
Executive Summary

I. Purpose
On April 8, 2011 over 60 participants with an interest in 
comparative effectiveness research, including key stakeholders 
from clinical, health system, employers and payer, policy, patient, 
consumer, scientific, and technical (informatics) perspectives 
(herein referred to as ‘stakeholders’) assembled for the first 
annual EDM Forum Stakeholder Symposium in Washington, 
DC. These stakeholders gathered to learn about the work of the 
EDM Forum and the participating research projects, engaging 
in a rich dialogue focused on developing infrastructure and 
conducting comparative effectiveness research (CER) using 
prospective electronic clinical data. All stakeholders were 
provided with the opportunity to identify and recommend 
priority topics and activities for the EDM Forum.

II. Introduction and Charge
Lisa Simpson, President and CEO of AcademyHealth, opened 
the meeting with introductory remarks.  The context for the 
event and charge for the day were provided by Yen-Pin Chiang 
from the Center for Outcomes and Evidence at AHRQ and 
EDM Forum Steering Committee Chair Ned Calonge, from The 
Colorado Trust.

The following points were raised in the opening presentations:

•  The Stakeholder Symposium represents a unique opportunity  
to receive input from a diverse group of stakeholders who are 
interested in the potential of electronic data to advance the 
science base for practice.

Great pains have been taken to capture real time clinical 
data in electronic health records – in part to fill the gaps for 
comparative effectiveness. Now, we have the opportunity  
to move beyond collecting clinical data to harnessing clinical 
information that can be used to move practice forward.  
                            – Ned Calonge, EDM Forum Steering Committee Chair

•  By design, the EDM Forum and the participating research 
projects can act as a catalyst to link different efforts at many 
levels, funded by AHRQ and other agencies, to pioneer the work 
in research using electronic clinical data.

• Engaging a large spectrum of stakeholders provides the       
opportunity to learn from a variety of perspectives that will 
facilitate more rapid and thoughtful progress on these efforts.

•  The Symposium will help generate topics that can result in 
commissioned papers, webinars, issue briefs and other products 
that can move the science and infrastructure forward.

III. Expert Presentations
Over the course of the day an additional five panels  
featured sixteen presentations from experts in the field. 
Each provided unique perspectives on the conduct and 
implementation of CER using prospective electronic clinical 
data. Breakout groups focused on a set of topics related to 
analytic methods, clinical informatics, and data governance.  
A selection of these presentations are available to the public  
at www.edm-forum.org.
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IV. Priority Issues and Topics
Participants were assigned to small discussion groups and asked 
to share their perspectives and priorities for the EDM Forum 
as the project addresses gaps in information and/or resources. 
Participants shared the issues they felt were most pressing to build 
a learning healthcare system that effectively leverages electronic 
health information for CER.

The following list outlines the needs/issues that were most frequently 
mentioned across the discussion groups.

•  Eliminate silos between clinical practice and research when 
developing infrastructure for collecting and using data.

•  Develop reusable tools, models, and infrastructure that are 
sustainable and scalable.

•  Ensure privacy, confidentiality, and adherence to HIPAA
 regulation while minimizing barriers to research.

•  Develop standards for patient data collection to ensure relevant 
research end points and useful medical information.

•  Ensure openness of resources, materials, and research, and 
disseminate this information to a broad audience of stakeholders. 
Translate research into practice in a meaningful way for 
researchers, stakeholders, patients, etc.

•  Identify methods for integrating patient-level data from diverse 
sources, including patient-reported outcomes and longitudinal 
data in a way that protects privacy and engages the patient in the 
research.

•  Develop, use, and refine robust analytic methods for CER that are 
appropriate for the available electronic data.

•  Develop new and better approaches to extract clinical 
information from free text, clinical notes, etc.

•  Incorporate metadata and providence of data into medical 
records (i.e., where it was captured and context).

•  Assess bias in the way data are collected by different vendors and 
the effects on research.

•  Discuss approaches to standardizing data (how much to 
standardize v. how much not to standardize).

