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Abstract

Population models of cancer reflect the overall US population by drawing on numerous existing data resources for parameter inputs
and calibration targets. Models require data inputs that are appropriately representative, collected in a harmonized manner, have
minimal missing or inaccurate values, and reflect adequate sample sizes. Data resource priorities for population modeling to support
cancer health equity include increasing the availability of data that 1) arise from uninsured and underinsured individuals and those
traditionally not included in health-care delivery studies, 2) reflect relevant exposures for groups historically and intentionally
excluded across the full cancer control continuum, 3) disaggregate categories (race, ethnicity, socioeconomic status, gender, sexual
orientation, etc.) and their intersections that conceal important variation in health outcomes, 4) identify specific populations of inter-
est in clinical databases whose health outcomes have been understudied, 5) enhance health records through expanded data ele-
ments and linkage with other data types (eg, patient surveys, provider and/or facility level information, neighborhood data), 6)
decrease missing and misclassified data from historically underrecognized populations, and 7) capture potential measures or effects

of systemic racism and corresponding intervenable targets for change.

For more than 20years, the US National Cancer Institute (NCI)
has supported the Cancer Intervention and Surveillance
Modeling Network (CISNET) to quantify the impact of changes in
risk factors [eg, smoking cessation (1,2), HPV vaccines (3)] and
advances in screening and therapy on population cancer mortal-
ity over time (4-6). The CISNET models have also been used to
project the impact of various hypothetical screening guidelines
on the cancer burden (7-10). CISNET modeling teams have exam-
ined cancer outcomes for groups with elevated risk of cancer
mortality, such as women with pathogenic mutations placing
them at greater risk of breast cancer (11), and the risk of lung
cancer mortality among adults who smoke tobacco cigarettes (2).
CISNET has also conducted studies of population groups that
experience cancer disparities, in other words, adverse differences
in cancer prevention, incidence, stage at diagnosis, tumor sub-
type, and/or mortality among people who have been historically

underrecognized in health care and face greater obstacles to
health (12), although such studies are fewer in number. For
example, the CISNET prostate model teams have quantified pros-
tate survival disparities for Black and African American (here-
after Black) men as compared with men overall after accounting
for overdiagnosis and lead time because of screening (13). Recent
modeling reports have also evaluated whether existing mam-
mography screening strategies are equitable for Black women
(14), lung cancer screening disparities among Black adults (15),
the potential effects of racism in colorectal cancer incidence and
outcomes (16), and cervical cancer screening using self-sampling
as an approach for reducing disparities among Black women in
the Mississippi Delta (17).

Opportunities for researchers to use population modeling as a
tool for designing strategies to improve health equity are
enhanced, or conversely limited, by the quality of model
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parameter inputs and calibration targets, which is influenced by
the strength of the underlying data. CISNET models use the
strongest nationally representative evidence provided by empiri-
cal studies and data resources as inputs and calibration targets.
Multiple data inputs are incorporated in model structures and
can consequently reflect how factors interact along the cancer
control continuum, from risk and prevention (eg, smoking, body
mass index) to diagnosis (eg, cancer stage depending on method
of detection) to end of life (eg, quality of life) (18-20). Barriers to
obtaining high-quality data inputs are numerous and vary across
model components. Importantly, these barriers can be greater for
at-risk populations including persons defined by one or more
social categories (eg, race, ethnicity, gender, sexual orientation,
socioeconomic status), which increases complexity for inclusion
in population models (21). Elsewhere in this Monograph,
Chapman and colleagues (12) have outlined a framework for con-
ceptualizing these types of interactions, and we use this frame-
work to guide our consideration of data gaps and opportunities to
facilitate future modeling to test the effects of interventions on
cancer equity. In this report, we also describe strengths and limi-
tations of data currently used as inputs to various model compo-
nents and identify data resource needs that would expand
capability for modeling strategies to ultimately alleviate cancer
disparities and achieve health equity with an emphasis on racial
equity.

