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July 9, 2009 
 
Senate Committee on Finance 
219 Dirksen Senate Office Building 
Washington, DC 20510-6200 
 
Dear Senators Baucus and Conrad: 
 
On behalf of the more than 133 million Americans living with chronic diseases and disabilities, the 
National Health Council (NHC) takes this opportunity to thank you for your commitment to 
improving health care in this country. The Council and its approximately 115 member organizations 
share a common objective: improving the health of all people. Through communication, 
collaboration, and consensus, the NHC’s members – representing all segments of the health care 
community – work to achieve this important objective.   
 
The NHC is encouraged and excited by the opportunities to foster a more effective, safe, efficient, 
and affordable health care system. Investing in comparative effectiveness research (CER) is needed 
to better inform critical health care decisions by patients, family caregivers, and health professionals. 
NHC commends the significant step that the Patient-Centered Outcomes Research Act (S. 1213) 
makes in establishing a long-term framework for conducting CER that is focused on improving the 
evidence for treating individual patients. 
 
We thank the Committee for addressing the concerns of the patient community which were 
previously expressed in comment letters and meetings with Committee staff. We applaud the 
Committee’s work to ensure credible and objective research that adheres to superior scientific 
standards; promotes transparency and public input; and establishes patient safeguards. Though we 
still recommend some modifications to the legislation, we strongly believe that S. 1213 is the best path 
forward to improve patient value and enhance point-of-care decision-making through comparative effectiveness 
research. We urge members of the United States Senate to pass S. 1213 and consider the additional 
patient-centered modifications to S. 1213’s governance and use of research as described below.  
 
Structure/Governance: Guarantee that patients have a meaningful voice equivalent to other 
stakeholders on the Governance Board. We applaud the Committee’s commitment to a 
transparent process that allows for opportunities for public input. We are pleased to see a provision 
to provide support and resources to help patient and consumer representatives on the Governance 
Board and expert advisory panel to effectively participate in technical discussions regarding complex 
research topics. To further ensure that the perspective of patients is represented in the governance 
of CER, we believe a clear distinction between patient and consumer representatives must be made 
in the current proposal by inserting definitions for “patients” and “consumers.” While consumers 
move in and out of the health care system, patients, particularly those with chronic diseases and 
disabilities, interact with the health care system through every stage of their lives. Consumers seek 
healthier lifestyles; people with chronic conditions seek answers that will provide a chance for a 
more normal life, a possibility to live longer and feel better. They want health care that meets their 
unique personal needs. Accordingly, we recommend the Committee increase the number of patient 
and consumer representatives on the Governance Board to four and allocate two seats to 
representatives of patients and two seats to consumer representatives. 
 
Use of Research: Ensure that CER is useful for real-world decision making. We fully support the 
Committee’s efforts to establish rigorous methodological standards and a peer-review process to 
assess adherence to such standards. We are also encouraged by the Committee’s mandate to the 
methodology committee to assess the scientific integrity of comparative effectiveness research 
results. We believe this is an important first step to generating research useful for improving health 
care delivery.  
 
Alongside the development of standards on how to best conduct this research, we believe it is  
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vitally important to create standards on the usefulness of CER findings in decision-making. While the 
quality of the outcomes of CER are often discussed in terms of scientific rigor, the NHC believes that a 
dimension of CER that has not yet been addressed is the usefulness of CER at the point of care. 
Methodological standards provide guidance to researchers for how to produce high-quality research. In 
contrast, usefulness standards would help guide decision makers on the strength of research results, their 
place in the context of other existing evidence, and how the research results may inform real-world 
decisions. We are working on specific legislative language to achieve this objective which we intend to 
share with the Committee in the coming days. 
 
Ultimately, we applaud the Committee’s leadership on in this policy area. We believe S. 1213 is the best 
vehicle for moving comparative effectiveness research forward. We look forward to working with you 
throughout the legislative process to turn this legislation into law. Please do not hesitate to contact Kevin 
Cain, our Assistant Vice President for Government Affairs and Programs, if you or your staff would like to 
discuss these issues in greater detail. You may also reach me on my direct, private line at 202-973-0546 or 
via e-mail at mweinberg@nhcouncil.org. 
 
Sincerely, 

 
Myrl Weinberg, CAE 
President 

 


