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About Us

Working Together,
Reducing Cancer,
Saving Lives

We are New Yorkers from all
walks of life who work together
to reduce the burden of cancer.
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https://www.nyscancerconsortium.org/plan/

NYSCC Quarterly Meeting Series: Health
Equity and Cancer

Upcoming Meetings
» Inequities in NYS Communities and Actions for
Improvement
Tuesday, March 18, 11:00 AM to 12:00 PM
» Navigating the Complexities of the Cancer Care

Continuum
Thursday, May 15", 11:00 AM to 12:00 PM

» Survivorship (Part 1)
Tuesday, September 161, 11:00 AM to 12:00 PM

Quarterly Member Meeting Series | New York State Cancer
Consortium
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Health Equity and Cancer:
The Impact of Data Collection and

Distribution




Session Objective:

> After participating in this session, attendees should be able to
describe the impact of health equity and interpret the distribution of
cancer-related data by examining the different factors involved in
data collection.
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Emily Payne, MSPH

Comprehensive Cancer Control Evaluation Lead
NYS Department of Health, Bureau of Chronic Disease
Evaluation & Research

An epidemiologist with over seven years experience helping state and
local programs translate data to action with expertise in overdose, harm
reduction, and chronic disease. Her work has been published in
Centers for Disease Control and Prevention’s Morbidity and Mortality
Weekly Report, Journal of Public Health Management and Practice,
Journal of Substance Use and Addiction Treatment, Harm Reduction
Journal, and American Journal of Emergency Medicine.




Tabassum Insaf

Director of the Bureau of Cancer Epidemiology
Scientific Director of the NYS Cancer Registry
NYS Department of Health, Bureau of Cancer
Epidemiology

In this role she oversees cancer surveillance and extramural research
along with directing the scientific operations of the NYS cancer registry.
She is the principal investigator for New York for both the National
Program of Cancer Registries and the National Cancer Institute’s SEER
program. Dr Insaf’s research areas include environmental and chronic
disease epidemiology, small area surveillance, longitudinal and
multilevel methods, spatial epidemiology, and geographic information
systems. Dr. Insaf holds a PhD in Epidemiology from the University at
Albany and an MPH in Epidemiology from the University of
Massachusetts, Amherst. She also has a medical degree (MBBS) from
India and holds an academic appointment at the University at Albany
School of Public Health.
L
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CONCEPTUAL FRAMEWORK

Growing our collective knowledge and evidence to achieve goal of greater health
equity and better outcomes in cancer prevention, detection, and care

» Decrease risk factors
Screen people
Diagnose early
Treat effectively and equitably

Support survivors

Connections between individual-level action and long-term outcomes

Population data does not represent an individual person

Data are not always be available- how do we use what we have?
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USE CASE: PLANNING FUNDING APPLICATION

What counties have the highest incidence?
What counties have the highest mortality?

What counties have late-stage disease diagnosed?

Where are screening rates the lowest?

Where are the populations that experience disparities in outcomes?

Where are those who are eligible?

« Has geographic location impacted ability to reach those eligible?

Note: Example based on application for funding for the CDC National Breast and Cervical Early Detection Program which helps support the NYS Cancer Services
Program. The CSP helps uninsured New Yorkers get breast cervical and colorectal screening and diagnostic services at no cost.
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DATA SOURGE TYPES

* Populations and demographics
* Population-based surveys
» Qutcomes data
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POPULATIONS AND DEMOGRAPHICS

* Population characteristics: US Census

o Demographics, including health insurance status, income, and
location

» Social Vulnerability Index: American Community Survey
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POPULATION-BASED SURVEYS

* Population behaviors

o BRFSS- Behavioral Risk Factor Surveillance System (Adults)
o YRBS- Youth Risk Behavior Survey (High school youth)
o Youth Tobacco Survey (Middle and high school youth)

* Population opinions: Chronic Disease Public Opinion Poll

York | Department
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OUTCOMES DATA

* Population cancer outcomes: NYS Cancer Registry

» All-payer hospital data: Statewide Planning and Research
Cooperative System- SPARCS

 Death data: Vital Statistics

» Health Insurance Payer Performance: eQARR

 Healthcare Infrastructure and Utilization: HRSA Health
Center Program Uniform Data System (UDS)

York | Department
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POPULATIONS AND

