
Introduction to REaL Data Collection
Speakers:
Aswita Tan-McGrory, MBA, MSPH

• Deputy Director, The Disparities Solutions Center
Karey S. Kenst, MPH

• Senior Program Manager, The Disparities Solutions Center

Host: Boris Kalanj, MSW
• Director, Cultural Care and Experience, Hospital Quality Institute
• PFE and Disparities Leader, Health Services Advisory Group (HSAG) HIIN 

January 30, 2018

1



HSAG HIIN Disparities Work

• REaL data gap analysis

• Technical assistance & education

• Disparities in care and readmissions
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Disparities Webinar Series (tentative topics)

Date Topic

March 6, 2018 Addressing Disparities in Readmission, Part 1
April 3, 2018 Addressing Disparities in Readmission, Part 2
May 1, 2018 Disparities Measurement & Reporting
June 5, 2018 Intervening to Eliminate Disparities in 

Healthcare
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Introducing

Aswita Tan-McGrory
Deputy Director, The Disparities Solutions Center

Karey Kenst
Senior Program Manager, The Disparities Solutions Center
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HSAG HIIN
Collecting Race, Ethnicity, and 

Language (REaL) Data

Aswita Tan-McGrory, MBA, MSPH
Deputy Director, 

The Disparities Solutions Center
Massachusetts General Hospital 

January 30, 2018



Outline

• Importance of self – reported data

• Key considerations when implementing data collection of race, 
ethnicity and language

• Pediatrics



A Growing Multi-Racial Population 



A Case Study







Office of Management & Budget (OMB) Categories 

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

• Ethnicity:
 Hispanic or Latino
 Not Hispanic or Latino



 

A Growing Multiracial Population

33%
Increase in number of people
who identified as multiracial

from 2000–2010
46%

Increase in number of children <18 years 
who identify as multiracial

The percentage of U.S. Americans who identify 
as multiracial grew faster than those who 

identify as a single race

9.2

32

1980

2010

6.7%   15%
% of interracial marriages has
doubled in the past 30 years

Sources:
1. 2010 US Census Bureau Data
2. The Rise of Intermarriage Rates, Characteristics Vary by 

Race and Gender, Pew Research Center, 2010



Growth of Interracial Marriage



Source: Frey, William. Diversity Explosion, Brookings Institute: 2014 



By 2020, the child population is projected to be a 
majority-minority population1

Source:  Colby SO, JM. Projections of the Size and Compositions of the US Population: 2014 to 2060, Current Population 
Reports. Washington, DC: US Census Bureau; 2014. P25-1143



The Newly Insured Population: ~50% Minority
What will the newly insured look like?
The newly insured compared to the currently insured are…
Race
…less likely to 
be white

75%

79%

White

Health status
…less likely to rank 
self excellent/
very good/good

88%

92%

Excellent/ 
Very good/ 
Good

Marital status
…more likely to 
be single

52%

29%
Single

Language
…less likely to 
speak English

69%

88%

English

Educational 
attainment
…less likely have 
a college degree

14%

37%
College degree 
or higher

Employment 
status
…less likely to have 
full-time employment

42%

59%

Employed full-time

Median age Median income
Newly insured 33 166% FPL
Currently insured 31 333% FPL

Source: PwC HRI analysis for year 2021. Current Population Survey, Medical Expenditure Panel 
Survey and CBO.  www.pwc.com/us/healthexchanges



Patient Safety & Patients with
Limited English Proficiency

• Adverse events affect patients with limited English Proficiency (LEP) 
more frequently and severely than English speaking patients 

• Patients with LEP are more likely to experience medical errors due to 
communication problems 

• Patients with LEP are more likely to suffer physical harm when errors 
occur (49.1%  vs. 29.5%)* 

*Divi C, Koss RG, Schmaltz SP, Loeb JM. Language proficiency and adverse events in US hospitals: a pilot study. Int J Qual Health 
Care. Apr 2007;19(2):60-67.
Ring D, Herndon JH Meyer G. Case 34-2010 – A 65 Year-Old Woman with an Incorrect Operation on the Left Hang. N Engl J Med. 
Nov 2010; 363:1950-1957. 



Race and Ethnicity
• Race – group or groups with whom a patient identifies

– “A category of humankind that shares certain distinctive 
physical traits”*

– Examples: Asian, Black, White, etc

• Ethnicity – background, heritage, culture, ancestry. May also 
include country where the patient was born
– “Being a member of a specified ethnic group”*
– Examples: Haitian, Vietnamese, Brazilian, etc. 

