
Prepared for 
The Office of the Assistant Secretary for Planning and Evaluation (ASPE) 

at the U.S. Department of Health and Human Services 
 

by  
NORC at the University of Chicago 

 

 
 

August 2023 

 

 

 
 
 
 
 
  
 

REPORT 
Assessing Outcomes Relevant for Patient-Centered 

Outcomes Research Among Adults Aged 18–64 with 
Disabilities and Federal Data Infrastructure 

Opportunities 
 

 
 

P R O J E C T  R E P O R T  



AUGUST 2023  FINAL REPORT   i 

 
OFFICE OF THE ASSISTANT SECRETARY FOR PLANNING AND EVALUATION 

The Assistant Secretary for Planning and Evaluation (ASPE) advises the Secretary of the U.S. Department 
of Health and Human Services (HHS) on policy development in health, disability, human services, data, 
and science; and provides advice and analysis on economic policy. ASPE leads special initiatives; 
coordinates the Department's evaluation, research, and demonstration activities; and manages cross-
Department planning activities such as strategic planning, legislative planning, and review of regulations. 
Integral to this role, ASPE conducts research and evaluation studies; develops policy analyses; and 
estimates the cost and benefits of policy alternatives under consideration by the Department or 
Congress. 

THE OFFICE OF HEALTH POLICY 
The Office of Health Policy (HP) provides a cross-cutting policy perspective that bridges Departmental 
programs, public and private sector activities, and the research community, in order to develop, analyze, 
coordinate and provide leadership on health policy issues for the Secretary. HP carries out this mission by 
conducting policy, economic and budget analyses, assisting in the development and review of regulations, 
assisting in the development and formulation of budgets and legislation, and assisting in survey design 
efforts, as well as conducting and coordinating research, evaluation, and information dissemination on 
issues relating to health policy. 

THE OFFICE OF BEHAVIORAL HEALTH, DISABILITY, AND AGING POLICY 
The Office of Behavioral Health, Disability, and Aging Policy (BHDAP) focuses on policies and programs 
that support the independence, productivity, health and well-being, and long-term care needs of people 
with disabilities, older adults, and people with mental and substance use disorders. The Division of 
Disability and Aging Policy, within BHDAP, is responsible for policy and data development, coordination, 
research and evaluation of policies and programs focused on the functioning and well-being of persons 
with disabilities and older adults. The Division is the focal point for cross-cutting disability and aging 
collaboration within the Department and across other federal agencies. Alzheimer’s disease and related 
dementias and intellectual and developmental disabilities, including autism spectrum disorder, are 
notable areas of engagement and expertise. 

OFFICE OF THE SECRETARY – PATIENT-CENTERED OUTCOMES RESEARCH TRUST FUND 
The Office of the Secretary Patient-Centered Outcomes Research Trust Fund (OS-PCORTF) was 
established as part of the 2010 Patient Protection and Affordable Care Act and is charged to build data 
capacity for patient-centered outcomes research. Coordinated by ASPE on behalf of the Department, OS-
PCORTF has funded a rich portfolio of projects to meet emerging U.S. Department of Health and Human 
Services policy priorities and fill gaps in data infrastructure to enhance capabilities to collect, link, and 
analyze data for patient-centered outcomes research. For more information, visit 
https://aspe.hhs.gov/collaborations-committees-advisory-groups/os-pcortf 

This report was funded by the Office of the Secretary Patient-Centered Outcomes Research Trust Fund (OS-
PCORTF) under Contract Number HHSP233201500048II of the HHS Office of the Assistant Secretary for 
Planning and Evaluation (ASPE). The work was carried out by NORC at the University of Chicago and ASPE. 
The authors are solely responsible for this document’s contents, findings, and conclusions, which do not 

https://aspe.hhs.gov/collaborations-committees-advisory-groups/os-pcortf


AUGUST 2023 FINAL REPORT   ii 

necessarily represent the views of HHS, ASPE, or NORC. Readers should not interpret any statement in this 
product as an official position of ASPE or of HHS. 

Suggested Citation: Srinivasan, M., Jiménez, F., Shah, A., Kane, R., Karimi, M., and Dullabh, P. Assessing 
Outcomes Relevant for Patient-Centered Outcomes Research Among Adults Aged 18–64 with Disabilities 
and Federal Data Infrastructure Opportunities. Office of the Assistant Secretary for Planning and 
Evaluation, U.S. Department of Health and Human Services. August 2023. 

  



AUGUST 2023 FINAL REPORT   iii 

CONTRIBUTING AUTHORS 
Mithuna Srinivasan, PhD, Principal Research Scientist, NORC 
Frances Jiménez, MPH, Senior Research Associate II, NORC 
Avantika Shah, MPH, Research Scientist, NORC 
Rachel Kane, BS, Senior Research Associate I, NORC 
Madjid Karimi, PhD, CPH, Health Science Analyst, ASPE 
Prashila Dullabh, MD, Vice President and Senior Fellow, NORC 

PROJECT OFFICERS AND PROJECT LEADERSHIP 
Sara Wei (ASPE)  
Susan Lumsden (ASPE) 
Madjid Karimi (ASPE) 
William Marton (ASPE) 
Prashila Dullabh (NORC) 
Rina Dhopeshwarkar (NORC) 
Mithuna Srinivasan (NORC) 

 
  



AUGUST 2023 FINAL REPORT   iv 

Table of Contents 
 

Executive Summary ............................................................................................................................1 

Introduction ......................................................................................................................................2 

Methods ............................................................................................................................................3 

Findings .............................................................................................................................................4 

PCOR-Relevant Outcome Domains Salient for Adults with Disabilities .................................................... 4 

Gaps in PCOR-Relevant Outcome Measures and Measurement Approaches for Adults with 
Disabilities ............................................................................................................................................... 10 

Discussion ........................................................................................................................................ 13 

Development and Use of Data Standards to Facilitate Measure Standardization and 
Harmonization across Data Sources ....................................................................................................... 13 

Improvements to Data Collection Systems and Linkages to Produce More Comprehensive 
Outcomes Data to Support Rigorous PCOR ............................................................................................ 13 

Current OS-PCORTF Projects Aimed at Advancing Data Capacity for ID/DD PCOR ................................ 15 

Limitations of This Study ......................................................................................................................... 15 

Conclusion ....................................................................................................................................... 16 

Appendix A. Additional Detail on Methods ....................................................................................... 17 

Appendix B. Outcome Domain and Outcome Measure Source Crosswalk .......................................... 20 

Appendix C. Glossary of Acronyms ................................................................................................... 22 

References ....................................................................................................................................... 24 

 

Table of Exhibits 
 
Exhibit 1. Article Selection Process ......................................................................................................4 

Exhibit 2. PCOR-Relevant Outcome Domains, Example Measures, and Example Data Sources for  
Adults with Disabilities .......................................................................................................................8 

Exhibit 3. Gaps in PCOR-Relevant Outcomes for Adults with Disabilities............................................. 10 

Exhibit A1. Search Terms .................................................................................................................. 17 

Exhibit A2. Environmental Scan Inclusion and Exclusion Criteria ........................................................ 17 

Exhibit A3. Peer-Reviewed Literature Searches Conducted ................................................................. 18 

 
 



AUGUST 2023  FINAL REPORT 1 

Executive Summary 
Background. This review identifies individual-level measures for conducting patient-centered outcomes 
research (PCOR) relevant to adults with disabilities, aged 18–64 years. The review assesses gaps in the 
outcome measures that can inform opportunities and priorities to enhance the related federal data 
infrastructure (that is, expanding national data collection programs, tools, or existing measures to 
systematically measure and track outcomes important to individuals with disabilities, through 
standardized data capture, data linkage, and measure development). Our work builds on prior ASPE 
reports that describe: (1) the current landscape of available federal data, and (2) data infrastructure 
available for conducting PCOR related to people with intellectual and development disabilities (ID/DD). 
The current review is not limited to individuals with ID/DD, since most outcome measures are relevant 
for many types of disability. 

Objective of the Study. To facilitate PCOR on individual-level outcomes of adults with disabilities, aged 
18–64 years, by reviewing the literature on the outcomes as well as related data considerations. 

