
 

 

 

 

July 8, 2011 

 

Scientific Resource Center, Oregon EPC 

Mail code: BICC 

3181 S.W. Sam Jackson Park Road 

Portland, Oregon 97239-3098 

 

Re: Methods Future Research Needs Report: Engaging Stakeholders to Identify 

and Prioritize Future Research Needs 

 

To Whom It May Concern: 

 

The National Health Council (NHC) appreciates the opportunity to submit 

comments on the report on Engaging Stakeholders to Identify and Prioritize 

Future Research Needs as part of the Agency for Healthcare Research and 

Quality (AHRQ) Effective Health Care (EHC) Program’s Future Research 

Needs – Methods Research Series. We commend the agency for striving to 

create a more patient-centered research agenda and for recognizing the 

importance of incorporating stakeholder input in the identification and 

prioritization of future research.  

 

The NHC is the only organization of its kind that brings together all segments of 

the health care community to provide a unified voice for the more than 133 

million people with chronic diseases and disabilities and their family caregivers. 

Made up of more than 100 national health-related organizations and businesses, 

its core membership includes approximately 50 of the nation’s leading patient 

advocacy groups, which control its governance. Other members include 

professional societies and membership associations, nonprofit organizations 

with an interest in health, and major pharmaceutical, medical device, 

biotechnology, and insurance companies.  

 

The NHC would like to provide comments on two aspects of the final report: 

 

1) Definitions of Stakeholder Groups 

 

Throughout its research, the investigators of the report found that the definition 

and categorization of “stakeholders” were inconsistent or unclear. For the 

purposes of the report, the researchers developed operational definitions of 

stakeholders and consolidated the general public, patients, and caregivers under 

a category named “Consumer.”  
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The NHC believes a clear distinction must be made between a general health care consumer and 

a patient and family caregiver. 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. Patients need a health care that meets their unique personal needs.  

 

Because of these important differences, the NHC believes patients and consumers may lend 

contrasting perspectives on how future research is prioritized. As such, we believe these two 

stakeholder groups should be categorized separately.  

 

2) Stakeholder Orientation  

 

According to the report, interviews with key informants representing academic institutions, 

practice-based research networks, nonprofit organizations, and other organizations devoted to 

health care issues revealed that it takes a substantial amount of time to engage patients and 

consumers, as they may be unfamiliar with the intricacies of the research process. We are 

deeply concerned that some key informants reported that this causes them to de-emphasize 

consumer and patient engagement in their research prioritization processes.  

 

To address this issue, the NHC believes it is imperative that tools be developed to enable 

patients to participate. We have learned over the years of conducting patient focus groups that 

deliberative learning approaches are effective in engaging patients and their family caregivers in 

a meaningful way in research activities and should be explored. We believe providing patient 

participants with training on the technical aspects of the research process, for example, can be a 

significant step in facilitating meaningful engagement by the patient community.  

 

The NHC appreciates the opportunity to share our comments. Please do not hesitate to contact 

Eric Gascho, our Associate Director of Government Affairs, if you or your staff would like to 

discuss these issues in greater detail. He is reachable by phone at 202-973-0545 or via e-mail at 

egascho@nhcouncil.org.   

 

Sincerely,  

 

 

Myrl Weinberg, FASAE, CAE 

President  