*Source: Merriam Webster Dictionary



Kaiser Family Foundation Survey of 
Americans on Race

• 35% of Blacks and 26% of Hispanics reported personally experiencing discrimination 
because of their racial or ethnic background - either being denied a job for which they 
were qualified, being denied housing they could afford, or being prevented from voting 
or having their ballot challenged. 11% of Whites reported such experiences.

• 53% of Blacks and 36% of Hispanics said that, in the previous month, they’ve 
experienced unfair treatment because of their race, either in a store where they were 
shopping; at work; in a restaurant, theater or other entertainment establishment; in 
dealings with the police; or in getting health care. Among Blacks ages 18-34,  67%
report such recent experiences of unfair treatment.

• 45% of Blacks said they have at some point been afraid their life was in danger because 
of their racial or ethnic background, compared to 27% of Whites and 20% Hispanics.



Race and Class Disparities in Therapist Accessibility

• Middle-class help seekers were 
offered appointments at a rate 
almost three times higher than their 
working-class counterparts

• Black middle class help-seekers were 
considerably less likely than whites to 
be offered an appointment.   

• No significant racial disparities were 
found for appointment offers for 
working class help seekers. 

Heather Kugelmass. “Sorry, I’m Not Accepting New Patients”: An Audit Study of Access to Mental Health Care. Journal of Health and Social 
Behavior, June 2016.



Patients’ Reaction 
• Baker and colleagues (2005, 2007) found that, while most patients 

agreed that healthcare providers should collect race/ethnicity, minority 
patients may feel less comfortable providing this information. 

– Over 40% of patients were concerned that the information could lead 
to discrimination.

– Compared with white patients, black and Hispanic patients felt less 
strongly that HCPs should collect race/ethnicity data from patients and 
black patients were less comfortable reporting their R/E than white 
patients.

– Telling patients that their R/E information would be used for 
monitoring quality of care improved patient comfort

*Sources: Baker DW, Cameron KA, Feinglass J, et al. Patients' attitudes toward health care providers collecting information about their race and ethnicity. 
Journal of general internal medicine. Oct 2005;20(10):895-900.;  Baker DW, Hasnain-Wynia R, Kandula NR, Thompson JA, Brown ER. Attitudes toward 
health care providers, collecting information about patients' race, ethnicity, and language. Medical care. Nov 2007;45(11):1034-1042.



How to Address Patient Concerns
• A patient asks, “Why do you want this information?”

– Identify health differences
– Data will be reported by groups 

• A patient asks, “Who will see this information?”
– HIPAA
– Will not be shared with immigration or government agency
– Registration personnel, providers, quality improvement personnel 

• A patient asks, “What do you mean by race and/or ethnicity?”
– Provide definition
– Patient can have more than one answer, use free text

• A patient says, “I think that the answers are obvious.”
– Explain regardless of how obvious, you are required to ask the 

questions and record responses. 
• What other questions have you heard in your practice? 



Key Strategies for Success 
• Train your registrars, front-line staff 

– Job aids, scripts, videos, role-playing, provide time to address concerns
• Inform your patient of the why, who and what

– Why are you collecting the data
– Who will see the data
– What will you do with the data

• Do periodic quality checks on your data collection
– Secret shopper
– Follow up w/patients to confirm race/ethnicity/language
– Observation 

• Monitor and report on your data
– Disparities Dashboard
– Develop interventions

• Report back to front line staff, registrars, etc about results. 
– Keeping them informed and up to date is key. 



We Ask 
Because We Care.

What is your race?
What is your ethnicity?

What is your 
preferred language?

Respecting every difference, 
treating each equally.

GET REAL Henry Ford
Health System

Source: https://www.henryford.com/about/culture/diversity/why-we-ask

https://www.henryford.com/about/culture/diversity/why-we-ask


What about pediatrics? 



The Disparities Leadership Program



Pediatric Health Equity Collaborative

The Pediatric Health Equity Collaborative (PHEC) is 
comprised of 11 organizations working together with 

the goals of establishing best practices, lessons 
learned, and recommendations for the field with 

regard to race, ethnicity, language, and other 
demographic data collection in pediatric care settings.