Methods. We performed a targeted web-based environmental scan of peer-reviewed and gray 
literature to identify articles that describe outcome measures potentially suitable for PCOR among 
adults with disabilities aged 18–64. First, we searched PubMed and Google Scholar for PCOR scientific 
and gray literature using pre-specified search terms. We identified additional gray literature by 
searching selected agency websites under the U.S. Department of Health and Human Services and the 
websites of other organizations contributing to PCOR measure development or validation. Second, we 
performed a two-step article screening process that involved a title/abstract review, followed by full-
text screening of the retained articles according to pre-specified inclusion/exclusion criteria. Finally, we 
conducted backward searching of the references of included articles, to include any additional relevant 
articles. Information from included articles was abstracted into a spreadsheet inventory. We identified a 
total of 43 articles (33 peer-reviewed and 10 gray literature) that described potential person-centered 
outcome measures for the population of interest. 

Results. We identified six broad outcome domains relevant to PCOR for adults with disabilities from 
prior research, including: (1) social and community engagement; (2) choice and control; (3) employment 
and self-sufficiency; (4) privacy, rights, and human security; (5) health-related social needs; and (6) 
health and wellbeing. We identified 32 sources of measures across the domains that included 
standardized tools/instruments, routinely fielded surveys, and administrative datasets. Four data tools 
(Personal Outcomes Measures, the National Core Indicators-Intellectual and Development Disabilities 
Survey, the National Core Indicators Aging and Disability Survey, and the Consumer Assessment of 
Healthcare Providers and Systems Home and Community-Based Survey) included at least one measure 
within each domain. 

Conclusion. A wide range of outcome measures and data sources relevant to PCOR for adults with 
disabilities currently exist; however, important gaps remain. Gaps include: (1) a shortage of standardized 
measures (and standardized data collection tools); (2) methodological concerns about the reliability and 
validity of existing measures; (3) infrequent inclusion of personal preferences in outcome measures; and 
(4) a general lack of capture for multiple outcome domains in existing data sources. Federal interagency 
collaborations can play an important role in enhancing the available data infrastructure by facilitating 
longitudinal data linkages and outcomes assessment across a person’s lifespan.   

https://www.c-q-l.org/tools/personal-outcome-measures/
https://idd.nationalcoreindicators.org/
https://idd.nationalcoreindicators.org/
https://nci-ad.org/
https://www.medicaid.gov/medicaid/quality-of-care/quality-of-care-performance-measurement/cahps-home-and-community-based-services-survey/index.html
https://www.medicaid.gov/medicaid/quality-of-care/quality-of-care-performance-measurement/cahps-home-and-community-based-services-survey/index.html
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Introduction 
Since 2010, the Office of the Assistant Secretary for Planning and Evaluation (ASPE) has managed the 
Office of the Secretary’s Patient-Centered Outcomes Research Trust Fund (OS-PCORTF) on behalf of the 
United States (U.S.) Department of Health and Human Services (HHS). The OS-PCORTF aims to 
strengthen capacity for the collection, linkage, and analysis of high-quality data for conducting rigorous 
patient-centered outcomes research (PCOR). In 2019, Congress reauthorized the OS-PCORTF for 10 
additional years and identified improving health for individuals with intellectual and developmental 
disabilities (ID/DD) as a priority area.1 

Under the ID/DD PCOR priority area, ASPE published two reports (in 20212 and 20223) to identify 
opportunities to advance data infrastructure that enables PCOR for people with ID/DD. The first report 
reviewed the current landscape of federal data available to advance PCOR that addresses the needs of 
the ID/DD population and identified 23 short- and long-term opportunities to build data capacity in the 
field. The second report built on the first report’s findings by collecting input from a wide range of 
stakeholders to prioritize the short-term opportunities previously identified and noting corresponding 
activities for OS-PCORTF to pursue. In the second report, an identified priority was to improve the 
capture and collection of standardized person-centered outcome measures important to people with 
ID/DD. Stakeholders described four domains in which standardization, improved linkage, and measure 
development are especially needed: (1) abuse, neglect, harm, and exploitation; (2) justice involvement; 
(3) quality of life and wellbeing; and (4) employment and self-sufficiency. Our report extends ASPE’s 
work further by comprehensively exploring outcome domains deemed important to adults aged 18-64 
with disabilities, as well as identifying gaps in outcome measures. The results of our environmental scan 
are intended to inform ASPE’s data infrastructure development strategy that enables PCOR for the 
population with disabilities. 

Patient-centered outcome measures have been defined as outcome measures that “matter most to 
individual patients in their day-to-day lives”;4,5 that “represent how patients feel, or function, or how 
they view their [quality of life] QOL”; and that are “ideally designed and chosen with patient 
engagement to ensure they reflect and encompass patients’ priorities, preferences, beliefs, values, 
hopes, and needs.”4 However, our use of the term PCOR extends beyond conceptualizing an individual 
solely as a patient—as people with disabilities often have lifelong habilitative support to facilitate 
community, social, and employment integration that goes beyond the clinical supports of persons 
referred to as patients.6,7 In this report, we explore measures that might prove to be relevant to PCOR 
that encompasses the whole person; that is, individual-level measures that might be relevant for 
person-centered care, that embody people as unique individuals with their own desires, needs, and 
preferences and that recognize the impact of “social, mental, emotional, and spiritual needs.”6 Person-
centered outcome measures are based on the belief that “the person has the great understanding of 
themselves” and for this reason assess whether “the individual’s desired outcomes and personal needs” 
are met.8 Such measures capture “value-based”9 outcomes defined by the individual as important to 
achieving their own goals.8 

Building on the findings from ASPE’s two prior reports,2,3 this report summarizes the results from an 
environmental scan that identified: (1) outcome measures potentially relevant to answer PCOR 
questions about the needs of adults with disabilities aged 18–64 (adults with disabilities); and (2) gaps in 
these measures that can inform opportunities and priorities to enhance the standardization, linkage, 

https://collections.nlm.nih.gov/catalog/nlm:nlmuid-9918367687806676-pdf
https://aspe.hhs.gov/sites/default/files/documents/dab8370bf95a35d678e6968de86f9ecd/idd-opportunities.pdf
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and collection of related data at the federal level. Our report focuses more broadly than on ID/DD alone, 
as most individual-level outcome measures are relevant to many types of disabilities. 

The environmental scan explored three overarching key questions: 

 What available individual-level outcome measures could advance PCOR for adults with 
disabilities; are standardized (that is, could be operationally defined consistently across studies 
and settings or estimated from data that could be collected using standardized instruments); 
and are used to track outcomes longitudinally (from the point of care through the person’s 
lifespan)? 

 What are the current gaps in individual-level outcome measures for PCOR among adults with 
disabilities? 

 What gaps in the federal data infrastructure (for example, standardized data collection, data 
linkages, and measure development) need to be addressed to advance PCOR for this 
population? 

Methods 
We performed a targeted web-based scan of peer-reviewed and gray literature to identify PCOR articles 
that: (1) describe individual-level outcome measures important to understand the health and wellbeing 
of adults with disabilities; and (2) identify federal data infrastructure issues. First, we used pre-specified 
search terms to search PubMed and Google Scholar for PCOR studies. Gray literature was identified by 
searching select HHS agency websites—including the Administration for Community Living (ACL), Office 
of the National Coordinator for Health Information Technology (ONC), National Institutes of Health 
(NIH), Agency for Healthcare Research and Quality (AHRQ), Centers for Medicare & Medicaid Services 
(CMS), and the Centers for Disease Control and Prevention (CDC). We also searched the websites of 
select federal agencies and other organizations that contribute to PCOR measure development or 
validation—including National Core Indicators® (NCI); National Committee for Quality Assurance 
(NCQA); National Academies of Sciences, Engineering, and Medicine (NAM); Patient-Centered Outcomes 
Research Institute (PCORI); StateData.info; the National Council on Disability (NCD); and the Institute of 
Community Integration (ICI) at the University of Minnesota. 

Our two-step article screening process involved a title/abstract review, followed by full-text screening of 
articles retained according to pre-specified inclusion/exclusion criteria. (For details on search terms and 
inclusion/exclusion criteria, please see Appendix A.) Then, we searched backward through the reference 
list of the selected articles to add any additional relevant articles. We abstracted data from the included 
articles and recorded the data on a spreadsheet, to describe the types and attributes of outcome 
measures and any information on federal data infrastructure tools and strategies available to capture 
such measures. The article inventory is available on https://aspe.hhs.gov/.  