Strengths and limitations of model input
data

Population models of cancer include multiple components along
the cancer control continuum operating at different levels from
the cellular to the population level, all of which need to be
informed by data inputs or calibration targets (18-20). Specifying
a proposed causal mechanism between the components of a
model can be important for improving transparency and credibil-
ity. However, models do not necessarily have to specify the
mechanistic pathways by which components are causally
related, and modeling may not be the best tool for answering cer-
tain research questions where input data are unavailable or poor
quality, such as why some patients experience delays in diagno-
sis or treatment initiation due to barriers to care. Such topics
may best be pursued using other study designs involving primary
data collection. Yet, models can provide insight into actionable
steps to ameliorate disparities at different points along the can-
cer control continuum. For example, cancer mortality disparities
can reflect the interplay of race and cancer subtypes (eg, lung
cancer histologic type or colorectal cancer anatomic location)
affected by residential segregation including exposure to preda-
tory tobacco and alcohol marketing, environmental injustice (ie,
industrial facility proximity), and limited access to healthy foods
and health care, as well as reduced educational and occupational
opportunities (Table 1, upstream factors). Models that include
natural history components may explicitly include parameters
that reflect the biological effects of adversity, in other words, the
effect of chronic stressors on physiology and epigenetics (12).
Modeling teams must carefully consider how models are struc-
tured and how input data are used singly and jointly within the
model. For example, if tumor growth rates tend to be faster in
one population group compared with another prior to diagnosis
because of greater risk factor exposure, the population-specific
distributions of stage at cancer diagnosis and their corresponding
survival rates should correspond to higher mortality rates.
Researchers face challenges to develop models that are well

A.Trentham-Dietzetal. | 247

calibrated at all points along the cancer continuum, especially
for modeling populations (eg, Black adults) with greater cancer
burdens, because models may require more reprogramming,
parameterization, and calibration rather than simple data input
substitutions.

Health-care data used to inform model inputs may suffer
from biases driven by inequities in care (Table 1, detection, diag-
nosis, treatment) or biases in patient selection for model inputs.
For example, the 12% prevalence of a family history of breast
cancer based on the Breast Cancer Surveillance Consortium
(BCSC, a research network of academic and community-based
breast imaging clinics) (22) is almost double that of the 7% self-
reported prevalence observed in the National Health Interview
Survey (a surveillance study recruiting participants through ran-
dom sampling of households) (23). Some factors may be over- or
underrepresented in the BCSC compared with the general popu-
lation because of the geographic location of the BCSC registries or
referral patterns for breast imaging patients in the BCSC with
potentially elevated risk of breast cancer or because persons who
never obtain a mammogram because of barriers to obtaining
health care are not included in the BCSC. Data from household
studies are also limited because of participation and reporting
bias of healthy participants and by the extent to which partici-
pants may be unaware of the medical history of family members.

Any bias in model inputs may also bias the outputs and influ-
ence disparities. Modeling teams can decrease the risk of building
biases into the models by carefully considering the implications
of model assumptions and structure, data input choices, and the
resultant solutions suggested by model findings. For example,
because the distribution of age at diagnosis for some cancer types
skew younger for Black as compared with White patients with
cancer, models may need to consider evaluating the potential for
higher tumor initiation rates, shorter sojourn times, and/or faster
tumor growth rates in Black persons. These natural history
parameters should not be interpreted as reflecting that Black
people are inherently biologically different from White people
but that these parameters reflect the upstream (inherited genet-
ics) and downstream consequences of factors that exert physio-
logical effects on persons subjected to racism, social isolation,
environmental exposures, and violence as well as modifiable
behavioral factors (12). The lung cancer article in this Monograph
demonstrates an example of how the impact of different natural
history components (eg, histology, stage, survival) on racial dis-
parities, shaped by race-specific parameter input data (eg, smok-
ing patterns), can be quantified (24,25). Furthermore, when
available, model inputs may have greater uncertainty for popula-
tion groups with smaller sample sizes in source databases lead-
ing to correspondingly imprecise and inaccurate outputs. Indeed,
the relative lack of data concerning natural history parameters
for different populations is a barrier to building models that are
well calibrated within specific population groups. Biases can be
present in all types of data sources including those that appear
objectively measured, such as cancer recurrence or tumor
marker presence, as well as data elements that can be more sub-
jective, such as quality of life, tobacco, or substance abuse—
behaviors that rely on self-report (Table 1, patient-reported out-
comes, survival). To decrease the risk of building models that
incorporate biased assumptions or structures that lead to errone-
ous conclusions, CISNET models are increasingly adopting model
components that reflect upstream factors and actionable levers
rather than solely generating comparisons of racial disparities
(Table 1) (12). Here, we seek to address data at points along the
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Table 1. Intervention targets and data elements for addressing health equity using modeling of care delivery along the cancer control

continuum

Place in cancer control continuum

Intervention targets associated with cancer
outcomes® and amenable to disparities model-
ing research

