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1. Introduction of the Consortium 
a. Dr. Miller has a philanthropic gift to direct toward accelerating therapeutic development 

for MPNSTs. One of the goals is a consortium to create a shared dataset of clinical 
information, detailed pathology, and genomic characterization >100 MPNST, preferably 
before the November, 2018 CTF Conference in Paris. 

b. To achieve this goal, we should leverage available retrospective samples, in addition to 
collecting prospective samples.  

c. The Consortium will be modelled after the AACR Project GENIE with governance by 
steering committee. This will necessitate some participation agreements for the sake of 
transparency. 

 
2. Agreements 

a. Copies of draft agreements were sent out in advance of the meeting. 
b. ACTION ITEM: Need everyone’s feedback on MPA, DUA and Steering Committee 

Charter by the week of September 11th (please submit feedback and/or suggested 
changes via email: NFresearch@childrens.harvard.edu) 
 

3. Steering Committee Representation 
a. It has been difficult to find a meeting time that suits everyone, but the most popular 

was third Mondays at 9:00 ET. 
b. Everyone in agreement on having an alternate person to sit in on calls  
c. ACTION ITEM: please nominate an alternate for your site (who is also generally available 

at 9:00 EDT on the third Monday of the month) via Smartsheets webform - link in follow-
up email 
 

4. Washington University: MPNST Registry 
a. Partnership with the already existing Wash U MPNST Registry will facilitate collection of 

clinical information. 
b. Database 

i. Wash U’s RedCap database is useful for capturing clinical data, and we will 
match this data with the Consortium’s genomic data and any additional 
pathology data, and the aggregate data would be housed in a consortium 
database accessible to all GeM Consortium investigators (and eventually to the 
wider MPNST pre-clinical research community). 

ii. ACTION ITEM: Please review the attached (MPNST Registry PDF) and be 
prepared to advise the rest of the Steering Committee at the next meeting if 
you foresee any problems with implementing this at your institution. 

c. Protocol 
i. Angie Hirbe amended Wash U protocol to be more inclusive of atypical, 

plexiform, etc. 
ii. ACTION ITEMS: 

1. Steering Committee members will review Wash U’s protocol 
2. Members will submit Wash U protocol to their own institution’s IRB 

with goal being to submit by end of September 
a. Xia Wang from Moffitt Cancer Center said she can’t directly 

submit to her IRB, so it will take around two months  



b. Chris Moertel and Ashley Schemmp from the University of 
Minnesota say that their institution’s IRB is transferring over to 
an electronic system so there will be delays 

c. NFRI Coordinating Center will provide steering committee with 
Wash U contacts for protocol development 

 
5. Working Groups 

a. Following the model of AACR GENIE, we will have work groups (basically sub-
committees) to discuss details of the consortium operations and make policy 
recommendations to the Steering Committee. 

b. In general, each steering committee member would like to have a representative from 
each site for each of these sub-committees. 

c. David Miller indicated that’s fine to have someone from each site on each working 
group, but finding an agreeable time for the meetings gets harder with more people.    

d. Oncology and Pathology Working Group 
i. We need a group to make final decisions about approving the draft SOP with 

detailed-level of specimen processing and immunostaining (panel of 
immunostains)  

1. Xia Wang from Moffitt Cancer Center said she has a pathologist who 
would be interested in joining the group 

ii. Possibility of Tumor Board-type collaboration in the future 
1. Dave Viskochil from Huntsman Cancer Center suggested including 

pathologists who are not part of the consortium to become involved 
looking at difficult/ambiguous cases 

2. Suggests Central MPNST Pathology Team pathologists come up with 
review and then pass their review through outside pathologists in order 
to strengthen information and insight (specifically for critical areas 
within tissue that determine what the tumor) 

iii. Xia asked about the Consortium saving leftover samples for other purposes. 
Coordinating Center not intended to serve as MPNST/tissue bank. Member 
institutions will send just enough tissue for analysis (e.g., WGS and RNA-Seq). 

e. Genomic Analysis and Sharing 
i. Need to figure out who will be involved in group 

1. Group will make recommendation about the depth of sequencing, for 
example (we will finalize in the near term) 

2. David Miller said that if this group wants to recommend other types of 
analysis (methylation, kinome, etc) then that is possible if it can be done 
with the samples available and depending on the budget. 

3. Xia Wang from Moffitt Cancer Center asks, “What kind of person would 
be most appropriate to represent?” 

a. Group will reflect mix of people, some familiar with genomics 
and biology and some who are more familiar with informatics 
analysis 

i. We will get someone from the Broad to comment on 
sequencing and what we can learn from certain 
approaches 

ii. Xia Wang from Moffitt Cancer Center asks if there can be more than one person 
from each center for the working groups 

1. Need to be careful about having too many people for scheduling 
2. Chris Moertel says this is the perfect situation to have a point person for 

each institution who is able to participate  
3. For the GENIE project, their scientific paper had a table with everyone 

who participated at the various sites, and we could do something similar 



for the authorship 
f. Data Sharing and Publication 

i. Similarly have a rep from each site  
 

Action Item: Select representative(s) for each working group (name, 
institution and expertise) by September 13th 

 
6. IRB Protocols 

a. We need to have a look at everyone’s IRB protocols for existing samples 
b. Not everyone’s institution uses Smart IRB (www.smartirb.org) 
c. We will revisit this issue on next call (Monday September 18th) and show a summary of 

what is covered by each site’s existing IRB protocol. 
 

7. Consortium Recruitment 
a. Should we wait to bring more people/institutions into the consortium? 

i. Chris Moertel from University of Minnesota suggests bringing in institution 
affiliates instead of new institutions 

1. He has affiliate relationships with Mayo Clinic and Children’s Hospital in 
St. Paul 

a. Idea is that Mayo Clinic samples would pass through own IRB, 
and in the future we can facilitate sending samples directly to 
Central MPNST Pathology team 

 
Attendees: 

1. Jesse Hart: Lifespan/Brown University 
2. Justin Jordan: Massachusetts General Hospital 
3. Jack Shern: National Cancer Institute 
4. Chris Moertel and Ashley Schempp: University of Minnesota 
5. Xia Wang: Moffitt Cancer Center 
6. Dave Viskochil: Huntsman Cancer Center 
7. Angie Hirbe: Washington University 
8. Rosa Nguyen: St. Jude Children’s Research Hospital 
9. Coordinating Center Team: David Miller, Katherine Piculell, and Sarah Berns: Boston Children’s 

Hospital 
 

http://www.smartirb.org/

