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GLOBAL BIRTH DEFECTS DESCRIPTION AND CODING (GBDDC) APP

Thank you for your interest in the GBDDC App. Because this App involves gathering and storing potentially sensitive data, we require interested persons to submit the following application. 

Please complete all sections to enable us to confirm and document your suitability to access this App.

There are three versions of the App

The Basic Version is designed for use by persons with an interest in understanding/improving birth defect diagnosis or coding, including for training purposes. This version does not allow for recording of data.  You do not need to fill in an application form for this version – it is available on the Global Birth Defects website here and a code is provided for it on our website.

The Sandbox Version is designed to enable new surveillance users to familiarise themselves with the App's features before developing their full study protocols and obtaining ethics approval for data collection. The sandbox version mirrors the surveillance version, but the registration code issued to a sandbox version user will only allow the user to upload data to the online portal for a limited time period, and photos/videos taken will be unusable. Full details of the Sandbox Version are in the Instruction Manual on this page. (see p8 of Instruction manual).

The full Surveillance Version of the app provides a data collection tool that can be used within a well-designed surveillance system, with its own data centre and well specified data protection practices. It allows for photos and videos to be uploaded alongside case data and for expert review.  Further details about the App can be found here and the Instruction Manual is available on this page.   There will be a charge of £2000 per year to use the surveillance version, to cover software updates and website hosting costs.

It is advised that you apply for the Sandbox Version of the App before you apply for the full Surveillance Version to allow you to understand how the App functions and discuss its use with peers, giving everyone the opportunity to ‘have a go’ with it.  If you are applying for the Sandbox version, please fill this Application form in up to and including Q7.

PLEASE NOTE – YOU CANNOT UPGRADE FROM A SANDBOX VERSION TO THE FULL SURVEILLANCE VERSION – A NEW APPLICATION AND CODE IS NEEDED FOR THIS.

If you are applying for the full Surveillance Version of the App please complete this Application form in full. 

Kindly email the completed questionnaire to globalbirthdefects@tghn.org







Application form for Sandbox or Surveillance Version of the GBDDC App

1. Name of surveillance system/research project Click or tap here to enter text.

2. Name, profession and email address of main contact person:  Click or tap here to enter text.

3. Name, profession and email address of person responsible for use of the GBDDC app, if different: Click or tap here to enter text.

4. Name of Supervisory Administrative Authority/Institution of Principal Investigator Click or tap here to enter text.

5. Address of surveillance system/research project
Institution: Click or tap here to enter text.
Street: Click or tap here to enter text.
Postcode:  Click or tap here to enter text.
City and Country:  Click or tap here to enter text.

6. Brief description of surveillance system or research project 
Purpose/Aim:  Click or tap here to enter text.
Study Design Click or tap here to enter text.
Progress to date:  Click or tap here to enter text.

7. Name and email address for proposed database manager who will download data from the server Click or tap here to enter text.

---------------------------------------- END OF APPLICATION FOR SANDBOX VERSION ------------------------------------

Please complete the following questions only if you are applying for the full Surveillance Version of the App.
These questions allow us to set the right permissions for your unique registration code.

8. Further description of surveillance system or research project 
Start and end date:  Click or tap here to enter text.
Source of Funding:  Click or tap here to enter text.
Do you have current specific ethical approval to operate?  Click or tap here to enter text.
Please provide name of organisation that provided ethical approval:  Click or tap here to enter text.
Please provide date of ethical approval and future renewal date: Click or tap here to enter text.
Expected timeline to starting birth defect registration Click or tap here to enter text.

9. How many hospitals/clinics comprise your surveillance system?  Click or tap here to enter text.

10. Approximately how many healthcare professionals/research nurses do you expect to use the App? Click or tap here to enter text.

11. Does your project operate as a single centre with a single database, or as multiple centres each with their own database? Single/multiple. Click or tap here to enter text.


12. If multiple centres, how many? Click or tap here to enter text.

13. Do you use an alternative term to ‘centre’, which you would like the App to use (e.g. Province, or Country)?  If yes, please detail what this is. Click or tap here to enter text.

14. How many births did your surveillance system population include in the most recent year, or are predicted in the first year of operation?  Click or tap here to enter text.

15. Does your system record only congenital anomaly diagnosis at birth/neonatally, or also after the neonatal period? Click or tap here to enter text.

16. Who would be using the GBD app to collect and record data about the babies born with birth defects? (midwife, nurse, doctor, research nurse……) Click or tap here to enter text.

17. Concerning photos and videos:
A. Do you take photos and videos of babies as part of the diagnosis process for surveillance?  Choose an item.
B. If yes, is taking photos and videos included in your ethics approval? Choose an item.
C. If yes, what type of consent do you obtain before taking photos or videos? Choose an item. 
D. If yes, who requests consent from mothers to take photos or videos? Choose an item.
E. If yes, does a birth defect expert confirm the diagnostic information about birth defects using photos/videos? Choose an item.
F. If yes, please state the clinical background/role of the person who confirms the diagnostic information from the photos/videos.  Click or tap here to enter text.
G. Will you be using the expert review platform (this is not set as a default for the Surveillance Version so must be requested here)? The platform allows a panel of one or more birth defect experts to view the case information and photos/videos on the central server before it is downloaded to your project database? Choose an item.

18. What sort of procedures do you have in place to ensure adequate data protection of confidential personal data regarding babies with congenital anomaly? Click or tap here to enter text.


-END-
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