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MINUTES OF THE THIRD MEETING OF THE EXPERT ADVISORY GROUP ON DATA 
ACCESS (EAGDA) 

 

10.45-15:00 MONDAY 4 MARCH 2013, WELLCOME TRUST 

 

 Present: 

Martin Bobrow (Chair) 
Paul Burton   
George Davey Smith 
Rosalind Eeles (items 1,2,3,7 &10) 
Paul Flicek 
Mark Guyer 
Tim Hubbard (items 1,2,3,7,9,10 & 11) 

 
 
 
 
 
 

Mark McCarthy (via telephone - items 1,2,3,7 &10)  
Andrew Morris 
Onora O’Neill (items 1,2,3,7 &10) 
Chris Skinner  
Melanie Wright
 
David Carr- Wellcome Trust  
Geraldine Clement-Stoneham- MRC 
Vanessa Cuthill- ESRC 

 
 
  

Katherine Littler – Wellcome Trust 
Fiona Reddington - CRUK  
Priya Umachandran - Wellcome Trust 
 
Apologies for absence: 

James Banks 
Bartha Knoppers 
Nigel Shadbolt



MINUTES OF THE THIRD EAGDA MEETING    
Monday 4 March 2013 

  2 
 

1. Membership 
Paul Flicek of the European Genome-phenome Archive (EGA) was welcomed to the group.  
 

2. Identifiability: The group discussed the recent Science paper and accompanying comment 
piece, where some participants of the 1000 Genomes project were identified using genetic 
information from the study alongside other publicly available data. It was noted that some 
EAGDA members had received queries from their research participants following publicity 
around the paper.  
 
It was agreed that this issue would be added to the work plan as a priority area.  

The group discussed:  
• Whether the chances of identification with genetic information are higher than with 

other kinds of personal information;  
• The stewardship of data and whether data standards and safe havens would have 

helped in this case, or whether they could help in future;  
• The effect of the rise of ‘recreational’ genomics and the ability to link this data with 

research data;  
• What type of information needs to be provided in consent processes to ensure 

participants are informed of possible limitations to  confidentiality and privacy; and 
• The need for legal sanctions, or some kind of regulatory activity, to guard against 

deliberate and malicious re-identification. 
The group also noted that these issues are international in scope and have to be discussed 
at international levels.  

 
ACTION: The Secretariat would draft a paper to cover these points, and: 

• Analyse whether the UK situation is comparable to the US or whether there 
are real differences; 

• Gather a clearer understanding of what risks and harms are involved; 
• Examine  access mechanisms for genetic datasets with a view to considering 

whether the current balance between open and controlled access to these 
datasets needs re-addressing; 

• Consider the impact that the potential for identifying research participants 
might have on current research practices – is there a need for amendments to 
consent materials to ensure participants are informed of the limitations to 
privacy and confidentiality 

• Investigate relevant national legislation – what kind of legal sanctions or 
preventative measures currently exist in relation to the re-identification of data 
and its malicious usage? Is there a case for clear legislation or regulatory 
activity to prevent the malicious usage of re-identification personal data; and  

• Look at the need for public dialogue in this area, particularly in relation to 
recreational genomics; 

 
3. DACS: The group reviewed and generally endorsed the paper from the DACs Working 

Group. Comments included:  
• The need for a more detailed analysis of current DAC processes, to include 

social science datasets and  draw out contrasts and parallels between 
approaches;  

• Adding at the start a description of the major data access players (e.g. DAC 
members, PIs, funders) and their rights and responsibilities.  

• Adding a  section on sustainability, outlining the costs involved in data access, a 
discussion as to who should pay these costs and the role of commercialisation; 
and 
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• Relevant differences between data and samples need to be clarified at the 
outset, although it was agreed that the paper would focus on data.  
 

The group noted that there are many study specific issues in the way access committees 
operate but did not feel this was an impediment to making recommendations in this area.   
 
The DAC background paper and deliberation of the DAC working group will need to be 
circulated and discussed with wider stakeholder group: several stakeholders have already 
been identified. It was agreed that if necessary an independent third party might be best 
placed to undertake this additional research. 

 
ACTION: The DAC paper to be revised to include the points discussed, with the aim of 
presenting a finalised version of this paper at the next EAGDA meeting. The DAC working 
group and the Secretariat will work on the key questions that need to be explored with 
broader stakeholders.  

