NIH Roadmap

Re-Engineering the Clinical Research Enterprise
Background

The National Center for Research Resources (NCRR) is playing a greater role in the NIH Roadmap Initiatives for the Clinical Research Networks & National Electronics Clinical Trials and Research Network (NECTAR).  These initiatives explore the feasibility of expanding and integrating the clinical research networks that serve academic centers and community-based health care providers.  Implementing these goals will require new ways to acquire and organize clinical research information, new standards for clinical research protocols and educating the clinical research workforce in modern information technology.
http://nihroadmap.nih.gov/clinicalresearch/overview-networks.asp
Summary

The 12 NECTAR network feasibility projects underway address a range of medical disciplines (cardiology, cancer, critical care, psychiatry, transplantation) in differing environments using varied information systems and informatics tools. A controlled vocabulary is the foundation for the standards that are essential for these tools.  Examples include defining common data elements and vocabularies for clinical research in cardiology and tuberculosis. A third program looks at the integration of primary physicians and their practice populations into the existing clinical research enterprise through the development of Open Source Grid Architecture (OSGA) web services to provide secure HIPPA compliant remote data querying at widely distributed data sites. These projects should help enable development of interoperability with clinical trials databanks in national clinical research networks. 

Conclusions

Information from the Clinical Research Networks and National Electronics Clinical Trials and Research Network (NECTAR) Initiative, derived from the feasibility studies, will bring about better integration of clinical research networks at academic centers and community-based health care providers.
Inventory and Evaluation of Clinical Research Networks (IECRN)

Background

The NIH Roadmap funded the Inventory and Evaluation of Clinical Research Networks (IECRN) as part of NECTAR in 2004. The project aims to: 1) identify a broad range of clinical research networks and provide a web-based clinical research network inventory database for researchers to identify and collaborate with other clinical research networks; 2) describe and assess network practices; 3) identify and examine clinical research network practices that allow achievement of their goals through operating efficiently, promoting successful interactions within the network and with other networks; and 4) conduct a National Leadership Forum for researchers to discuss the study findings.

Summary

Recent progress includes adding 229 clinical research networks to the IECRN Web Inventory web site (http://www.clinicalresearchnetworks.org/summaries.asp).  Preliminary findings at 221 of these show that many were established in the last six years; a majority are government funded; about half serve group or individual practices, with the newer networks were more likely to study minorities or underserved or rural populations. 
Conclusions

The National Leadership Forum on May 31-June 1, 2006 (http://www.clinicalresearchnetworks.org/forum.asp)

will engage clinical research network leaders in building a common framework for dialogue on the NIH Roadmap initiative, present candidate “best practices”, support cross-network exchange in the clinical research networks and provide a springboard to ongoing dissemination of information and practice models to the clinical research network community. Dr. Elias Zerhouni, NIH Director and Dr. David Brailer, National Coordinator for Health Information Technology are the keynote speakers. Sharing clinical research network information and best practices will open opportunities to address research questions across the NIH and the clinical research community.
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