Exhibit 1 shows the article selection process. A total of 1,019 articles were identified initially in the 
search, of which 16 were dropped because of duplicates across article databases. The titles and 
abstracts of the remaining 1,003 articles were reviewed based on the inclusion/exclusion criteria, 
yielding 69 records to be retained. Articles excluded in this stage were out of scope, either because they 
did not have an outcome assessment focus or if they did, the articles did not focus on individual-level 
outcomes. Finally, we reviewed the full text of the 69 records, to yield a total of 43 articles (33 peer-
reviewed, 10 gray literature). 

https://acl.gov/
https://www.healthit.gov/topic/about-onc
https://www.nih.gov/
https://www.ahrq.gov/
https://www.cms.gov/
https://www.cdc.gov/
https://www.nationalcoreindicators.org/
https://www.ncqa.org/
https://www.nationalacademies.org/
https://www.pcori.org/
https://www.statedata.info/
https://www.ncd.gov/
https://ici.umn.edu/
https://aspe.hhs.gov/
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Exhibit 1. Article Selection Process 

 

Findings 
Below, we describe the key findings from the environmental scan as they relate to identified outcome 
domains, measures, and related gaps for use in PCOR among adults with disabilities. 

PCOR-Relevant Outcome Domains Salient for Adults with Disabilities 

Disability has been conceptualized through multiple frameworks.10 The traditional medical model of 
disability focuses on treating the disability. The newer socioecological model of disability assumes the 
environment and society should be designed to enable people with disabilities to participate as equal 
members of society.9 An even more integrative framework, the biopsychosocial model of disability, 
conceptualizes disability as an interaction between impairment and the physical and psychosocial 
environment.10 Some researchers have suggested that the type and use of person-centered outcome 
measures for adults with disabilities seem to be driven by the overarching shift in conceptual framework 
within the field.9 

We identified several individual-level outcome measures that may be relevant to conducting PCOR 
among adults with disabilities. For the purposes of this report, we classified these measures into six 
outcome domains, using an inductive approach. The six broad outcome domains encompass several 
sub-domains and measures previously identified in ASPE’s reports2,3 as important for improving PCOR, 
specifically for persons with ID/DD. Outcome measures identified in our report focus mostly on 
incentivizing equitable care based on the preferences of adults with disabilities and as such, may be 
relevant for person-centered care. Our literature review also identified several measurement 
frameworks—such as the National Quality Forum (NQF)’s guidance to HHS for assessing the quality of 
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home- and community-based services (HCBS) in a standardized way11 and the National Core Indicators-
Intellectual and Development Disabilities (NCI-IDD) In-Person Survey12—that inform our understanding 
of the outcome domains important to adults with 
disabilities. Exhibit 2 displays the six identified 
outcome domains, example measures, and example 
data sources under each domain. (See Appendix B 
for all 32 measure sources identified and the 
outcome domains represented within each.)  

For each of the six identified outcome domains, there 
are measures/sub-domains and relevant data 
sources, as follows: 

Outcome Domain 1: Social and Community 
Engagement. The domain includes identified measures that assess the level at which an individual is 
integrated into the social fabric of the community, which is known to affect overall quality of life. 
Indicators within the domain cover measure constructs such as social connectedness and relationships, 
participation in community activities the person finds meaningful, and a sense of belonging or 
inclusiveness within a community or group. Several tools exist to collect data for the domain among 
adults with disabilities, including: the Communicative Participation Item Bank (CPIB),13 Patient-Reported 
Outcomes Measurement Information System (PROMIS) Satisfaction with Participation in Discretionary 
Social Activities-Calibrated Items (PROMIS SF-Social Sat DSA),14 and the Satisfaction with Social Roles and 
Activities-Short Form (Neuro-QoL SF).14 The PROMIS SF-Social Sat DSA, for example, measures 
individuals’ satisfaction with their own social roles and participation in discretionary activities. 

Broader data collection tools—such as the Personal Outcome Measures (POM),15 NCI-IDD,12 National 
Core Indicators-Aging and Disabilities (NCI-AD) Survey,16 Consumer Assessment of Healthcare Providers 
and Systems Home and Community-Based Services (HCBS CAHPS) Survey,17 and Participant Experience 
Survey (PES)18—also include measures related to social and community participation. The POM, for 
example, includes indicators on the individuals the person considers as their confidants, and if the 
person lives in integrated communities, by asking questions such as: “Is there someone with whom you 
share your personal thoughts or feelings?” or “Do you spend time in other places used by people in your 
community?” The HCBS CAHPS Survey and the National Core Indicators surveys include indicators on 
whether and how often the person gets together with family or friends. 

Outcome Domain 2: Choice and Control. The domain includes identified measures that assess the 
degree to which individuals (with or without support systems) have an opportunity to exercise 
independent decision-making, to choose and control how they satisfy their basic social and health 
needs, and to receive service types and levels according to their needs and preferences. In a recent 
article, Isvan and colleagues utilized two NQF-endorsed scales from the NCI-IDD and NCI-AD surveys (the 
Life Decisions Scale and the Everyday Choices Scale) to study choice outcomes.19 The Life Decisions 
Scale, for example, has questions on whether the person chose where they live or with whom. 

Other standardized tools (such as the Self-Determination Inventory: Adult Report)20 ask respondents to 
select their degree of agreement with statements such as: “I set my own goals” or “I make choices that 
are important to me.” The POM and PES surveys also include measures that assess choice and control in 
the context of the person’s personal life or that relate to the support they receive from paid staff. The 

  

PCOR-Relevant Outcome Domains Salient for 
Adults with Disabilities 

1. Social and Community Engagement 
2. Choice and Control 
3. Privacy, Rights, and Human Security 
4. Employment and Self-Sufficiency 
5. Health-Related Social Needs 
6. Health and Wellbeing  
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POM, for example, includes “my choices” and “my goals” as two separate factors for questions on how 
the person chose where to live, where to work, the services they receive, and what accomplishments 
please them the most.21 The PES  was developed to monitor quality in waiver programs and includes a 
few questions related to choice in type of staff and services a person receives, such as “Do you help pick 
the people paid to help you?” or “Did you know you can change the people who are paid to help you if 
you want to?”18 The NCI-IDD captures documentation of guardianship status.22 

Outcome Domain 3: Privacy, Rights, and Human Security. The domain includes identified measures 
that assess a person’s privacy; human and civil rights; freedom from abuse, neglect, and 
discrimination; and involvement with the criminal justice system. We identified five standardized 
surveys that include measures related to the domain. The NCI-IDD survey, for example, includes privacy, 
safety, and human rights–related measures (such as having a key to their residence or ability to lock 
their door, report about feeling afraid, and report about having an opportunity to vote).12 The POM tool 
also includes human security and rights (such as feeling safe, being free from abuse and neglect, being 
treated fairly, being respected, experiencing continuity and security, and exercising individual human 
rights).21 The Persons with Disabilities Quality Survey (PDQ-S)23 and the PES18 include questions relevant 
in the context of receiving care. The PDQ-S includes questions such as if the primary care provider 
showed respect for the person’s opinions and decisions or said or did things to make the person feel 
physically unsafe.23 To give another example, the PES asks the person if their paid caregivers treated 
them with respect or injured them in any way.18 

Outcome measures such as admissions and discharge from correctional facilities were also identified as 
important within the domain. A recent policy brief, for example, highlights the overrepresentation of 
people with disabilities in the criminal justice system.24 An annual survey of state ID/DD agencies 
collected through the Residential Information Systems Project (RISP) currently provides this information 
for people with ID/DD.24 

Outcome Domain 4: Employment and Self-Sufficiency. The domain includes identified measures that 
relate to understanding the current status of employment for people with disabilities, as well as other 
employment-related indicators that promote competitive employment opportunities for this 
population within community-based businesses. Measures within the domain reflect the U.S. 
Department of Labor Office of Disability Employment Policy’s “Employment First” movement—a 
“national systems-change framework” based on the principle that “all individuals, including those with 
the most significant disabilities, are capable of full participation in competitive integrated employment 
and community life.”25,26 

The literature revealed a mix of self-reported employment measures and measures in administrative 
datasets. The NCI-IDD survey includes measures such as whether the person is seeking a paid job or has 
a competitive paid job within a community-based business, is expanding their skillset, or is currently 
satisfied with their job (if employed).12 Winsor and colleagues assessed national trends in employment 
outcomes for people with ID/DD using four data sources—the National Survey of State Intellectual and 
Developmental Disabilities Agencies' Employment and Day Services, the American Community Survey 
(ACS), the Rehabilitation Services Administration’s Case Service Report (RSA-911), and the Social Security 
Administration Supplemental Security Income (SSI) Annual Statistical Report.27 These data sources 
provide information on employment measures for this population, such as type of employment, weekly 
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hours worked, wages earned, enrollment and exit from vocational rehabilitation program, and receipt of 
SSI. 

