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Collecting standardized patient demographic and language data 
across health care systems is an important first step toward improving 
population health. Comprehensive patient data on race, ethnicity, language, 
and disability status are key to identifying disparities in quality of care and 
targeting quality improvement interventions to achieve equity. Here you will find 
an overview of:

•  Minimum standards for data collection as outlined by the U.S. Department of
Health and Human Services;

•  Best practices and guidelines for health care organizations in implementing
standardized data collection, including information to address key challenges in
collecting these data;

•  Training tools and webinars to help health care organizations educate their staff
on the importance of standardized data collection and best practices for data
collection; and

•  Sentinel articles and books that provide in-depth discussion of issues,
challenges, recommendations, and best practices in standardized
data collection.

The resources in this document are grouped by REaL and Disability categories as 
well as by the type of resource it is. Please click on the desired topic area or type of 
resource on the table of contents below.
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A robust body of guidance and tools has been developed for the collection of Race, Ethnicity, and Language 
(REaL) data in health care settings. Organizations are increasingly collecting these data to meet regulatory 
requirements and build a foundation for monitoring racial and ethnic disparities, as well as disparities in 
quality of care due to language barriers. Variation in the methods used to collect REaL data, and the accuracy 
and reliability of the data collected, calls for increased awareness and implementation of best practices and 
guidelines for standardized collection of REaL data. The following resources and tools offer guidance to 
hospitals, health plans, and other health-related organizations interested in implementing or improving REaL 
data collection.

Race, Ethnicity, and Language Data Collection Resources

In 1997, the Office of Management and Budget (OMB) developed standardized questions on race and ethnicity 
required for reporting by federal agencies and recipients of federal funds.1,2 To ensure data quality, OMB 
advises collecting race and ethnicity data using two questions, with ethnicity being collected first. 

The OMB categories for ethnicity are:

• Hispanic or Latino

• Not Hispanic or Latino

Respondents may select from one or more racial categories. These categories represent the minimum 
standard, and OMB encourages the collection of more granular data using categories that can be aggregated 
back to the minimum categories.2,3

Additionally, Section 4302 of the Affordable Care Act requires any data standards published by the U.S. 
Department of Health and Human Services (HHS) to comply with the OMB standards. HHS developed 
data standards that provide additional granularity within the OMB standard categories of Asian and Native 
Hawaiian or Other Pacific Islander, as well as for respondents who are of Hispanic, Latino/a, or Spanish origin.

In addition to race and ethnicity, the data collection standards include a question for capturing English 
language proficiency and optional questions for language spoken at home:

Data Standard for Primary Language:

• How well do you speak English?
• Very well
• Well
• Not well
• Not at all

To accompany the standards, HHS has developed an explanation of the data standards, as well as guidance 
for implementation.

While the collection of more precise REaL data may be needed to identify disparities in care for specific 
groups, data collection efforts should, at a minimum, conform to the standards outlined by the OMB and 
required by Section 4302 of the Affordable Care Act.

Minimum Standards for REaL Data Collection

Language Spoken Standard (optional):

•  Do you speak a language other than English at home?
• Yes
• No

•  For persons speaking a language other than
English (answering yes to the question above):
What is this language?
• Spanish
• Other language (Identify)

The OMB racial categories are:

• American Indian or Alaska Native
• Asian
• Black or African American
• Native Hawaiian or Other Pacific Islander
• White
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Reports

A Framework for Stratifying Race, Ethnicity and Language Data
American Hospital Association, Equity of Care

Collecting and stratifying patient REaL data are crucial for hospitals and 
health systems to understand the populations they serve and to implement 
the appropriate interventions for improving quality of care. While each 
health care system will stratify data in different ways to meet its own 
institutional needs, using the five-step framework recommended by this 
report will help systems to stratify REaL data to more effectively identify 
health care disparities. This report summarizes the framework and provides 
dashboard templates.1 A Framework for Stratifying Race, Ethnicity and Language Data Si
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A Framework for 
Stratifying Race, 
Ethnicity and 
Language Data 
October 2014

2021  Compendium of Disability Data Collection Methods
Mathematica Policy Research

Entities involved in quantitative and qualitative data collection—such as 
federal agencies, university survey centers, and private polling firms—
should (and sometimes by law must) consider the extent to which their 
methods create barriers to participation for people with disabilities. Yet 
few resources are available to address this problem. To fill this knowledge 
gap, we created the Compendium of Disability Data Collection Methods, 
an easily accessible source of research on the methodological issues 
associated with collecting data from or about people with disabilities. The 
2021 version of the compendium, an indexed reference list, contains 441 

references on the following subjects: disability/impairment type; aging and later-life disability; 
developmental, intellectual, and cognitive impairments, including dementia, traumatic brain 
injury, and learning disabilities; sensory and communication impairments, including blindness 
and low vision, hearing loss and deafness, autism spectrum disorder, and speech impairments; 
physical impairments, including musculoskeletal conditions, epilepsy, muscular dystrophy, 
multiple sclerosis, and other disabilities; psychiatric impairments and mental health, including 
anxiety disorders, post-traumatic stress disorder, psychotic disorders, and mood disorders.

Reducing Health Care Disparities: Collection and Use of Race, 
Ethnicity and Language Data 
American Hospital Association, Equity of Care

This guide addresses both the collection and implementation of REaL 
data. The guide provides a four-step approach to obtaining accurate data: 
determine appropriate data categories; develop methodology for data 
collection; train staff members on methodology; and assign accountability 
and monitor progress of data collection efforts. The guide also provides 
recommendations on the benefits of implementing REaL data collection 
within healthcare organizations.
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Reducing Health Care 
Disparities: Collection and 
Use of Race, Ethnicity and 
Language Data
August 2013
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Reports (continued)

Capturing Social and Behavioral Domains and Measures in Electronic 
Health Records: Phase 2 
Institute of Medicine

This report explores and provides rationale for including social determinants 
in the electronic health record and shares examples of how physicians can 
utilize this technology to improve the health of their patients. The domains 
outlined in the report include sociodemographic domains, psychological 
domains, behavioral domains, individual-level social relationships and 
living conditions, and neighborhoods/community domains. The report also 
outlines various organizational challenges to including these measures in 
electronic health records.

Collecting and using Race, Ethnicity, and Language Data in Ambulatory 
settings: A White Paper with Recommendations from 
the Commission to End Health Care Disparities 
American Medical Association

Collecting valid and reliable demographic data on patients served in 
ambulatory practices is the first step in identifying and eliminating heath care 
disparities. This report details the importance of collecting demographic 
data as well as recommendations on how to do so. This report aims to guide 
providers, electronic health record systems, policymakers, purchasers, 
hospitals, and health plans in data collection by discussing the value of 
these efforts in directly improving ambulatory practices.

