
 

 

11/10/17 – Meeting Minutes 

Oncology and Pathology Working Group Meeting #1 

Meeting Attendees: 

David Miller (Boston Children’s Hospital), Angela Hirbe (Wash U), Justin Jordan (Mass General), Alyaa 

Ibraheemi (Boston Children’s), Brendan Dickson (Mount Sinai), Rob Macaulay (Moffitt), Sonika Dahiya 

(Wash U), Jesse Hart (Lifespan), Vanessa Eulo (Wash U) 

 

David Miller: It’s easier to decide on details of consortium with working groups. With Oncology and 

Pathology WG, we want to create greater clarity of clinical information we want to collect and the type 

of pathology analysis we want to perform on the tissue samples.  

We should also think about taking a hypothesis-driven approach. This group can generate questions on 

what we want to address and what information we want to collect. We want to finalize a standard 

process for the collection of clinical information and how we want to do the pathology characterizations. 

Two broad categories of recruitment are retrospective and prospective.  

1. Wash U Clinical Registry 

a. David Miller: Angie Hirbe from Wash U has created an MPNST clinical registry for following 

patients longitudinally by collecting clinical data.  

b. Angela Hirbe: Overview of Wash U registry – Once our consent form is modified and goes 

through each IRB, patients can be consented and we can collect their data. The data is 

generated in a REDCap database. Once the patient is consented, the data is generated in 

REDCap and an email goes to the patient and physician, and the physician fills in the bulk of 

the clinical characteristics. There are two surveys (patient and physician). All of the 

information is deindentified. When people access the database, it would be the deidentified 

information. If we want to put it in some other system to link it with genomic data, that 

should be relatively easy. We were holding off to see if anyone else wanted to add 

information to these surveys. 

i. For the consent form, it will be easier to make changes now than while we are in the 

production phase. As long as everyone gives me their input, I can make changes to 

the consent form. 

2. Minimum clinical data for submission 



a. David Miller: As a consortium, do we want to agree upon some list of the minimum clinical 

data for submission? There may be value in using samples where we only have pathology 

and molecular characterization of even if we have very limited clinical data.  

a. Angela Hirbe: I think the goal would be to get as much data as we can. I would 

encourage people to fill out whatever they can, and we should accept whatever we 

can get. I have a hard time paring down what is absolutely essential because I feel 

like all the data we are collecting is important. 

b. Brendan Dickson: Is there only going to be collection of primary tumors or are you open to 

local recurrences also? 

a. David Miller: there is definitely value in studying tissue from local recurrences, at 

least among the smaller subset that we would have. I think it would provide 

important biological information about what’s different, especially in regards to 

what the patient was treated with before the recurrence. We should definitely 

collect these if possible. As a consortium approach, we need to figure out what is 

going to be the best value because there is only a limited amount of resources for 

sequencing.  

c. Sonika Dahiya: I think having multiple samples will be the way to go, but I am not sure what 

the cut off would be. How many samples would we be willing to sequence? 

a. David Miller: We are trying to sequence tumors from 100 unique individuals, with 

the majority being NF1-related MPNST and NF1-related atypical neurofibroma. If we 

want to expend more resources on doing multiple sites from the same tumor and 

multiple tumors per individual, that could be valuable, and perhaps we should then 

plan to do a preliminary analysis to determine the value of that approach. There is 

the possibility that we could have a preliminary analysis after 10 individuals or so. 

d. Angela Hirbe: The most novel thing that we can do is try to get more paired samples (editor 

note: this means not only paired normal but also multiple tumor sites and/or time points 

within an individual). It would be good to look at the evolution of the tumor. There is 

certainly utility in doing this at this point because we need to better understand the 

heterogeneity within the tumor. 

a. Sonika Dahiya: Do you think there are some changes that may be inherent to a 

tumor based on a specific [anatomical] location?  

i. Rob Macaulay: I think some of that information is starting to emerge from 

the methylation profiling. I think it is clear that there are all different 

categories for all of these tumors. I think we aim for 10 tumors within the 

same group, I think that would be good. 

1. DM: Are you talking about aiming from 10 tumors in the same 

group by methylation profile or by anatomical location? 

2. RM: Yes, anatomical. Methylation profiling would be the gold 

standard for profiling the tumors you’ve selected. 

ii. David Miller: We definitely want to do that. We have to constantly assess 

what we will be getting from people and we need to see that the collection 

of everything we’ve analyzed demonstrates diversity. I don’t want this to 



become just about sequencing and I don’t want to reiterate things that have 

already been done. It is good to consider approaches that haven’t been 

considered before. We need to start drafting this out in writing as part of 

the tissue procurement process so that we can get that circulated around 

and get feedback from people. Alyaa, what would be the best way to do 

that using your Pathology SOP that you’ve already started? 