Required frequency distributions or rates of data ele-
ments specific to the population of interest®

“Upstream” structural factors

Prevention and risk assessment

Early detection

Diagnosis

Treatment

Patient-reported outcomes

Survival

Health, social, and economic policies; social
and environmental factors

Individual cancer risk prediction, risk reduc-
tion behaviors and policies, access to
genetic counseling

Modality of screening test, availability and
affordability of screening including new
modalities, hours facilities are open

Local and regional health-care capacity
including transfer of care between primary
and specialty clinicians, health-care facility
availability, screening failures (eg, interval
cancers and advanced-cancer diagnoses
despite recommended screening)

Availability and quality of health care, chal-
lenges in transition of care between pri-
mary and oncology care, insurance
coverage, out-of-pocket costs of care,
insurance network restrictions, pre-
authorization requirements, availability of
tumor biomarker testing

Treatment shared decision making, symp-
tom management, care coordination

Behavioral risk factor modification, surveil-
lance testing, availability of maintenance
therapy, survivorship care plans

Income, education, health literacy, health insurance
coverage, employment, medical debt, residential
segregation and mortgage lending practices, neigh-
borhood factors (resources, violence), environmen-
tal quality (air, water), voting participation, local
media and advertising exposure

Risk factors (eg, family history of cancer, smoking
status, environmental and occupational expo-
sures), genetic test results if conducted, availability
of genetic counseling

Test performance values including rates of false-pos-
itive results and biopsies after false-positives, test
uptake and adherence, distributions of distance to
screening facilities and facility characteristics such
as area segregation and insurance accepted

Follow-up rates, completeness of workup, time to fol-
low-up after a positive screening test, work leave
policies, time to treatment initiation, distance to
facilities, facility characteristics including clinic
workflow, stage at diagnosis, subtype of cancer

Facility characteristics including clinic workflow,
availability of patient navigation, insurance type,
costs of care, medical debt, treatment effective-
ness, completion of guideline-concordant care,
treatment type and quality

Quality of life (utilities), satisfaction with care, symp-
toms (eg, pain, sleep quality, fatigue), documenta-
tion of shared decision making, type and timing of
physician appointments, community resources,
social determinants of health (eg, food insecurity),
social capital and support, resilience, availability of
paid sick days, patient navigation

Risk factors assessed pre- and postdiagnosis, pat-
terns of surveillance screening tests and cancer
care for recurrence and new cancers, receipt of sur-

vivorship care per plan

a

Outcomes produced by models include cancer-specific incidence, survival, and mortality; life-years and quality-adjusted life-years; stage distribution of

cancers diagnosed; false-positive screening tests; overdiagnosed cases; and health-care costs.
Simulation models use group-level summary data as parameter inputs and calibration targets. Summary data include frequency distributions (eg, percent of
persons in each category of a factor) and other statistics such as means or medians, rate ratios, relative risks, hazard ratios, and 95% confidence intervals.

cancer control continuum and how dataset selection may influ-
ence model findings.

Data needs for model inputs and calibration
targets

A first challenge for collecting model inputs and calibration targets
is the lack of data for different populations (eg, lack of detailed
information on race, ethnicity, sexual orientation, income, educa-
tion, marital status, disability, and other important sociodemo-
graphic characteristics) in surveillance, administrative, and other
databases. If information is indeed available, representation and
generalizability, harmonization, and completeness and accuracy
contribute to whether data are useful and of sufficiently high qual-
ity for population model inputs or calibration targets to investigate
strategies for improving health equity (see Table 2 for details).

Representation and generalizability

Nationally representative data are generally sought for model
inputs, particularly for groups not well represented in commonly

used sources. The imperfect gold standard for national represen-
tation is set by census estimates of at-risk population sizes and
death certificates for cancer mortality counts (Table 2), although
even this source is subject to undercounting of many demo-
graphic groups, including those most at risk of systemic discrimi-
nation and racism (26). The application of these estimates,
however, is often within health-related data settings that are lim-
ited to health systems serving populations covered by commer-
cial health insurance, Medicare, Medicaid, or veterans (eg,
Table 2; medical claims and electronic health records [EHRs] or
cancer registries for geographic areas). For example, CISNET
investigators have collaborated with members of the NCI-
supported BCSC and Population-based Research to Optimize the
Screening Process (PROSPR) consortia to examine questions
related to disparities in the delivery of cancer-related health care
(27). The data collected by the PROSPR research centers reflect
the variation of US delivery system organizations. However, some
health-care-derived data sets inherently overrepresent individu-
als with health insurance and greater health-care access.
Because access to health care is on the causal pathway between
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Data resource

