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Highlights

» We originally launched nfdataportal.org in 2018, and have continued to develop and improve the platform

» The portal has helped support data reuse and new projects in the NF research community

» We have developed new features to help users better understand what is in the portal, and better explore
NF studies and data
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B (11.4%) Cincinnati Children's...
B (11.4%) Johns Hopkins Medical...
(9.1%) Indiana University

(32.1%) Not Assigned
B (30.2%) Plexiform Neurofibroma
(13.2%) Cutaneous Neurofibroma
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B (96.9%) Neurofibromatosis typ...
(3.1%) Multiple

B (62.5%) Completed
B (37.5%) Active

DATA CONTRIBUTOR SPOTLIGHT

Piotr Topilko
Director at Inserm, PhD / Inserm Sheila Mansouri

Elliott Robinson

) = _ _ = ™) Assistant Professor / Cincinnati
Topilko@synapse.org /[] sheila.mansouri@synapse.org ['] 3

View ORCID

. i/  jelliottrobinson@synapse.org D

Piotr TOPILKO is an internationally recognized | am an Assistant Professor in the Rasopathy
expert in the field of Schwann cells in Program in the Division of Experimental
development and pathology of the peripheral Hematology and Cancer Biology at Cincinnati

vous system (PNS). He belongs to the Children's Hospital Medical Center and the ; A Nerve Sheath Tumor Bank from Patients with NF1

STUDY

Institute of Biology (IBENS) of the Ecole Department of Pediatrics at the University of
Normale S upérieure in Paris and benefits from Cincinnati College of Medicine. My lab utilizes
allits d pI tf orms (g omics, imaging, advanced tools for functional circuit mapping Surgery is currently the only treatment option for patients with NF1 with symptomatic pI xiform neurofibromas (pNF).
bio f ormatics, mouse facilities and and novel systemic AAV vectors to understand Progress developing nonsurgical therapy for pNF has been limited by a number of factors including 1) the lack of cell cultur:
dm istr t n). Th ENS | ite, and treat cognitive deficits associated with based models of pNF, 2) a limited number of animal models of pNF, and 3) limited ac f estigators to prima rypNFt

; = ; ; from NF1 patients. Although progress is being made in the development and utilization of animal models and cell cultur:
models, the limited availability of primary patient tissue remains a gap. The goal of this project is to establish a biospecime
and xenograft bank from NF1 patients with pNF and malignant peripheral nerve sheath tumors (MPNST) and to increase
accessibility of these tissues to the research community.
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DISEASE FOCUS Neurofibromatosis type 1
MANIFESTATION Plexiform Neurofibroma, MPNST, Cutaneous Neurofibroma
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Figure 1. A selection of new NF Portal features. (A) The portal programs and goals module shows live counts of the types of portal content
- Initiatives, Studies, Files, Publications, and Tools. It also provides short descriptions of each of these categories of content. (B) The Data
Contributor Spotlight highlights Synapse accounts that have uploaded data to an NF Portal Study, and provides some information about
each contributor using the information they’ve provided in their profile. (C) The NF Grant Opportunities lists open grant opportunities
relevant to NF from our funding partners. (D) The Explore module has clickable pie-charts that allow people to easily figure out what types of
content exist in the portal, and filter for what they are looking for. (E) The new Study Details pages summarize important metadata and data
for each of the >100 NF Data Portal studies.

Introduction

The NF Open Science Initiative (NF-OSI) was

created to promote data sharing and open
science practices as core values

The NF Data Portal (www.nfdataportal.org) was

originally released in 2018

Goal: help the community share and discover

data from projects funded by CTF, NTAP, GFF,
and other funders.’

The portal has grown substantially, and now

lists 110 funded studies from 14 funding
mechanisms and six funding organizations, with
data contributions from more than 100
researchers.

NF Data Portal has been a key enabler of

data-driven research events such as the 2019
and 2020 NF Hackathons and a planned
DREAM Challenge

Portal features, documentation, and connected

tools have been substantially developed and
refined; here, we describe the major updates

New Homepage Features

“Portal Programs and Goals” (Figure 1A) shows

a live count of the:

o Initiatives (funding mechanisms and
consortia)

o Studies (individual research projects)

o Files (the data)

o Publications (publications from the portal
Studies)

o Tools (experimental and computational tools)

New Studies shows the three most recent

studies to have been listed on the portal

The Data Contributor Spotlight (Figure 1B)

highlights NF Data Portal contributors and their

profiles

The Grant Opportunities module (Figure 1C) lists

open grant opportunities from our funding

partners

A newsfeed highlights our blog with NF-relevant

open science news stories

Documentation Site

e \We've created a portal documentation site

(help.nf.synapse.org or click on the “Help” menu
at the NF Data Portal)

This site features articles that describe:

o The data contribution process

o How to upload data

o How to annotate data

o FAQs and more!

CHILDREN'’S,

Finding Data

e [he data portal has new tools for finding data,
studies, and other portal content

e Our “Explore™ module (Figure 1D) features
interactive and clickable pie charts that lets
users filter studies, data, and other content to
discover data that meets their criteria

e New icons (Figure 2)
show a high-level
summary of the types of & V ¢ % -
data available In a
particular study

Genomic Variants Data Available

Figure 2. Study data icons.

e Study Detall Pages (Figure 1E) highlight data
availability, access requirements,
acknowledgement statements, study
publications, tools generated by the study, data
uploaded, and related studies based on
clustering of the summary text.

Future Directions

e Current documentation is contribution-centric;
add additional documentation to help people
learn more about using the portal

e Continue developing new “hackathon projects”
module to list future hackathon projects

e Continue adding to the standardized NFE-OSI
metadata dictionary (see a missing term? Let us
know!)

e Coordinating a community Request for
Comments to better understand what types of
data must be shared

e Continue to add data shared by the community
(maybe yours?)
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http://www.nfdataportal.org
https://www.zotero.org/google-docs/?xp6JDP
http://nfdataportal.org/
https://docs.google.com/spreadsheets/d/1tHG_g-Z0FW1oXyHZz8ASbzyWWEzETwZTksk-eZv8eRg/edit?ouid=102245885805918728003&usp=sheets_home&ths=true
https://docs.google.com/spreadsheets/d/1tHG_g-Z0FW1oXyHZz8ASbzyWWEzETwZTksk-eZv8eRg/edit?ouid=102245885805918728003&usp=sheets_home&ths=true
https://help.nf.synapse.org/NFdocs

