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Ethnic Enclaves
Ethnically/culturally distinct 
neighborhoods 

• High concentrations of individuals 
of the same ethnic origin 

• High linguistic isolation 

• A large share of immigrants and 
recent immigrants 

• Ethnic businesses and resources

San Francisco Asian American enclave: 
Chinatown

West Dallas Hispanic/Latino enclave: 
Fabrication street



ENCLAVE Study

• Population: Asian American and Hispanic or Latino patients with 
breast, cervical, or colorectal cancer

• Setting: Five states: CA, FL, NJ, NY, TX

• Aims: 
• Define ethnic enclaves and examine cancer incidence by enclave residence
• Assess associations of enclave residence + nativity with stage at diagnosis
• Assess associations of enclave residence + nativity with survival



Hispanic/Latino enclave
Indicator Variable Definition 

(numerator/denominator)

% Hispanic/Latino Hispanic or Latino 

count/total population

% Foreign-Born 

Hispanic/Latino

Hispanic or Latino who are 

foreign-born/total 

population
% Limited English: 

Spanish

People who speak English 

“not well” or “not at all” and 

speak Spanish/total 

population
% Linguistically 

Isolated: Spanish

Households that are 

linguistically isolated and 

speak Spanish/total 

households

Asian American enclave
Indicator Variable Definition 

(numerator/denominator)

% Asian American Asian American count/total 

population

% Foreign-Born Asian 

American

Asian American who are 

foreign-born/total 

population
% Limited English: 

API languages

People who speak English 

“not well” or “not at all” and 

speak API languages/total 

population
% Linguistically 

Isolated: API 

languages

Households that are 

linguistically isolated and 

speak API languages/total 

households

Census tract level enclave measure



Why each registry required separate work

Shared foundation

•Common NAACCR concepts and item numbers

•Comparable cancer sites and diagnosis years

•A single set of analytic questions

Registry-specific reality

•Separate approvals, request forms, extracts, and 
transfer procedures

•Different variable names, components, and date 
granularity

•Different years, derivations, update schedules, 
and missingness

•Geographic linkage required tract, certainty, 
county, state, and census-year information

Standardized definitions provided a starting point. Comparable analysis required registry-by-
registry decisions.

The work would not have been possible without staff support from each registry.



Five registries, five pathways for data acquisition
Registry labels are anonymized

Registry How data were obtained Setup required Updates

A
Study team created the extract from an 
existing registry file

No inbound transfer
Later geocoding and vital-status files 
appended

B
Registry portal, then institutional 
managed transfer

Coordination across two secure 
systems

New registry extract replaced the 
earlier version

C Institutional FTPS
Named sender and approved 
IP address

Same pathway reused for vital-status 
updates

D Secure web-based managed file transfer
Transfer account plus separate 
vital-record approvals

Several supplemental files received

E Registry-operated SFTP
Registry credentials; local IT 
not involved

Multiple targeted updates



The harmonization workflow

1  Define the common 
construct
List every component needed 
for analysis

2  Translate the request
Match common concepts to 
each registry's fields and 
process

3  Inventory what arrived
Compare names, years, 
granularity, derivation, and 
missingness and compare to 
specifications. Document 
differences

4  Resolve discrepancies
Request updates, choose 
alternatives, and document 
exceptions. Solidify common 
definitions

5  Create common variables
Apply shared analytic 
definitions with retained 
provenance





Snapshot: translating the common request

Anonymized excerpt reconstructed from the working variable-comparison spreadsheet

Row
Common 
variable

Item Registry A Registry B Registry C Registry D Registry E

4 Date of birth 240 DOB Year only
Year, month, 
day

Year and 
month; no day

Birth date plus 
birth year

7 Race 2 161 Race2 Not available race_2 race_2 Race2

8–10 Race 3–5
162–
164

Race3–5 Not available race_3–5 race_3–5 Not available

12
NHIA derived 
origin

191 NHIA Not available nhia nhia NHIA



Snapshot: tracking receipts and discrepancies

Anonymized excerpt reconstructed from the receipt and issues worksheets

Row
Question checked 
after receipt

Registry 
A

Registry B Registry C Registry D Registry E Team response

16
Were all race fields 
available?

Yes Race 1 only
Updated 

after follow-
up

Yes
Race 1–2 

only
Use all available fields; 
document unequal inputs

37
Was a combined 
summary-stage 
variable supplied?

Yes No
Received 

after request
No Yes

Derive from year-specific 
fields where needed

41
Did follow-up extend 
beyond diagnosis end 
year?

Yes Partial Yes Yes
Yes; one field 

initially 
empty

Set a common analytic 
cutoff and verify field 
meaning

68
Were day components 
available for key dates?

Yes
No day or 
month for 

birth
Yes No day Yes

Retain available precision; 
avoid false specificity



Snapshot: harmonizing summary stage

Anonymized excerpt reconstructed from the updated summary-stage decision table

Row Source field Version
Analytic 

years
Registry A Registry B Registry C Registry D Registry E

2
SEER summary 
stage 1977

1977 2000 Has Has Has Has
Requested; not 

received

3
SEER summary 
stage 2000

2000 2001–2003 Has Has Has Has
Requested; not 

received

4
Derived summary 
stage 2000

2000 2004–2015 Has
Missing; 
alternate 
differed

Has Has
Requested; not 

received

5
Directly coded 
summary stage

2000 2016–2017
A-specific 

field
Missing Missing Missing Missing

9
Combined 
summary stage

Across 
years

Final 
analysis

Used
Built from 

fields above
Used

Built from 
fields above

Used



Geography surprise: County!

• Geocoded data missing from one state, large missingness from 
another state

• NAACCR dictionary lists six different county variables 

• State registries may have more, less, or different variables than 
NAACCR, even if the NAACCR item # is the same 

• Version – counties change over time

• Surprise! Reported vs. from geocoded variable

https://apps.naaccr.org/data-dictionary



Considerations for future multi-registry studies

• Invite, and compensate, registry staff to be part of study team 

• Build the concept-to-field spreadsheet before submitting requests

• Ask about availability, derivation, years, precision, update timing, and 
meaning of blanks

• Request every component needed to construct geography, including 
certainty and county/state fields. Be mindful of version control and updates

• Plan for iterative clarification, replacement extracts, and supplemental vital 
status files

• Version the crosswalk, issue log, and derivation rules together

• Preserve source provenance in the analytic file and code

• Treat harmonization as an explicit part of the analytic method



Enclave Measures

• Technical report: https://cancerregistry.ucsf.edu/resources/research-tools 

• UCSF Health Atlas –  USA (50 states + DC, Puerto Rico) 
https://healthatlas.ucsf.edu
• 2010 and 2020 enclave quintile measures
• View and download data directly from website

• ENCLAVE study dashboard – Five study states only; Visualize data here: 
https://cancerregistry.ucsf.edu/enclave

• 2000, 2010, 2020 enclave quintile and binary measures, and enclave characteristics 
of typology and predominant ethnic group

• 2010 healthcare accessibility measures 
• 2010 mammography machine accessibility 
• View data online, request data from PIs

https://cancerregistry.ucsf.edu/resources/research-tools
https://cancerregistry.ucsf.edu/resources/research-tools
https://cancerregistry.ucsf.edu/resources/research-tools
https://healthatlas.ucsf.edu/
https://cancerregistry.ucsf.edu/enclave
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