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History of the Greater Bay Area Cancer Registry
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Northern California Cancer Center (NCCC) - 3 reglonal reglstrles in California

Cancer Prevention Institute of California (CPIC) | noved from
One of 5 NCCC/CPIC \ o
neo Expanded Affiliation with / A | i
Orlglnal 9 UCSF, elebrated & - \ o
from5 2> 9 Stanford Cancer, . : - CONTRA cogtA -
SEER i Inst affiliated with | BH years! L =
registries Connmes fstitute HDFCCC SARFRARCATISE RF.
- ’
san MATED (S G 2
. S
1973 1987-88 1992  2007-2017 2018  today Wi
SEER  California Y
Program Cancer Y .‘5:.‘,
started Registry b : %ﬁ :
started

CancerRegistry.ucsf.edu

UGsr



History of the Greater Bay Area Cancer Registry

Northern California Cancer Center (NCCC) >

A part of the California Cancer Registry
* 3 regional registries in California

Cancer Prevention Institute of California (CPIC) | Moved from
Oneof 5 | nded Affliation with| |1 GoC/ CPIC \ . 5
original - UCSF, Celebrated - -
from 5 2 9 Stanford Cancer . . ] o
SEER counties Institute affiliated with 'y A ="
registries HDECCC SAN FRANCISCO | b
% F i
SAM MATED
1973 1987-88 1992 2007-2017 2018 today
SEER California
Program Cancer
started Registry o ' .
started pidemiologist
1997 AD
intern at Surveillance 2016:
GBACR, | | Research | PLGBACR
—anlEss NCCC T _
Born 1972 GBACR CancerRegistry.ucsf.edu

UGsr



Challenges & opportunities in: data dissemination
From hard copy reports...

l

in the San Francisco Bay Area

Towenty years of cancer reporting
1973-1992




Challenges & opportunities in: data dissemination

...to online dashboards and maps for broader dissemination, to
enable access and utilization by more diverse stakeholders

Greater Bay Area Cancer Registry Dashboard
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California Health Maps is an interactive mapping tood of health data for geographies beyond the county level in California. You can map
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Challenges & opportunities in: data dissemination

Challenges:
* Timely availability of denominator data
* Small areas (census tracts)
* Detailed population groups (e.g., Asian American ethnicities)
* Balance between granularity and small numbers (suppression)
. Compatibility with OMB standards (race/ethnicity)
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Challenges & opportunities in: data access

Challenges in data release & data access

Increasingly difficult

Varies by state (depending on state policies)
Limits data use =2 research discoveries

Are we better protecting human subjects?

CANCER EPIDEMIOLOGY, BIOMARKERS & PREVENTION | COMMENTARY

Advancing Social and Environmental Research in Cancer

Registries Using Geomasking for Address-Level Data

Hari S. Iyer', Xun Shi®, Jaya M. Satagopan®, lona Cheng®, Charlotte Roscoe™®, Robert H. McLaughlin’,
Antoinette M. Stroup'®, Soko Setoguchi®, Elisa V. Bandera', Brenda Y. Hernandez'”, Jennifer A. Doherty",
Mei-Chin Hsieh", Richard Knowlton'", Bo Qin', Francine Laden®, Timothy R. Rebbeck”, and

Scarlett L. Gomez*
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Challenges & opportunities in: data availability &
quality

* High % missing, for ex:

* Birthplace

* Hispanic origin
* [ack of relevant data

* Recurrence & disease progression

* Health behaviors

* Relevant patient sociodemographic data, e.g., SOGI
* Data quality & completeness can vary across registries




Challenges & opportunities in: linkages

Challenges:

* Linkages help to overcome issues with data gaps

* Administratively difficult given need to share patient identifying
information (PII)

Opportunities:

* Leverage privacy protecting record linkage (PPRL) methods
* Institutional privacy oftfices?

* DPatient advocates?
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