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Commentary

IntroductIon

 Asian Americans are the fast-
est growing racial/ethnic minor-
ity group in the United States. This 
group’s approximately 70% increase 
in population since 2000 to cur-
rent estimates of 20.9 million1 has 
primarily been fueled by immigra-
tion. There are significant knowl-
edge gaps about the health of Asian 
Americans. Yet, National Institutes 
of Health (NIH) funding on health 
and disease in Asian Americans lags 
behind the remarkable growth of 
this group, comprising only .17% 
of the NIH budget between 1992-
2018.2 Deficiencies in research in 
Asian Americans extend beyond 
inadequate funding. Asian Ameri-
cans are grossly underrepresented 
as participants in epidemiologic 
and clinical research in the United 
States. When included, they are of-
ten aggregated into one “Asian” race 
category. As Asian Americans are 
projected to become the largest im-
migrant group in the United States 
by 2065,3 understanding the current 
and future health of the nation re-
quires a more granular, comprehen-
sive, and contemporary understand-
ing of health and disease outcomes 
in Asian American subgroups. 

 The largest Asian American sub-
groups are Chinese, Indian, Filipino, 
Vietnamese, Korean, Japanese, Paki-
stani, Cambodian, Hmong, Thai, 
Laotian, Bangladeshi, Burmese, 
Nepalese, Indonesian, Sri Lankan, 
Malaysian, Bhutanese, and Mongo-
lian.1 Accumulating evidence dem-
onstrates that these Asian Ameri-
can subgroups are not uniformly 
affected by noncommunicable and 
communicable diseases. Aggregating 
Asian Americans into a single Asian 
race category masks important het-
erogeneity and obscures health 
disparities of Asian subgroups. Ag-
gregation may consequently lead to 
disease under-recognition and un-
dertreatment, exacerbating dispari-
ties and threatening health equity. 
For instance, the prevalence of type 
2 diabetes mellitus appears similar 
in aggregate Asian Americans com-
pared with non-Hispanic Whites. 
However, a 2019 study reporting 
the first national estimates of dia-
betes prevalence in Asian American 
subgroups showed that South Asians 
had the highest diabetes prevalence 
(23.3%) compared with 12.1% in 
non-Hispanic Whites, followed by 
Southeast Asians (22.4%), and East 
Asians (14.0%).4 This study also 
found that Asian Americans were 
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most often under-diagnosed, po-
tentially because of misperceptions 
that they are not at higher risk for 
diabetes resulting from concealed 
variability of diabetes prevalence in 
aggregated Asians. The reason for 
disease heterogeneity in disaggre-
gated Asian American subgroups is 
likely multifactorial, reflecting not 
only cultural, lifestyle, socioeco-
nomic, and genetic differences be-
tween Asian American subgroups, 
but also indicating early life and 

Behavioral Risk Factor Surveillance 
System (BRFSS). Similarly, the 
National Health and Nutrition Ex-
amination Surveys (NHANES) have 
identified participants of Asian race 
and disaggregated Asian subgroup 
since the 2011-2012 survey cycle. 
Yet, while BRFSS and NHANES 
data are publicly available, access 
to disaggregated Asian American 
ethnic identification remains re-
stricted to the National Center for 
Health Statistics Research Data 
Center because of small sample sizes 
and disclosure concerns,5 not only 
limiting their availability to inform 
research questions but suggesting 
that oversampling efforts remain 
inadequate for appropriate evalu-
ation of Asian Americans. Despite 
efforts to enhance Asian Ameri-
can representation in federal data, 
publicly available data from US 
governmental sources – alongside 
most population-based local data – 
remain inadequate to study health 
and disease in Asian Americans. 

recommendatIons to 
Improve asIan amerIcan 
representatIon 

 For existing data in which 
identification of Asian race or 
disaggregated Asian subgroups 
is limited, we provide the fol-
lowing two recommendations:
 