DEMOGRAPRICS
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US CENSUS AND AMERICAN GOMMUNITY SURVE

United States® Partners  Researchers  Educators  Survey Respondents Mews  MNAICS Codes Jobs AboutUs ContactUs  Help

CUnited States® Partners  Researchers  Educators  Survey Respondents News NAICSCodes Jobs AboutUs ContactUs Help C
ens ensus :

—Hé Topics Data&Maps  Surveys & Programs  Resource Library Search data, events, resources, and more Q Bureau Topics Data & Maps Surveys & Programs Resource Libr‘aryI Search data, events, resources, and more Q,

Quick Links

Data Profiles

2020 Census Results

Verify a Survey

2030 Census

2026 Census Test

2022 Economic Census
International Database (IDB)

Emeraencv Manaacement

Migration Drives
Highest Population
Growth in Decades

Dex

The U.S. population grew by nearly 1.0% between 2023 and
2024, according to the new Vintage 2024 population
estimates released today by the U.S. Census Bureau.

Learn More @

Topics

Browse our topics and subtopics to

find information and data.

View All Topics and Subtopics o

Index A to Z °

Age and Sex

Business and Economy

Education

Emergency Management / Disasters
Employment

Families and Living Arrangements
Geography

Health

Hispanic Origin

Housing

Income and Poverty
International Trade
Migration/Geographic Mobility
Population

Population Estimates

Public Sector

Race

Redistricting

Research

Voting and Registration

Subtopics

https://data.census.gov/
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Annual Capital Expenditures
Survey (ACES)

The Annual Capital Expenditures
Survey (ACES) provides estimates
on business spending for new and
used structures and equipment.

Disability

The Census Bureau collects data
on disability primarily through the
American Community Survey (ACS)
and the Survey of Income and
Program Participation (SIPP).

Enhancing Health Data
(EHealth) Program

Research program that identifies
existing gaps in federal statistics
which can be filled by enhancing
health records with unique Census
Bureau data assets.

Fertility

Information about the fertility of
American women both for the
nation as a whole as well as for
individual states and lower level
geography.

Health Care and Social
Assistance

Collected data on health care
industries using three surveys: the
Economic Census, the Annual &
Quarterly Services, and the County
Business Patterns.

Health Insurance

The Bureau collects health
insurance data using three national
surveys: CPS ASEC, ACS, and SIPR.

Small Area Health Insurance
Estimates (SAHIE)

The Small Area Health Insurance
Estimates (SAHIE) program
produces single-year estimates of

county in the U.S.

health insurance coverage for every

# Cencuagoy f Our Surveys & Frograma | Small Area Health Insurance Estimates (SAHIE) [

Small Area Health Insurance Estimates (SAHIE)

Select States/Counties:

New York, Albany County, Alle...

[] show State Data Only

Show Statistics for:

Insured

Clear Selections

Some demographic and income
categories are not available for all
SAHIE years. For more information,
please se= the SAHIE File Layout
In the trend 100, the gap between
2007 and 2008 represents a switch
from SAHIE using the Current
Population Survey to the American

/ SAHIE Data Tools / SAMIE Interactive Tool
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RURALITY DATA

Based on decennial Census and Counties, zip-codes, census tracts can
American Community Survey. be categorized based on factors

NO STANDARD DEFINITION... influencing agency work:

Common classification systems * Population density

iInclude: « Size of region

Census Bureau’s urban-rural codes o proximity to metro or micropolitan
Office of Management and Budget (OMBs) area

Jrban Influence Codes (UICs) HRSA (Health Resources & Service

Rural-Urban Continuum Codes (RUCCs) Administration) combines info from
Rural Urban Commuting Area (RUCASs) USDA and OMB to define rural at
census tract level. O

“_J ggy,v.( Department
TATE
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SOCIAL VULNERABILITY

ATSDR Agency for Toxic Substances and Disease Registry

SVI Theme Geographic Comparison Sints Salaction Geographic Unit Data Year

Overall SVI v ‘ Nationwice (i Statewide | New York Cauntics (g Trace ‘zozz
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POPULATION-BASED SURVEYS
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BEHAVIORS

QC’) BRFSS Behavioral Risk Factor Surveillance System

Prevalence Data & Data Analysis Tools Iy w—— Search State or
Using the Prevalence and Trends Data Tools, users Na‘“onal Level Data

may produce charts for individual states or the nation

/ Find city and county data collected through the Selected Metropolitan/Micropolitan by health topic. Users may select specific years or O n Ca n Ce r
: -ll'l