Outcome Domain 5: Health-Related Social Needs. The domain includes identified measures that 
assess immediate non-medical needs at the individual or family level (such as education, food 
security, housing stability, and access to reliable transportation and utilities). Articles identified a few 
tools and surveys that can be used to assess measures in the domain for the population of interest. Ellis 
and colleagues described the Accountable Health Communities Health-Related Social Needs (AHC HRSN) 
Screening tool—designed to be delivered in point-of-care settings by clinicians, to inform treatment 
plans and to make referrals to community services (with indicators for safe and stable housing, food 
security, access to reliable transportation, and utilities).28 The AHC HRSN tool, for example, asks 
participants to validate statements regarding being worried about running out of food or money to buy 
food, or if the utility companies had threatened to shut off services within the last 12 months. 

The NCI-IDD and NCI-AD surveys have indicators such as percentage of people who have adequate 
transportation to do the things they want outside their home or access to stable and reliable 
internet.12,16 The HCBS CAHPS Survey includes a set of questions regarding having adequate 
transportation for medical appointments and use of transportation services (for example, ease of 
getting in and out of a ride and how often the ride arrived on time).17 

Outcome Domain 6: Health and Wellbeing. The domain includes identified measures that represent 
self-reported assessments of overall health-related quality of life and wellbeing, as well as measures 
related to specific symptoms, functional status, communication capacity, and access to care. Randall 
and colleagues29 recently used the Comprehensive Quality of Life Scale-Intellectual/Cognitive Disability, 
fifth edition (ComQol-I5) and the Personal Wellbeing Index-Intellectual Disability (PWD-ID) tools to 
assess quality of life and subjective wellbeing outcomes, respectively. Regarding specific symptoms, a 
2017 study by Edwards and colleagues30 also used standardized measures from PROMIS to assess 
resilience, fatigue, and sleep quality. Instruments used to assess functional status for this population 
include the Washington Group Short Set on Functioning (WG-SS)31 and the 32-item Motor Function 
Measure (MFM32).32 Our review also identified a small number of instruments related to 
communication capacity—such as the Communication and Language Assessment questionnaire for 
persons with Multiple Sclerosis (CLAMS), which assesses symptoms like word-finding difficulty, memory 
deficits in the verbal modality, and poor discourse structure.33 

Standardized surveys—such as the NCI-IDD and NCI-AD, PDQ-S, HCBS CAHPS, and PES—include several 
measures related to overall health or access to care.12,16–18,23 The NCI-IDD, for example, includes health 
and wellbeing indicators (such as report of being in a healthy weight range or of being in poor health).12 
The HCBS CAHPS has questions on overall mental and emotional health.17 Regarding examples of 
outcomes on access to care, the PES includes questions about having help for activities of daily living 
such as bathing and dressing.18
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Exhibit 2. PCOR-Relevant Outcome Domains, Example Measures, and Example Data Sources for Adults with Disabilities 

Measure Sub-Domain/Concept Example Outcome Measures Example Data Sources 

Outcome Domain 1: Social and Community Engagement 

Relationships 

Being able to meet up with friends in person when they want NCI-IDD12 and NCI-AD16 

Frequency of getting together with family or friends who live nearby (in the last 
three months) 

HCBS CAHPS17 

Having someone with whom they can share their personal thoughts or feelings POM21 

Community Participation 

Satisfaction with participation in social roles and participation in discretionary 
social activities 

PROMIS SF-Social Sat DSA34 

Report of spending time in other places used by people in their community POM21 

Frequency of doing things in the community that they like HCBS CAHPS17 

Outcome Domain 2: Choice and Control 

Goal Setting 
Report of setting their own goals Self-Determination Inventory: 

Adult Report20 

Report of accomplishments that please them the most POM21 

Choices and Participation in Life 
Decisions 

Report of making choices that are important to them  Self-Determination Inventory: 
Adult Report20 

Report of picking the place where they live Life Decisions Scale12 

Report of picking the people who are paid to help them PES18 

Report of perceiving that personal assistance/behavioral health staff knew (in 
the last 3 months) what’s on their [program-specific term for “service plan”], 
including the things that are important to them 

HCBS CAHPS17 

Guardianship Partial or limited guardianship NCI-IDD12 

Outcome Domain 3: Employment and Self-Sufficiency 

Self-Reported Employment-Related 
Measures 

Report of taking part in activities to gain skills to expand their job opportunities NCI-IDD12 

Job satisfaction NCI-IDD12 

Objective Employment Data 

Type of employment—integrated employment, community-based non-work, 
and facility-based services 

ICI National Survey25 

Hours worked and wages earned RSA-91125 

Enrollment in Vocational Rehabilitation Programs RSA-91125 
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Measure Sub-Domain/Concept Example Outcome Measures Example Data Sources 

Outcome Domain 4: Privacy, Rights, and Human Security 

Respect Being treated respectfully by the people paid to help them PES18 

Privacy and Safety 
Report of feeling afraid in their home, neighborhood, transport, workplace, day 
program/ at other daily activity and/or other places 

NCI-IDD12 

Report of having a key to their home 

Rights Report of having voted or given an opportunity to vote NCI-IDD12 

Justice Admissions and discharge from correctional facilities RISP24 

Outcome Domain 5: Health-Related Social Needs 
Housing Stability Current living situation AHC HRSN Screening Tool28 

Food Security 
Report of being worried (in the past year) that food would run out before they 
had money to buy more 

AHC HRSN Screening Tool28 

Reliable Access to Utilities 
Report of having electric, gas, oil, or water company threatening to shut off 
services in their home (in the past year) 

AHC HRSN Screening Tool28 

Transportation 

Report of not having reliable transportation to go to medical appointments, 
meetings, work or from getting things needed for daily living (in the past year) 

AHC HRSN Screening Tool28 

Use of a van or transportation service (in the past 3 months) HCBS CAHPS17 
Report that they have a way to get to places when they want to do something 
outside of the home 

NCI-IDD12 and NCI-AD16 

Outcome Domain 6: Health and Wellbeing 

Overall Health and Wellbeing 
Number of days during the past 30 days that they rated their mental health as 
“not good”  

HR-QoL35 

Rating of how happy they are with their health PWD-ID29 

Specific Symptoms 
Rating of severity of fatigue over the past week 

PROMIS34 
Rating of quality of sleep in the past week 

Functional Status Difficulty in basic functions such as seeing, hearing, walking WG-SS31 
Access to Care Help with activities of daily living PES18 
Communication Capacity Difficult thinking (in the past 4 weeks) of the particular word they want when 

talking to others 
CLAMS33 
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Gaps in PCOR-Relevant Outcome Measures and Measurement Approaches for Adults 
with Disabilities  

A wide range of outcome measures (and data 
sources) currently exist for adults with disabilities 
that may be relevant to PCOR and person-
centered care; however, important gaps remain. 
We identified five salient gaps, listed in Exhibit 3, 
including: (1) a shortage of standardized 
measures; (2) methodological concerns about 
reliability and validity of existing measures; (3) 
infrequent inclusion of personal preferences in 
outcome measures; (4) a general lack of capture 
of multiple outcome domains; and (5) limited 
availability of standardized data collection tools 
capturing outcomes meaningful to this population 
across groups within the disability community. 