1. Alyaa Al-Ibraheemi: If we had samples from multiple areas of the 

tumor, that would be best. For the retrospective samples, we may 

have limited material. I will think about how best to put this in 

writing.  

2. David Miller: We need a plan that is easy to communicate to people. 

We need to balance out the resources available (doing multiple 

analyses on one tumor/individual vs. being able to test multiple 

tumor/individuals). It seems like there are a lot of people from the 

group that have been very interested in this idea. If we can decide 

from a biological information point of view what people think is 

reasonable (how many analysis methods per tumor, and how many 

replicates per tumor), that will help inform the methodology 

approach to take in terms of sequencing and analysis. 

3. Alyaa Al-Ibraheemi: For the Children’s Oncology Group, we don’t 

send a lot of tissue for sequencing. The more tissue we have the 

better, but we have to be practical. 

e. David Miller: We have to provide people an option A (ideal setting) and option B (limited 

tissue available). 

f. Angela Hirbe: Do we want people sending frozen tissue or DNA or RNA? Do we want to have 

two options? 

a. David Miller: We definitely want these options. The goal of the MPNST Consortium 

is NOT to be a tumor bank. We want to figure out the number of specimens to test 

per tumor, the methodology, and close the loop with the amount of DNA or RNA 

needed. I think it is fine to send nucleic acids instead of tissue. 

g. Rob Macaulay: Is anyone in the group doing methylation profiling? 

a. David Miller: I have a collaborator at NYU who is doing methylation profiling – 

Matija Snuderl 

b. Rob Macaulay: If someone is doing it, we should really be doing it for all of these 

cases.  

c. David Miller: I agree. See TCGA paper on sarcomas in Cell. They don’t seem to be 

getting a lot of additional info from the sequencing part but certainly the 

epigenomics is important.  

h. Sonika Dahiya: Where would the sequencing be done? 

a. David Miller: We had talked about trying to have it done at the Broad Institute or 

with another vendor (if faster and/or cheaper). We’d have it done as a fee-for-

service.  

https://doi.org/10.1016/j.cell.2017.10.014


i. David Miller: I am not intending for the consortium to become a banking entity. We don’t 

want to receive excess tissue.  

j. Jesse Hart: Are we going to be collecting blood samples to look for circulating tumor DNA at 

different time points after the primary surgery? Our IRB wants to know if these patients will 

be coming back periodically for blood collection. 

a. David Miller: Our IRB will be relying on existing IRB’s at various institutions. For the 

prospective samples, it would be great to support cost of sequencing for doing 

circulating tumor DNA studies. It is certainly worthwhile to put this in your protocol 

so that it can be done. We could maybe develop other assays based on the 

circulating tumor DNA in terms of monitoring these patients for diagnostic purposes 

– particularly, looking for molecular indicators of the progression of the tumors 

(from atypical to malignant). It’s likely that a subset of GeM sites will do this, and 

could work collectively on a ctDNA study. 

b. Angela Hirbe: It is best to be as broad and open with the protocol as possible. We 

will probably have to focus based on budget for initial studies. Even if samples are 

stored in each individual institution, we can always look at things later. 

c. David Miller: At Dana Farber, they are doing circulating tumor DNA. They are 

advocating for saving plasma even if you’re not intending to analyze it now, because 

in the future it will be useful..  

k. David Miller: I don’t necessarily want to create a separate bank for MPNSTs that would be 

open to requests from other investigators. For this effort, we just want the institutions to 

send the minimum tissue for analysis. Because these are rare tumors, most people don’t 

really want to send excess tissue.  

a. Angela Hirbe: The alternative is to have people keep track of samples. These are 

rare tumors but usually huge tumors so we are able to store quite a bit. 

b. David Miller: Angie’s registry will be good for this as well.  

3. David Miller: Next steps – In the near future, if we can try to make an effort towards clarifying 

the details of sample analysis, how many tumor sites, and the methods. We might want to have 

everyone on the same call at the same time (genomics and informatics people with the oncology 

and pathology people) and come to some conclusions. Alyaa, if you can lead the effort for the 

tissue processing angle, let’s get that in writing. 

a. Alyaa Al-Ibraheemi: I will circulate some writing within the group, get feedback, and 

continue from there. 

b. Angela Hirbe: Wash U needs feedback on the consent form. 

c. David Miller: We will take care of scheduling another meeting that includes a mixture of 

the genomics and informatics people and the people on this call (whoever is interested), 

and we will help to facilitate some of these discussions on what people have available in 

terms of resources. Prior to that meeting, will circulate draft analysis plan. 

 