Area Risk Trends (SMART) project, the Web Enabled Analysis Tool (WEAT), interactive request multiple year data. The Prevalence and Trend .
, and oth ided th h BRFSS. . . : S
P O e D eSO Ol - Data Tools will produce line graphs for multiple years creenin g S an d

and bar charts for single years for each selected RIS k FaCtO rs

- . .
- indicator.

https://www.cdc.gov/
brfss/data_tools.htm

i NEW
;?:TKE Services News Government Expanded year
NYSDOH

surveys allow for

About Data Related Content eStImateS Of many

Behavioral Risk Factor Surveillance System (BRFSS) Health Indicators by County and variables

Region

https://health.data.ny.gov/Health/Behavioral-Risk-Factor-
Surveillance-System-BRFSS-H/jsy7-eb4n/about data

York | Department
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https://www.cdc.gov/brfss/data_tools.htm
https://www.cdc.gov/brfss/data_tools.htm
https://health.data.ny.gov/Health/Behavioral-Risk-Factor-Surveillance-System-BRFSS-H/jsy7-eb4n/about_data
https://health.data.ny.gov/Health/Behavioral-Risk-Factor-Surveillance-System-BRFSS-H/jsy7-eb4n/about_data

NYS BRFSS BRIEFS AND REPORTS

BRFSS IFA: Information for Action

Summary Report

Annual BRFSS Datasets and
Metadata

Number 2024-26

New York State Behavioral Risk
Factor Surveillance System Brief

4?& o ekl
Healthy Behaviors among New York
State Cancer Survivors

County Level Data (Expanded o .

s an annual lelephone survey of adulls developed by the

EEFSS el ise Contral and Prever ucted in all 50 States, the District of Columbia, and ral US Territories.
@ Mew York BRFSS is administered by the New York State (NYS) Department of Health (DOH) to provide stat and

regional information on behaviors, risk factors, and use of preveniive healih services related o the leading causes of

are at a greater risk of developing the same cancer
@ or a new, unrelated cancer than people who have

N never had cancer. This may be due to treatment

effects, genetics, or health behaviors like smoking,
exercise, diet, and alcohol use that contributed to
the first cancer. These chal'~---- ~—='- = **
physical, psychosocial, anc
underscore the importance
survivor wellness.?

| Release Date

Public Health Opportunity
To support cancer survivors and all

New Yorkers, health care providers can:

- Educate cancer survivors on healthy
behaviors like quitting smoking, a balanced
diet, exercise, and limiting alcohol while being
mindful of the socioeconomic and cultural
factors that may impact a cancer survivor's

BETWEEN 2018-2021, AMONG NEW YORK STATE

A cancer survivor is a person who has cancer or
who has had it in the past! Owver 1.1 million cancer
survivors live in New York State.” Cancer survivors

chronic and infectious diseases, disability, injury, and death

https://www.health.ny.gov/statistics/
prevention/injury prevention/inform
ation for action/

Breast Cancer Screening
New York State Adult Females, 2022

Health Care Coverage by
Demographic Group

Key Findings

Introduction N
= An estimated 79.4% of females 50-74 years

Breast cancer is the most diagnosed cancer after skin cancer
and the second leadil

;‘%E"‘é;g{;:;:&”ﬁ Table I. History of mammogram (ever, within past year, within past 2 years) as
find cancer early whe reported by New York State females® 50 to 74 years of age, by selected

ekt characteristics, Behavioral Risk Factor Surveillance System, 2022.

BRFS5 Summary Reports

Information for Action
Reports

Health Data New York

CDC BRF55 Website

https://www.health.ny.gov/statistics/brfss/
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75.5-87.8

Winite nen-Hispanic
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61.2-66.2

77.5-81.7

Al sther 1ace groups combined®
Annual Household income
Less than $25,000

54.6-100.0

92.7-916

476615

58.9-83.7

69.3-80.5

525,000 - 349,999

53.3.07.7

50.2-62.3

§7.9-73.3

S50.000 and greater

56.0-09.2

620716

76.8-85.9

Missing”

Less than high school

53.5.97 8

50.8-80.4

58.4-69.0

46.1-64.9

79.5-87.1

Educational Attainment

§9.6-85.5

High schaal or GED
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Some post-gh schoot
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College graduale
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Healihcare Coverage
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Medicare

56.0-00.5

56.3-65.3

75.3-83.3

Medicaid

91.5.97.4

50 9-66.0

672817

Other insurance

§3.6-97.1

52.7-69.4

68.5-83.7

No Insurance
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85.4-100.0
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amang Cancer Survivors in the L

CANCER SURVIVORS

90.3% report not drinking excessively.

