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1st International-DSD Registry Steering Committee Meeting

Tuesday 1st May 2012, 12 noon – 2 pm
Videoconferencing Suite, James Watt North Building, University of Glasgow

Minutes
Attending:  Prof Ian Ford (chair), Prof. S. Faisal Ahmed, Dr Jillian Bryce, Ms. Ellie Magritte, Dr. Martina Rodie, Dr. Jipu Jiang, Dr. John Watt

Attending (by videoconference):  Dr. John Achermann, Prof. Olaf Hiort, Prof. David Sandberg, Prof. Ieuan Hughes, Prof. Feyza Darendeliler, Dr. Berenice Mendonca, Prof. Claudia Wiesemann, Prof. Richard Sinnott
	
	ACTION

	1. Welcome

The committee was welcomed by the chair, Prof Ian Ford who explained that he is independent of the project.


	

	2. Introductions

Each member introduced themselves briefly.

Ian Ford 
Prof of Biostatistics and Director of the Clinical Trials Unit (Glasgow).  Experience of large international registries.

Faisal Ahmed 
Paediatric endocrinologist at Yorkhill and Co-I on the I-DSD project

Ellie Magritte 
Represents the patient/parent voice.

Jillian Bryce 
Project Manager of the I-DSD project in Glasgow (Yorkhill).  

Jipu Jiang 
I-DSD developer (NeSC, Glasgow).

John Watt 
I-DSD system support (NeSC, Glasgow).
Martina Rodie 
Co-I on the I-DSD project.

John Achermann 
Paediatric endocrinologist at UCL, London
Olaf Hiort 
Paediatric endocrinologist at Lubeck and coordinator of EuroDSD project.

David Sandberg 
Behavioural psychologist; co-ordinates a NIH funded multicentre network for DSD in Michigan.

Ieuan Hughes 
Paediatric endocrinologist at University of Cambridge.

Feyza Darendeliler 
Paediatric endocrinologist in Istanbul.

Berenice Mendonca
Endocrinologist in Sao Paulo

Claudia Weisemann
Medical ethicist in Gottingen with advisory role in EuroDSD

Richard Sinnott
Co-I on I-DSD and directs an eResearch programme in Melbourne on rare diseases.

	

	3. Background 

FA referred to the 1 page summary of the IDSD proposal that was pre-circulated to the committee. 

This MRC funded registry is the same one that was developed in EuroDSD but will undergo further development over the 5 years of funding via a partnership grant.
The Steering Committee are invited to access the registry in order to get a feel for it.

Aims:

· Maintain the current VRE

· Develop a network of Clinical Partners

· Multidisciplinary forum
· Governance – managed group to monitor I-DSD network.

The strengths and weaknesses of the project were described as was the SOP which needs revision
FA briefly described the Management Structure, Funded Staff, the Targets of the project and discussed the proposed metrics and invited suggestions for other metrics.   

The future activity of the project was provided as a list of possible research topics.  Again the Steering Committee could advise on other potential activities in this area.

The chair asked the committee if there were any comments on the proposal itself.  None were offered and all seemed happy with the proposal.


	ALL

ALL

	4. Steering Committee
· Composition

The steering committee membership is comprised of a chair (IF), 3 research partners (JA, OH, DS) and 3 clinical partners (IH, FD, BM) although it was acknowledged that some members had interests in clinical as well as research activities.  There is an Ethics adviser (CW) and a patient support representative (EM).  Then there is the Business Operating Group comprising the project lead (FA, the project manager (JB), Co-Is (RS and MR), Database developer (JJ) and Database Support (JW).  It was unclear whether there was a need for a legal adviser at the moment and this can be revisited at a later stage
· Subgroups

There was much discussion about sub-groups within the Committee, in particular creation of a scientific subcommittee to evaluate research applications and whose members would be different from the steering committee.  Members of the main- and sub-committee should be rotated off and each member was invited to suggest dates that they want to remain on the panel. 

It was suggested that a web-based form be incorporated in the registry to capture information on proposed research project. The scientific committee can determine whether there are similar ideas proposed and encourage collaboration in those cases. It was agreed that a proposal would be developed for a Scientific sub-committee and taken forward
EM suggested that one sub-group could have a focus on communication, in particular with: 
· patient support groups regarding registry development
· parents who have to give informed consent for their child’s data to be included
· young adults who need to revisit previous parental consent and give consent/assent 
BM responded about the development of material to the parents and patients being a very important issue because most of them have difficulty explaining their condition to their families and friends.
· Charter

It was agreed that when the Steering Committee Charter is finalised that it should include a signature page to validate membership.

It was further noted that the existing membership of the Steering Committee is sufficient to cover ethical and governance issues.  
IF also proposed that FA should act as chair in his absence.  All agreed.

	ALL to advise
JB/FA
EM
JB

	5. Current Tasks

· Ongoing revisions

The new I-DSD system is live.  E-mails will be circulated soon to all users informing them of the changes, for instance the system is no longer Shibboleth. The new system meets the data standards and is safe storage.  It is now a simpler one step login on the registry portal. All existing user names and passwords are still valid.   I-DSD.org has been acquired and points to the new registry portal.