Collecting and using race,  
ethnicity and language  
data in ambulatory settings:
A white paper with recommendations  
from the Commission to End Health  
Care Disparities

Matthew Wynia, MD, MPH1    Romana Hasnain-Wynia, PhD2   Timothy D. Hotze1   Susan L. Ivey, MD, MHSA3,4

to End Health Care Disparities
The Commission

1  American Medical Association 2 Center for Healthcare Equity/Institute for Healthcare Studies, Division of General Internal Medicine, Northwestern University, 
Feinberg School of Medicine 3 School of Public Health, University of California, Berkeley 4 American Medical Women’s Association
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Race, Ethnicity, and Language Data: Standardization for Health Care 
Quality Improvement
Institute of Medicine

In this report, the Institute of Medicine goes beyond standard OMB categories 
and provides guidance and examples of granular categories for REaL 
data collection. Key recommendations include:

•  Expanding the six OMB race categories to include a “some other  
race” option. 

•  Including granular ethnicity categories that reflect the population of 
interest.

•  At minimum, collecting data on a patient’s spoken English language 
proficiency.

Race, ethnicity, and Language data

Standardization for health 
care Quality improvement 

Subcommittee on Standardized Collection of Race/Ethnicity Data for Healthcare Quality Improvement

Board on Health Care Services

Cheryl Ulmer, Bernadette McFadden, and David R. Nerenz, Editors

https://www.ncbi.nlm.nih.gov/books/NBK268995/
https://www.ncbi.nlm.nih.gov/books/NBK268995/
https://www.ncbi.nlm.nih.gov/books/NBK268995/
https://www.ama-assn.org/system/files/corp/media-browser/public/health-policy/cehcd-redata_0.pdf
https://www.ama-assn.org/system/files/corp/media-browser/public/health-policy/cehcd-redata_0.pdf
https://www.ama-assn.org/system/files/corp/media-browser/public/health-policy/cehcd-redata_0.pdf
https://www.ama-assn.org/system/files/corp/media-browser/public/health-policy/cehcd-redata_0.pdf
http://www.ahrq.gov/research/findings/final-reports/iomracereport/index.html#contents/iomracereport/reldata5.html
http://www.ahrq.gov/research/findings/final-reports/iomracereport/index.html#contents/iomracereport/reldata5.html
http://www.ahrq.gov/research/findings/final-reports/iomracereport/index.html#contents/iomracereport/reldata5.html


Reports (continued)

Multiracial in America: Chapter 1: Race and Multiracial Americans 
in the U.S. Census 
Pew Research Center

Collecting and stratifying patient REaL data are crucial for hospitals and 
health systems to understand the populations they serve and implement 
the appropriate interventions to improve quality of care. This report 
recommends a five-step framework that will help systems to stratify 
REaL data to more effectively identify health care disparities. This report 
summarizes the framework and provides dashboard templates.

 

 

 

FOR RELEASE JUNE 11, 2015 

Multiracial in America 
Proud, Diverse and Growing in 
Numbers 

 

FOR FURTHER INFORMATION  
ON THIS REPORT: 

Kim Parker, Director of Social Trends Research

Rich Morin, Senior Editor 

Juliana Menasce Horowitz, Associate Director

Mark Hugo Lopez, Director of Hispanic Research

Molly Rohal, Communications Manager 
202.419.4372 

www.pewresearch.org 

RECOMMENDED CITATION: Pew Research Center. 2015. “Multiracial in America: Proud, Diverse and Growing in Numbers.” 
Washington, D.C.: June 

NUMBERS, FACTS AND TRENDS SHAPING THE WORLD 
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Health Disparities Measurement 
The Disparities Solutions Center, Massachusetts General Hospital

This report provides practical recommendations for health care 
organizations to increase their portfolio of race, ethnicity, and language 
data collection strategies and use those data to develop disparity-sensitive 
measures. This report is intended to guide organizations in disparities and 
quality measurement through the following:

•  Building the foundation for data collection.

•  Determining measures and indicators to measure.

 • Methodological approaches to measuring and monitoring disparities.

•  Public reporting of health care disparities and priorities and options for 
quality improvement.
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Compendium of State-Sponsored National CLAS Standards 
Implementation Activities AND Tracking CLAS Tool 
U.S. Department of Health and Human Services, Office of Minority Health

The U.S. Department of Health and Human Services recently released the first 
compendium of activities undertaken by states to implement the National 
Culturally and Linguistically Appropriate Services (CLAS) Standards, 
which includes the collection of patient race, ethnicity, and language 
data. The report includes an overview of the National CLAS Standards, 
recommendations for improving state-sponsored implementation, and 
detailed findings from each state’s activities.

The Tracking CLAS Tool, is an interactive map that identifies state efforts 
to implement CLAS standards, including legislation related to cultural competency training for 
health professionals and state-sponsored implementation activities as of 2015.

National Standards for  
Culturally and Linguistically  
Appropriate Services in  
Health and Health Care
Compendium of State-Sponsored  
National CLAS Standards Implementation Activities

U.S. Department of
Health and Human Services
Office of Minority Health

http://www.pewsocialtrends.org/2015/06/11/chapter-1-race-and-multiracial-americans-in-the-u-s-census/
http://www.pewsocialtrends.org/2015/06/11/chapter-1-race-and-multiracial-americans-in-the-u-s-census/
http://www.pewsocialtrends.org/2015/06/11/chapter-1-race-and-multiracial-americans-in-the-u-s-census/
https://5536401f-20a1-4e61-a28e-914fb5dcef51.filesusr.com/ugd/888d39_b399d3b7cffa498b821410dab155b401.pdf
https://5536401f-20a1-4e61-a28e-914fb5dcef51.filesusr.com/ugd/888d39_b399d3b7cffa498b821410dab155b401.pdf
https://www.thinkculturalhealth.hhs.gov/assets/pdfs/CLASCompendium.pdf
https://www.thinkculturalhealth.hhs.gov/assets/pdfs/CLASCompendium.pdf
https://www.thinkculturalhealth.hhs.gov/clas/clas-tracking-map
https://www.thinkculturalhealth.hhs.gov/assets/pdfs/CLASCompendium.pdf


Reports (continued)

Tools to Address Disparities in Health: Data as Building Blocks 
for Change 
America’s Health Insurance Plans 

This report provides rationale for collecting and analyzing REaL data and 
provides detailed guidelines on how to collect these data. The report 
also summarizes federal and state regulations, policies, and stakeholder 
perspectives on data collection. Examples of strategies from insurance 
plans are also provided as well as other resources for organizations 
seeking to implement REaL data collection. The data collection toolkit 
is geared for health professionals at health insurance plans and health 
care organizations.

