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1. RCUK Case Study 1 - Data on teenage smoking 

habits 

The issue 

The University of London Bridge has been researching the impact on attitudes and 

behaviour on young adults of producing unbranded cigarette packs – so they have no 

distinctive brand logos on the packs. Puffalot - a tobacco company - would like them 

to open their data relating to the project. 

 

Puffalot POV - Tony, Lawyer working on behalf of the tobacco company. 

 

Tony: 

 We want to have a look at the data from this interesting study. The research was 

publically funded and, as a significant payer of tax in this country, we feel we 

have a right to look at the data. We would like to assess the methodological 

rigour and accuracy of the research and consider its objectivity. The study could 

be used to inform public policy, which in turn could affect our commercial 

interests – so we have a right to scrutinise the data. What have the research 

team got to hide? 

 

London Bridge University POV - Lee, Representing the research team. 

 

Lee: 

 We don’t think we should open up our data. As health professionals, we don’t 

think it’s in our interests to show this work to a tobacco company. Specifically, our 

team is trying to reduce the number of smokers to protect public health.  We have 

concerns regarding how our research might be used by the tobacco industry – 

why are they asking about this if not to encourage young people to smoke? If we 

were a competitor to them, we wouldn’t have to do this – our research would be 

commercial and in confidence. Just because we are publicly funded doesn’t 

mean we have to share everything with everyone.  

 

 We really think it’s disruptive for the research team to respond. It is quite typical 

of the tobacco industry to ask questions and try to disrupt the important work we 

are doing. We want to be getting on with the research – we don’t want to have to 

spend our time getting data out to a tobacco company. They are asking for so 
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much detailed stuff – it’s really hard to pin down precisely what they want. I am 

also sure they won’t use much of the material they request anyway. The tone of 

correspondence from Puffalot is also very worrying - it’s harassing me and the 

research team. I don’t think we should open up – they are only doing this to get in 

the way of our research.  

 

Tony 

 I am not sure where Lee is coming from on this. We don’t think the requests 

we have made to his team are unreasonable – and we don’t see why this 

places a burden on the university. He has not explained precisely what the 

problems are for them in making the data open. We are being as specific as 

we can be and this is a legitimate request for data. He is just stalling us.   

 

Lee 

 

 When our respondents agreed to take part in the work, I am pretty sure they 

did not think that the research would be used by a tobacco company I doubt if 

they would have participated if they knew this. Anyway, if they were just to 

wait a little longer, we will be publishing our results and it will all be in the 

public domain, anyway. 

Tony 

 

 I have to go back to what I said in the beginning it is publicly-funded research 

and I think we have a right to know. It may have a commercial impact on our 

business and we would want to have the information as soon as possible. We 

want to reanalyse their data; not just look at what they report as the results. 

 

Key areas to explore in questions 

If you had been involved in the original research, how would you feel about your data 

being passed on to Puffalot? 

Is it important how the data is used? 

What about timing of release of information? 

What about the costs involved in opening up the data? 
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2. RCUK Case Study 2 – Data on tree rings  

The issue 

The University of Arboretum have been researching tree ring data. This data has 

been collected over a period of 40 years, spans a period of 7000 years and is used to 

examine changes in climate patterns. The research team were asked by Ashley – a 

journalist on the Daily Bugle and climate change sceptic - to provide the data they 

held. 

 

Ashley, climate change sceptic 

 So many scientists bang on about climate change. But where is the real 

evidence? Why aren’t they opening up their data for everyone to have a look at? I 

know why, because they know the data isn’t as clear cut as they like to make out. 

I don’t trust these researchers. If the tree ring data shows a relationship to climate 

change, prove it.  

 

Francis, representing the research team on behalf of the University. 

 What to say about Ashley. Well, let’s just say he’s known to us. He knows it will 

take us a huge amount of time to provide the data. Overall we have 9000 

electronic files held on disks, plus field note books and paper files- spanning a 

period of 40 years. We estimated it would take one person 12 months working full 

time to convert the raw data in to readable format.  

 

 My team has invested a huge amount of time in this research – it’s our intellectual 

property. The data hasn’t been published, because the research is on-going and 

not yet finished. It’s not in the public interest to release the data at this time and 

it’s not in our interests either as it could affect our future research funding. Why 

should we give all this stuff away before we have even finished the research?  