IV. Recommended Products and Activities
In all of the sessions, participants were asked to consider suggestions 
for products and activities that address the issues and challenges raised 
in the Symposium discussions. The recommended products and 
activities identified for the EDM Forum to undertake in response to 
the sessions, presentations, and discussions throughout the day are 
summarized below.

Written Products

•  Issue brief designed to inform IRB deliberations regarding the use 
of data for secondary purposes.

•  Papers that articulate the differential privacy and security issues for 
quality improvement relative to other forms of research.

•  De-identification

-  Issue brief on the risks, the strategies, the protections, and the 
problems with de-identification

-  A commissioned paper on what de-identification could look like 
in terms of trusted relationships

•  A paper delineating the properties of CER that dictate the 
structure for data sharing and data usage; taxonomy of CER.

•  A paper focused on HIPAA and its impact on protection and 
research.

•  An issue brief relaying the importance to engage patient and 
consumer stakeholders in the design of research and development 
of the infrastructure for comparative effectiveness research.

•  An issue brief soliciting recommendations from patient stakeholders 
for advocacy solutions and addressing policy issues surrounding 
collecting, using, and disseminating patient reported outcomes.

•  A paper on clinical informatics that considers approaches to 
knowledge representation and curation that may be useful for CER.

•  Web-based resources to enhance transparency, information 
exchange, and collaboration (e.g. sharing programming code, 
approaches to developing cohorts, etc.).

Dissemination & Meetings

•  Share information and initiate discussion forums on the EDM 
Forum website to encourage participation and dialogue (including 
the opportunity for stakeholders to share additional resources and 
information).

•  A series of webinars which would serve to inform and achieve a 
level playing field around IRB guidelines.

•  Facilitate further dialogue on:

-  IRB approval for multi-site research networks

-  Data standardization

-  Data quality/cleaning

-  Common data models

-  Metadata

-  Knowledge representation issues

-  Curating models or classification tools that might come out  
of various projects
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Collaborations & Outreach

•	 Engaging the PCORI Methodology Committee in their process 
for developing standards for patient-centered outcomes research 
to translate the EDM Forum stakeholder recommendations.

Next Steps:

•  Summary information from the Stakeholder Symposium will 
be reviewed by the Steering Committee to prioritize topics 
and recommendations for the EDM Forum activities moving 
forward.

•  Invite external experts (amongst the stakeholders) to participate 
in the Steering Committee to broaden the perspectives directly 
communicating with the EDM Forum.

•  Use the EDM Forum public website or “community portal” 
(www.edm-forum.org) to solicit input from a broad audience 
of stakeholders with respect to the perspectives/experts to 
engage, as well as opportunities, challenges, and areas of 
emphasis for the EDM Forum to address. Over time the website 
will include:

-  Request for comments and input on specific topics

-  Issue briefs

-  White papers

-  Suggested reading

-  Opportunities for information exchange through online           
discussions

-  A calendar of events

-  Other resources and links

•  Open a call for commissioned papers and issue briefs (some 
developed out emerging topics from meetings and events). 
These should be published to bring issues within the EDM 
Forum to a wider audience.

•  Plan webinar series or other means of information sharing to 
continue a dialogue with the community of stakeholders.

About AcademyHealth
AcademyHealth represents a broad community of people with 
an interest in and passion for using health services research 
to improve health care. We promote interaction across the 
health research and policy arenas by bringing together a broad 
spectrum of players to share their perspectives, learn from each 
other, and strengthen their working relationships.
 

About EDM Forum
The Electronic Data Methods (EDM) Forum is a three- year 
grant from the Agency for Healthcare Research and Quality 
(AHRQ) to facilitate learning and foster collaboration among 
eleven research projects focused on building infrastructure 
for comparative effectiveness research (CER) with prospective 
electronic clinical data. The Forum works with these projects 
and key stakeholders – including patients, providers, and 
others – to explore important scientific, organizational, clinical, 
technical, and data governance challenges that are critical 
to address in order to accelerate progress toward a learning 
healthcare system.
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