Gap 1: Shortage of Standardized Measures within 
Certain Outcome Domains. We documented a 
few standardized measures and tools for each 
outcome domain of interest among adults with disabilities. However, most measures either were not in 
widespread use in the literature or were validated only for use with a specific population within the 
disability community (that is, a specific condition, type of disability, or service population). Many of 
the scales designed to assess a specific outcome or concept—such as the CPIB (a measure of community 
participation); Desired Life Outcomes Assessment Tool (DLAST, measuring HCBS toward achieving 
outcomes important to people with disabilities)36; or Connor-Davidson Resilience Scale (CD-RISC, 
measure of stress coping ability)—were only cited in one source article included in our review. 
Furthermore, researchers noted that existing tools may not capture the full range of outcomes 
important to adults with disabilities. Dinora and colleagues (2023) noted that measure scales for privacy 
rights, everyday choice, and community participation derived from the NCI-IDD Survey do not represent 
a comprehensive set of outcome measures potentially meaningful to people with ID/DD. Additional 
measures are needed.37 
 

In two areas, we observed limited measurement of 
individual-level standardized outcomes: (1) 
transportation, within the health-related social needs 
domain; and (2) guardianship and supported decision-
making, within the choice and control domain. The NCI-
IDD and NCI-AD Surveys and the HCBS CAHPS Survey ask 
about transportation access. But the HCBS CAHPS Survey 
only probes about transportation to medical 
appointments17; and the NCI Surveys ask only about 
having transportation access when the respondent wants 
or needs it.12,16 Researchers have also called for improved 

Exhibit 3. Gaps in PCOR-Relevant Outcomes for 
Adults with Disabilities 

GAPS RELATED TO MEASURES 

 Shortage of standardized measures within 
certain outcome domains 

 Methodological concerns about the reliability 
and validity of existing measures 

 Infrequent inclusion of personal preferences in 
outcome measures 

GAPS RELATED TO DATA SOURCES 

 Existing data sources cover limited number of 
outcome domains 

 Lack of standardized, individual-level, and 
longitudinal measurement tools for use across 
groups within the disability community 
 

   

Potential improvements in transportation-
related measures: Researchers have noted 
that measures under development and 
testing by the NQF HCBS Outcome Measure 
Framework team will assess person-
centered aspects of transportation-related 
outcomes,13,28 including whether their 
transportation meets their needs.29 
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data collection of measures on the “outcomes of guardianship, supported decision-making, and other 
protective arrangements and alternatives.”38 The NCI-IDD survey does include questions about 
guardianship status, but the survey has been critiqued for not providing “a complete picture of 
guardianship for people with ID/DD in all states.”22 In addition, Swenson called for greater study of 
unintended consequences of services and programs in outcomes meaningful to people with disabilities 
(for example, outcomes that directly impact the person’s human rights).39 

Gap 2: Methodological Concerns about the Reliability and Validity of Existing Measures. The literature 
revealed several issues regarding how certain measures have been tested for reliability and validity. 
Bogenschutz and colleagues (2022) highlighted the dearth of high-quality psychometric measurement 
tools available for adults with disabilities and with ID/DD in particular.40 Tichá (2021) also cautioned that 
many measurement initiatives in the U.S. lack robust psychometric data to support use.36 Many 
existing quality of life assessment tools (for example, the Supports Intensity Scale–Adult Version) either 
have not been validated beyond the initial developers or have not been validated with multiple groups 
of people with disabilities of varying complexity.40 In particular, HCBS CAHPS measures have been 
critiqued for their low validity and reliability ratings and for their lack of representative samples used in 
psychometric testing.9 Researchers have also noted the cognitive bias of some scales—particularly in the 
assessment of self-reported health and quality of life outcomes that switch between affirmative and 
negatively worded language or describe nuanced concepts—making the scales less reliable measures for 
people with greater cognitive impairment.14,41 A final challenge to developing measures for outcomes 
meaningful to adults with disabilities is how to properly operationalize complex concepts (such as self-
determination, care, and community participation) that are inherently subjective.20,42 Experts have 
noted the need for measures that account for varying capacities to comprehend abstract and complex 
outcomes.42 

Gap 3: Infrequent Inclusion of Personal Preferences in Outcome Measures. Researchers called for 
further development of measurement approaches and 
tools to assess individuals’ preferences and progress 
toward personal goals.25,36,43 Several frequently used 
instruments (for example, NCI-IDD, NCI-ADD, POM) 
collect information on individual-level outcomes in 
several meaningful domains; however, their measures 
often lack a person-driven focus (that is, failure to take 
into account a person’s preferences and desires or 
whether the person has control over the activities in 
question).25,36,43 

The Goal Attainment Scaling (GAS) tool promises to improve documentation and assessment of 
individuals’ service- and care-related preferences and outcomes. Work is underway to use the GAS as an 
individual-level outcome measure to quantify progress in achieving desired goals for individuals with 
disabilities. In GAS, individuals identify personal goals for themselves. The tradeoff with such a 
personalized scale is a limit to comparability of goals between individuals and across populations.9,44 
However, research is being conducted to improve the reliability and validity of the GAS as an outcome 
measure, so it can be used across settings to assess individualized outcome measures in a more 
standardized way. Under the new GAS–Community-Based (GAS-CB) framework, the GAS outcome 
measure would assess individuals’ goal attainment in five domains: employment and postsecondary 

  

Lack of person-driven focus in outcome 
measures: For example, NCI measures have 
been noted to ask about frequency of social 
participation but not to assess an 
individual’s desired levels of participation in 
social activities.15 
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education, daily living, healthy living, social and spiritual, and safety and security. The measure would 
use an 80-item goal bank to create a more standardized 
approach to using the GAS. From the goal bank, 
individuals could customize goals to fit their needs and 
preferences.45 Additional research is needed to better 
understand how to use the GAS in concert with existing 
standardized measures.44 

When adults with disabilities are unavailable (for 
example, when hospitalized) or unable (for example, 
because of cognitive or functional impairments) to 
communicate for themselves, proxy-reporting is used.9 
However, proxy responses often fail to accurately 
reflect the preferences and opinions of people with 
disabilities.9,20 The discrepancy is especially 
pronounced in outcomes that are more subjective and satisfaction-focused, such as self-
determination,20 quality of life,9 social participation,14 and health status.41 

Gap 4: Existing Data Sources Cover Limited Number of Outcome Domains. Of the 32 sources of 
outcome measures that our review identified, only four include at least one outcome measure within 
each of the six identified outcome domains. These were the NCI-IDD and NCI-AD Surveys, POM, and the 
HCBS CAHPS Survey (see Appendix B). Almost half of the data sources (n=15) capture only outcomes for 
a single domain. A narrow focus on domains within a given data source limits the ability of PCOR 
researchers to assess a host of important outcomes across people’s lifespans unless there are linkages 
to other data sources. Direct access to data that capture outcomes across a range of domains is 
important to produce more robust evidence on the impact of services, programs, or interventions for 
individuals with disabilities, including on outcomes relevant across the lifespan.46,47 

Gap 5: Lack of Standardized, Individual-Level, Longitudinal Measurement Tools for Use Within the 
Disability Community. Given limited standardization in outcome measures, there is considerable 
heterogeneity in the tools used to collect data on outcome measures for adults with disabilities. Most 
tools are designed and validated for use with groups of people with disabilities who are part of a 
specific program or who receive specific services. In our literature search, the most frequently used 
data sources for secondary analyses of outcome measures (including the NCI-IDD and NCI-AD, POMs, 
and HCBS CAHPS) are designed to assess the quality and person-centeredness of services the HCBS 
population receives. Because the intended use of such measures is to understand the degree to which 
HCBS recipients’ needs or wants are met, or if they receive supports aligned with their goals, there is 
limited applicability of the data beyond the HCBS population.36 

There is limited availability of national data on individual-level outcome measures for adults with 
disabilities, as most national datasets aggregate measures to the state level or assess program- or 
system-level outcomes (for example, RSA-911, ACS, NCI-IDD and NCI-AD, ICI National Survey).25 
Additionally, few measures captured at the national level have been used longitudinally to track 
individual outcomes across a person’s lifespan. Two of the most prominent national data collection 
tools for PCOR-relevant outcome measures for populations with disabilities—the NCI-IDD and NCI-AD—
are cross-sectional surveys, so they cannot be used to track individuals’ outcomes over time.9 For 