Data elements relevant to
modeling

Strengths

Limitations®

Customized data summaries
from research studies like the
Multi-Ethnic Cohort

Medicare

Medicaid (administrative claims)

Medical claims databases
(eg, MarketScan)

Public health surveillance sys-
tems (eg, American
Community Survey, BRFSS,
Census, MEPS, NHANES, NHIS,
PATH)

State and national cancer regis-
tries supported by CDC and
NCI (eg, SEER)

Electronic medical records (eg,
PROSPR, BCSC)

Clinical cooperatives (eg, NCDB,
NCCN)

Death certificates (eg, CDC
Wonder, Human Mortality
Database)

Published literature including
meta-analyses

Risk factor distributions accord-
ing to key demographic factors
such as age, sex, race, and eth-
nicity

Patterns of medical care among
persons aged 65 years and
older and those with disabil-
ities according to key demo-
graphic factors

Patterns of medical care among
eligible low-income adults,
children, pregnant women,
elderly adults, and people with
disabilities

Patterns of medical care accord-
ing to key demographic factors

Population size of United States
by age, calendar year, and
birth cohort, risk factor preva-
lence over time and by demo-
graphic characteristics

Cancer incidence, survival, and
mortality; stage distribution at
diagnosis; tumor factors such
as grade and subtype

Patterns of medical care accord-
ing to key demographic fac-
tors, individual-level risk
prediction score values

Patterns of cancer treatment
care according to key demo-
graphic and disease factors

Underlying cause of death, may
include contributing causes

Treatment efficacy according to
disease factors

Self-reported data for elements
not routinely captured in med-
ical records; often enriched for
populations of interest

Large, nationally representative
sample (98% of those aged 65
years and older), potential for
linkage to other detailed data-
sets (census, state cancer
registries, National Death
Index, provider information)

Large, nationally representative
sample (approximately 20% of
the US population); data on
those aged younger than 65
years

Details of full course of care
including dosing and rounds of
therapy not available in cancer
registries

Nationally representative

Near complete for geographic
catchment areas, databases
linked to SEER (Medicare,
Medicaid, health outcomes,
consumer assessment of pro-
viders)

Often enhanced through linkage
with surveys or geospatial
data, detailed data across the
cancer care continuum includ-
ing test results, diversity of
types of health-care systems

Can be very large and detailed
for certain aspects of care

Near complete for the United
States

Treatment benefit under ideal
clinical trial conditions

Missing data selectively more
likely in certain groups, social
biases and stigma affect cer-
tain groups differently when
self-reporting, healthy cohort
bias

Excludes health maintenance
organization patients and
patients aged younger than 65
years; data more likely to be
incomplete for individuals
from disenfranchised popula-
tions; lack of data on under-
diagnosed conditions, risk
factors, and exposures

As a joint federal-state-funded
program, eligibility, coverage,
and scope varies across states
and time necessitating
national and state level analy-
ses; substantial data lags
(>4 years)

Limited to persons with certain
types of health insurance, pro-
cedure data lack reason for
service (eg, screening vs diag-
nostic follow-up), lack of data
on risk factors and exposures

Missing data selectively more
likely in certain groups, social
biases and stigma affect cer-
tain groups differently when
self-reporting

Limited information on race and
ethnicity before 1990s, treat-
ment information often lim-
ited to planned first course,
limited data on individual
exposures and risk factors

Missing or incomplete data for
patients with barriers to
health-care access, limited
data on risk factors and expo-
sures

Limited inclusion of diverse pop-
ulations

Subject to well-described errors
and bias for cause of death
and race and ethnicity

Restrictive study inclusion and
exclusion criteria limit the
diversity of the participating
population

a

Common limitation to all data sources: no information collected on many factors (country of origin, sex and gender minority status, sexual orientation,

