10 of the Official Compilation of Codes, Rules, and Regulations (NYCRR Title 10 §400.18).  I have been informed by the New York State Department of Health and am aware that no attempt may be made by me to identify specific individuals whose data has been received, except in those cases where the data supplied is to be used for legally-authorized surveillance of providers or utilization review, or where specific authorization has been given by the Data Protection Review Board pursuant to NYCRR Title 10 §400.18.

3.  I also acknowledge that I have been informed by the New York State Department of Health and am aware of the following restrictions on use of any data/information to which the Data Protection Review Board grants access:

a. Access to any data deemed deniable (identifying) will be granted only to the individual(s) who have signed affidavits on file with the New York State Department of Health;

b. Data will be used only for the purposes stated in the Summary of the Study Proposal and Project Activities;

c. No data will be released or disclosed to any person or entity, or published in any manner whatsoever without prior written approval pursuant to NYCRR Title 10 §400.18, nor secondary release under similar terms;

d. The data is kept in a secure environment and only authorized users will have access;

e. The data may not be matched and/or linked to any other data set containing elements deemed deniable (identifying) under NYCRR Title 10 §400.18 and/or SPARCS for which the user has not received explicit approval from the Data Protection Review Board to access, including patient elements not collected by SPARCS but present in other data sets, such as name or social security number;

f. The applicant organization is required to destroy or return all information and derivatives containing deniable (identifying) data within two years.  The limit is defined as two years from when the final requested year’s data file is considered “complete” by SPARCS.  A written request to extend this time period may be submitted to SPARCS for approval;

g. The data will be processed and disposed of as is indicated in Sections 7 and 8 of the attached application;

h. SPARCS may perform an on-site audit of the use and security of SPARCS information received and I will cooperate if requested in the event of such an audit;

i. Any publication or report produced by this organization and/or using this data will acknowledge the source of the data.

Individual Affidavit
4.  I am aware that any unauthorized disclosure of individually identifying or confidential information is prohibited by the Privacy Act of 1974 and by Title 18 §1905 of the U.S. Code.  Additionally, I am aware that unauthorized disclosure of SPARCS information is prohibited under NYCRR Title 10 §400.18 (e) (9) (vi) and New York Public Health Law §12.

5.  Furthermore, I understand that violations of these and any other disclosure guidelines are punishable by monetary fines, and that the Department of Health will prosecute to the fullest extent of applicable laws.





Date

Signature











Name (Printed)











Title











Organization

Subscribed and sworn to before me on

This 
 day of 
, 






Notarization

As project director for this application, I have approved the access and usage of the data for this research initiative for the requesting individual above.





Project Director Signature





Name (Printed)





DPRB Application Number (For DOH Post-Approval)

All requestors are asked to send the SPARCS Unit of the New York State Department of Health, for the information of the Data Protection Review Board, copies of any non-proprietary reports or publications based on requested data.  The Board, as part of its conditions for the release of data, may specifically require the requestor to send the New York State Department of Health copies of reports or publications based on data from this request. 
NYSDOH Application

1.
Requests by the State Health Department for SPARCS files.

a. Is this request to fulfill a statutory/legislative and/or regulatory mandate?

 FORMCHECKBOX 
 No.
      FORMCHECKBOX 
 Yes.

b. If “Yes” specify program name and section of appropriate mandate (Public Health Law and/or Department of Health Regulations) that establishes the need for identifying SPARCS/PRI data.

1. Program Name

________________________________________________________________________

________________________________________________________________________

2. Please specify the appropriate authority: 

a. Public Health Law

_____________________________________________________________________

_____________________________________________________________________

b. NYCRR Title 10

_____________________________________________________________________

_____________________________________________________________________

c. NYCRR Title 18

_____________________________________________________________________

_____________________________________________________________________

d. Other Regulations

_____________________________________________________________________

_____________________________________________________________________

c. Check what kind of SPARCS access is needed?

 FORMCHECKBOX 
 Direct access to inpatient/outpatient master file.

 FORMCHECKBOX 
 SPARCS data file (subset of full SPARCS file prepared by BBHS).




FOR DOH USE:


  Request Number___________________


  


  DOH Request: � FORMCHECKBOX �� yes � FORMCHECKBOX �� no











FOR DOH USE:


  Request Number___________________


  


  DOH Request: � FORMCHECKBOX �� yes � FORMCHECKBOX �� no











FOR DOH USE:


  Request Number___________________


  


  DOH Request: � FORMCHECKBOX �� yes � FORMCHECKBOX �� no
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