  

Use of proxy reporting: Measures derived 
from administrative datasets (for example, 
RSA-911), often include observer- or proxy-
reported data. Similarly, instruments such as 
the HCBS CAHPS can be used with proxies if 
the respondent is unable to respond 
accurately to the questions. Other tools (for 
example, NCI-IDD, NCI-AD, and POM) 
include specific sections that contain 
“objective” observable measures that can be 
completed by a proxy or observer.  
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measures that can be used longitudinally—such as those derived from the POM and HCBS CAHPS—
evidence is needed to demonstrate that the measures are sensitive enough to assess outcome changes 
over time.9 Measures being developed under the NQF HCBS Outcome Measurement Framework are 
currently being tested for longitudinal use, with results forthcoming in 2023.9 

Discussion 
For the purposes of this report, we derived six outcome domains by grouping the outcomes measures 
that have been most commonly used or analyzed in the peer-reviewed and gray literature for adults 
with disabilities aged 18–64: (1) social and community engagement; (2) choice and control; (3) 
employment and self-sufficiency; (4) privacy, rights, and human security; (5) health-related social needs; 
and (6) health and wellbeing. Our review of the literature identified data infrastructure considerations 
that researchers have suggested to improve the development and use of standardized outcome 
measures for adults with disabilities and that may be suitable for PCOR studies. Such considerations fall 
into two categories: (1) development and use of data standards to facilitate measure standardization 
and harmonization across data sources; and (2) improvement of data collection systems and linkages to 
produce more comprehensive outcomes data that can support rigorous PCOR for adults with disabilities. 

Development and Use of Data Standards to Facilitate Measure Standardization and 
Harmonization across Data Sources 

Promoting greater consistency in operational definitions of outcome measures will promote data 
collection and harmonization efforts which is necessary for advancing the development of robust, 
national-level datasets. Standardization will greatly improve the representation of the populations 
studied, as well the usefulness of the data for PCOR. To support use of state-derived data for outcome 
assessment across states, experts recommended examining measures of health and risk factors across 
available data platforms to determine which can best be 
standardized. Future efforts would do well to expand on 
the strategies identified in a CDC-funded cross-state 
Medicaid data project. The project’s goal is to harmonize 
data from administrative Medicaid records, all-payer 
claims, and state-funded service data across 10 states, 
using a diagnostic-based identifier for ID/DD.48,49 

In addition, experts identified where new standardized 
outcomes measures are needed, including in 
employment,50 transportation, and guardianship and decision-making,22,38 as well as more broadly to 
account for individuals’ preferences and desired outcomes.25,36,43 Researchers have highlighted the need 
to develop condition-agnostic, person-reported outcome measures to allow for outcome comparability 
across specific conditions.51 

Improvements to Data Collection Systems and Linkages to Produce More 
Comprehensive Outcomes Data to Support Rigorous PCOR 

Researchers noted that interagency collaboration is needed to develop comprehensive data collection 
programs in the outcome areas of employment and guardianship.38,50 As noted in a 2019 report, there 

  

Researchers highlighted the need for 
measure harmonization among: (1) national 
surveys and surveillance systems, (2) state 
agency and service system data, and (3) 
administrative and patient-reported data. 
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is little to no collection of state and national data on guardianship status and associated outcomes, and 
most states lack a centralized data collection or tracking system for such outcomes.22,38 Other 
researchers have called for improved systems to track and support outcomes related to competitive 
integrated employment for individuals with ID/DD.50 

Experts have called for development of interagency partnerships to support longitudinal data 
collection and the study of outcomes for people with disabilities.36,48 Researchers identified 
development of longitudinal datasets within each state that capture individual-level outcomes for all 
disability groups eligible for HCBS, noting this approach as the most effective strategy to increase 
availability of longitudinal data for HCBS recipients. In addition, experts have called for a national-level 
longitudinal dataset for people with disabilities who receive HCBS.36 Such data development must be 
extended to people with disabilities more generally, as well as to those with specific conditions. 

As noted by stakeholders, linkages need to be established across multiple datasets to capture 
administrative data, person-reported outcome measures, claims and service utilization, and clinical 
records. Researchers noted that the lack of linkages between system- and individual-level outcome 
metrics poses fundamental challenges to understanding the relationship between service/program 
participation and individual outcomes. Experts have cited several datasets that, when linked with other 
datasets, would provide a more comprehensive view of outcomes for adults with disabilities—including 
state ID/DD service agency administrative data; educational programs (for example, the Individuals with 
Disabilities Education Act [IDEA] database); Temporary 
Assistance for Needy Families (TANF); RSA-911; 
Medicaid and Medicare administrative data; Social 
Security Administration’s Disability Analysis File; state 
All-Payer Claims Databases (APCD); NCI-IDD and NCI-AD 
survey data; CAHPS HCBS survey data; Behavioral Risk 
Factor Surveillance System (BRFSS) data; Supports 
Intensity Scale (SIS) data; incident reporting datasets 
(for example, death or serious injury); Medicare Current Beneficiary Survey (MCBS); and the National 
Health Interview Survey (NHIS).40,47,48,52 However, some researchers have cautioned that significant work 
is needed to make the data accessible to researchers, before linked datasets can be useful to 
researchers.40 

Harmonized operational definitions to identify people with disabilities consistently across sources are 
needed to ensure accurate and complete linkages.40,48,53 Mont and colleagues (2022) recommended 
identifying existing administrative data sources that capture individual-level outcome measures 
meaningful to this population and adding a standardized set of questions to identify people with 
disabilities.53 The Washington Group Short Set on Functioning (WG-SS) is a good example of a 
standardized response scale that is widely used to identify people with functional limitations, one that is 
not specific to a certain type of disability.31 Efforts to develop more standardized methods to identify 
people with disabilities will facilitate data linkages and may also help to reduce the underrepresentation 
of people with disabilities in studies that use administrative and clinical data.48,53 

Stakeholders identify several key success factors to implement the improvements noted above, 
including building trust and relationships with key stakeholders, creating representative datasets to 
better understand health disparities, and addressing resource barriers. Transparent relationships 

  

In comparison to using one data source 
alone, linking individual-level measures 
within surveys with administrative data 
allows researchers to study unique 
associations and control for multiple 
confounders.16 
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(among persons with disabilities, state and federal agencies, and researchers) are foundational to the 
development of ethical data linkages with stakeholders40—and an important activity to address the 
privacy and data security concerns of those providing data.3 One such mechanism to build trust is to use 
research teams that include people with disabilities as research partners in the design and development 
of outcome measures, as well as in the actual PCOR studies.40 In addition, experts have called for greater 
investment in data collection, measurement, and analysis of disparities for Black, indigenous, and 
people of color (BIPOC) populations within the community of people with disabilities. These groups, 
which have often been overlooked and underrepresented in outcomes studies, face greater health 
inequities compared with their White counterparts.37,54 In recent years, PCORI has funded several 
projects to build capacity to include people with disabilities in research—such as Project CONNECT55 and 
an Engagement and Compensation Guide for including autistic individuals throughout the research 
lifecycle.56 Building trust and transparency is a time- and resource-intensive undertaking. Limited 
funding and personnel are often a barrier to collaboration; such barriers must be acknowledged and 
addressed. 

Current OS-PCORTF Projects Aimed at Advancing Data Capacity for ID/DD PCOR 
The OS-PCORTF is working to advance data capacity for ID/DD PCOR by funding projects that address the 
priorities and gaps identified through our research and in prior ASPE reports.2,3 Two current projects are 
aimed at improving the visibility of people with ID/DD in datasets that can be used for PCOR, as well as 
the utility of outcomes data for PCOR studies:  

 Integrated Dataset on Intellectual and Developmental Disabilities (iDIDD): Linking Data to 
Enhance Person-Centered Outcomes Research will create a publicly accessible, de-identified 
dataset linking several state-level sources to analyze service eligibility, utilization, and person-
centered outcomes.57 

 Engaging People with ID/DD to Enhance Functional Disability Representation in Point of Care 
Settings is taking the necessary first step to improve the identification of people with ID/DD in 
electronic health record (EHR)-derived datasets, by creating a standardized definition of 
functional disability to collect disability status in provider settings. 