Veteran status, etc.); small numbers of race and ethnic groups other than non-Hispanic White; race and ethnicity historically not self-reported. BCSC = Breast
Cancer Surveillance Consortium; BRFSS = Behavioral Risk Factor Surveillance System; CDC = Center for Disease Control and Prevention; MEPS = Medical
Expenditure Panel Survey; NCCN = National Comprehensive Cancer Network; NCDB = National Cancer Database; NCI = National Cancer Institute; NHANES =
National Health and Nutrition Examination Survey; NHIS = National Health Interview Survey; PATH = Population Assessment of Tobacco and Health Study;
PROSPR = Population-based Research to Optimize the Screening Process; SEER = Surveillance, Epidemiology, and End Results.

racism and outcomes, data are more likely to be incomplete for
individuals who are excluded from obtaining health care because
of the effects of racism and discrimination. Alternatively, some
health-care datasets, such as those from Medicaid or safety net
systems, may reflect unique populations with less health-care
access and local differences in eligibility. To improve representa-
tion of individuals often excluded from health studies and EHRs,

data are especially needed that better represent the demographic
characteristics, health behaviors, and clinical factors among per-
sons with no or limited interaction with health-care services

(Table 3).

For a given model input, an ideal data source would include
relatively complete ascertainment of the relevant outcome meas-
ure for the entire population, not only individuals with



250 | Journal of the National Cancer Institute Monographs, 2023, Vol. 2023, No. 62

unrepresentative health-care access. For instance, in comparison
with EHR data, population-based registry data provide a better
source for ascertaining natural history of some diseases because
they include more information for the entire population within
their geographic catchment area and not only those accessing
health care. Yet, EHRs and other nonrepresentative data can also
provide important information to inform models, which later can
be extrapolated to the whole US population via model calibration
and validation. In addition, supplementing registries, EHRs, and
other data sources with data reflecting measures of systemic rac-
ism or its secondary effects could provide new sources of data for
models to obtain more nuanced estimates of impacts on cancer
types, stage, and response to therapy.

Harmonization

Data collected following a standardized protocol over a long
period of time are helpful for examining trends and projecting
outcomes resulting from interventions that may reverse trends
that reflect disparities. Surveillance studies supported by the
National Center for Health Statistics within the Centers for
Disease Control and Prevention have served this essential pur-
pose for decades (Table 2). The conversion of medical records
from paper to electronic formats greatly expanded capability for
health research and cancer modeling. However, health systems
and clinics across the country have converted to EHRs at differ-
ent times with varying capacity to support analysis. Furthermore,
health systems have only recently started collecting self-reported
race and ethnicity, whereas other characteristics, such as sexual
orientation, gender identity, income, education, other social
determinants of health, and individual experiences of discrimina-
tion, are not routinely ascertained [see Jayasekera et al. (28) in
this Monograph]. Conversely, residential addresses are com-
monly collected and can be used to estimate area-level metrics of
the effects of structural racism such as neighborhood disinvest-
ment and disadvantage. Data sources with detailed individual
level information on experiences and intermediate effects related
to racism as well as health outcomes would allow population
models to connect the dots from potential upstream drivers to
downstream impacts (28,29). Models can then be reprogrammed
to better include modifiable targets influenced by racism, includ-
ing area-level metrics, social determinants of health, health
insurance policy, environmental exposures, education quality,
income, and debt (Table 3).

Because PROSPR has invested in harmonizing key EHR data
elements for research purposes by identifying which elements
are conceptually equivalent and can be pooled across medical
records from different health systems, PROSPR data are condu-
cive to use in population models as parameter inputs (30). For
example, CISNET and PROSPR have collaborated to examine the
impact of differences in time after an abnormal screening test to
diagnostic evaluation on mortality from breast, cervical, and col-
orectal cancer (31). This study relied on standardized definitions
and data capture for abnormal test results and time to diagnostic
evaluation. The CISNET models including these harmonized
measures can then be employed to estimate the potential long-
term health effects of differences in time to care, incorporating
any differences that may be experienced disproportionately by
persons not historically represented in research.

