
 

 

12/1/17 – Meeting Minutes 

Data Use & Publications Meeting #2 

Meeting Attendees: 

David Miller (Boston Children’s Hospital), Justin Jordan (MGH), Nicky Ullrich (Boston Children’s Hospital), 

Raymond Kim (Toronto), Christopher Moertel (UMinn) 

 David Miller: The main things we need to do – come up with a recommendation for the SC on 

how to manage authorship. We are anticipating there will be a larger consortium paper that 

discusses the whole project, and there would be smaller projects within. We may pull in ad-hoc 

members as need to serve as a scientific review committee. Nicky had mentioned using a 

submission form, but we are in need of defining what that form is going to look like and how we 

will manage the process. We can discuss how we’ll put this together and we’ll make a draft 

document. 

o Does anyone want to talk about what we’ll put in the proposal form? Do we want it to 

be like a mini grant application – background, rationale, supporting data - how many 

cases and what your hypothesis is? 

 NU: It can be briefer than that – an idea, hypothesis, how much tissue (data), 

what they’re looking for, and some idea of what their plans are in terms of 

analysis 

 JJ: You said tissue – are we allowing people to have tissue? 

o DM: I am not going to be functioning as a tissue bank 

o NU: Whatever they are asking for – even if it’s just the data – 

otherwise it will be hard to track who is using the data, what 

different people are doing, if there is any overlap between 

different projects. There’s also no way to track people’s 

progress if you don’t know exactly what the plan is. A 

submission form would be good so that we know what people 

are going to do. 

 DM: At the top of the submission form we could have a paragraph 

explaining to people what the reason is for having a submission. We can 

reiterate that this is not a form to submit to request samples. The 

ultimate deliverable of the consortium is a shared database with all 

clinical, pathology, sequencing, expression profile, etc. data. When they 

access the database, what types of analysis are they trying to perform? 



o JJ: With the schwannomatosis registry, it’s a very brief half-

page. It only gives you access to contacting PI’s at the institution 

to get data. I would be in favor for a more rigorous paper – 

outlining thought process behind the analysis that will be 

performed. You don’t know if different investigators have 

overlapping questions. It may be better not to know that. You 

should have something at the top of the form removing you 

from liability of the risk of being scooped because you’re a 

repository of data but perhaps not an arbiter of which studies 

are being done by whom – only the validity or scientific rigor of 

the studies. 

 NU: Someone should track things to make sure there is 

not considerable overlap. 

 DM: We are telling people they have a one-year 

embargo. They have the right to exclusive access of 

data with the embargo. One way we are going to avoid 

overlap is through the embargo period – at least 

initially. 

 JJ: When you apply for these national data sets. Do they 

tell you if your work overlaps with someone else’s? I 

just published a medicare paper – nobody told me one 

way or the other. I had to submit a brief analysis plan 

but they didn’t make it clear if they were looking for 

overlap. I think it will take a lot more oversight to look 

at the details of what people are studying to avoid 

overlap. We may also be looking at A and then it turns 

into looking at B because you find something interesting 

there - which may end up being an overlap with 

someone else’s project. 

 DM: On the call last time, there was more interest in 

having some type of scientific review committee. 

 JJ: I think the rigor of the project should be reviewed. 

It’s up to you to determine who will review the overlap 

of projects.  

 DM: I have a hard time anticipating all of the scenarios 

that may arise. I was hoping there would be not just a 

one person arbitration of this but more at the level of a 

selected group of people to distribute responsibility and 

control. I don’t want to have the control of arbitrating 

all of this. I want everyone to feel well represented. 

Another option is we get these proposals, they go 

through a scientific review, and then we post them on 



the website. This provides some advantage to those 

who put their ideas on paper first – they are seen as the 

main leaders of that project. This could also offer the 

opportunity for people to work on a project that is 

related to their expertise. The coordinating center can 

serve as the connection point so that we can post these 

on our consortium website so that people can see them 

and see who is working on them. I hope people will be 

inclined to find ways to work together and combine 

resources. 

 JJ: I think this sounds reasonable. 

o DM: The other question that may come up – through this process, people may get aggregated 

into project groups – this doesn’t clarify the issue of order or rank of authorship. It would help if 

we had some points to consider on authorship and contributions. Some of this would be based 

on general authorship criteria. For example, if there is a project that really requires the fresh 

frozen specimens and there is a project based on these – the site that has the most of these 

samples may have a higher position of authorship. OR it’s these people plus the site that 

performs the analysis. I don’t think the SC wants to deal with arbitrating authorship positions. I 

need a few ideas down on paper ahead of time. 

 JJ: I like the GENIE model which has an index of authors. How do you then order the 

authors? Is it alphabetical, is it by number of cases submitted, is it by analysis, or the 

person who writes the manuscript?   

 NU: I liked when people who worked in the specific project were listed as main authors 

and the consortium members were listed as collaborators.  

 DM: There is a part in people’s CV’s where you can say you were a collaborator. 

I was anticipating that even if you are not an author, you can be listed as a 

collaborator even if there are 55 people there. I don’t think it would be 

unreasonable to list everyone as collaborators half a dozen times (for the 

number of papers that will come out of this).  

 JJ: For the ReINS publications, there is unnamed authorship. If you search my name on 

PubMed, I still show up even though I am not an author at all.  

 DM: I think this is a nice thing to offer people and it’s not unreasonable because 

you are participating in the consortium activities that are supporting this work. 

We just need to come up with a proposal to send to the steering committee and 

they can make further recommendations. 

 DM: If you think this all seems reasonable, we can form this into a proposal document 

to circulate so you can edit and then we can show this to SC.   

o DM: We also want to elect a chairperson for this working group. If you are interested in doing 

this, you can submit a paragraph explaining your expertise and then the SC will select a 

chairperson. 

 