Health Equity and Race and Ethnicity Data: How Race and Ethnicity Data 
is Collected and Used 
The Colorado Trust

This report outlines the importance of collecting race and ethnicity data 
and provides guidance for addressing barriers to implementing data 
collection. Case studies from organizations participating in the Colorado 
Trust’s Equality in Health initiative are highlighted to provide insight on 
how these organizations have adapted to collect REaL data. In addition 
to data collection, the report discusses laws and regulations, staff training, 
data analysis, data reporting, and factors contributing to successful 
data collection.

The Colorado Trust 1

ABSTRACT 

Over the past few decades, the United States has become an increasingly multi-
cultural country.1 As the nation’s demographics change, some of  the greatest challenges 
many health care organizations experience in providing quality health care services 
are knowing the patient populations they serve, identifying their patients’ needs and 
preferences, and implementing and monitoring improvements in health and health care.2 
The collection of  race and ethnicity data is considered crucial to providing quality
health care for everyone.3

Prepared for The Colorado Trust by Suzuho Shimasaki; Sherry Freeland Walker, editor

HEALTH EQUITY
and
RACE AND 
ETHNICITY DATA

How Race and Ethnicity Data is Collected and Used

ACHIEVING ACCESS TO HEALTH FOR ALL COLORADANS  SEPTEMBER 2013

This paper examines the reasons behind collecting 
race and ethnicity data in health care, and how to 
overcome some of the obstacles that may arise in 
doing so. It looks at procedures that health care 
organizations can adopt regarding such data and 
current best practices around collecting, analyzing, 
using and reporting race and ethnicity data to 
complement other health equity efforts. Case study 
examples illustrate how some Colorado organizations 
participating in The Colorado Trust’s Equality in 
Health initiative have learned to collect and use race 
and ethnicity data to improve the services they offer. 
Overall, data can be an important tool in providing 
quality health care services for all patients. Some of 
the issues discussed in the paper include:

Laws and Regulations
The national standards on Culturally and Linguistically 
Appropriate Services (CLAS) (see page 3) and the Patient 
Protection and Affordable Care Act (ACA) provide 
guidance and standards for how health care organizations 
can collect, analyze, use and report patient demographic 
data.

Staff Training
Organizations can help reduce barriers to collecting race 
and ethnicity data by facilitating discussions and training 
staff on data collection, its legality and uses, and how to 
work with patients on data collection.

Data Collection
Best practices on data collection focus on increasing 
patients’ comfort levels by asking them to self-identify 
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Using Data on Race and Ethnicity to Improve Health Care Quality 
for Medicaid Beneficiaries 
Center for Health Care Strategies 

This issue brief emphasizes the importance of reliable data and provides 
examples of how state programs can utilize race and ethnicity data to 
improve health care for Medicaid beneficiaries. The brief describes how 
state agencies, managed care organizations, and providers can aid Medicaid 
agencies in obtaining information on the race and ethnicity of their enrollees, 
using data to create reports stratified by race and ethnicity, incorporating 
disparity-reduction goals into quality-improvement projects, and developing 
new quality-improvement projects designed to reduce disparities in 
health care.

https://aapcho.org/wp/wp-content/uploads/2012/02/AHIP-ToolstoAddressDisparitiesinHealth.pdf
https://aapcho.org/wp/wp-content/uploads/2012/02/AHIP-ToolstoAddressDisparitiesinHealth.pdf
https://aapcho.org/wp/wp-content/uploads/2012/02/AHIP-ToolstoAddressDisparitiesinHealth.pdf
http://www.coloradotrust.org/sites/default/files/CT_Race_EthnicityBrief_vFinal2.pdf
http://www.coloradotrust.org/sites/default/files/CT_Race_EthnicityBrief_vFinal2.pdf
http://www.coloradotrust.org/sites/default/files/CT_Race_EthnicityBrief_vFinal2.pdf
http://www.chcs.org/resource/using-data-on-race-and-ethnicity-to-improve-health-care-quality-for-medicaid-beneficiaries/
http://www.chcs.org/resource/using-data-on-race-and-ethnicity-to-improve-health-care-quality-for-medicaid-beneficiaries/
http://www.chcs.org/resource/using-data-on-race-and-ethnicity-to-improve-health-care-quality-for-medicaid-beneficiaries/


Reports (continued)

Counting a Diverse Nation: Disaggregating Data on Race and Ethnicity 
to Advance a Culture of Health
PolicyLink 

A report outlining how the research community and governmental policy 
can take on reforms to better collect data that is more extensive and specific 
to the multidimensional diversity across America.

Improved Race and Ethnicity Measures Reveal U.S. Population is much 
More Multiracial
United States Census Bureau

This webpage provides updated information on racial and ethnic composition 
of the country as a result of improvements in the design of the race and 
ethnicity questions, processing, and coding.
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https://www.policylink.org/sites/default/files/Counting_a_Diverse_Nation_08_15_18.pdf
https://www.policylink.org/sites/default/files/Counting_a_Diverse_Nation_08_15_18.pdf
https://www.policylink.org/sites/default/files/Counting_a_Diverse_Nation_08_15_18.pdf
https://www.census.gov/library/stories/2021/08/improved-race-ethnicity-measures-reveal-united-states-population-much-more-multiracial.html
https://www.census.gov/library/stories/2021/08/improved-race-ethnicity-measures-reveal-united-states-population-much-more-multiracial.html
https://www.census.gov/library/stories/2021/08/improved-race-ethnicity-measures-reveal-united-states-population-much-more-multiracial.html


Guides

Building an Organizational Response to Health Disparities 
Centers for Medicare and Medicaid Services, Office of Minority Health

Disparities in the quality of care that minority populations receive even when 
they have the same insurance, socioeconomic status, and comorbidities 
as their non-minority counterparts are well documented. Evidence-based 
interventions are an effective tool for reducing health disparities and lowering 
cost. Therefore, focused quality-improvement efforts should be targeted 
to populations at risk for disparities. This document includes resources and 
concepts key to addressing disparities and improving health care quality.

BUILDING AN ORGANIZATIONAL 
RESPONSE TO HEALTH DISPARITIES

Disparities in the quality of care that minority populations receive, even when 

they have the same insurance, socioeconomic status, and comorbidities as their non-minority 

counterparts are well documented. Evidence based interventions are an effective tool for reducing 

health disparities and lowering cost. Therefore, focused quality improvement efforts should be 

targeted to populations at risk for disparities.  

Learn how to identify, prioritize, and take action on health disparities by championing the 

Disparities Action Statement in your organization. Participants receive personalized technical 

assistance focused on strengthening your quality improvement program 

through a series of consultations from subject matter experts. To learn more, 

contact HealthEquityTA@cms.hhs.gov.

Data Collection
A strong commitment to the collection of race, ethnicity, and
language (REAL) data is essential to identifying and addressing
disparities in quality of care. The better the data is, the greater 
the ability to accurately assess and respond to disparities.
Following are tips for improving data collection.