Completeness and accuracy

Missing and inaccurate data are common and can be associated
with cancer outcomes, including risk factors such as smoking
status as well as tumor stage and subtype at diagnosis (32). If

missing or misclassified values are more common among groups
experiencing health disparities related to barriers to health care,
then modeling results will be more prone to error or bias for these
groups. Strategies to address these potential limitations can
include sensitivity analyses to explore a range of input values,
yet a single best value (or range of values) needs to be selected for
each base-case modeling analysis. Data from epidemiologic
cohort studies can provide self-reported information that is not
routinely included in medical records or other sources (Table 2).
For example, the CISNET lung modelers are collaborating with
the Multiethnic Cohort to obtain input parameter data to connect
individual smoking histories to lung cancer risk among Black,
non-Hispanic White, and Hispanic adults as well as adults overall
(24); this effort builds on early work based on the Nurses’ Health
Study and Health Professionals’ Follow-up Study, which are pre-
dominately composed of non-Hispanic White adults (33).
Reviews of published studies have suggested that the self-report
of a cancer screening test is often more accurate when compared
with medical records among persons who have received the test
and less accurate among persons who have never received the
test (34-36). Errors in relying on self-reported smoking and
screening information may vary across populations because of
cultural differences in a person’s likelihood to acquiesce (respond
yes when uncertain) and answer according to social desirability
(overreport events that are socially favored) (34). Moreover, risk
factors that are disproportionately relevant to underrecognized
populations might have lower priority for accuracy in data collec-
tion efforts than those affecting most of the population. An
example is menthol cigarette and cigar use, which is more com-
mon among Black individuals but less common in national and
other surveys than other tobacco products that are reported less
frequently in the Black population, such as e-cigarette use (37).
Further, geocoding of residential addresses with linkage to area-
level data can complement or substitute for self-reported data
but also introduces other sources of error; in some situations,
geocoding requires substantial investment and has limited accu-
racy, for example, for persons living in rural areas, temporary
housing, mobile homes, and homeless shelters, and who use post
offices boxes. The intersectionality of race, ethnicity, and access
to care make patterns of exposure difficult to disentangle from
the drivers of reporting accuracy. Thus, modeling research needs
to consider the potential impact of multiple sources of bias to
avoid overstating screening test use and exposure to healthy and
unhealthy behaviors based on self-reports and to encourage the
increased acquisition of accurate data on factors that may be
overrepresented in populations historically and intentionally
excluded from research.

Other opportunities remain to improve the systematic collec-
tion of model data inputs across all populations who are included
in clinical databases (Table 3). Because EHRs were designed for
billing and clinical purposes rather than for research, critical
data are often missing or described in text notes rather than dis-
crete fields (38). For example, smoking history (ie, pack-years and
cessation data) is needed for identification of patients eligible for
lung cancer screening and is often missing from or incomplete in
the EHR (39,40). Informatics tools like character recognition and
artificial intelligence are rapidly expanding the opportunities for
clinical research based on unstructured EHR data, and novel
methods for EHR-based phenotyping have been developed to
improve the quality of characterization of populations in the
presence of the many data challenges noted above. Policies and
processes for protecting confidentiality and patient privacy will
need to keep pace with these technology innovations (41).
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Table 3. Priorities for improving data inputs used by population models of cancer equity

Limitation of current data
Omission of data from people with limited use of health care
and participation in research studies

Lack of data on exposures relevant for underrecognized groups

Coarse or broad race and ethnicity categories that conceal
important variation in health outcomes

Poor data quality or unavailable data identifying disenfran-
chised populations in clinical databases

Unknown eligibility for screening tests and method of cancer
detection; unclear whether tests are for screening or diag-
nostic follow-up

Self-reported data that are susceptible to misclassification and

sampling bias; lack of individual-level data on social deter-
minants of health in clinical datasets

Absence of data on measures of systemic racism

Priorities for future data resources

Cancer risk factor information, patterns of care, and health outcomes

among uninsured and underinsured groups and other disenfranchised
populations living in geographically diverse areas

Identify relevant exposures underrepresented in national surveys and

other data sources; expand questionnaires of national surveys to cap-
ture relevant risk factors

Disaggregate race and ethnic groups, especially for Alaska Native, Asian

American, Hispanic, Native American, and Pacific Islander persons;
gather necessary information to characterize persons at the intersec-
tion of multiple identities including those who identify as multiracial

Include standard discrete data with robust data confidentiality protec-

tions for race and ethnicity, sex, and gender beyond male and female,
disability, sexual orientation, immigration, incarceration, and language
preference

Include risk factor data to determine eligibility for cancer screening tests

(eg, pack-years of smoking), method of detection (symptoms, screen-
ing), and purpose of tests (screening or diagnostic follow-up) in cancer
registries and medical records

Facilitate geocode linkages between medical records and claims with

area-based measures of social determinants of health; facilitate linkage
between surveys and medical records or claims for individual-level
measures of social determinants of health, for example, National
Health Interview Survey, National Health and Nutrition Examination
Survey, and Medical Expenditure Panel Survey linked with Medicare;
strengthen health information technology policies and procedures that
allow data linkages while preserving patient confidentiality