88.8% report not currently smoking.

741% report eating fruits or vegetables daily.

50.2% report not currently drinking.

34.5% report maintaining a healthy weight.



https://www.health.ny.gov/statistics/brfss/
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YOUTH BEHAVIORS
£oC

Youth Risk Behavior Surveillance System

®

https://www.cdc.gov/yrbs/index.html

Search Questions
YRBS Explorer

This tool provides visualization of
YRBSS data and allows public

site users to view data.

Select Topic
m Unintentional Injuries

and Violence

_—\' Tobacco Use
Data and Documentation

Alcohol and Other

2023 National and Combined
? % Drug Use

datasets now available in Access

and ASCII.

ﬁ Sexual Behaviors

¥y . .
2023 Youth Risk Behavior ﬂ X Distary Behaviors

Survey Results

]
Read top highlights from the _} Physical Activity
2023 YRBS results.

9 Obesity, Overweight
and Weight Control
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' Other Health Topics

See All Topics

Location

Y{« Alcohol And Other Drug Use
k3

High School Students Who Currently Drank Alcohol*

New York (Excluding New York City) ¥
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ALSO available from CDC... ¥

National Youth Tobacco Survey

(YTS) Datasets ®

https://www.cdc.gov/tobacco/
about-data/surveys/national-
youth-tobacco-survey.html
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NYS PUBLIC OPINION POLLS

Individuals/Families Providers/Professionals Health Facilities Health Data

Department of Health

Division of Chronic Disease Prevention: Information for Action (IFA) Reports

About Us

Search

The Information for Action (IFA) is a brief communication that provides relevant data to mobilize public health action. Each IFA includes a take home message, quick facts containing relevant data to support the take home message, language describing a public health opportunity and contact

information for obtaining more information. Data used in an IFA typically come from data systems designed to capture information about New York residents, but occasionally include data from national data systems. IFAs are available under the following categories:

[Ty B D R T LT I BT R TRl Bl L R 1 T= (LIl [ Chronic Disease Public Opinion Poll ‘

Chronic Disease Public Opinion Poll

The New York State Department of Health conducts an annual survey of adult residents of New York State to

data to mobilize public health action.

INFORMATION FOR ACTION # 2023-01
RELEASE DATE: 2/22/2023

Addressing Gaps in New

Yorkers’ Cancer Prevention
Knowledge

Each year, over 118,000 New Yorkers leam they have cancer.’ Nearly hall of all cancer cases could be prevented, with
smoking, excess body weight, and drinking alcohol being the leading causes of cancer.” A recent survey found that some
aduit New ‘¥orkers do not know ceriain lifestyle factors increase their risk of getling cancer. For example, about 1in 4 New
Yorkers (23%) are unaware human papillomavirus (HPV) infection increases a person's risk and 1in & New Yorkers (17%)
are unaware drinking alcohol increases a person's risk.

New Yorkers need 1o know they can lower their risk of getting cancer by making choices like avoiding tobacco, protecing
thelr skin, limiting the amount of alcohol they drink, keeping a healthy welght, exereising, and getling the HPV vaccine. * Bul
knowing how to lowar cancer risk is not enough. Palicy, systems, and environmental (PSE) strategies are critical to changing
laws, rules, and ngimnmems that support healthy cholces and healthy communiies* PSE swatagies also play an impofant
role in advancing heafth . Systemic racism influences the emvironments in which people live, work, and play, and those
environments affect the ||lesty\e choices peaple have. Black New Yorkers have a greater risk of develoy galg and dying from
many cancers than New Yorkers who arenot Black, including colorectal, cervical and prostate cancers.” Communicating with
the public about cancer prevention and promoting PSE strategies Lo community and government leaders are critical steps
towards reducing the burden of cancer for all New Y orkers.