• Prioritiz e the collection of REAL data. 

• Align direct patient tools to collect self-identified
REAL data. Keep in mind that race 
differs from ethnicity.

• Train staff to understand that 
REAL data is collected to reduce 
health disparities. 

Featured
Resource

The Ask Every Patient: REAL e-learning module was developed by 
experts in the field of REAL data collection, working with America’s 
Essential Hospitals Engagement Network (EHEN) Equity Action Team, 
for training registration staff. 04/08/16

Improving Quality and Achieving Equity: A Guide for Hospital Leaders
The Disparities Solutions Center, Massachusetts General Hospital

This report outlines the importance of using existing systems within health 
care organizations to identify medical errors for patients with limited English 
proficiency. Recommendations are provided to improve these systems to 
accurately capture root causes and risk factors for patients, including:

•  Collecting REaL data systematically at registration

•  Ensuring that patients can indicate language preference and whether an
interpreter is needed

•  Creating prompts for frontline staff to ask patients about language
preferences to determine need for interpreter

1

Institute for Health Policy

Improving Quality and Achieving Equity: 

A Guide for Hospital Leaders

Improving Health Equity Through Data Collection AND Use: A Guide for 
Hospital Leaders 
Health Research and Educational Trust

This guide uses exploratory interviews with four hospitals as well as an extensive 
literature review to provide recommendations for health care organizations to 
streamline their data collection process. Strategies are provided for utilizing 
these patient data in a meaningful way, such as developing interventions and 
increasing access for underserved populations.

#123forEquity: A Toolkit for Achieving Success and Sharing Your Story
American Hospital Association, Equity of Care

A user-friendly “how-to” guide to help accelerate the elimination of health care 
disparities. This guide contains resources to assist all hospitals in their work to 
achieve the Equity of Care goals.

#123forEquity:

A Toolkit for Achieving Success and Sharing Your Story
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Guides (continued)

Implementing Multicultural Health Care Standards:  Ideas and Examples
National Committee for Quality Assurance

This guide provides standards for REaL data collection for health care 
organizations to implement the National Committee for Quality Assurance 
standards for distinction in Multicultural Health. The guide also provides 
information on access and availability of language services, practitioner network 
cultural responsiveness, culturally and linguistically appropriate services, and 
reducing health care disparities.

Implementing  
Multicultural Health 
Care Standards: 

Ideas and Examples

Making CLAS Happen: Chapter 3 – Collect Diversity Data 
Massachusetts Department of Public Health, Office of Health Equity

This publication provides guidance and practical approaches for how to provide 
culturally and linguistically appropriate services within public health settings. 
Each chapter includes tools, lists of resources, and case studies from the public 
health and social services sectors within Massachusetts. Chapter 3 provides tools 
to assist in the process of collecting race, ethnicity, and language data.

Making CLAS Happen Six Areas for Action –54
54   Making CLAS Happen (2013)  | Chapter 3: Collect Diversity Data

CHApter 3: 

Collect Diversity Data

Multicultural Health Care: A Quality Improvement Guide
National Committee for Quality Assurance

This guide provides a framework for health care organizations to incorporate 
culturally and linguistically appropriate care, improve access for patients with 
limited English proficiency, and reduce health care disparities. The guide can be 
used by managed care organizations, public health organizations, community 
clinics, hospitals, and other organizations centered on health care delivery. 
Each of the four sections (assessment, planning, implementation, and 
evaluation) includes a summary, specific examples from varied settings, and 
relevant resources.

Multicultural Health Care:
A Quality Improvement Guide 

This guide is brought to you by 
NCQA and Eli Lilly and Company.

MG48754 1107 PRINTED IN USA. ©2007, ELI LILLY AND COMPANY. ALL RIGHTS RESERVED.

HRET HIIN Health Equity Organizational Assessment
Health Research and Educational Trust

A guide to classifying the extent to which hospitals are reducing disparities 
through 7 categories: data collection, data collection training, data validation, 
data stratification, communication of findings, addressing and resolving gaps 
in care, and organizational infrastructure and culture. This a general tool for 
understanding how hospitals can reduce disparities seems less relevant to data 
collection and more relevant to disparities solutions in general.

11

https://theinstitute.umaryland.edu/media/ssw/institute/national-center-documents/Implementing-Multicultural-Health-Care-Standards-Ideas-and-Examples.pdf
https://theinstitute.umaryland.edu/media/ssw/institute/national-center-documents/Implementing-Multicultural-Health-Care-Standards-Ideas-and-Examples.pdf
http://www.mass.gov/eohhs/gov/departments/dph/programs/admin/health-equity/clas/making-clas-happen.html
http://www.mass.gov/eohhs/gov/departments/dph/programs/admin/health-equity/clas/making-clas-happen.html
http://online.fliphtml5.com/vzpf/naoo/#p=1
http://online.fliphtml5.com/vzpf/naoo/#p=1
http://www.wsha.org/wp-content/uploads/Health-Equity-Metric-Guidance_WSHA.pdf
http://www.wsha.org/wp-content/uploads/Health-Equity-Metric-Guidance_WSHA.pdf


Toolkits

Equity of Care: A Toolkit for Eliminating Health care Disparities 
American Hospital Association, Equity of Care

The American Hospital Association toolkit provides best practices for 
improving the quality of REaL data, stratifying REaL data, and identifying 
disparities within health care organizations. This resource is appropriate for 
organizations at all stages of the REaL data collection process. In addition 
to data collection, the toolkit includes resources for cultural competency 
training and increasing diversity in governance and leadership.

January 2015

Equity of Care:
A Toolkit for Eliminating 
Health Care Disparities

®

A Practical Guide to Implementing the National CLAS Standards: For 
Racial, Ethnic and Linguistic Minorities, People with Disabilities and 
Sexual and Gender Minorities 
Centers for Medicare and Medicaid Services, Office of Minority Health

The purpose of this toolkit is to enable organizations to implement the 
National CLAS Standards and improve health equity. It is organized according 
to the enhanced National CLAS Standards and provides practical tools and 
examples of CLAS, in addition to efforts to implement the National CLAS 
Standards that can be adapted for use by health care organizations. It is 
intended for organizations that have already decided to pursue CLAS to 

Disability Data Advocacy Toolkit
Washington Group

This toolkit was created in response to increasing interest and requests 
from persons with disabilities and their representative organizations from all 
over the world. The aim of this toolkit is to contribute to the growing global 
dialogue on the importance of data on persons with disabilities, specifically 
to provide some basic knowledge on data collection, analysis, and use of 
data for evidenced based advocacy to influence policy and decision makers. 
The toolkit discusses the use of the WG questions as best practices to be 
employed in data collections and disaggregating data by disability.

improve equity and eliminate health care disparities.
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Toolkits (continued)

Race and Ethnicity Data Improvement Toolkit 
Healthcare Cost and Utilization Project, Agency for Healthcare Research and Quality, 
U.S. Department of Health and Human Services

This toolkit provides guidance for organizations aiming to improve the 
collection of REaL data from patients. The toolkit incorporates experience 
from Enhanced State data grantees that have made significant efforts in 
improving data collection within their states. The toolkit provides resources 
for ensuring adequate IT infrastructure, collecting REaL data from patients, 
and measuring the effectiveness of education and training efforts.

