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Abstract

Electronic collaborative environments have increasingly been
implemented in many academic and commercial organizations in
order to increase efficiency and more fully network individual
pockets of research and business. A collaborative effort between
the Center for Biomedical Informatics (CBMi) and Research
Information Systems at the Joseph Stokes, Jr. Research Institute at
the Children’s Hospital of Philadelphia has resulted in Share, a wiki-
based solution freely available to all Stokes-based researchers, their
collaborators, and research support staff. Extensive interactions
among the development team, key administrative offices, and early
adopters of a prototype have given rise to a comprehensive elec-
tronic collaborative system. Share features an industry-leading gov-
ernance model, innovative educational collateral, and the opportu-
nity for directed information exchange with researchers at other in-
stitutions.

This presentation provides an overview of the different ways in
which the tool is already being used at Stokes to advance both
clinical and basic research, along with a description of the extensive

governance infrastructure that has been developed. It also describes

an integrated learning environment that has been established to
support user adoption. Finally, it discusses the potential to develop
applications that can mine the resulting Stokes enterprise
collaborative network to further advance Stokes research and
business.

Provide a Knowledge Repository

» Projects Similar to AudGenDB

o dhGaP, a Database of Genome Wide Association Studies - MIHS
< WebMIRS - YWeb-hased Medical Information Retrieval S ystern MLME
o NIDDK Central Repository (Clinical Data, Genetic Samples, Biosam ples)®

» Hearing Loss
o NCHAME: Mewhorn Hearing & Infant Hearing - Early Hearing Detection and Intervention (EHDI) Resources and

o Avon Longitudinal Study of Parents and Children (ALSPACYR- UK study that includes mild and unilateral hearing loss

o Health Information Technology Site At HHS®

< Standards to Consider
CCCCCCC

< Secure Collaboration - Enterprise In a Flash®

e GrantMechanisms
o MIDCD Research Grants for Translating Basic Research into Clinical Tools for Hurnan Health (RO13
o NIDCD Research Grants for Translating Basic Research into Clinical Tools for Hurnan Health (R2172
< Cell Lineane and Developrnental Studies in Hearing and Balance (R01 e
< Cell Lineane and Developrnental Studies in Hearing and Balance (R e

= Articles, Papers and Other Reading
o Workshop Proceedings: Mational Waorkshop on Mild and Unilateral Hearing Loss®
o Yaeger et al., Qutcornes of Clinical Examination and Genetic Testing of 500 Individuals...® This is the paper that will he
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@ The DeCODE Proposal for an lcelandic Health Database® deCODE constructed the massive healthigenetics database

Administer within Depts/Labs

Collaborate Across Departments or Labs
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Governance

Multiple administrative office directors are involved with
establishing guidance for the underlying framework of Share:

*Policies
- Privacy and Compliance
- Appropriate Use
- Access

*Procedures
- Account administration
- Permission assignments

- Invitations for external researchers to view content
- Auditing for inappropriate or non-compliant posts

*Roles and Responsibilities
- Space Owners
- Space Administrators
- All Users

Training and Education

Future Applications

CBMi’s training modules provide a unique look into Share:

¢Innovative technical training
- 31 video/audio demonstrations available covering all aspects of

features in Share

- Each module is 1-3 mins in length
- Divided into Beginner, Intermediate and Advanced categories

*Network mining:
- The resulting network of associations between labs, departments
and other parts of the organization can be mined as a Research
Planning tool.

¢ Alignment with Intranet
- As both the intranet run on the same engine as Share
(i.e., Confluence), integration of the two systems will be possible at
multiple levels.

- One approx. 10-minute video/audio module covering governance

Enterprise-Wide Share:
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*Mandatory training
- Assessment
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A Developing Collaborative Network

*Each Dept, Lab, PI, Center, etc. gets a Space
*Each Space contains a series of Pages

*\iew or edit permissions are granted to individuals or groups for each space and page

¢|ndividuals can create accounts
GEt on Sha rE! *Department heads, Core Facility directors, Pl’s, and other organizational heads can request a Space for their lab or unit

Securely Provide Results or Data to Investigators

Example of a Single
Dept. or Lab Space

Entire Dept or Lab has Access to
Home Page, including any collaborators
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All participants can access All participants in the lab’s research can access

/ N\

Other specific research
project pages

/ \

Other Admin. Pages

Author Documents Through Collaboration

Participants in this
Can Access Research Project can access

Only Management

Track and Compare Manuscript Versions




