
Application Form for Access to CaNIOS National Registry Data 

The information contained on this form will be used to evaluate your request for access to data in the CaNIOS National Registry that are held by other CaNIOS centres.  Please complete every section of the form and provide any additional information that is requested.

Please send this completed form as well as all necessary attached documents to the CaNIOS Coordinating Centre c/o: 

Jiandong Su, CaNIOS National Registry Administrator

Toronto Western Hospital

399 Bathurst Street, suite MP-10-303

Toronto, Ontario
M5T 2S8

	Section 1 - General Information

	Principal Applicant:

	Affiliation with CaNIOS:
 FORMCHECKBOX 
 – active;  FORMCHECKBOX 
 – adjunct;  FORMCHECKBOX 
 – trainee; 





 FORMCHECKBOX 
 – external (specify): _________________________

	

	Funding: Source:



	In addition, please attach the following:

1) If the applicant is a student/fellow, please provide letter of the department attesting to the position.

2) If there are co-Investigators who are not part of CaNIOS, please provide theirs names and contact information.  

Please note: the above personnel will need to sign a confidentiality agreement and return the original to the CaNIOS Coordinating Centre prior to the release of any data.


	Section 2 - DESCRIPTION OF RESEARCH PROJECT

	a) Project Title:



	b) Description and Objectives of the Project:



	c) Detailed Proposed Methodology:



	d) Time Schedule

To receive data set(s) by: _______________________

Estimated date data set(s) to be returned to J Su: _____________________

Estimated timeframe for publication submission: _____________________



	Please attach the following:

1) A copy of the Research Ethics Board Approval

2) For reference index only: Please provide a copy of the full protocol


	Section 3 - Description of Persons to have access to the data 

	a) Please provide a detailed list of persons who will work with the data and in what capacity:

example:

Dr PR Fortin

PI

D Ferland, MSc

perform required analyses of data – as directed by PI

T McKenzie, MS

Research associate



	b) Please specify any data analysis, programming, or other information management services you require:



	c) Please list the personal health information/data that will be used in this study which potentially, alone or in combination, could be associated with risk to privacy, (identification of the individual).  


 FORMCHECKBOX 
 – birth date;  FORMCHECKBOX 
 – diagnosis date;  FORMCHECKBOX 
 – gender;


 FORMCHECKBOX 
 – postal code;  FORMCHECKBOX 
 – area code;



	d) Please provide timeline estimates:

1) Data set(s) required by:

2) Expected length of duration of holding data:

3) Data (original and any subsets created) returned to CaNIOS Coordinating Office by:



	Please note that all subsets created during the data analyses should be returned to the CaNIOS Coordinating Office.  These files will be saved in a specific file created for this project, allowing for access in the future.


A. PRIVACY IMPACT

· What security measures are IN PLACE to prevent unauthorized access to, disclosure and/or loss of data?

· Are desktop and laptop computers:

 FORMCHECKBOX 

lock-up in place; locks provided

 FORMCHECKBOX 

password-protected files and programs

 FORMCHECKBOX 

passwords can be changed regularly for protection of the data

 FORMCHECKBOX 

encryption of data/password protection for transmission

 FORMCHECKBOX 

there is no policy for keeping disks, hardware, abstraction lists separated

· Describe retention and disposal policies to be applied to this project:

 FORMCHECKBOX 

stipulate retention period: hold until ______ / _______ / _____

 FORMCHECKBOX 

document shredding

 FORMCHECKBOX 

destruction of electronic media (magnetic and optic disks, cartridges, jazz drives

· Do you plan to transmit data over public lines?  If so, describe encryption methods and protections briefly?

____________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

B. PUBLIC BENEFIT

· Describe the public benefits that are expected/anticipated from the project.  Identify any potential impact (eg, report cards)

________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

C. INDIVIDUAL OR AGGREGATE HARM

· Please describe the level at which the results will be reported (eg, level of individuals, institution or region – smallest units).

________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

· Describe any ways this study might identify, stigmatize, or otherwise harm patients, practitioners or institution(s)?

________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

D. ALTERNATIVES

· Were any alternative methods considered/rejected as less privacy-invasive for achieving the desired objectives?  If so, please describe briefly (this provides a means for assessing any real/potential privacy-adverse impact which may be challenged by external sources).

________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

RULES OF CONDUCT FOR ALL STAFF USING DATA

 FORMCHECKBOX 

Confidentiality agreements have been signed by ALL project staff.

 FORMCHECKBOX 

Staff have been familiarized with all CaNIOS privacy and confidentiality policies and procedures.

 FORMCHECKBOX 

Copies of proposal, ethics approval and impact assessment have been filed with the CaNIOS Ad-hoc Research Committee.

 FORMCHECKBOX 

Cell sizes less than or equal to 5 cannot be reported (exceptions must be approved by Chair).

Responsibilities include:

a) The only user(s) of the data will as listed in Section 3, unless written authorization has been received from the Data Access Sub-Committee in CaNIOS. The data will not be used for any purpose other than for statistical reporting and analysis.

b) The data will be kept in a secure the place or media to which the identified user(s) will have sole access.

c) The data will not be presented/published in a manner in which an individual can be identified.

d) Within 6 months of receipt of data from CaNIOS, all source data and intermediate data should be destroyed or returned to the Data Access Sub-Committee.

e) CaNIOS is to be acknowledged in any reports or papers prior to publication or public release, which result from the use of the data.

f) The data may not be sold, rented to, leased to, or transferred to any one else. The data will not be copied in whole or in part for use by anyone else, nor may it be transferred or converted by you to any other medium for use by anyone else. The data may not be developed or derived for sale or distributed any product in machine-readable form that incorporates or uses any substantial part of these data.

________________________________

______________________________

Signature of Investigator/Scientist



CaNIOS Ad-hoc Research Committee Chair
________________________________

______________________________

Date






Date

Request Number:


__________________
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