AHA Disparities Toolkit: A Toolkit for Collecting Race, Ethnicity, 
and Primary Language Information from Patients 
Health Research and Educational Trust

This toolkit provides guidance for health care organizations on how to collect 
REaL data from patients. It contains federal guidelines and recommendations 
for collecting data; modules and scripts for frontline staff; evaluative tools; 
and guidance on how to use REaL data for quality-improvement initiatives. 
Health care organizations and providers can use this toolkit to implement a 
data collection framework.
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https://www.hcup-us.ahrq.gov/datainnovations/raceethnicitytoolkit/data_improve_edu.jsp
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Training Tools & Webinars

Identifying And Meeting The Language Preferences Of Health 
Plan Members
Resources for Integrated Care

A webinar discussing the strategies that health plans can use to meet and 
assess diverse language preferences. The webinar has multiple speakers 
who talk about strategies for collecting language data and then using 
this data to inform operations. 

Collecting Patient Data: Improving Health Equity In Your Practice
American Medical Association

This online module discusses the importance of collecting patient race 
and ethnicity data, explains the minimum standards for collecting these 
data, and elucidates how race and ethnicity data can be used to improve 
quality outcomes. Participants will learn about establishing standards 
for race and ethnicity data collection in their practice and how to train 
staff to collect these data.
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Improving the Collection of Race, Ethnicity, and Language Data 
to Reduce Healthcare Disparities: A Case Study from an Academic 
Medical Center 

Citation: Lee WC, Veeranki SP, Serag H, Eschbach K, Smith KD. Perspect Health 
Inf Manag. (2016).

Well-designed electronic health records (EHRs) must integrate a variety of 
accurate information to support efforts to improve quality of care, particularly 
equity-in-care initiatives. This case study provides insight into the challenges 
those initiatives may face in collecting accurate REaL information in the EHR. The 
authors present the experience of an academic medical center strengthening 

its EHR for better collection of REaL data with funding from the EHR Incentive Programs for 
meaningful use of health information technology and the Texas Medicaid 1115 Waiver program. 
They also present a plan to address some of the challenges that arose during the course of 
the project. These experiences at an academic medical center can provide guidance about the 
likely challenges similar institutions may expect when they implement new initiatives to collect 
REaL data, particularly challenges regarding scope, personnel, and other resource needs.

Improving the Collection of Race, Ethnicity, and Language Data to Reduce Healthcare Disparities: A Case Study from
an Academic Medical Center

Improving the Collection of Race, Ethnicity, 
and Language Data to Reduce Healthcare 

Disparities: A Case Study from an Academic 
Medical Center

by Wei-Chen Lee, PhD; Sreenivas P. Veeranki, MBBS, DrPH; Hani Serag, MD; Karl Eschbach, 
PhD; and Kenneth D. Smith, PhD

Abstract
Well-designed electronic health records (EHRs) must integrate a variety of accurate information to 

support efforts to improve quality of care, particularly equity-in-care initiatives. This case study provides 
insight into the challenges those initiatives may face in collecting accurate race, ethnicity, and language 
(REAL) information in the EHR. We present the experience of an academic medical center strengthening 
its EHR for better collection of REAL data with funding from the EHR Incentive Programs for 
meaningful use of health information technology and the Texas Medicaid 1115 Waiver program. We also 
present a plan to address some of the challenges that arose during the course of the project. Our 
experience at an academic medical center can provide guidance about the likely challenges similar 
institutions may expect when they implement new initiatives to collect REAL data, particularly 
challenges regarding scope, personnel, and other resource needs.

Introduction
The rapid growth in the use of electronic health records (EHRs) underscores the demand for 

efficiency and effectiveness of health services in the US healthcare system.1 The Centers for Medicare 
and Medicaid Services (CMS) began the EHR Incentive Programs to promote meaningful use (MU) in
2011. Since then, the benefits of employing EHRs have been widely documented and discussed.2, 3

Benefits include enhanced administration efficiency, reduced healthcare costs, and improved coordination 
of care. In addition, accurate demographic information from EHRs can assist researchers in monitoring 
and addressing disparities in diagnoses, procedures, and outcomes, which in turn can facilitate clinical 
decision making and effective quality improvement planning.4 Despite these benefits, healthcare 
providers face challenges in transitioning from paper systems to EHRs and ensuring accurate and secure 
data in the EHR.

Although not a part of the MU incentive program, CMS funded an initiative to promote demographic 
data collection through one of the Texas Medicaid 1115 Waiver projects, “Race, Ethnicity, and Language 
(REAL) Data.” The purpose of the 1115 Waiver is to give states additional flexibility to design and 
improve their Medicaid and Children’s Health Insurance Program (CHIP) programs.5 There is a growing
body of scholarly literature and guidelines discussing the value and benefits of implementing EHRs;6–9

the role of EHRs in informing policy alternatives while planning for and implementing health system 
transformation;10, 11 and detailed technical issues related to the use of different technologies and data 

A Roadmap and Best Practices for Organizations to Reduce Racial and 
Ethnic Disparities in Health Care

Citation: Chin MH, et al. J Gen Intern Med. (2012).

This article summarizes the key findings of the literature reviews and funded 
research projects conducted through Finding Answers, a Robert Wood Johnson 
Foundation initiative. The authors use these findings to provide a roadmap for 
health care organizations to address disparities within diverse populations.

SPECIAL SYMPOSIUM: INTERVENTIONS TO REDUCE RACIAL AND ETHNIC DISPARITIES IN
HEALTH CARE

A Roadmap and Best Practices for Organizations
to Reduce Racial and Ethnic Disparities in Health Care

Marshall H. Chin, MD, MPH1,2,3, Amanda R. Clarke, MPH1,2, Robert S. Nocon, MHS1,2,3,
Alicia A. Casey, MPH1,2, Anna P. Goddu, MSc1,2,3, Nicole M. Keesecker, MA1,2, and
Scott C. Cook, PhD1,2

1Robert Wood Johnson Foundation Finding Answers: Disparities Research for Change National Program Office, University of Chicago,
Chicago, IL, USA; 2Center for Health and the Social Sciences, University of Chicago, Chicago, IL, USA; 3Section of General Internal Medicine,
Department of Medicine, University of Chicago, Chicago, IL, USA.