Limitations of This Study 

This report is restricted to outcome measures designed for PCOR among the adult population with 
disabilities, aged 18–64 years. As such, the information may not have captured outcomes more relevant 
to other groups within the disability community (for example, older adults or youth). In addition, even 
within our well-defined scope, we may have missed certain data sources or measures that could be 
relevant to PCOR relevant to adults with disabilities. Finally, the report is based on an environmental 
scan of relevant peer-reviewed literature and gray literature from HHS agencies and the websites of 
other organizations contributing to PCOR measure development or validation. The findings were not 
informed by, or supplemented with, input from people with disabilities. The report serves as a starting 
point to identify potential data gaps or initial courses of action that can be reviewed by partners in the 
disability community; in turn, partners can offer additional feedback before any of the findings or data 
infrastructure considerations presented here are operationalized. 

https://aspe.hhs.gov/dataset-intellectual-developmental-disabilities-linking-data-enhance-person-centered-outcomes
https://aspe.hhs.gov/dataset-intellectual-developmental-disabilities-linking-data-enhance-person-centered-outcomes
https://www.aspe.hhs.gov/engaging-people-intellectual-developmental-disabilities
https://www.aspe.hhs.gov/engaging-people-intellectual-developmental-disabilities
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Conclusion 
This report summarizes the current state of the literature on PCOR-relevant outcome measures for 
adults with disabilities and identifies six common outcome domains tracked by disability researchers. 
The use of person-centered outcome measures within the field of disability studies remains a relatively 
new concept. Several promising opportunities exist to increase adoption and use of individual-level, 
standardized outcome measures to study outcomes across the lifespans of people with disabilities. To 
ensure adoption and use of such measures, relevant stakeholders should prioritize data improvement 
activities related to outcomes that: (1) clinicians are able to impact,9,28 (2) payers and regulators can 
support,40 and (3) can be integrated into delivery systems.18,36  

Our environmental scan revealed promising areas for future study. Researchers described a need for 
robust reliability and validity testing of existing instruments to ensure that measures used are both 
psychometrically valid across populations within the disability community and that assess their stated 
purpose.40,58 In future research, it will be valuable to investigate specific strategies that states have used 
or are currently using to enhance linkage and harmonization of HCBS programmatic outcome data with 
other state and federal data sources. Linkage and harmonization will help identify state-level strategies 
that could be replicated at the federal level; federal stakeholders can then encourage access and linkage 
to patient-reported outcomes data for people with disabilities. Opportunities also likely exist for future 
collaboration with non-government entities (like the Rehabilitation Research and Training Center on 
HCBS Outcome Measurement) that are working to comprehensively map existing measures to NQF 
outcome domains.59 Finally, as person-centered outcomes measurement for people with disabilities 
continues to develop, it will be valuable to promote research strategies that reduce inappropriate use of 
proxy-reporting for person-centered outcomes. Promising areas of future inquiry include: (1) 
ascertaining best practices for accessible instrument design to reduce reliance on proxy-reporting for 
people with cognitive or communication disabilities;9 and (2) developing frameworks to determine 
clearly when proxy-reporting, rather than self-reporting, is truly merited.41 
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Appendix A. Additional Detail on Methods 
Exhibit A1. Search Terms 

Search Term Category Example Terms 

Patient-Centered Outcomes or 
Healthcare Research 

“patient-centered”; “person-centered” “lived experience”; “clinical effectiveness 
research”; “human-centered”; “healthcare research”; equity; “patient-centered 
outcomes research”; “PCOR”; “person-centered outcomes research” 

Disability Population “disabled persons”[Mesh]; “disabilit*”; ID/DD; IDD; “functional limitation”; 
“activities of daily living”[Mesh]; NOT injury 

Outcome Measures “outcome measure”; “outcome domain”; self report*; “proxy”; “metric”; quality 
indicators, health care”[Mesh] 

Gaps/Opportunities “data variability”; “data heterogeneity”; “data limitations”; “data challenges”; 
“data linkages”; “data accuracy”[Mesh] 

Data Infrastructure  “data infrastructure”; “federal data infrastructure” 

 
Exhibit A2. Environmental Scan Inclusion and Exclusion Criteria 

Category  Inclusion Criteria  Exclusion Criteria  

Publication Year  2018 - present (last 5 years) for peer-reviewed 
research studies and gray literature in the 
United States (U.S.) 

2013 – present (last 10 years) for systematic 
reviews or meta-analyses in the U.S. 

Prior to 2018, if not systematic review/meta-
analysis 

Prior to 2013, if systematic review/meta-
analysis 

Document Type  Gray literature: Reports, working papers, 
evaluation studies, white papers, conference 
proceedings, presentations, case studies, fact 
sheets, issue briefs, and government 
documents 

Peer-reviewed journal articles: Theoretical 
articles, primary and secondary data analyses, 
scoping review, meta-analyses/systematic 
reviews  

Gray literature: Opinion pieces  

Language English Non-English 

Sources  Academic, expert, evaluator News outlet  

Population Adults ages 18-64 years with disabilities Individuals without disabilities, and individuals 
with disabilities who fall outside of the 18-64 
age range  

Focus Research with or concerning a study for the 
specified population and defined 
(standardized) outcome measures 

No discussion of (standardized) outcome 
measures for the specified population 
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Category  Inclusion Criteria  Exclusion Criteria  

Specific focus on capturing studies that 
represent the lived experiences of the 
specified population 

Biomedical or genetic research; study 
populations defined based on clinical health 
records data 

Only a mental/behavioral health component is 
addressed 

 
Exhibit A3. Peer-Reviewed Literature Searches Conducted 

Search Database Exact Search String Filters Applied 

#1 PubMed ("Patient-centered"[All Fields] OR "lived experience"[All Fields] OR 
"clinical effectiveness research"[All Fields] OR "human-centered"[All 
Fields] OR "person-centered"[All Fields] OR "patient-centered 
outcomes"[All Fields] OR "patient-centered outcomes research"[All 
Fields] OR "person-centered outcomes research"[All Fields] OR 
"PCOR"[All Fields]) AND ("outcome assessment, health care"[MeSH 
Terms] OR ("outcome"[All Fields] AND "assessment"[All Fields] AND 
"health"[All Fields] AND "care"[All Fields]) OR "health care outcome 
assessment"[All Fields] OR ("outcome"[All Fields] AND "measure"[All 
Fields]) OR "self report*"[All Fields] OR "proxy"[All Fields] OR 
"metric"[All Fields] OR "quality indicators, health care"[MeSH Terms] 
OR "indicator"[All Fields) AND ("ID/DD"[All Fields] OR "IDD"[All Fields] 
OR "disabilit*"[All Fields] OR "disabled persons"[Majr] OR "functional 
limitation"[All Fields] OR "activities of daily living"[MeSH Terms]) NOT 
("injury"[All Fields]) 

2018-2023 
English 
middle-aged, 
adults 

 

#2 PubMed ("Patient-centered"[All Fields] OR "lived experience"[All Fields] OR 
"clinical effectiveness research"[All Fields] OR "human-centered"[All 
Fields] OR "person-centered"[All Fields] OR "patient-centered 
outcomes"[All Fields] OR "patient-centered outcomes research"[All 
Fields] OR "person-centered outcomes research"[All Fields] OR 
"PCOR"[All Fields]) AND ("outcome assessment, health care"[MeSH 
Terms] OR ("outcome"[All Fields] AND "assessment"[All Fields] AND 
"health"[All Fields] AND "care"[All Fields]) OR "health care outcome 
assessment"[All Fields] OR ("outcome"[All Fields] AND "measure"[All 
Fields]) OR "self report*"[All Fields] OR "proxy"[All Fields] OR 
"metric"[All Fields] OR "quality indicators, health care"[MeSH Terms] 
OR "indicator"[All Fields) AND ("ID/DD"[All Fields] OR "IDD"[All Fields] 
OR "disabilit*"[All Fields] OR "disabled persons"[Majr] OR "functional 
limitation"[All Fields] OR "activities of daily living"[MeSH Terms]) NOT 
("injury"[All Fields]) 

systematic reviews 
2013-2023 
English 
middle-aged, 
adults 

#3 Google 
Scholar 

("intellectual disability" OR "intellectual disabilities" OR 
"developmental disability" OR "developmental disabilities" OR 
"intellectual and developmental disabilities") AND "outcome measure" 
AND ("patient-centered outcomes research" OR "patient-centered") 

