Race and Ethnicity Data Collection

Background Resources
1.  The Massachusetts Hospital Association website has all of the materials used for the train-the-trainer sessions, including the slides, handouts, and tools.  Any hospital in Massachusetts is welcome to use these materials in any way, free of charge, including adapting the materials for their own use.  We request that hospitals acknowledge in any publicity, reports, or other communications related to the outreach materials and the registration scripts that these materials were developed and designed through a collaborative effort of MHA, the Boston Public Health Commission, the Massachusetts Department of Public Health, the Division of Health Care Finance and Policy, Robin Weinick of the Disparities Solutions Center at Massachusetts General Hospital and the Cambridge Health Alliance led by Jacquelyn Caglia.  If you share these materials, please acknowledge their source and do not charge a fee for their use.


http://www.mhalink.org/public/news/2006/2006-11-09.cfm
2.  The Health Research and Educational Trust has developed an excellent tool kit to assist in the collection of race, ethnicity, and language data in health care organizations.

http://www.hretdisparities.org/hretdisparities_app/index.jsp
3.  The Disparities Solutions Center at Massachusetts General Hospital hosted two web seminars on race and ethnicity data collection in health care organizations in October, 2006.  Free archives of these web seminars is available at http://www.massgeneral.org/disparitiessolutions/.  You will be asked to register in order to view the archives.
Getting Started: Building a Foundation to Address Disparities through Data Collection The health care field is moving from identifying racial and ethnic disparities to implementing effective approaches to reducing them. To facilitate such improvement, the collection of race and ethnicity data by health care providers, hospitals and health plans is critical in order to effectively monitor the approaches put in place to eliminate the disparities in care patients receive. Both beginning the data collection process and looking at existing systems for analysis present real world challenges. In this Web seminar, our panel of experts will answer questions about the practical aspects of data collection. 

Getting it Right: Navigating the Complexities of Collecting Race/Ethnicity Data A decision by health care providers, hospitals and health plans to collect race and ethnicity data invites an array of new issues and choices. In this Web seminar, our panel of experts will answer questions about moving forward with data collection and the obstacles, barriers and complexities you may encounter. Examples of topics to be discussed include legal concerns about collecting data and geocoding where individual-level information is not available. 

4.  The George Washington University School of Public Health and Health Services issued a report discussing the legality of collecting and disclosing patient race and ethnicity data in June of 2006.  The report can be found at http://healthinfolaw.org/uploads/racial_and_ethnic_data.pdf.

5.  The Boston Public Health Commission’s Disparities Project provides a great deal of information on disparities in the Boston area, recommendations for hospitals, cultural competence assessment tools, and the Boston data collection regulation that was issued on June 13, 2006.  http://www.bphc.org/programs/program.asp?b=7&d=&p=202 
6.  The research background on racial and ethnic disparities was summarized in the 2003 Institute of Medicine’s report, Unequal Treatment:  Confronting Racial and Ethnic Disparities in Healthcare.  A free copy of the executive summary can be downloaded from http://books.nap.edu/catalog/10260.html; copies of the book can be purchased on the same site.
7.  The Agency for Healthcare Research and Quality issues an annual report on the state of disparities in the U.S.  The National Healthcare Disparities Report is available at http://www.ahrq.gov/qual/measurix.htm.
8.  Several recent articles in peer-reviewed journals address the issue of race and ethnicity data.

Lurie N, Fremont A.  “Looking forward: cross-cutting issues in the collection and use of racial/ethnic data.”  Health Serv Res. 2006 Aug;41(4 Pt 1):1519-33.

Availability of reliable and valid race/ethnicity data is essential for monitoring and improving quality of care for minority groups. We explore the limitations and challenges posed by existing means of data collection and discuss issues that need to be considered as the data are analyzed and used.

Hasnain-Wynia R, Baker DW.  “Obtaining data on patient race, ethnicity, and primary language in health care organizations: current challenges and proposed solutions.”  Health Serv Res. 2006 Aug;41(4 Pt 1):1501-18.

OBJECTIVES: To provide an overview of why health care organizations (HCOs) should collect race, ethnicity, and language data, review current practices, discuss the rationale for collecting this information directly from patients, and describe barriers and solutions. PRINCIPAL FINDINGS: Hospitals and HCOs with data from their own institutions may be more likely to look at disparities in care, design targeted programs to improve quality of care, and provide patient-centered care. Yet data collection is fragmented and incomplete within and across organizations. A major factor affecting the quality of data is the lack of understanding about how best to collect this information from patients. CONCLUSIONS: If HCOs make a commitment to systematically collect race/ethnicity and language data from patients, it would be a major step in enhancing the ability of HCOs to monitor health care processes and outcomes for different population groups, target quality initiatives more efficiently and effectively, and provide patient-centered care.

Moy E, Arispe IE, Holmes JS, Andrews RM.  “Preparing the national healthcare disparities report: gaps in data for assessing racial, ethnic, and socioeconomic disparities in health care.”

Med Care. 2005 Mar;43(3 Suppl):I9-16.

BACKGROUND: Efforts to quantify, monitor, understand, and reduce disparities in health care are critically dependent on the collection of high-quality data that support such analyses. In producing the first National Healthcare Disparities Report (NHDR), a number of gaps in data were encountered that limited the ability to assess racial, ethnic, and socioeconomic disparities in health care. OBJECTIVES: The objectives of this study were to identify and quantify gaps in data related to disparities in health care and discuss efforts to fill these gaps in future NHDRs. FINDINGS:: Data on specific racial, ethnic, and socioeconomic groups were often not collected or collected in formats that differed from federal standards. When collected, data were often insufficient to generate reliable estimates for specific racial, ethnic, and socioeconomic groups. These effects were magnified when attempting to assess disparities within many of the agency's priority populations such as women, children, the elderly, low-income populations, and rural residents. Future NHDRs begin to fill some of these gaps in data, but some gaps will likely persist and new gaps will likely arise as the availability of data for specific populations vary from year to year. CONCLUSIONS: Gaps in data limit the ability to address racial, ethnic, and socioeconomic disparities in health care. Although many federal efforts are underway to improve data collection, some groups and populations pose unique challenges for data collection that will be difficult to overcome.

In addition, recent issues of two journals have addressed issues of racial and ethnic disparities and race/ethnicity data:

Medical Care (Vol 44, No 11, Suppl 3, November 2006) 

The Journal of Law, Medicine & Ethics (Vol 34, No 3, Fall 2006)