 
4. Incentives: David Carr presented the work done so far. Issues discussed included: 

• The way in which consortia have changed the criteria for recognising researchers’ 
contributions to published outputs;  

• The effectiveness and real value of sanctions and embargo periods;  
• The actual impact of such mechanisms on the careers of junior researchers; 
• Incentives and career progression issues for data managers.  

 
It was noted that while career structures do exist in specialist data centres (such as the UK 
Data Archive) but this is not the case in universities.  

 
The timescale for the project was possibly over-ambitious.  
 
ACTION: The mechanisms and timescale in the paper will be reviewed and the central 
questions re-framed in light of the discussion, for agreement by the EAGDA Chair and 
working group.  The secretariat will take forward the research and report on progress at the 
next EAGDA meeting. 

 
5. Risk project: Priya Umachandran gave an update on the piece of work commissioned by 

the Wellcome Trust to investigate public attitudes to different kinds of personal data and the 
risks of linking different kinds of data, including administrative and loyalty card data. The 
group noted the existence of several reports that may have links to this work, such as an 
ONS report on cognitive testing of the public’s understanding of related terminology.  This 
commissioned work will be small-scale and qualitative in nature. The group expressed the 
need for a larger scale quantification of attitudes to data linkage in the future and once again 
re-iterated the importance of assessing the reals risks and benefits associated with sharing 
data. 
 
ACTION: This work will be followed up with the Risk Working Group for further input.  

 
6.  Workplan: The current status is: 

• Data Access Committees (Priority) 
• Incentives (Priority) 
• Identifiability (Priority) 
• Quantifiying Risk (Medium priority) 
• Governance & Mechanisms for Access (Low priority) 
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7. NIH Big Data to Knowledge (BD2K): Mark Guyer updated the group on a new NIH 
initiative, a $60 million programme just launched to give oversight and co-ordination to a 
number of activities related to access to biomedical data: 
 
• The construction of a data catalogue eventually containing all NIH funded data and 

software; 
• The development of community based standards for data sharing; 
• Enhanced training to researchers on data analysis & informatics; 
• A grant programme to develop software to improve data access; 
• Establishment of a director for data access, directly reporting to director of NIH 

 
The training element of the NIH proposals was highlighted as being particularly valuable. The group 
noted the MRC E-HIRCS and CLOSER initiatives in the UK , the European projects of BioSHaRE-
EU (FP7), GEN2PHEN (FP7), and BBMRI (FP7 + new mechanisms) and the international work of 
P3G. The work of the ESRC in co-ordinating some data access activities across the research 
councils was also mentioned. Given the complexity and development pace of the relevant science 
and the number of key players in UK and Europe, it is strategically important that we encourage the 
funders to continue their ongoing efforts to coordinate and facilitate such work. 

ACTION: The Secretariat will draft a letter to the funders, outlining the NIH initiative and 
indicating that similar co-ordination would be valuable in the UK 

 
8. Wellcome Trust Challenge Development Group on Genetics: Dave Carr updated the 

Group on a Wellcome Trust meeting held in December to discuss genetics funding. The 
main issues coming from the meeting were translation, skilling researchers in informatics, 
and the need for communication and engagement activities to address pervasive public 
views of genetic determinism.  
 

9. European Genome-phenome Archive (EGA): Paul Flicek gave the group an overview of 
the EGA. The data from 450 studies are currently held by the EGA, some datasets are held 
in both the EGA and in dbGaP. Access to the data is controlled by the individual studies and 
individual studies are responsible for issuing guidance on how to keep data safe. Amongst 
other services, the EGA is able to provide an easily searchable database of studies, a 
tracking system for requests, software to assist with data access and videos to help guide 
users through the data access process.  

10. 100,000 Genomes: The group noted the Prime Minister’s announcement in December 2012 
of £100 million to sequence 100,000 individuals for clinical benefits and research usage. The 
group will monitor the progress of this initiative and consider how this, and other international 
activities in this field, will impact on the work of EAGDA. Tim Hubbard announced that he 
has been seconded part time to NHS England (formerly the NHS Commissioning Board) to 
work on the implementation of the project.  

11. Data Protection: The response from Sir Mark Walport to the group’s letter on the European 
Data Protection Regulation was welcomed by the Group. The group will continue to monitor 
the progress of this regulation.  
 

12. Next meeting dates: Friday 14 June 2013, and Monday 14 October 2013 
 
 
AOB: None. 

 