Figure 1. Percentage of Adults Who Think the Following Things May Affect a Person’s Chances of Getting Cancer

oy tctor.
Worgeting much wxeecise [ERNIN
Mt sating many tuitsor vegetaties [
ing ot [N
arng ooty
[oa———
e u
——
Data Source: NYS Division of Chronic Disease Prevention Chronic Disease Public Opinion Poll 2022

Public Health Opportunity

A coordinated approach, including swategies outlined in the NY S Comprehensive Cancer Contral Plan, includes:

# Ensure that people are provided with the infarmation and support they need to adopt healthy lifestyles

= Invest in and educate about prevention-based programs that promote PSE strategies aimed at reducing exposure 10
cancer risk factors for all New Yorkers.

= Increase the avallability of proven strategies to reduce the number of preventable cancers such as taxing cigareties to
reduce smoking and Increasing vaccination rales to protect against cancer-causing HPV infections.

+ Collaborate with pariners outside of the health secior 1o address the root causes of health inequities, like structural
racism, Lo promote equity in health outcomes like cancer.

Department
of Health

For e koo, s o -t BTG e s . s w1 A #2020 it syt e To cnss fee Inarmationor Acton

https://www.health.ny.gov/

statistics/prevention/injury

understand the public's beliefs about public health issues and to assess support for public health policies to address chronic disease and promote health. Available reports provide relevant
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INFORMATION FOR ACTION # 2024-02
RELEASE DATE: 3/26/2024

Understanding New Yorkers’ Opinions on Policies
to Reduce Excessive Alcohol Use

Department
—_— SWE of Health

Excessive alcohod use is an important public heallh issue in - prevention programs. A January 2023 survey of adut

New York with 1 in 5 Mew Yorkers reparting excessive
alcohol use in the form of either binge or heavy drinking.”
Excessive alcohol use can cause injuries, violence, and
chronic diseases. More than 8,050 New Yorkers die each
year due to excessive alcohal use* Moreover, the
economicimpactis siaggering, costing the state's economy
an estimated $16.3 billion in 2010.* The hamful effects of
alcohol are  disproportionately felt in low income-
communities and communitiesaf color. * The health, safety,
and sociceconomic harms attributable to alcohel can be

effectively reduced through evidence-based policies and

residents of New York found that support fer alcohol
related policies varies.

=Three-guarters (75%) of New York adults support
requiring additional health wamings on alcehol containers
and 56% suppart banning oudoor advertising of alcohol.
~Nearly half of New York adults support increasing the
sales tax on alcnnnlc[smauclsandlust under half (47%)
support limiting the days or hours that alcohol is sold.

=Forty-one percent support decreasing the number of
stores that sell alcohol products.

prevention/information_for

Figure 1: Support for Policies to Reduce Excessive Alcohol Use Among NYS Adults

Strongly S t Strangly
Support spose  Oppose

s I
warnings en alcohol containers
Banning outdoor advertising of alcohel
such as on billboards and bus stops
Increasing the sales taxon
alcohol products
Limiting the day or hours
that alcohol can be sold
Decreasing the number of stores o -
that sell alcohol products 32%

Public Health Opportunity

Policies that reduce the avallahlmy and allnrdd)ﬂy of alcohol can reduce excessive drinking and promate safer and
healthier of towards alcoholrelated policies is important for educational
efforts thataim o raise awarenes scfandhuldsuppmfuf palicies. Increasing awareness amang New Yorkers of the hams
associated with excessive alcohol use and that there are well-researched. effective policies that can reducethese hams
can foster implementation of these effective policies.

For more infermation about this report o ofher afcohol-refaled dala and resources in New York Siste, visit the Depariment of Health's
Alcohol Surveillance and Epidemioiogy Program’s wehsite or sontact 4 )

References:

action/

Iscun Bret Evcarun Aleohal L. Mol



https://www.health.ny.gov/statistics/prevention/injury_prevention/information_for_action/
https://www.health.ny.gov/statistics/prevention/injury_prevention/information_for_action/
https://www.health.ny.gov/statistics/prevention/injury_prevention/information_for_action/
https://www.health.ny.gov/statistics/prevention/injury_prevention/information_for_action/
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CANCER REGISTRY DATA

(Tabassum to cover/demo)

7 NEw

2 ;?.:.:.‘E An officiel website of New York State.  Here's how vou know v

Department Of Health Individuals/Families Providers/Professionals Health Facilities Health Data About Us Search