Over the past decade, researchers have shifted their focus
from documenting health care disparities to identifying
solutions to close the gap in care. Finding Answers:
Disparities Research for Change, a national program of
the Robert Wood Johnson Foundation, is charged with
identifying promising interventions to reduce disparities.
Based on our work conducting systematic reviews of the
literature, evaluating promising practices, and providing
technical assistance to health care organizations, we
present a roadmap for reducing racial and ethnic
disparities in care. The roadmap outlines a dynamic
process in which individual interventions are just one
part. It highlights that organizations and providers need
to take responsibility for reducing disparities, establish a
general infrastructure and culture to improve quality,
and integrate targeted disparities interventions into
quality improvement efforts. Additionally, we summarize
the major lessons learned through the Finding Answers
program. We share best practices for implementing
disparities interventions and synthesize cross-cutting
themes from 12 systematic reviews of the literature.
Our research shows that promising interventions fre-
quently are culturally tailored to meet patients’ needs,
employ multidisciplinary teams of care providers, and
target multiple leverage points along a patient’s pathway
of care. Health education that uses interactive techni-
ques to deliver skills training appears to be more effective
than traditional didactic approaches. Furthermore, pa-
tient navigation and engaging family and community
members in the health care process may improve out-
comes for minority patients. We anticipate that the
roadmap and best practices will be useful for organiza-
tions, policymakers, and researchers striving to provide
high-quality equitable care.

KEY WORDS: disparities; quality of care; race; intervention; equity.
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I n 2005, the Robert Wood Johnson Foundation (RWJF)
created Finding Answers: Disparities Research for

Change (www.solvingdisparities.org) as part of its portfolio
of initiatives to reduce racial and ethnic disparities in health
care.1 RWJF charged Finding Answers with three major
functions: administer grants to evaluate interventions to
reduce racial and ethnic disparities in care, perform system-
atic reviews of the literature to determine what works for
reducing disparities, and disseminate these findings national-
ly. Over the past seven years, Finding Answers has funded 33
research projects and performed 12 systematic literature
reviews, including the five papers in this symposium.2–6 We
are now beginning to leverage this research base to provide
technical assistance to organizations that are implementing
disparities reduction interventions, such as those participating
in RWJF’s Aligning Forces for Quality program.7

This paper summarizes the major lessons learned from the
systematic reviews and provides a disparities reduction
framework. Building on our prior work,8–10 we present a
roadmap for organizations seeking to reduce racial and ethnic
disparities in health care. This roadmap may be tailored for
use across diverse health care settings, such as private
practices, managed care organizations, academic medical
centers, public health departments, and federally qualified
health centers. Specifically, we outline the following steps:

1) Recognize disparities and commit to reducing them
2) Implement a basic quality improvement structure and

process
3) Make equity an integral component of quality improve-

ment efforts

JGIM
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Data On Race, Ethnicity, And Language Largely Incomplete For Managed 
Care Plan Members

Citation: Ng JH, Ye F, Ward LM, Haffer, SC. Health Aff. (2017).

This article presents findings from assessing REaL data availability in commercial, 
Medicaid, and Medicare managed care plans using the Healthcare Effectiveness 
Data and Information Set (HEDIS). The authors looked at 2012–2015 HEDIS data 
and found that in 2015 the largest gaps in race data occurred in commercial 
and Medicaid plans, while all plan types reported incomplete data on ethnicity 
and language. Between 2012 and 2015, completeness of data generally did 

not improve. The authors conclude that the ability to identify disparities through improved 
documentation of race, ethnicity, and language is necessary in order to reduce disparities.

15

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5075235/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5075235/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5075235/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5075235/
http://www.rwjf.org/en/library/research/2012/08/a-roadmap-and-best-practices-for-organizations-to-reduce-racial-.html
http://www.rwjf.org/en/library/research/2012/08/a-roadmap-and-best-practices-for-organizations-to-reduce-racial-.html
http://www.rwjf.org/en/library/research/2012/08/a-roadmap-and-best-practices-for-organizations-to-reduce-racial-.html
https://www.healthaffairs.org/doi/full/10.1377/hlthaff.2016.1044?url_ver=Z39.88-2003&rfr_id=ori%3Arid%3Acrossref.org&rfr_dat=cr_pub%3Dpubmed
https://www.healthaffairs.org/doi/full/10.1377/hlthaff.2016.1044?url_ver=Z39.88-2003&rfr_id=ori%3Arid%3Acrossref.org&rfr_dat=cr_pub%3Dpubmed
https://www.healthaffairs.org/doi/full/10.1377/hlthaff.2016.1044?url_ver=Z39.88-2003&rfr_id=ori%3Arid%3Acrossref.org&rfr_dat=cr_pub%3Dpubmed


Books & Sentinel Articles (continued)

The National Health Plan Collaborative to Reduce Disparities and 
Improve Quality 

Citation: Lurie N, et al. Jt Comm J Qual Patient Saf. (2008).

The National Health Plan Collaborative represents a model of shared learning 
and innovation through which health plans are addressing racial/ethnic 
disparities. This paper describes the challenges and lessons learned by 
health plans in obtaining information on race/ethnicity of their enrollees and 
examining their diabetes performance measure to assess disparities in care.

Obtaining Data on Patient Race, Ethnicity, and Primary Language in 
Health Care Organizations: Current Challenges and Proposed Solutions

Citation: Hasnain-Wynia R & Baker DW. Health Serv Res. (2006).

This paper provides an overview of why health care organizations should collect 
race, ethnicity, and language data, reviews current practices, discusses the 
rationale for collecting this information directly from patients, and describes 
barriers and solutions.
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A Plan for Action: Key Perspectives from the Racial/Ethnic Disparities 
Strategy Forum 

Citation: King RK, et al. Milbank Q. (2008).

This paper summarizes six key recommendations for organizations to address 
disparities in care, including standardized collection of race and ethnicity 
data. The recommendations are: collect race and ethnicity data on patients or 
enrollees in a routine and standardized fashion; implement tools to measure 
and monitor for disparities in care; develop quality improvement strategies to 
address disparities; secure the support of leadership; use incentives to address 

disparities; and create a message and communication strategy for these efforts.

Taking on Racial and Ethnic Disparities in Health Care: The Experience 
at Aetna

Citation: Hassett P. Health Aff. (2005).

