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Opportunity Snapshot 
The Patient-Centered Outcomes Research Institute (PCORI) is an independent, non-profit research 
organization. PCORI seeks to help people make informed healthcare decisions—and improve healthcare 
delivery and outcomes—by producing and promoting high-integrity, evidence-based information from 
research guided by patients, caregivers and the broader health care community.  

The Patient-Reported Outcomes Measurement Information System (PROMIS®) is a system of reliable 
and flexible measures of patient-reported health status developed over the course of the last decade 
with support from the National Institutes of Health. PROMIS® aims to provide clinicians and researchers 
access to efficient, precise, valid, and responsive patient-reported measures of health and wellbeing for 
adults and children. Patient-reported outcome measures play an essential role in patient-centered 
outcomes research and clinical care by bringing the direct experience of the patient into the 
understanding of the daily life effects of health conditions and their treatments.  

The purpose of this Request for Information is to gather input and perspectives to inform potential 
future funding of PROMIS®-related research by PCORI. 

 

 
Informational Webinar 
In relation to this RFI, PCORI will hold an informational webinar on Thursday, January 30, 2014, from 
12:00 p.m. to 1:00 p.m. (ET). The purpose of the webinar is to inform stakeholders about PROMIS® and 
about the kind of information PCORI is requesting through this RFI. During the webinar, invited panelists 
will provide background information about PROMIS®, and after those presentations, participants will 
have an opportunity to ask questions. Information about the upcoming webinar can be found at 
pcori.org/PROMISRFIWebinar. 
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Background 

About PCORI 
PCORI was authorized by the Patient Protection and Affordable Care Act of 2010 as a non-profit, 
nongovernmental organization and is charged with helping patients, clinicians, purchasers, and policy 
makers make better-informed health decisions by “advancing the quality and relevance of evidence 
about how to prevent, diagnose, treat, monitor, and manage diseases, disorders, and other health 
conditions.” It does this by producing and promoting high-integrity, evidence-based information that 
comes from research guided by patients, caregivers, and the broader healthcare community. 
 
PCORI is charged with producing useful, relevant clinical evidence through the support of new research 
and the analysis and synthesis of existing research. 
 
PCORI is committed to transparency and a rigorous stakeholder-driven process that emphasizes patient 
engagement. PCORI uses a variety of forums and public comment periods to obtain public input to 
enhance its work. 
 

About PROMIS® 
The patient perspective is central to health care decisions affecting prevention, diagnosis, and 
treatment. Patient-reported outcome (PRO) measures play an essential role in patient-centered 
outcomes research and clinical care because they bring the direct experience of the patient into the 
understanding of the daily life effects of health conditions and their treatments.  
 
In 2004, the Patient-Reported Outcomes Measurement Information System (PROMIS®) of the National 
Institutes of Health (NIH) was initiated to address the need for comprehensive tools that are 
individualized, brief, highly precise, and valid for comparisons across the age spectrum and among 
healthy individuals as well as individuals with different diseases or health conditions. PROMIS® was 
made possible through the NIH Common Fund, which provides limited term investments to address key 
roadblocks in biomedical research that impede basic scientific discovery and its translation into 
improved human health. 
 
PROMIS® aims to provide clinicians and researchers access to efficient, precise, valid, and responsive 
patient-reported measures of health and wellbeing for adults and children. By directly asking questions 
of patients, PROMIS® tools measure what patients can do and how they feel.  
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NIH-funded investigators and others have worked on three key tasks related to PROMIS®: 
 

• Develop and test banks of items measuring PROs across a variety of diseases; 
• Create a computerized adaptive testing (CAT) system for efficient and psychometrically robust 

PRO assessment; and 
• Create a publicly available and evolving measurement system that allows access to a common 

item repository and computerized administration. 
 
PROMIS® item banks enable researchers to select or design their own PROMIS® short form measures or 
to administer a questionnaire using CAT. The PROMIS® CAT tailors computerized questionnaires to the 
individual by selecting the most informative set of questions based on their responses to previously 
administered questions. CAT provides a precise measure of a patient’s health status with the fewest 
number of questions.  
 
PROMIS® short forms are a set of items that have been carefully selected from the item banks to 
enhance estimation of a patient’s health status. Researchers may design their own short forms by 
selecting items from the item banks.  
 
