King Faisal Specialist Hospital & Research Centre, Riyadh
Data Request Form
Saudi Congenital Heart Defects Registry

Name: ID No. Position:
Department: Institution: MBC No. Ext.
Date Requested: Date by which data is required:
1. Data Requested (specify patient population, time period, etc.) |:|Hospita| Level |:|Mu|ti-institutional level

If Hospital level, specify name below:

A. Required Patient Information (specify variables. Use separate sheets if required)

1. 3. 5.
2. 4. 6.
B. Time period From: To:

2. Purpose of the request
Presentation at conference/meeting Spin-off Research Study
Publication Patient Care

Other, please specify

|:|Other than Research (specify the reason and provide approval from the Chairman of the Department in your institution)

3. Is the research study for which the data is requested, approved from Research Advisory Council (RAC)?

I:lYes If Yes, provide the RAC Number and attach a copy of the approval memo

|:|No If No, explain the reasons

4. If presentation or publication of data is anticipated, identify collaborators and co-authors to be credited:

1 2.

3. 4.

(Printed Name) (Signature)

Request Received By:

Confidentiality Statement signed

Registrar, CHD Registry Dated (DD/MMIYYYY) |:|Yes |:| No

For CHD Registry Committee

Request Granted
No
Yes If Yes, date request granted: Approved by:
m Chairman Registry Committee :
For CHD Registry Use Only
Request Control Number:l | | | | | | | | | Request Completed by:

Date received: Completion date:




King Faisal Specialist Hospital & Research Center
Confidentiality Statement

Saudi Congenital Heart Defects Registry

Name: ID No. Position:

Department: Institution:

| declare that | understand and abide by the rules on confidentiality, security and release of information for users of the

Saudi Congenital Heart Defects Registry as outlined below.

(Print Name) (Signature)

(Date)

Rules of Confidentiality, Security and Release of Information for users of
Saudi Congenital Heart Defects Registry Data

1. Data held by Registries Core Facility at Biostatistics, Epidemiology and Scientific Computing Department on patients in Saudi Congenital Heart Defects Registry
is intended for the purposes of Scientific Research and Statistical Analyses, Healthcare and Hospital Administration support only. The data cannot be used
for any other purpose.

2. Data received from Saudi Congenital Heart Defects Registry should not be divulged to any person whose name is not specified as a co-user of the data nor
should it be used for any other purposes than that declared in Registry Data Request Form.

3. Proper safeguards should be applied in keeping and destroying the data upon completion of the work/project in order to prevent any breach of confidentiality.
The Chairman of the Registry Committee should be notified immediately of any misuse or loss of data.

4. No patient is to be contacted by a research worker as a result of information supplied by the registry without prior review and consent of the

Registry Committee
5. Any statistics or results of research based on data received from the registry should not be made available in a form which directly identifies individual data

subjects and/or is not covered by the purpose of request specified in the Data Request Form.