This perspective describes the work of a task force led by Aetna’s chairman 
and CEO, charged with a number of strategic activities, including cultural 
competency training and the identification of disparities occurring within 
the Aetna membership population. Aetna is putting the data to work in 
its chronic disease management, breast health, and African American 
Preterm Labor Prevention and Breastfeeding programs.
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Books & Sentinel Articles (continued)

Challenges with quality of race and ethnicity data in 
observational databases 

Citation: Polubriaginof FCG, Ryan P, Salmasian H, et al. Challenges with quality 
of race and ethnicity data in observational databases. J Am Med Informatics 
Assoc. 2019. doi:10.1093/jamia/ocz113

This study assesses the quality of race and ethnicity information in 
observational health databases, including electronic health records (EHRs). 
The authors assessed completeness of race and ethnicity information in 
large observational health databases in the United States (Healthcare Cost 
and Utilization Project and Optum Labs), and at a single healthcare system 

in New York City serving a racially and ethnically diverse population. They compared race and 
ethnicity data collected via administrative processes with data recorded directly by respondents 
via paper surveys (National Health and Nutrition Examination Survey and Hospital Consumer 
Assessment of Healthcare Providers and Systems). The article discusses findings on the quality 
of race and ethnicity data and proposes opportunities for improvement, including patient self-
recording
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Examining Race and Ethnicity Information in Medicare 
Administrative Data 

Citation: Filice, Clara E. MD, MPH, MHS; Joynt, Karen E. MD, MPH. Examining 
Race and Ethnicity Information in Medicare Administrative Data. Medical Care. 
55(12):e170-e176, December 2017.

Racial and ethnic disparities are observed in the health status and health 
outcomes of Medicare beneficiaries. Reducing these disparities is a national 
priority, and having high-quality data on individuals’ race and ethnicity is critical 

for researchers working to do so. However, using Medicare data to identify race and ethnicity 
is not straightforward. Currently, Medicare largely relies on Social Security Administration 
data for information about Medicare beneficiary race and ethnicity. Directly self-reported 
race and ethnicity information is collected for subsets of Medicare beneficiaries but is not 
explicitly collected for the purpose of populating race/ ethnicity information in the Medicare 
administrative record. As a consequence of historical data collection practices, the quality of 
Medicare’s administrative data on race and ethnicity varies substantially by racial/ethnic group; 
the data are generally much more accurate for whites and blacks than for other racial/ethnic 
groups. Identification of Hispanic and Asian/Pacific Islander beneficiaries has improved through 
use of an imputation algorithm recently applied to the Medicare administrative database. 
To improve the accuracy of race/ethnicity data for Medicare beneficiaries, researchers have 
developed techniques such as geocoding and surname analysis that indirectly assign Medicare 
beneficiary race and ethnicity. However, these techniques are relatively new and data may not 
be widely available. Understanding the strengths and limitations of different approaches to 
identifying race and ethnicity will help researchers choose the best method for their particular 
purpose, and help policymakers interpret studies using these measures.
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A patient and family data domain collection framework for 
identifying disparities in pediatrics: results from the pediatric health 
equity collaborative 

Citation: Tan-McGrory A, Bennett-AbuAyyash C, Gee S, Dabney K, Cowden 
JD, Williams L, et al. A patient and family data domain collection framework 
for identifying disparities in pediatrics: results from the pediatric health 
equity collaborative. BMC Pediatrics. 2018;18(1):18. 

By 2020, the child population is projected to have more racial and ethnic 
minorities make up the majority of the populations and health care 
organizations will need to have a system in place that collects accurate 
and reliable demographic data in order to monitor disparities. The goals 

of this group were to establish sample practices, approaches and lessons learned with regard 
to race, ethnicity, language, and other demographic data collection in pediatric care setting. 
A panel of 16 research and clinical professional experts working in 10 pediatric care delivery 
systems in the US and Canada convened twice in person for 3-day consensus development 
meetings and met multiple times via conference calls over a two year period. Current evidence 
on adult demographic data collection was systematically reviewed and unique aspects of 
data collection in the pediatric setting were outlined. Human centered design methods were 
utilized to facilitate theme development, facilitate constructive and innovative discussion, 
and generate consensus. Group consensus determined six final data collection domains: 
1) caregivers, 2) race and ethnicity, 3) language, 4) sexual orientation and gender identity,  
5) disability, and 6) social determinants of health. For each domain, the group defined the 
domain, established a rational for collection, identified the unique challenges for data collection 
in a pediatric setting, and developed sample practices which are based on the experience of the 
members as a starting point to allow for customization unique to each health care organization. 
Several unique challenges in the pediatric setting across all domains include: data collection 
on caregivers, determining an age at which it is appropriate to collect data from the patient, 
collecting and updating data at multiple points across the lifespan, the limits of the electronic 
health record, and determining the purpose of the data collection before implementation. 
There is no single approach that will work for all organizations when collecting race, ethnicity, 
language and other social determinants of health data. Each organization will need to tailor 
their data collection based on the population they serve, the financial resources available, and 
the capacity of the electronic health record.
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https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5793421/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5793421/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5793421/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5793421/


Disability covers a wide range of impairments that may be physical, sensory, or cognitive. The 
degree to which impairments and environmental factors impact individual functioning may vary. 
The reasons for collecting disability status data are also varied. Health care organizations may 
collect disability data in order to ensure compliance with the Americans with Disabilities Act and 
improve the accessibility of facilities, equipment, and services; to inform clinical practice and 
individual care plans for patients with functional limitations associated with physical, cognitive 
or other mental impairments; or to monitor for disparities in quality of care for subpopulations. 
While all of these are valid and important reasons for collecting data on disability status, how 
organizations plan to use the data will determine what questions to ask. The following resources 
offer recommendations and frameworks from several leading national and international 

The six-item set of questions developed for the American Community Survey, U.S. Census 
Bureau, represent the minimum data standard for disability data collection within federal agencies. 
The questions cover six types of disability: hearing, vision, cognitive, ambulatory, self-care, and 
independent living. Respondents who report difficulties in one or more of these categories are 
considered to have a disability. This six-item set cannot be altered and must be used as a set to 
assure a meaningful measure of disability. 

The U.S. Department of Health and Human Services Implementation Guidance on Data Collection 
Standards for Race, Ethnicity, Sex, Primary Language, and Disability Status was developed to 
promote standardized data collection in HHS-conducted or -sponsored surveys.

The U.S. Census Bureau’s How Disability Data are Collected site describes how disability information 
is collected in a number of existing federal surveys. 

Minimum Standards

DISABILITY 
DATA COLLECTION 
RESOURCES
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https://www.census.gov/topics/health/disability/guidance/data-collection-acs.html
https://www.census.gov/programs-surveys/acs/
https://aspe.hhs.gov/basic-report/hhs-implementation-guidance-data-collection-standards-race-ethnicity-sex-primary-language-and-disability-status
https://www.census.gov/topics/health/disability/guidance.html


Reports & Articles

The Future of Disability in America
Institute of Medicine

Disability affects between 40 million and 50 million people in the United 
States and will continue to affect a large number of Americans as the 
population ages. The report offers recommendations in the areas of 
disability monitoring, disability research, access to health care and other 
support services, and public and professional education.