Date: 2018-2023 

#4 Google 
Scholar 

(disability OR disabilities OR "people with disabilities") AND ("patient-
centered outcomes research" OR PCOR OR "person-centered") AND 
(("data infrastructure") OR (data AND gap) AND federal) -child 

Date: 2018-2023 
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Search Database Exact Search String Filters Applied 

#5 Google 
Scholar 

(disability OR "people with disabilities") AND ("patient-centered 
outcomes research" OR PCOR OR "person-centered") AND (("data 
infrastructure") OR ("federal data")) -child 

Date: 2018-2023 

#6* PubMed ("Patient-centered"[All Fields] OR "lived experience"[All Fields] OR 
"clinical effectiveness research"[All Fields] OR "human-centered"[All 
Fields] OR "person-centered"[All Fields] OR "patient-centered 
outcomes"[All Fields] OR "patient-centered outcomes research"[All 
Fields] OR "person-centered outcomes research"[All Fields] OR 
"PCOR"[All Fields]) AND "data infrastructure"[All Fields] AND 
("ID/DD"[All Fields] OR "IDD"[All Fields] OR "disabilit*"[All Fields] OR 
"disabled persons"[MeSH Major Topic] OR "functional limitation"[All 
Fields] OR "activities of daily living"[MeSH Terms])) NOT "injury"[All 
Fields] 

Date: 2018-2023 

*Search yielded zero results. 
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Appendix B. Outcome Domain and Outcome Measure Source Crosswalk 

Outcome Measure Source 

Outcome Domain Captured 
Social and 

Community 
Engagement 

Choice and 
Control 

Employment and 
Self-Sufficiency 

Privacy, Rights, 
and Human 

Security 

Health-Related 
Social Needs 

Health and 
Wellbeing 

Standardized Measure Tools/Instruments 
Personal Outcome Measures®21  X X X X X X 
Fatigue Symptoms and Impacts Questionnaire 
- Relapsing Multiple Sclerosis (FSIQ-RMS)60  

X     X 

Connor-Davidson Resilience Scale61      X 
PROMIS Scales34 X     X 
Patient Health Questionnaire-962      X 
Accountable Health Communities Health-
Related Social Needs (AHC HRSN) Screening 
Tool28 

  X X X X 

Supports Intensity Scale-Adult Version37      X 
Self-Determination Inventory System: Adult 
Report20 

 X     

Communication Participation Item Bank 
(CPIB)63  

X     
 

Washington Group Short Set on Functioning 
Basic Version (WG-SS)31 and Enhanced 
Version (WG-ES)64 

     X 

Desired Life Outcomes Assessment Tool 
(DLAST)36  

 X    X 

Neuro-QoL65  X     X 
32-Item Motor Function Measure (MFM 32)32       X 
Communication and Language Assessment 
Questionnaire for Persons with Multiple 
Sclerosis (CLAMS)33 

     X 

Comprehensive Quality of Life Scale – 
Intellectual/Cognitive Disability edition 
(ComQoL 15)29 

X     X 

Personal Wellbeing Index – Intellectual 
Disability (PWD)29 

X     X 
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Outcome Measure Source 

Outcome Domain Captured 
Social and 

Community 
Engagement 

Choice and 
Control 

Employment and 
Self-Sufficiency 

Privacy, Rights, 
and Human 

Security 

Health-Related 
Social Needs 

Health and 
Wellbeing 

Surveys 
Home and Community-Based Services 
Consumer Assessment of Healthcare 
Providers & Systems (HCBS CAHPS)17 

X X X* X X X 

Patient Experience Survey, Elderly/Disabled 
Version (PES E/D)18 

X X  X  X 

National Core Indicators-Intellectual and 
Development Disabilities In-Person Survey 
(NCI-IDD IPS)12 

X X X X X X 

National Core Indicators Aging and Disability 
(NCI-AD) Survey16 

X X X X X X 

Persons with Disability Quality Survey (PDQ-
S)23 

X X  X X X 

Behavioral Risk Factor Surveillance System 
(BRFSS)66 

    X X 

Nationwide Adult Medicaid CAHPS67      X 
ICI’s IDD Agency National Survey of Day and 
Employment Services (ICI National Survey)25 

  X    

National Health Interview Survey (NHIS)68     X X 
National Health and Nutrition Examination 
Survey (NHANES)69 

  X  X X 

Medicare Current Beneficiary Survey (MCBS) 
52 

     X 

American Community Survey (ACS) (linkage)25   X    
Medical Expenditures Panel Survey (MEPS)70      X 

Administrative Datasets 
Rehabilitation Services Administration Case 
Service Report (RSA-911)25 

  X    

Residential Information Systems Project 
(RISP) Survey of State ID/DD Agencies24 

   X X  

Social Security Administration (SSA) Disability 
Analysis File71 

  X    

*HCBS CAHPS has a supplemental employment module
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Appendix C. Glossary of Acronyms 
Acronym Definition 
ACS American Community Survey 
AHC Accountable Health Communities  
APCD All-payer claims database 
BNE Built and natural environmental 
BRFSS Behavioral Risk Factor Surveillance Survey 
CAHPS Consumer Assessment of Healthcare Providers & Systems 
CD-RIS Connor-Davidson Resilience Scale 
CLAMS Communication and Language Assessment questionnaire for persons with Multiple Sclerosis  
CPIB Communicative Participation Item Bank 
ComQol-I5 Comprehensive Quality of Life Scale-Intellectual/Cognitive Disability, fifth edition  
DLAST Desired Life Outcomes Assessment Tool  
FSIQ-RMS Fatigue: Fatigue Symptoms and Impacts Questionnaire-Relapsing Multiple Sclerosis 
GAS Goal Attainment Scaling 
GAS-CB Goal Attainment Scaling–Community-Based 
HCBS Home and community-based services 

HCBS CAHPS Consumer Assessment of Healthcare Providers and Systems Home and Community-Based 
Services 

HRSN Health-related social needs 
ICI Institute for Community Integration, University of Minnesota 
ICI National 
Survey 

National Survey of State Intellectual and Developmental Disabilities Agencies’ Employment 
and Day Services 

ID/DD Intellectual and developmental disabilities 
IDEA Individuals with Disabilities Education Act 
MCBS Medicare Current Beneficiary Survey 
MEPS Medicare Expenditures Panel Survey 
MFM32 32-item Motor Function Measure 
NCI National Core Indicators  
NCI-AD National Core Indicators-Aging and Disabilities Survey 
NCI-IDD National Core Indicators-Intellectual and Developmental Disabilities Survey 
NCQA National Committee for Quality Assurance 
Neuro-QoL SF Satisfaction with Social Roles and Activities-Short Form 
NHANES National Health and Nutrition Examination  
NHIS National Health Interviewer Survey 
NQF National Quality Forum 
PDQ-S Persons with Disabilities Quality Survey 
PES Participant Experience Survey 
PES E/D Participant Experience Survey, Elderly/Disabled Version 
POM Personal Outcome Measures® 
PROM Patient-reported outcome measure 
PROMIS Patient-Reported Outcomes Measurement Information System 
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Acronym Definition 
PROMIS SF-
Social Sat DSA 

Patient-Reported Outcomes Measurement Information System (PROMIS) Satisfaction with 
Participation in Discretionary Social Activities–Calibrated Items 

PWD People with disabilities 
PWD-ID Personal Wellbeing Index-Intellectual Disability 
QoL Quality of Life 
RISP Residential Information Systems Project Survey of state ID/DD agencies  
RSA-911 Rehabilitation Services Administration’s Case Service Report 
SDOH Social determinants of health 
SIS Supports Intensity Scale 
SMA Spinal muscular atrophy 
SSA Social Security Administration 
SSI Supplemental Security Income 
TANF Temporary Assistance for Needy Families 
WG-ES Washington Group Extended Set on Functioning 
WG-SS  Washington Group Short Set on Functioning-Basic Version 
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