New York State Cancer Registry and Cancer Statistics

Cancer is one of the most common chronic diseases in New York State, and is second only to heart disease as the leading cause of death. Each year, over 116,000 New Yorkers are diagnosed with cancer. The New York State Cancer Registry is pleased to provide cancer statistics through this Web

page. Contact the Cancer Registry at nyscr@health.ny.gov for questions or comments.
The most recent year for which data on new cases and cancer deaths are available is 2021,

Information about the New York State Cancer Registry

About the New York State Cancer Registry

About Age-Adjusted Rates and 95% Confidence Intervals

Considerations When Comparing Cancer Statistics Over Time

About Mortality Data
About New York City Neighborhoods Data

Cancer Statistics In New York State

Cancer Statistics Dashboards

includes Dashboards, Data Files, and
hitps:/hwww.hiealth.ny.govistatistics/ details on Meth OdOIOQy for Iooking at

cancer/registry/

Yor | Department incidence and mortality data
STATE | of Health



https://www.health.ny.gov/statistics/cancer/registry/
https://www.health.ny.gov/statistics/cancer/registry/

SPARCGS AND VITAL STATISTICS DATA

Statewide Planning and Research Vital Statistics
Cooperative System (SPARCS)

Live births, Fetal Deaths, Mortality

* All payer reporting system - Two-year data lag for releases

« Patient level detail on characteristics, Many reports available:
services, diagnoses, treatments, and
Vital Statistics Data Utilized by the New York State Department of Health

charges for inpatient and outpatient
(a m b u Iato ry S u rg e ry a n d e m e rg e n Cy MNew York State County/ZIP Code Perinatal Data Profile hittps://www.health.ny.gowv/statistics/chac/perinatal/

New York State Prevention Agenda Dashboard hitps://apps.health.ny.gov/public/tabvis/PHIG_Public/pa/

S e rvi Ce S ) New York State Community Health Indicator Reports hitps://apps.health.ny.gov/public/tabvis/PHIG_Public/chirs/

MNew York State County Health Indicators by Race/Ethnicity | hitps://www.health.ny.gov/statistics/community/minority/county/

New York State Leading Causes of Death hitps://apps.health.ny.gowv/public/tabvis/PHIG_Public/lcd/

P u bI IC u Se fl IeS th ro u g h H e a | th D ata New York State Maternal and Child Health Dashboard https://apps.health.ny.gov/public/tabvis/PHIG Public/mch/

Opioid-related Data in New York State hittps://www.health.ny.gov/statistics/opioid/

N Y MNew York State Cancer Registry https://www.health.ny.gowv/statistics/cancer/registry/

MNew York State Health Connector Suicide Dashboard https://nyshc.health.ny.gov/web/nyapd/suicides-in-new-york

MNew York State Hospital Profiles — Maternity Information | hitps:/profiles.health.ny.gov/hospital/

MNew York State Environmental Public Health Tracking hittps://www.health.ny.gov/environmental/public_health_tracking/

MNew York State Birth Defects Registry hittps://www.health.ny.gov/diseases/birth_defects/#data

\%‘gx Department https://www.health.ny.gov/statistics/vital statistics/vs reports tables.htm
STATE | of Health



https://health.data.ny.gov/
https://health.data.ny.gov/
https://www.health.ny.gov/statistics/vital_statistics/vs_reports_tables.htm

HEALTHCARE PAYER PERFORMANGE

Department of Heal‘th Individuals/Families Providers/Professionals Health Facilities Health Data About Us Search

eQARR - An Online Report on Quality Performance Results for Health Plans in New York State

Show Instructions

Year: (2023 v| Payer: [Commercial HMQ v| Domain: [Adult Health v| Sub Domain: [Managing Acute lliness for Adults

Produce Visualization

®Table O Bar Chart C Scatter Plot I n CI u d es

Managing Acute lliness for Adults - Statewlde - Commerclal HMO ca n ce r

Discussing Smoking Cessation Discussing Smoking Cessation Appropriate Testing for Pharyngitis -
Plan Names § Advising Smokers to Quit T Medications T Strategies 1 (Ages 18-64) T S c re e n I n g
Anthem BlueCross and BlueShield -

CDPHP

Excellus BlueCross ElueShield : 7 . a n d Oth e r

Highmark Western and Northeastern New York, Inc.