Increase availability of data on factors that reflect the effects of systemic

racism including income, education, health literacy, employment,
health insurance coverage, medical debt, residential segregation and
mortgage lending practices, neighborhood factors (resources, violence),
environmental quality (air, water), voting participation, local media and
advertising exposure, and individual experiences of discrimination

Because the EHRs will likely always lack key data elements across
the cancer continuum, enhanced EHR-based research data
resources will continue to serve as a critical source of data inputs
for modeling cancer disparities and health equity strategies.
Enhancements include linkages to surveys and other databases
using patient identifiers and to area-based measures using lati-
tude-longitude geocodes (42,43).

Sample size

To adequately characterize cancer screening and treatment uti-
lization patterns, as well as natural history of disease and history
of exposures, an adequate sample size is essential for precise
estimates, particularly for smaller racial and ethnic populations
with diverse socioeconomic indicators. Underrepresentation of
minoritized groups in clinical trials and other research studies
resulting in imprecise parameter estimation and limited ability to
obtain high-quality model inputs for these groups has been
described extensively in the literature on algorithmic fairness,
defined as “the study of definitions and methods related to the
justice of models” (44). Combining data across multiple studies,
health-care systems, or claims databases is often necessary to
obtain adequate representation of individuals subject to potential
health-care disadvantage. Collaborative data enterprises, such as
those led by the National Comprehensive Cancer Network and
the Commission on Cancer, have proved to be valuable as a
source of data inputs for treatment patterns and clinical charac-
teristics of Alaska Native, American Indian, Black, and Hispanic
cancer patients (Table 2). As CISNET teams increase their capa-
bility to model race groups other than Black and White, ethnicity,
and potentially intervenable targets that could modify the effects
of systemic racism, corresponding new data inputs are needed.

Ideally, new data sources would allow the disaggregation of race
and ethnicity categories that combine heterogeneous groups,
including Alaska Native, Asian American, Hispanic, Native
American, and Pacific Islander persons (Table 3) (45,46). As
reflected in other articles in this Monograph (24,47-51), CISNET
modelers have increased efforts to examine cancer control strat-
egles in Black persons. Additional efforts are needed to appropri-
ately represent other underrecognized populations who
experience racism and structural barriers to access health care,
including groups at the intersection of multiple identities (52,53).
Data harmonized through independent or collaborative efforts
have also served as an important alternative to dependency on
research reports and meta-analyses that may lack treatment effi-
cacy estimates, for example, for racial and ethnic populations
(Table 2) (54). Although smaller sample sizes may increase varia-
bility around model input values, concerns about data quality
should not be used as an excuse to avoid health equity modeling
research. Instead, investment in novel data resources should be
pursued along with targeted sensitivity analyses to explore the
impact of input data variation.

Future directions

Simulation modeling of the population cancer burden can be a
powerful tool for identifying approaches to improve health equity
and reduce cancer disparities, although we caution that existing
data sources and modeling approaches can incorporate and per-
petuate the effects of systemic racism and other upstream causes
of disparities. Modeling teams including informaticists who
advise and participate in those teams can take several steps to
improve health equity modeling and limit the impact of
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underlying biases in data, including identifying data sources rep-
resentative of the target population for modeling; developing new
data sources that incorporate measures of systemic racism and
its effects; decreasing missing data and misclassified data from
populations historically and intentionally excluded from
research; understanding the limits of existing data inputs; and
using sensitivity analyses to estimate the effects of these limits
on outcomes and conclusions. The NCI has heavily invested in
data and consortium resources, including the BCSC and PROSPR,
which draw on key data elements supplemented with additional
data linkages. Building such large population models of cancer
using the best combination of data inputs is an approach for
identifying strategies to reduce the risk of excessive harm to pop-
ulation groups who have already suffered because of underrepre-
sentation in medical research and not fully received its benefits.
New multidisciplinary research teams are encouraged to develop
population models and explore new and emerging data resources
that may close persistent knowledge gaps resulting from the
under- or misrepresentation of some people in existing models
and data (55). Combined, these efforts can improve our ability to
develop and use population models to evaluate health dispar-
ities, identify leverage points to modify contributing socioeco-
nomic and health policies, and ultimately improve health equity.
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