Development Revisions have been conducted recently.  A new user module allows users to manage the inside of the portal and collects more information such as contact details and research and clinical interests which can be searched.  The core has been improved also with increased processing speeds.  Current users’ accounts will be reviewed and accounts which have not been used in the previous 6 months will be de-activated but may be renewed.  
The subject of forced password changes was discussed and it was agreed that for conforming with security standards, a password change would occur every 6 months 

· SOP

The I-DSD website has an SOP which has not been revised since EuroDSD.  A draft revision of the SOP was circulated to the Committee and comments were invited. The main aspects of the SOP are governance and to encourage Clinicians and Researchers to use the registry.  Revised SOP documents shall be circulated to the Steering Committee for review.
· DSD symposium

A proposed outline programme for the I-DSD meeting was pre-circulated to the SC.

Briefly, it is planned for 7-9 June 2013 in Glasgow.  A couple of sites have been identified at the University of Glasgow and a decision will be made soon.  
The purpose of the meeting for interaction of people in the I-DSD field including support groups.  Themed sessions will be considered. Staggered fees to attend were suggested with registry users being offered a discount.  A request was submitted to retain some of the meeting budget to invite representatives from other support groups.  Although the scientific level of the meeting needs to be high it was stressed that communications between scientists/clinicians and families is crucial. 
The Steering Committee was asked to suggest invited speakers by the end of May so that invitations can be issued in June.  Also to notify of any potential clashes with the date. 
· Quality control

There is a need to check and improve the quality of the data. This will be undertaken in Glasgow. In cases where there is a discrepancy, data shall be sent to the clinical partners for clarification. It is possible that some of the data fields could have explanations in other commonly used languages. 
· Metrics

JB described the metrics of the database.  These are important for feedback to MRC and should include short-term and long-term metrics Should include registered users, access to sites, uploads, registered projects. Completed and published research projects that at least in part rely on i-DSD data are the next step. Showing an improvement in practice and health care would be the long term goal

Research partners shall be contacted to obtain data on their current activity on the Registry. Active research users shall continue to have access and will complete a report on a 6 monthly basis
JB will enquire as to how the Registry can be included on the NIHR portfolio as this will encourage UK partners in entering new cases. 

	JB

JB/JJ
JJ
JJ/JW
JB/ALL
JB
JB/FA
ALL
FA

JB

JB/FA

	6. Ethical Scrutiny

CW’s role on the IDSD committee is to scrutinise the ethical standards.  In the revised SOP, CW can check and raise issues particularly with an international point of view.  Centres are either using the ethics approval from EuroDSD or from the European DSD Registry for entering data on the Registry. The European DSD Registry ethics approval obtained in the UK has now been revised to include the name change to I-DSD Registry. Participating centres have to ensure that they are adhering to local ethics standards. Information sheets have been revised and approved by NRES.

	

	7. Patient & Parents Input

EM was satisfied that aspects relating to improving communication and involving the affected community/support groups have been addressed so far in this meeting.
	

	8. Australian activity

ROS reported that a DSD registry has been established in Australia along the lines of the I-DSD Registry. 

	

	9. EU & IRDiRC activity

EuroDSD final report is submitted and awaiting review.  Unfortunately, CareDSDomics was not funded. Currently, we are awaiting the outcome of the EAHC application for a European information network for DSD


	

	10. Latin America – no audio link.  BM sent feedback by e-mail and this has been incorporated above.

	

	11. North America

Clinical Research Network (NIH).  1st year bi-directional information.  4 centres, return back to uploaders (researchers).  Psychosocial component.  Survey of ongoing care.  DS requested access to the database to have a look around. Data entry terminology will be different from that used by Clinicians delivering care.


	

	12. AOB
A flyer will be created advertising the I-DSD 2013 meeting and a newsletter will be prepared for circulation in August.
	JB

	Date for next meeting

It was agreed that the next I-DSD Steering Committee meeting should be face-to-face. This meeting will be held on the 20th September 2012  in Liepzig between 1400-1600 at the ESPE Conference Centre (Room 12 , Level 2)

	ALL



	WHO
	ACTIONS
	DUE

	ALL
	1. Advise on composition of scientific subcommittee to assess research proposals
	Done

	ALL
	2. Advise dates to remain on Steering Committee
	31 May

	ALL
	3. Suggest invited speakers for I-DSD meeting in June 2013
	31 May

	JB/FA
	4. Arrange for the I-DSD database to be included on NIHR portfolio
	31 May

	JB/JJ
	5. Review current users accounts for activity and inform them of recent changes to the registry
	31 May

	JB
	6. Contact research partners for data on current activity and to advise of 6 monthly reporting
	31 May

	JB
	7. Finalise Steering Committee charter including a signature page
	15 June

	JJ
	8. Expand profile of registration to include capture of additional user information
	30 June

	JB/ALL
	9. Revise SOP documents on the website and circulate to SC for feedback 
	30 June

	JB/FA
	10. Assess I-DSD budget in view of I-DSD 2013 meeting
	30 June

	JB/FA
	11. Compose a web-based form for use on the registry for current and proposed research activity
	15 July

	JJ/JW
	12. Introduce enforced password changes on a 6 monthly basis
	30 July

	JB
	13. Create a flyer for the I-DSD meeting and a newsletter for circulation
	15 Aug

	FA
	14. Appraise all registry cases for data quality
	1 Sept

	ALL
	15. Next Steering Group Meeting, Leipzig, 20/9/12
	20 Sept

	ALL
	15. Advise on potential research activities (additional to those listed in IDSD proposal summary)
	20 Sept

	ALL
	16. Suggestions for metrics additional to those in the I-DSD proposal summary  
	20 Sept

	EM
	17. Consider formation of sub-group for communications with patients/parents.
	20 Sept


