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The US population has experienced dramatic
increases in racial/ethnic diversity over the
last several decades, particularly with immi-
gration from Latin America and Asia.'™ Re-
search that uses race and ethnicity data pro-
vides an important foundation for designing
programs to reduce health disparities.® Birth-
place, which serves as an indicator of migrant
status, can be used to further identify subpop-
ulations to be targeted for disease control and
to provide more specific information on dis-
ease patterns.

The Surveillance, Epidemiology, and End
Results cancer registries obtain data on race,
Hispanic ethnicity, and birthplace primarily
from hospital records.” Because we have pre-
viously documented problems with the com-
pleteness and accuracy of these data in our
registry,® ™
the policies and practices at the hospital level

we were interested in assessing
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in the collection of patient data on race, eth-
nicity, and birthplace.

METHODS

In late 1993, we identified 70 hospitals in
the San Francisco Bay Area, Calif, which
comprises the counties of San Francisco,
Alameda, Contra Costa, San Mateo, Marin,
Santa Clara, Monterey, Santa Cruz, and San
Benito. These facilities included all of the in-
patient hospitals in this region that had at
least 1 cancer admission in 1993. Self-
administered questionnaires were mailed to
the hospital administrators, and 60 (86%) of
these were returned in 1994. Repeated ef-
forts were made to enhance participation
rates. On occasion, questionnaires were com-
pleted by hospital administration staff, rather
than by the administrators themselves.

Hospitals were surveyed on the frequency
with which data on race, ethnicity (Spanish
origin or surname), and birthplace were col-
lected; the time of collection; the usual data
sources; where information on race, ethnicity,
and birthplace can be found in the hospital
records; and whether the hospital has a pro-
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cedure for recording the race or ethnicity for
patients with mixed ancestry.

We used 1994 data from the Office of
Statewide Health Planning and Develop-
ment’s Hospital Data Query System® to
classify hospitals by ownership (private vs
public/other), teaching status (teaching
vs nonteaching/other), and size (fewer than
200 beds vs 200 beds or more).”” These
characteristics were selected for analysis be-
cause they were the only data available
from Office of Statewide Health Planning
and Development.

RESULTS

Table 1 shows the frequency of collection
of data on race, ethnicity, and birthplace. The
vast majority (85%) of hospital administrators
reported always collecting data on race, but
559% reported never collecting ethnicity data.
Only 38% reported always collecting birth-
place data. The practices of collecting these
data items varied somewhat by hospital char-
acteristics; for example, more large hospitals
reported collecting data on race, ethnicity,
and birthplace than did small hospitals. We
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TABLE 1—Relative Distribution, %, of Collection of Data on Race, Ethnicity, and Birthplace,
by Hospital Characteristic: Greater San Francisco Bay Area, 1994
Hospital Size Ownership Teaching Status
<200 beds =200beds  Private  Public/Other ~ Teaching  Nonteaching/Other Total
(n=23) (=37)  (n=31) (1=29) (n=7) (n=53) (N=60)
Race
Always 82.6 86.5 90.3 79.1 85.7 85.0 85.0
Sometimes 44 135 9.7 10.3 0.0 113 10.0
Never 13.0 0.0 0.0 10.3 14.3 38 5.0
Don’t know* 0.0 0.0 0.0 0.0 0.0 0.0 0.0
Ethnicity
Always 17.4 189 9.7 27.6 0.0 20.8 18.3
Sometimes 44 24.3 9.7 24.1 143 17.0 16.7
Never 65.2 48.7 67.7 414 85.7 50.9 55.0
Don’t know 13.0 8.1 129 6.9 0.0 11.3 10.0
Birthplace
Always 34.8 40.5 38.7 379 57.1 359 38.3
Sometimes 17.4 27.0 323 138 28.6 22.6 23.3
Never 43.5 243 25.8 379 14.3 34.0 317
Don’t know 4.4 8.1 32 10.3 0.0 7.6 6.7
Note. Percentages may not add to 100 because of rounding.
*Missing values were coded as unknown.

did not assess whether variability in collection
practices was greater within these groups de-
fined by the hospital characteristics than be-
tween them.

Table 2 shows the percentage of hospitals
reporting “yes” to collection of these data
items, by the time of collection and source
and location of data. Almost all hospitals ob-
tained data on race at the time of inpatient
and outpatient admissions; however, only
about one third reported collecting data on
ethnicity, and one-half obtained birthplace
data during these times. Approximately one-
half of the hospitals also obtained data on
race by observing a patient’s physical appear-
ance. Eighty percent of the hospitals used at
least 3 sources to obtain race data. The pat-
terns seen for birthplace and ethnicity were
similar to those seen for race. Notably, only
7% and 13% of the hospitals reported
recording ethnicity data on the basis of birth-
place and surname, respectively. Twenty-five
percent of the hospitals reported using at
least 3 sources to obtain ethnicity or birth-
place data.

