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History of PROMIS

• 2002 - NIH Roadmap for Medical Research in the 21st Century: 
goals were to improve the translation of new scientific discovery 
into tangible benefits for people; and propose a more efficient 
and productive system of research; three areas:

• New Pathways of Discovery – better toolbox; wider access
• Research Teams of the Future – new partnerships; high risk/payoff
• Re-engineering the Clinical Research Enterprise – more systematic 

infrastructure to accelerate and strengthen process

• 2004 – NIH multi-center cooperative group- PROMIS (Patient 
Reported Outcomes Measurement Information System)

• 6 primary research sites (PRS)
• Statistical Coordinating Center (SCC)

• Steering Committee (SC), Scientific Advisory Board (SAB) and 
Advisory Panel on Health Outcomes (APHO)

Med Care. 2007 May ; 45(5 Suppl 1): S3–S11



PROMIS Goals

• Build and validate common accessible item banks for 
measuring key symptoms and health status domains across a 
range of chronic conditions

• Use of Item Response Theory (IRT) methods to assess 
available items or those developed; develop “computerized 
adaptive testing” (CAT) allowing individualized application of 
surveys

• Stimulate and standardize clinical trials across topics and NIH 
agencies that deal with patient-reported outcomes (PROs)

• Improve health status measurement in chronic conditions

• Help individual clinicians measure patient responses to 
interventions and design subsequent modification of treatment 
plans



Initial Work – first 2 years

• Developed 3 initial key protocols:
• Domain Mapping – preliminary PROMIS framework rests on WHO physical, 

mental and social framework; subsequent iterative process led to current 
listing of domains and subdomains

• Archival Data Analysis – reviewed large datasets with PROs and subjected 
them to IRT analysis to inform ultimate item choices then presented to domain 
working groups

• Qualitative Item Review (QIR) – further review of items selected

• Developed the PROMIS Item Library – extensive database of PROs
• 10,000 items (7K of which related to initial 5 subdomains)

• “binning and winnowing”; characteristics: context/stem/response options/time 
frame/origin

• Focus groups across diseases to check framework; patient groups to check 
cognitive qualities (e.g. clarity, readability) 

• Chose 5 subdomains for item bank construction:

• physical functioning, fatigue, pain, emotional distress and social role 
participation



Domain Groups Drive Process of Item Development

• Domain groups – combine domain-specific content 

expertise with input from archival data to create initial item 

pools

• SCC coordinates initial input from domain content experts, 

domain mappers, PRS psychometricians, qualitative 

reviewers

• Iterative 6-step process with additional analyses produces 

the final set of items for field testing

• identification of existing items, item classification and selection, 

item review and revision, focus group input on domain coverage, 

cognitive interviews with individual items, and final revision before 

field testing











The First 5 Subdomains

• Physical Functioning - physical ability to carry out activities of daily  

living to more vigorous activities

• Fatigue - overwhelming, debilitating, sustained sense of exhaustion that 

interferes with daily activities

• Pain - sensory and emotional

• Emotional Distress
• Depression

• Anxiety 
• Anger

• Social Health
• Social function (involvement and satisfaction)
• Social support (both quantitative and qualitative)

PLUS Global Health
• Summaries of above 5
• General health perceptions



Version 1.0 Item Banks - 2008

Domain Item Bank Short Form 

# of Items # of Items 

Emotional Distress – Anger 29 8 

Emotional Distress – Anxiety 29 7 

Emotional Distress – Depression 28 8 

Fatigue 95 7 

Pain – Behavior 39 7 

Pain – Impact 41 6

Physical Function 125 10 

Satisfaction with Discretionary 12 7 

Social Activities 

Satisfaction with Social Roles 14 7 

Sleep Disturbance 27 8 

Wake Disturbance 16 8 

Global Health — 10 



Current Instruments Available

• Adult Short Forms 90

• Adult Item Banks 14

• Adult Profiles 6

• Global Health 1

• Pediatric Short Forms  9

• Pediatric Item Banks 8

• Pediatric Profiles 6

• Parent Proxy Item Banks 8

• Parent Proxy Short Forms 9

PLUS Spanish Language instruments













What Is the Assessment Center? 

• Assessment Center is a free, online research management tool. It enables 
researchers to create study-specific websites for capturing participant data 
securely. Studies can include measures within the Assessment Center 
library as well as custom instruments created or entered by the 
researcher. PROMIS instruments (short forms, CATs, profiles) are a 
central feature of the instrument library within Assessment Center. Any 
PROMIS measure can be downloaded for administration on paper or be 
included in an online study. Detailed statistical information and 
development history about PROMIS items and instruments is available for 
review. 

• Assessment Center enables customization of item or instruments (e.g., 
format, randomization, skip patterns), real-time scoring of CATs, storage of 
protected health information in a separate, secure database, automated 
accrual reports, real-time data export, graphing of individual PROMIS CAT 
or Profile scores, and ability to capture endorsement of online consent 
forms among many other features.

From AssessmentCenter_Manual.pdf



PROMIS Resources/References

• Assessment Center:
• http://www.assessmentcenter.net/

• Assessment Center User Manual:
• http://www.assessmentcenter.net/ac1/AssessmentCenter_Manual.pdf

• CAT demonstration:
• https://www.assessmentcenter.net/ac1/Default.aspx?SID=DD7EBF2C-7F6D-

4FFD-9953-94CBEA8169D3

• Publications:
• http://www.nihpromis.org/science/publicationsyears

• Presentations:
• http://www.nihpromis.org/science/presentations

• References:
• Med Care. 2007 May ; 45(5 Suppl 1): S3–S11.

• J Clin Epidemiol. 2010 November ; 63(11): 1179–1194.

• The Patient Reported Outcomes Measurement Information System (PROMIS): A Walk Through 
the First Four Years.  PROMIS website.
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http://www.assessmentcenter.net/ac1/AssessmentCenter_Manual.pdf
https://www.assessmentcenter.net/ac1/Default.aspx?SID=DD7EBF2C-7F6D-4FFD-9953-94CBEA8169D3
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http://www.nihpromis.org/science/presentations

