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Agenda

 Overview of data disaggregation

 Summary of PolicyLink report on data disaggregation

 How CHIS collects race/ethnicity data

 Analyses focused on Asian American Native Hawaiian Pacific 
Islander (AANHPI) and American Indian/Alaska Native (AIAN) groups
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What We’ve Known for 30+ Years
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The 1985 annual US health report card:

“That report--like its predecessors--documented significant 
progress: Americans were living longer, infant mortality had 
continued to decline--the overall American health picture 
showed almost uniform improvement. But, and that "but" 
signaled a sad and significant fact; there was a continuing 
disparity in the burden of death and illness experienced by 
Blacks and other minority Americans as compared with our 
nation's population as a whole” 

–Margaret Heckler, 1985. Report of the Secretary’s Task Force 
Report on Black and Minority Health. Washington D.C: US 
Department of Health and Human Services



A Key Response: The Office of Management and 
Budget (OMB) Directive, 1997

Ethnicity

 Hispanic or Latino

 Not Hispanic or Latino

Race

 5 minimum categories:

• American Indian or Alaska 
Native (AIAN)

• Asian

• Black or African American

• Native Hawaiian or Other 
Pacific Islander (NHOPI)

• White
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Unmasking Heterogeneity of Groups

Most population-based 
surveys present minimum 
racial/ethnic categories 
required by OMB, but 
OMB categories may mask 
the heterogeneity of 
groups constituting these 
broad categories

 Need to collect granular ethnicity

 Need for other race option for 
those who do not identify with 
OMB categories

 In addition to ethnicity, need to 
collect language at home and 
level of English proficiency 
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Key Takeaways
• Increasing need for 

disaggregation, especially for 
American Indian/Alaska Native 
(AIAN), Middle East and North 
Africa (MENA)

• Ancestry, acculturation 
important, especially for Latin 
American immigrants

• For Blacks, skin color an 
important measure as it is 
associated with discrimination



Collecting 
Race/Ethnicity: 
California Health 
Interview Survey (CHIS)
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Source: www.chis.ucla.edu



Collection of 
Race/Ethnicity: CHIS
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Source: www.chis.ucla.edu



Collecting Race/Ethnicity: CHIS
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Source: www.chis.ucla.edu



Collecting Race/Ethnicity: CHIS
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Source: www.chis.ucla.edu



Collecting Race/Ethnicity: CHIS
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Source: www.chis.ucla.edu



Country of Birth & Ancestry: CHIS
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Source: www.chis.ucla.edu



Classification Challenge

 Collection of data on race/ethnicity

 Latino/Hispanic ancestry collected separately from race

 Which race groups are included as response options to race Q’s

 Increasing number of people who select more than one race*

~6 million in 2009

~9 million in 2018

 Measurement and classification of race has implications for health 
policy and healthy equity

*Source:  Kaiser Family Foundation, Population Distribution by Race/Ethnicity
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Conventions in Racial Classification: AIAN
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Impact of Classification on Health Disparities: 
Conventional Classification of AIAN



Impact of Classification on Health Disparities: 
Conventional Classification of AIAN
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Conventions in Racial Classification: Asian
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Impact of Classification on Health Disparities: 
Conventional Classification for Asian
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Impact of Classification on Health Disparities: 
Conventional Classification for Asian
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Importance of 
Policy and 
Guidance on 
Disaggregation 
Practices 

• Guidelines are necessary but not 
sufficient

• Federal or state mandates on 
uniform reporting across 
agencies needed

• Research community resources 
and better datasets spur studies

1997: Office of 

Management 
and Budget 

(OMB) standards 

on AANHPI 

2010: ACA 

enhanced 
ethnic/racial 

data collection 

standards

2006: NHIS 

oversamples 
Asians for the 

first time

2011: NHANES 

oversamples 
Asians for first 

time 

2014: NHIS 

introduces 
standalone 

survey of 

NHPIs

1990: Asian 

and Pacific 
Islander Health 

Improvement 

Act established 

National Center 

for Health 
Statistics 

subgroups  

1992: NHIS

subgroup data 
collection
(Chinese, Japanese, 

Vietnamese, Filipino, 
Asian Indian, 

Korean)
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Challenges to Progress

 The movement to eliminate racial and ethnic disparities in health 
continues to be impeded by the quality of population health data 
on race/ethnicity

 Growing racial/ethnic diversity of the US, including the increasing 
numbers of America’s population reporting multiple races
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Challenges to Data Disaggregation

 How do we pay for this?

 Will there be user interest?

 Will users be able to access because of disclosure risk?

 How do we protect respondents with more granular identification?

 Why collect if not enough sample?  

Presentation on some of these answers at AcademyHealth HealthDataPalooza 2020 
Conference—links to video presentation  per request

RWJ-funded grant RFP program forthcoming
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Data Disaggregation and Covid-19

 Race/ethnic disparities – disproportionate impact among communities of color reflects 
long-standing inequities in health care and economic systems

 Data disaggregation is lacking – e.g. mortality data for NHPI merged with Asians in National 
Death statistics

https://data.cdc.gov/d/pj7m-y5uh/visualization

https://www.cdc.gov/nchs/nvss/vsrr/covid_weekly/index.htm#Race_Hispanic

 Each state collecting, and tabulating R/E data differently---most impacts smaller populations, which also 
tends to have largest multiracial segments.   For example, in Arkansas, which has a concentration of 
Marshallese,  the Pacific Islander COVID-rates will vary from 300 cases /100,000 to over 400 cases/100,000 
depending on whether the denominator is single race or  “any mention”.   And, community leaders there 
think that if the PI group is disaggregated, the Marshallese may have higher rates, but we can’t see this in 
aggregated data. 

www.healthpolicy.ucla.edu

https://data.cdc.gov/d/pj7m-y5uh/visualization
https://www.cdc.gov/nchs/nvss/vsrr/covid_weekly/index.htm#Race_Hispanic


Census 2020



HEALTH DISPARITIES UNDETECTED 
WITH AGGREGATED DATA

DATA DISAGGREGATION IMPORTANT 
NOT JUST IN SURVEYS BUT IN ALL 

PUBLIC HEALTH SURVEILLANCE 
SYSTEMS



Thank you!

Ninez Ponce

nponce@ucla.edu
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Thank you to the Robert Wood Johnson Foundation