International Classification of Functioning, Disability and Health
World Health Organization

The World Health Organization uses the International Classification of 
Functioning, Disability, and Health (ICF) to classify different types of 
functioning and disabilities. The ICF provides classifications for body function, 
including mental and physiological functions; activities and participations, 
including learning, daily tasks, and relationships; and environmental factors, 
including the physical and social environment.

Persons with disabilities as an unrecognized health disparity 
population

Citation: Krahn GL, Walker DK, Correa-de-Araujo R.  Am J Public Health. 
(2015).

This paper recommends that observed population-level differences in health 
outcomes among persons with disability supports classification as a health 
disparity population. 

World Report on Disability
World Health Organization and the World Bank

This report provides policy-makers, practitioners, researchers, academics, 
development agencies, and civil society with a description of what 
is a disability, an analysis of services for people with disabilities, and 
recommendations for national and international policy to address the needs 
of populations with disabilities.
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http://www.nap.edu/catalog/11898/the-future-of-disability-in-america
http://www.nap.edu/catalog/11898/the-future-of-disability-in-america
http://www.who.int/classifications/icf/en/
http://www.who.int/classifications/icf/en/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4355692/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4355692/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4355692/
https://www.who.int/teams/noncommunicable-diseases/disability-and-rehabilitation/world-report-on-disability
https://www.who.int/teams/noncommunicable-diseases/disability-and-rehabilitation/world-report-on-disability
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Collection of Patients’ Disability Status by Healthcare Organizations: 
Patients’ Perceptions and Attitudes 

Citation: Morris MA, Schliep M, Liesinger J, Cameron KA. Collection of 
Patients’ Disability Status by Healthcare Organizations: Patients’ Perceptions 
and Attitudes. J Healthc Qual. 2017. doi:10.1097/JHQ.0000000000000036

Recent policies call for healthcare organizations to consistently document 
patients’ disability status for the purpose of tracking the quality of care 
experienced by patients with disabilities. The purpose of the study was 
to explore patients’ attitudes toward healthcare organizations collecting 
disability status. We surveyed a convenience sample of patients in three 

outpatient clinics, including primary care and rehabilitation clinics. A total of 303 patients 
participated; 49% self-identified as disabled, 59% were female and the mean age was 52 years. 
The majority of participants (88%) either agreed or strongly agreed that it is important for 
healthcare organizations to collect information about disabilities; 77% stated that they were 
comfortable or very comfortable with healthcare organizations collecting this information. By 
contrast, we found that almost a quarter of participants had concerns with front desk staff 
collecting disability status information. When we presented disability questions endorsed by 
the Health and Human Services Department, over a quarter of participants (28%) felt that 
the questions were not inclusive of all disability categories. Although patients are supportive 
of healthcare organizations collecting disability status information, concerns exist regarding 
how the information is collected and which categories are included, suggesting the need for 
continued development of evidence-based, patient-centered methods and questions.

The Disability Data Report, 2021

Citation: Mitra, S. and Yap, J. (2021). The Disability Data Report. Disability 
Data Initiative. Fordham Research Consortium on Disability: New York

This report provides a systematic analysis of the availability and quality of 
questions on disability between 2009 and 2018 in national censuses and 
surveys. This report also presents disaggregation results for 41 countries 
with censuses or national surveys with functional difficulty questions in at 
least four domains (seeing, hearing, walking, cognition). For some countries, 
data is also available for the self-care and/or communication domains and 

the Washington Group Short Set of questions. This report has not been peer reviewed.

Reports & Articles (continued)

https://pubmed.ncbi.nlm.nih.gov/27183172/
https://pubmed.ncbi.nlm.nih.gov/27183172/
https://disabilitydata.ace.fordham.edu/reports/disability-data-initiative-2021-report/
https://disabilitydata.ace.fordham.edu/reports/disability-data-initiative-2021-report/
https://pubmed.ncbi.nlm.nih.gov/27183172/


Videos

The Washington Group on Disability Statistics and the Short Set of 
Questions, 2016 Online Training 
Handicap International Innovation and Knowledge Management Unit & the Washington 
Group on Disability Statistics

This e-learning module aims to help organizations and investigators to 
understand the approach behind the short set of questions and to gain a 
deeper knowledge about disability data collection and analysis.

Washington Group Training for Non – Governmental Organizations, 
March 16, 2017

The Washington Group presented a 1 day training event on Disability 
Measurement using the Washington Group methodology specifically for an 
NGO audience.

 
• Video 1 – Introduction to the Washington Group and Disability Measurement

• Video 2 – Collecting Disability Data  

• Video 3 – The Importance & Feasibility of Disaggregation by Disability Status

• Video 4 – The WG/UNICEF Module on Child Functioning

Washington Group 2015 Video Series 

This video series, presented by Mitchell Loeb from the National Center for 
Health Statistics, provides background on the six-item short set of questions 
designed by the Washington group. The series presents the short set of 
questions and provides recommendations for data collection and analysis 
of disability data.

• Video 1 – Introduction to the Washington Group

• Video 2 – The Approach Developed by the Washington Group  

• Video 3 – Short Set of Questions: Tool Presentation

• Video 4 – Short Set of Questions: Data Collection 

• Video 5 – Short Set of Questions: Data Analysis  

• Video 6 – Presentation of the Methodology to Implement WG Tools
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https://hilearngo.handicap-international.org/workspaces/176/open/tool/home#/tab/-1
https://hilearngo.handicap-international.org/workspaces/176/open/tool/home#/tab/-1
https://hilearngo.handicap-international.org/workspaces/176/open/tool/home#/tab/-1
https://www.washingtongroup-disability.com/resources/online-trainings-and-webinars/
https://www.youtube.com/watch?v=Vag15o3h76o&feature=youtu.be
https://www.youtube.com/watch?v=Jnq9XTvrQSI&feature=youtu.be
https://www.youtube.com/watch?v=nZT2JbWSGb4&feature=youtu.be
https://www.youtube.com/watch?v=8SOzXeYDhAw&feature=youtu.be
https://www.youtube.com/watch?v=xtuKsTpkJh0&feature=youtu.be
https://www.youtube.com/watch?v=OBa8XdfFavs&feature=youtu.be
https://www.washingtongroup-disability.com/events/disability-measurement-and-the-washington-group-on-disability-statistics-for-non-government-organisations-march-2017-148/
https://www.washingtongroup-disability.com/events/disability-measurement-and-the-washington-group-on-disability-statistics-for-non-government-organisations-march-2017-148/
https://mediacentral.ucl.ac.uk/Play/6607
https://mediacentral.ucl.ac.uk/Play/6608
https://mediacentral.ucl.ac.uk/Play/6609
https://mediacentral.ucl.ac.uk/Play/6610
https://www.washingtongroup-disability.com/resources/online-trainings-and-webinars/
https://www.washingtongroup-disability.com/events/disability-measurement-and-the-washington-group-on-disability-statistics-for-non-government-organisations-march-2017-148/
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