HIP (EmblemHealth) : c h ro n i C

Independent Health

v e o disease

Univera Healthcare

indicators

National Average

Key

A Significantly better than the regional average for measures in the Perinatal Health subdemain or significantly better than the state average for all other measures

\ Significantly worse than the regional average for measures in the Perinatal Health subdomain or significantly worse than the state average for all other measures

- Sample size too small to report.

* A lower rate is desirable. For more information about the risk-adjustment methodologies, see the Technical Notes section

Compare Commercial, Essential, Medicaid Managed Care, HARP, and HIV-SNP  nismmwneaitnny.gou

health care/managed care
[reports/eqarr/

York | Department

STATE of Health



https://www.health.ny.gov/health_care/managed_care/reports/eqarr/
https://www.health.ny.gov/health_care/managed_care/reports/eqarr/
https://www.health.ny.gov/health_care/managed_care/reports/eqarr/

HRSA UDS DATA

data . HRSA . gOV Search a A-Z Index

Find Health Care Data ~ Topics v

Home : Tools » Health Center Program UDS Data » Data Owverview

Hea].th Center Program Uniform https://data.hrsa.gov/tools/data-reporting/program-data
Data System (UDS) Data Overt
Y (UDS) ol Data Downloads

Each calendar year, HRSA Health Center Program awardees and look-alikes are T

a core set of information, including data on patient characteristics, services pro

processes and health outcomes, patients' use of services, statfing, costs, and re

standardized reporting system known as the UDS. View the most recent nation: Area Health Resources Files &
data and national program look-alike data.

MNote:

* The 2022-2023 AHRF contains a number of changes (e.g., new variable names, subset files in CSV format). Please review “What’s New" in the
AHRF technical documentation for more information.

Information On health faCiIitieS, health * Please contact MCHWAInguiries@hrsa.gov for technical questions about the Area Health Resources Files (AHRF) data. Historical data are

. . available for some variables in the AHRF county level data file. Please review the AHRF Technical Documentation (excel) for a list of variables
prOfeSSK)nS, meaSU reS Of resou rce Sca rC|ty, and years included in the published data file.
health Statusa economlc aCtIVIty; health 2022-2023 County Level Data 2022-2023 State and National Level Data
training programs, and socioeconomic and Technicaldocumentation (Aprc. 151 Technicaldocumentation(prcc 1056

environmental characteristics. G5V Poprocsors

ASCIl format (Approx 17.6ME| ASCIl format (Approx 550 KE)

SAS format (Approx17.6MB) SAS format (Approx222KE)

York | Department
STATE | of Health



https://data.hrsa.gov/tools/data-reporting/program-data

USE CASE: PLANNING FUNDING APPLICATION

What counties have the highest incidence”? REGISTRY
What counties have the highest mortality? REGISTRY
What counties have late-stage disease diagnosed? REGISTRY

Where are screening rates the lowest? BRFSS

Where are the populations that experience disparities in outcomes?

Where are those who are eligible and hardest to reach?

 Historical reach
and CANCER SERVICES PROGRAM HISTORICAL DATA

* Rurality

York | Department
STATE | of Health




COMPOSITE ANALYSIS OF NEED

Mortality

BREAST

Incidence

Regional Distant Stage

Incidence

Population Screening (BRFSS)

Disparities

Counties with Largest % of
Uninsured Black Population™®

Reach of CSP"

Underperforming

Rurality

At least 70% of Populaion is Rural

Significantly above Statewide Average (SWA)

Significantly below SWA

Albany County

Bronx County

Allegany

Orange

Wyoming

Wyoming

Sullivan

Bronx County

Erie County

Chenango

Erie

Warren

Kings (Brooklyn)

Rockland

Erie County

Monroe County

Columbia

Bronx

Albany

Mid-Hudson Region

Greene County

Massau County

Delaware

Kings (Brooklyn) Putnam

Kings County

MNew York County

Essex

NYC

Ontario

Monroe County

Miagara County

Greene

Schenectady

Massau County

Oneida County

Hamilton

Erie

Mew York County

Onondaga County

Lewis

MNassau

Schoharie County

Queens County

Otsego

Monroe

Woestchester County

Ulster County

Schoharie

Broome

Schuyler

Westchester

Sullivan

Mew York (Manhattan)

Yates

NYS Excl NYC

*Highlighted because of disparities in mortality and incidence
1 Based on 2019 SAHIE and 2019 CSP Screenings

The above summary was used in the NYSDOH’s latest application for funding through the
National Breast and Cervical Cancer Early Detection Program

NEW
YORK

STATE of Health

Department




THANK YOU!