 

 Ashley: Francis seems to be forgetting that she hasn’t paid for the research. I 

did, my readers did, we all did. It’s tax payer’s money. I have been very precise in 

the information I need for each tree –the widths of the rings of the tree, the list of 

the years in which the tree rings grew and a description of the locations of the 

trees. It’s taken months for them to get back, and now they are saying the data is 

not is a format I can use and it will cost a load of money to sort it out – and they 

weren’t prepared to pay this. 
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Francis: I really don’t understand why this request is being made. There is a 

substantial amount of tree ring data is freely available online. Ashley is just asking us 

to be obstructive and take up our time. The data would be meaningless to him 

anyway – he wouldn’t be able to put the data to any real use. He doesn’t have the 

training. 

 

Key areas to explore in questions 

 

 Does it matter if those seeking the information have an agenda different from the 

researcher? If it was another climate change scientist requesting the data would it 

make a difference? Are both parties not going to disagree about the likely time 

and financial costs of preparing the data?  

 Is the data their intellectual property? How can we know it is their intellectual 

property? 

 When is the research “finished”? After 40 years is it acceptable to say it is not 

finished? 

 Who decides whether it is in the public interest? 

 What about the cost in terms of both people and money in pulling together all the 

data files? 

 Is the research well managed if it takes so long to assemble the data from all the 

separate discs? Should they not have assembled it better as they went along? 



233410 Open Data Dialogue  Workshop 2 Stimulus 

 © 2009 BMRB Limited.  All rights reserved 

3. RCUK Case Study 3 – Data about Flexiforce  

Materials  

The issue 

The University of Waterloo and an aeroplane manufacturer FlySafe have been 

working together on a research project to test the possible commercial uses for some 

new engineering materials called ‘Flexiforce Materials’. These materials stretch when 

under strain and might be very useful to build safer aeroplane engines or develop 

seat belts which become wider on impact, making them less likely to injure 

vulnerable passengers including older people and children. Three quarters of the 

project funding came from the public purse (paying for the university’s work) and one-

quarter from FlySafe through 'in-kind support' i.e. man-hours, materials and use of 

equipment.   

 

Another university, The University of Kings Cross, who also carries out research on 

Flexiforce Materials but is not involved in the research project with FlySafe asks to 

see the data.  

 

Sam, works on the research team at Kings Cross University who want access 

to the data 

 

SAM: 

 The UK leads the field in the commercial development of Flexiforce Materials. We 

want to use this data to build on our own learning to drive even more innovation 

for the UK economy and by holding it back, Waterloo and FlySafe are holding us 

back. The public paid for most of this research and have a right to it being 

available to others. Also, because Flexiforce Materials may lead to better plane 

safety on planes, there’s a real public benefit here. We have to say that, with 

FlySafe involved in driving the research, we don’t fully trust that that the data will 

be used in the interests of public safety. 
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Jamie, works for FlySafe aeroplane manufacturer  

 

Jamie: 

 There is absolutely no way we will ever release this data. First of all, we have 

invested heavily in this research and will not allow competitors to take advantage 

of our efforts to develop their own products. In actual fact, on its own this data 

would not be of much positive use to anyone and in fact could be misinterpreted. 

A lot of the data needs other internal confidential FlySafe data to interpret it. 

Without this information it would not be accurately understood and we are clearly 

not going to release the supporting confidential information about FlySafe which 

could be used against us. There are only a small number of people who are 

legitimately interested in using this data for positive public benefit. The majority of 

the rest of them are either competitors seeking to steal our ideas or journalists or 

public interest groups seeking to damage our reputation or sell stories about the 

safety of our engines. This request is ridiculous and if data openness like this was 

required in future projects with universities we simply wouldn’t participate – that 

way the UK economy, commercial companies and the universities  - we all lose 

out.  

 

 

Robin, who’s on the research team at the University of Waterloo working with 

FlySafe 

Robin: 

 We are intending to publish our own papers using the data and we do not want 

other universities like King’s Cross scooping our results to publish before us, and 

getting all the kudos. This is our bread and butter - we researchers get funding for 

new projects partly on the basis of their academic reputation. We also want to 

maintain the UK’s economic advantage by owning the knowledge in this space - if 

we publish our data openly others globally might catch up.  

 

 When it comes down to it we live in the real world.  In this age of austerity we get 

less and less funding from government, we need money to support learning. We 

want to work with commercial companies because the research we do benefits 

greatly from the access to their industry-based knowledge and the resources they 

can provide. So it’s important for us to respect their wishes for commercial 
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confidentiality to avoid damaging our relationship with them. Without it we 

wouldn’t be producing this data at all. 

 

 

 

Key areas to explore in questions 

 What do you feel about the company releasing partial datasets while holding 

back other data needed to interpret them?  

 Some research is both publicly and privately funded as is the case here. What 

does “in kind” mean? How does this affect openness when it is not clear exactly 

who funded what?  