In response to the question, “Does your
hospital have a procedure for recording the
race and/or ethnic information of a patient
who has mixed ancestry?,” only 12% re-
sponded “yes,” 77% responded “no,” and
10% responded “don’t know.”

DISCUSSION

By surveying hospitals in the diverse San
Francisco Bay Area, we found variations in
the practices of collecting race, ethnicity, and
birthplace information for cancer patients.
The fact that not all hospitals collect this in-
formation all the time suggests that these hos-
pitals do not have established policies regard-
ing the collection of these data. Hospitals may
not have incentives for collecting these data
because it is not mandated by payers. Collect-
ing such data also may be perceived as being
too sensitive and possibly irrelevant. This po-
sition is most recently reflected in the Racial
Privacy Initiative in California, which pro-
poses to “end the governmental practice of
classifying and tracking individuals by race,
ethnicity, color or national origin” and to
eliminate racial check-off boxes on govern-
mental forms. "
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San Francisco Bay Area, 1994

TABLE 2—Percentage of Hospital Administrators Responding “Yes” to Collection of Data on
Race, Ethnicity, and Birthplace, by Collection Time, Source, and Location (N=60): Greater
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Collection time
Inpatient admission
Outpatient admission
Radiation therapy
Source
Patient self
Patient’s family/relative
Patient’s friend
By noting patient’s birthplace
By observing patient’s physical appearance
By observing patient’s language
By seeing or hearing patient’s surname
From existing medical records
Location
Face sheet
Physical examination report
Discharge summary
Nurse’s notes

Race Ethnicity Birthplace
96.5 36.0 54.7
90.9 21.7 51.0
36.1 59 189
84.2 43.8 61.1
772 375 53.7
59.6 26.1 353
15.6 71 NA
52.1 71 NA
32.7 133 83
20.8 133 4.0
711 35.6 47.1
87.7 25.0 49.1
61.8 333 231
46.3 20.0 10.0
27.8 17.0 59

Note. NA=not applicable.

Our results of an underreporting of race/
ethnicity and variability in practices on the
collection of race/ethnicity data are similar to
those found in the National Hospital Dis-
charge Survey.” Furthermore, previous stud-
ies have reported that racial/ethnic and
birthplace misclassification exists in popula-
tion-based cancer registry data,® '">**18 jn
surveillance data for AIDS patients," and in
Medicare admissions data.?” All of these
databases obtain their race/ethnicity data pri-
marily from hospital records, thus supporting
our conclusions of lack of systematic proce-
dures in hospitals to collect patient informa-
tion on race, ethnicity, and birthplace. Al-
though we have studied this issue in the
context of a regional Surveillance, Epidemiol-
ogy, and End Results registry, the lack of a
standardized approach to collecting these
data has implications on other national data
collection efforts that depend on data col-
lected at the local hospital level.

The relatively low frequency of collection
of ethnicity data may partly reflect inconsis-
tencies in the definitions of ethnicity because
hospitals and their patients may consider His-
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panic ethnicity as its own racial category.*
We suspect that this is the case because
tumor registrars abstract information on His-
panic ethnicity from elsewhere in the medical
records to ensure complete data on ethnicity
in the registry. (Although the Office of Man-
agement and Budget recently revised their
standards,?* the 1977 standards were used
at the time the study was conducted in
1993-1994.%) Nevertheless, a lack of a
clear and uniform definition for ethnicity
hampers consistent collection and limits the
validity of research using these data.

The primary limitation of our study was
that it was conducted in 1993 to 1994, and
practices and policies of collecting race, eth-
nicity, and birthplace data may have changed
over time. In particular, the issue of multiple
race has received much focus in the past sev-
eral years primarily because of the latest de-
cennial census, which allowed respondents to
identify with more than 1 race.* It would
be of value and interest to evaluate whether
hospitals have followed the practices of the
census and have updated their procedures re-
garding multiple race. A more contemporary

evaluation of hospitals’ policies and practices,
across the United States, is warranted. Finally,
because hospital administrators or their staff,
who do not generally have direct patient con-
tact, reported these practices, our results may
reflect hospital policies but not actual prac-
tices. It would be useful in future studies to
obtain reports from other personnel in the
hospital.

Our results indicate that inconsistent hos-
pital policies and practices contribute to the
lack of completeness and accuracy of data on
race, ethnicity, and birthplace in cancer reg-
istries. Given the importance of these data
for public health and policy research, a con-
certed effort should be made to systematize
the collection of these patient data across all
facilities. Such an effort could begin with a
national task force of hospital representatives
to agree on a policy for the collection of
these data. W
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