I-DSD Steering Committee Update   7th January 2013

Regarding the I-DSD project, there are several matters arising that we want to inform the Steering Committee of and seek feedback/advice.

Research Studies

Update on two studies which are happening just now:- 
1. Kathryn Cox (Ahmed, Glasgow) - looking at incidence of congenital anomalies associated with DSD.  Kathryn has recently submitted and abstract with the results of this research to the British Endocrine Society.  

2. Zosia Kolesinska (Niedzela, Poznan) - looking at trends in sex assignment 
These two are projects which would be classed as secondary research on existing data in the I-DSD Registry  
We have helped the following with developing their studies and grant applications 
1. Martine Cools (Ghent) - Outcome of preserved gonads in adults with AIS  - in development
2. Vicky Pasterski (Cambridge) - Gender identity in AIS  - in development
3. Birgit Kohler (DSD Life) has approached us about using the Registry for I-DSD life – funded by EU
I-DSD Registry modules

The I-DSD Registry database is going through a major interface user overhaul which will make it easier to use as a modular system.  It is being trialled at the moment alongside the existing system.  It can be accessed here: https://macross.nesc.gla.ac.uk/idsd using your original username and password.
This modular system will facilitate development of new modules such as 

1.  A module that captures biochemical data (a data capture form was been circulated to the SC recently and your comments have been well received.)  
2.  We are having some very early discussions with Dr Helena Gleeson to develop a method of capturing activity that is related to transfer of patients to adult care.  
3. A CAH module for Nils Krone.  The planning of this is at a more advanced level.  
CAH Registry idea
Over the last few months we have been discussing with the CaHASE consortium in the UK about how all CAH patients can be included in the I-DSD Registry. There is an understandable sentiment that CAH patients (esp male) do not have a DSD and clinicians would have some difficulty directing these patients to the DSD Registry. Having said that, there are a substantial number of CAH entries in the Registry already. We are, therefore, thinking that we could have a CAH Registry which is a different landing page but on login the user enters the same database as the I-DSD Registry. This will allow people to use the same database. This concept also fits with the concept of making Registries more customised at the 'front end' but saving resources at the 'back end' by having generic tools. This needs to be cleared by the ethics too.  New patient information sheets have been revised by the CAH experts which will be submitted to Ethics for approval. 
User roles and access
We are also looking at changing the level of access users have so that the Registry can monitor both its function as a platform for clinical networking and research. All registered users will continue to be able to access some of the core data. In addition, registered users who are contributing cases will be able to access all the information on their cases. If people would like access to more details of cases, then we will provide this to them for limited periods and for specific research projects. 
Other planned activities

· A 2nd announcement on the IDSD symposium is planned for this month followed by 
· A spring Newsletter is planned in March 2013 which will highlight the above activities
- 
A flowchart describing the process of applying to access the Registry for Research Studies will be developed and added to the website.

If anybody wants more details on any of these projects or wants to be involved, then please get in touch with me. Also, please let me know if you have any items of news for the newsletter.
Best Regards

Jillian Bryce