 Should private companies be giving back anyway as they have benefited so 

much from publicly funded research? 

 In reality universities compete for research funding – are they right to claim they 

have invested in the research and they are not going to give it away to a 

competitor university? 

 Would the UK be at a disadvantage by sharing data with universities and 

commercial companies from abroad? Or does sharing help our economy? 
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4. RCUK Case Study 4 – NHS Data 

The issue 

In the process of caring for millions of patients every year, the NHS generates a huge 

amount of data which can be valuable to healthcare researchers. In late 2011 the 

government announced its plan to further ‘open up’ this NHS data, including giving 

access to public and private sector researchers. This announcement included a 

pledge to change the NHS constitution to assume that all patients’ data can be used 

for research unless the individual has specifically opted out. Some feel this could 

have a major impact on the economy and improve NHS healthcare for patients, for 

example by giving early access to new drugs, while others are concerned about 

patients’ privacy and control over how their information is used. 

 

Alex is a Professor of Public Health at the University of Oldham, and wants 

NHS patient data to be available for public and private sector health 

researchers. 

The government commitment to opening up NHS data is really exciting. I am 

currently working on dementia. This will open up the possibility of analysing data from 

half a million patients – their brain scans, their medical records and their notes. It will 

really help us think through new ways of tackling this terrible condition.   

 

The changes would make us all “research patients”, so that every time we use the 

NHS this data can be used to improve care for all of us. It will speed up everything 

from drug development, to developing personalised medicines and care. This is not 

only great for you as patients – it’s great for the economy. It means companies can 

innovate, we can the economy going and make Britain great again. NHS data is a 

fabulous resource – we need to make the most of it.   

 

Kelly is a co-founder of a group campaigning for patient privacy and has 

concerns about the sharing of our medical records. 

Whoa there Alex! It’s all very well making data open to universities, but this proposal 

means opening it up to everyone. I’m not sure I like the idea of private companies 

getting access to our records. There are serious issues to consider in terms of 

protecting patients’ privacy and anonymity, as well as gaining consent on how our 

data will actually be used. I don’t ever remember saying I was happy to be a 

‘research patient’ – no one asked me.  The NHS just takes my data; I don’t have any 
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choice in it. What if the computers holding this info get hacked into? Once you open 

the bottle you can’t get the genie back in. 

 

Alex 

Kelly is missing the point. Health researchers don’t want this data to pry on people; 

we want it to make people’s lives better by discovering new treatments and improving 

existing ones. There are lots of examples where opening up data in the NHS has led 

to improvements - from uncovering the link between smoking and lung cancer, to 

showing there was no link between MMR vaccination and autisms. We all have stake 

in this.  

 

This new approach will really improve this. For a lot of research studies the data can 

be made anonymous so that we have the medical details but not names, addresses 

or NHS numbers, this makes sure that no individuals can be identified. In situations 

where your identifiable data will be used to ask you to participate in a research study, 

for example a clinical trial, you can always decide that you don't want to take part. 

 

Kelly 

As Alex well knows, most people won’t think about opting out – they have other 

priorities in life. Its data use by stealth. Even when names and addresses are 

removed from the data it can be possible to identify people. Just knowing the age 

and postcode of a patient with a rare condition may be enough to identify them. 

Patient confidentiality - it is essential in retaining the bond of trust between the doctor 

and the individual.  

 

There is also the issue of consent. While I might support the principle of using the 

data for his research, I might object to other things. I’m catholic and take my faith 

seriously – I don’t want my data used by researchers working on human embryos. 

People opposed to animal testing may want to withhold their data from any research 

involving animals.  

 

Alex 

Consent can be a tricky issue but there are ways around this, for example, we could 

ask people in advance for their general consent for their details to be searchable on 

the database; researchers would then need to approach these individuals for more 

specific consent to take part in a particular study.  
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Sometimes however it isn’t possible to ask for consent, this is  an important point with 

health research looking at large populations as a whole, if some people opt out this 

can seriously skew the data and lead to wrong and potentially dangerous 

conclusions. For this sort of research it is perfectly legal to use identifiable data 

without consent from the individuals but with special permission from the appropriate 

medical bodies. 

 

Key areas to explore in questions 

 What safeguards are required to protect the public? Is confidentiality enough?  

 To what extend should consent be “presumed” or should it always be asked 

for?  

 Should this data be merged with other data such as data held by government 

departments, local authority data, crime data, personal financial data? 

 Who should be trusted to have access to this data? 

 Would views on this case be any different if the researcher (Alex) came from 

a business rather than a university?  

 

 

 

 

 