PROMIS® is currently the nation’s most comprehensive, standardized approach to measuring common 
symptoms and functional impairments from the perspective of the patient. It approaches health from a 
domain—rather than a disease—perspective, so that it is uniquely positioned to precisely measure PROs 
related to physical, mental, and social well-being across diseases that are both common and rare.  
 
To date, PROMIS® has released over 50 item banks and scales measuring, for example, pain, fatigue, 
depression, anxiety, sleep disturbance, physical function, social function, and sexual function. To 
facilitate ongoing development and adoption of PROMIS® item banks, there is a need for continued 
development and testing of PROMIS® methods as they relate to PCOR and comparative effectiveness 
research (CER). Additional information about PROMIS® can be found on the PROMIS® website at 
nihPROMIS.org. 
 
As a robust system of PRO measures, PROMIS® emphasizes the importance of the patient perspective in 
healthcare decision-making. Research on patient-centered measurement initiatives such as PROMIS® 
aligns with PCORI’s mission. PCORI is particularly interested in opportunities for the sustainability of 
PROMIS® as one system for patient-centered measurement useful for both research and clinical care.  
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Scope of Work 
Purpose 
The purpose of this RFI is to gather input and perspectives to inform potential future funding by PCORI 
of PROMIS®-related research. This information will assist PCORI as it considers establishing a research 
agenda related to PROMIS® and as PCORI plans for funding announcements to advance patient-centered 
measurement.  
 
PCORI is interested in gathering input from patients and other healthcare stakeholders about 
opportunities for future research related to PROMIS®, with an emphasis on research that can support 
PCOR and clinical CER. PCORI is requesting input and ideas from stakeholders who are or who can be 
impacted by PROMIS® measures. This includes patients, caregivers, clinicians, policy makers, and 
representatives of health systems, payers, drug and device regulators, and quality-performance 
organizations.  
 
Information Requested 

PCORI seeks information and suggestions about opportunities for supporting and/or expanding existing 
PROMIS® research areas and for new research areas incorporating PROMIS® measures. Among the areas 
of interest are: 
 

• Research gaps in patient-centered CER for which PROMIS® measures could contribute to 
outcomes assessment; 

• Opportunities to expand use of PROMIS® measures in clinical care, to include research on 
platforms amenable to clinical use of the measures; 

• Opportunities to evaluate performance of PROMIS® item banks across diverse clinical 
populations and settings; 

• Opportunities for development of new item banks within PROMIS® to aid evaluation of care 
quality and the patient experience of clinical care; 

• Opportunities to maintain or expand the PROMIS® infrastructure with a focus on models for 
sustainability; and 

• Opportunities for use of PROMIS® measures in regulatory approval for new drugs, devices, 
and diagnostics, including opportunities for measure qualification by the Food and Drug 
Administration. 
 

Recommendations for research areas to pursue related to these topics, as well as recommendations for 
other work, are welcome. 
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Submission Guidelines  
Responses must be submitted to PROMISRFI@pcori.org no later than 5:00 p.m. (ET) on February 12, 
2014. However, the deadline for submitting a response to the PROMIS RFI is extended to no later than 
5:00 p.m. (ET) on February 21, 2014. All responses must include the names of the author(s), 
organization affiliation(s) if any, contact email address(es), and phone number(s). Submitters may also 
include other relevant information about their affiliation or perspectives. Submitters should indicate if 
they would prefer not to be acknowledged by name on the PCORI website or in PCORI-sponsored 
events. Submitters may be contacted for additional information.  
 
Questions about this RFI should be submitted electronically to PROMISRFI@pcori.org.  
 
 
Additional Information 
 
Acknowledgement of Responses 
On its website, PCORI intends to acknowledge submitters who have not indicated in the submission 
response form that they would prefer not to be acknowledged by name. Consenting submitters may 
also be acknowledged in PCORI-sponsored events for the patient-centered outcomes research 
community.  
 
Conflict of Interest 
PCORI requires disclosure of any potential conflicts of interest. 
 
Disclaimer 
Response to this RFI is voluntary. PCORI does not intend to make any awards for funding based on 
responses to this RFI, to pay for the preparation of any information submitted to PCORI, or to pay for 
the use of such information. PCORI reserves the right to use information provided by submitters for any 
purpose deemed necessary and legally appropriate.  
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