PHEC  
Data 

Domains

Race/ Ethnicity

Cultural 
Characteristics

Disability

Language

Sexual 
Orientation and 
Gender Identity

Caregiver



Caregiver  

Language Domain Patient Caregiver 1 Caregiver 2

Preferred Spoken 
Language English English Spanish

Preferred Written 
Language English Spanish Spanish



Recommendations for Collecting Race 
and Ethnicity in Pediatric Setting

• Include “multiracial” and “multiethnic” as options, 
include specific races or ethnicities

• Collect race/ethnicity of the care givers
– May be limited by your electronic health record

• Collect the patient’s race from the patient. 
– Sense of race may change over time





Available at: https://www.cms.gov/About-CMS/Agency-Information/OMH/Downloads/Data-Collection-Resources.pdf

https://www.cms.gov/About-CMS/Agency-Information/OMH/Downloads/Data-Collection-Resources.pdf


REaL Data Collection Gap 
Analysis for Hospitals in the 

California HIIN

Karey Kenst, MPH
Senior Program Manager, 

The Disparities Solutions Center
Massachusetts General Hospital 



REaL Data Collection Gap Analysis

HSAG/HIIN conducted REaL data collection assessment to:
1. Compare HSAG HIIN REaL data with data from all hospitals in CA
2. Compare data reported through OSHPD for hospitals in the HSAG 

HIIN with Census data for the core market area of each hospital
3. Conduct interviews with CA hospitals to understand key issues & 

gaps in REaL data collection
4. Identify opportunities to improve data collection processes



Comparing REaL data from hospital discharge reports  
with core market demographics (N=10)

RACE
• 7 out of 10 hospital discharge reports showed a greater proportion of 

white patients compared with core market data.
• Hospitals reported a smaller proportion of patients who identify as 

“some other race” (4 out of 10); Asian/Pacific Islander (10 out of 10); and 
African American (4 out of 10)

ETHNICITY
• 9 out of 10 showed a smaller proportion of Hispanic Latino patients

LANGUAGE
• 10 out of 10 showed a smaller proportion of patients with limited 

English proficiency



Interview Findings

THEME 1: REAL DATA COLLECTION PROCESS
• Data collection processes vary across institutions.
• Categories may not be granular enough to allow 

patients to accurately report their information.
• Hospitals lack formal policies and auditing procedures 

to support accurate, reliable collection of REaL data.



Interview Findings

THEME 2: STAFF TRAINING & PATIENT EDUCATION
• Ongoing staff training and tools are needed to improve 

REaL data collection.
• Most hospitals do not provide patient education on the 

importance of collecting REaL data and how the 
information will be used.



Interview Findings

THEME 3: CHALLENGES TO REAL DATA COLLECTION
• Lack of leadership buy-in can inhibit REaL data collection. 
• Staff assumptions about patients’ REaL data, as well as variation 

in how staff collect data, can lead to errors.
• Lack of staff training can lead to inconsistencies in how data are 

collected and recorded.
• Staff may be uncomfortable or unskilled at addressing patient 

questions and concerns.
• Minority populations may be reluctant to provide REaL data due to 

mistrust and fear of deportation.
• Language barriers and lack of access to interpreter services can 

lead to challenges collecting data from patients with LEP.



Interview Findings

THEME 4: OPPORTUNITIES TO IMPROVE REAL DATA 
COLLECTION

• Creating standardized policies
• Regular data auditing
• Ongoing staff training on REaL data collection
• Educating staff and patients on the importance of REaL

data collection



Interview Findings

THEME 5: LANGUAGE BARRIERS & INTERPRETER SERVICES
• Even when language data is collected from patients, qualified 

medical interpreters are not consistently used.
• Documentation of interpreter use is inconsistent.
• Providers perceive barriers to the use of interpreter services (e.g., 

time).
• Hospitals with employees who speak languages other than English 

may assume interpreter services are unnecessary.
• Patients may be reluctant to work with qualified interpreters and 

prefer to use family members or friends.



Recommendations for REaL Data Collection
1. Strengthen leadership & organizational buy-in to address 
disparities

2. Ensure that systems support complete/accurate REaL data collection

3. Provide routine training for staff collecting REaL data

4. Provide patient education on the importance of REaL data collection

5. Proactively address patient concerns regarding REaL data 
collection, particularly undocumented immigrants.

6. Educate staff, providers, and patients on the importance of 
working with professional interpreters



The Disparities Leadership Program



Questions?



Thank You
Aswita Tan-McGrory, MBA, MSPH

Deputy Director, 
The Disparities Solutions Center
www.mghdisparitiessolutions.org
Massachusetts General Hospital 

atanmcgrory@partners.org



Disparities Webinar Series (tentative topics)

Date Topic

Jan. 30, 2018 #1 Step in Addressing Disparities: Collecting 
Self-Reported Data on Race, Ethnicity, & 
Language (REaL)

March 6, 2018 Addressing Disparities in Readmission, Part 1
April 3, 2018 Addressing Disparities in Readmission, Part 2
May 1, 2018 Disparities Measurement & Reporting
June 5, 2018 Intervening to Eliminate Disparities in 

Healthcare
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Thank you!

Boris Kalanj
bkalanj@hqinstitute.org

916.552.7694
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