 1) When Asian race is not 
available, investigators should 
explicitly identify this limi-
tation in their discussion. 
 2) When Asian race is available 
but not disaggregated, the justifica-

tion that imperfect representation 
using an aggregate Asian category is 
more favorable than no representa-
tion at all has become increasingly 
outdated, as evidence mounts for 
significant differences in health and 
disease between Asian subgroups. 
Publishing aggregated data on 
Asian Americans may misrepresent 
the health status and health care 
needs of this diverse group. Thus, 
if investigators publish data using 
an aggregated Asian category, they 
should acknowledge that the find-
ings do not reflect the health of all 
Asian Americans and avoid mak-
ing conclusions about health in-
dicators or disparities within this 
group. Such a recommendation 
also applies to other aggregated 
groups, such as Hispanic Americans.
 Although we are encouraged that 
disaggregated Asian American sub-
group identification is increasing in 
some epidemiologic studies, clinical 
research, including trials, registries, 
local cohorts, and with electronic 
health records (EHRs), recruiting 
and appropriately identifying Asian 
American participants lags behind. 
Pharmacologic and other interven-
tion studies would be informed 
by identifying Asian subgroups to 
evaluate treatment effectiveness in 
heterogenous populations. Commu-
nity-level identification of disaggre-
gated Asian Americans is important 
for understanding local disease pat-
terns. Health system collection of 
disaggregated Asian subgroup data 
is essential for quality improvement 
programs, especially since health sys-
tem engagement, experiences of dis-
crimination,6 health-related cultural 
attitudes, and social determinants 

environmental exposures and health 
care access in immigrant Asian 
Americans’ countries of origin.
 In the last decade, large popu-
lation-based studies in the United 
States have started oversampling 
Asian Americans and collecting 
country of origin and ethnic iden-
tification data, providing the oppor-
tunity to report differences in health 
and disease in some Asian subgroups. 
For instance, disaggregated Asian 
American subgroup identification 
has been collected since 2013 in the 

Aggregating Asian 
Americans into a single 

Asian race category masks 
important heterogeneity 

and obscures health 
disparities of Asian 

subgroups.
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such as English-language proficien-
cy and income vary substantially be-
tween Asian American subgroups.7 
 Representation and report-
ing of Asian Americans in pro-
spective clinical research may be 
improved by considering the fol-
lowing three recommendations:

 1) Clinical investigators should 
routinely seek to understand the 
demographics of their populations 
of interest, including assessment 
of the Asian (and other) race/eth-
nic composition of their patient 
population and local commu-

relevant outcomes between disaggre-
gated Asian subgroups challenging. 
Therefore, we recommend assum-
ing that differences exist between 
subgroups until proven otherwise, 
ie, disaggregated subgroup identi-
fication should always be collected 
when Asian American participants 
are recruited. We acknowledge that 
disaggregated subgroup categories 
may have limited statistical power to 
detect differences across groups, thus 
it may be reasonable to aggregate 
Asian Americans for statistical com-
parison. However, the hypothesis-
generating benefit of disaggregation 
– such as to estimate effect sizes – is 
of substantial value to close knowl-
edge gaps and advance health equity, 
and disaggregated data should be 
published. Recruitment of Asian-
race participants and collection of 
disaggregated subgroup identifica-
tion will support and target future 
research for this minority group.
 3) Commonly, disaggregated 
Asian ethnicity is conflated with 
county of origin, which on the sur-
face may seem reasonable given rela-
tive similarity within Asian subgroup 
categories in lifestyle, behaviors, 
and language. However, we caution 
against asking Asian American re-
search participants their country of 
origin to identify subgroups, given 
a long history of Asian diaspora to 
other countries prior to immigrating 
to the United States and the grow-
ing population of US-born Asian 
Americans. Instead, we recommend 
asking participants to self-identify as 
one or more of the aforementioned 
Asian subgroups. As the prevalence 
of each of these populations varies 
by region, only some categories may 

be relevant to an investigator’s lo-
cal population. Listing options for 
self-identification should therefore 
be guided by local demographics.
 

conclusIon

 The five recommendations we 
offer will not only support adequate 
and accurate representation of Asian 
Americans in prospective data collec-
tion, but will also optimally leverage 
existing data to promote research in 
this rapidly growing population. Ul-
timately, inclusion and appropriate 
identification of Asian Americans in 
clinical research is critical to under-
stand health disparities in the Unit-
ed States and develop clinical, pub-
lic health, and policy strategies that 
improve the health of all Americans. 
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