Emily Payne
Epidemiologist &

Comprehensive Cancer
NEW | Department Control Program Evaluator
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mailto:Emily.Payne@health.ny.gov

How do we Utilize
data in NYS

Tabassum Insaf, PhD, MPH, MBBS
Director, Bureau of Cancer Epidemiology
Scientific Director, New York State Cancer Registry

Tabassum.Insaf@health.ny.gov




Health Equity and Cancer



PAVING THE ROAD TO
HEALTH EQUITY

Health Equity

is when everyone has the opportunity
to be as healthy as possible

Programs Measurement Policy
Successful health Data practices to support Laws, regulations, and
equity strategies the advancement of rules to improve
health equity population health

Infrastructure

Organizational structures and functions that support health equity

U.5. Department of

Health and Human Services
Centers for Disease

Control and Prevention




Why Do U.S. Cancer Health Disparities Exist?

Complex and interrelated factors contribute to cancer health disparities in the United States. The factors include, but
are not limited to, differences or inequalities in:

ENVIRONMENTAL FACTORS SOCIAL FACTORS CULTURAL FACTORS

« Air and water quality * Education * Cultural beliefs
« Transportation - A | * Income $ $ * Cultural health beliefs

* Housing _ * Employment
« Community safety =2 = * Health literacy é
 Access to healthy food [[l : 1

sources and spaces

for physical activity PSYCHOLOGICAL FACTORS

* Stress o
BEHAVIORAL FACTORS CLINICAL FACTORS * Mental health

* Tobacco use 'ra * Access to health care
* Diet ) & * Quality of health care
» Excess body weight V' 4

* Physical inactivity 5 7. € BIOLOGICAL AND
« Adherence to cancer GENETIC FACTORS
screening and vaccination - -g

recommendations

Adapted from Anterican Assoctation for Cancer Research {AACR) Cancer Disparities Progress Report 2020



U.S. Cancer Health Disparities

Adverse differences in numerous measures of cancer burden exist among certain U.S. population groups. Examples of
disparities in cancer incidence and death rates include:

MORE THAN

TWICE
20%

MORE LIKELY

TWICE

AS LIKELY

African American men have a prostate
cancer death rate that is more than 0
twice that for white men. 51 A‘

MORE LIKELY

Hispanic children are 20 percent more
likely to develop leukemia than non-
Hispanic white children,

Asian/Pacific Islander adult twi 35%
sian/Pacific Islander adults are twice
as likely to die from stomach cancer as HIGHER

white adults.

American Indian/Alaskan Native adults
are twice as likely to develop liver and
bile duct cancer as white adults.

70%

MORE LIKELY

Adapted from Anterican Assoctation for Cancer Research {AACR) Cancer Disparitics Progress Repornt 2020

Adolescents and young adults (ages 15
to 39) with head and neck cancer who
have no insurance are 51 percent more
likely to die from their disease than
those who have private insurance.

Men living in the poorest U.S. counties
have a colorectal cancer death rate that
Is 35 percent higher than that for men
living in the most affluent U.S. counties,

Bisexual women are 70 percent more
likely to be diagnosed with cancer
than heterosexual women.



Presentation Outline

Registry data with focus on race/ethnicity data




Changes in NYSCR Reporting Requirements

MNEW YORK STATE DEPARTMENT OF HEALTH

Bureau Of Cancer Epidemiciogy Malignant Neoplasm--Confidential Case Report
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Collect over 500 data items

electronically as Xml files

* Personal identifiers
Demographic variables
Tumor Characteristics
Prognostic indicators

* Treatment information

e Reporting facility information

* Some book-keeping items (i.e., coding
version)

* Supporting text (i.e., documentation to
validate codes)




Electronic Clinical

Laboratory Reporting
System

2 i Tl e wide Planning and

Lexis Nexis

Data
Linkages

Social Security
Administration

Other DOH programs

e Congenital malformations
registry "
* Newborn blood spots Medicaid
e AIDS institute e Linkage and collaborative
» Cancer Services Program research

Research Cooperative
System

¢ Data linkage studies

¢ Address, SSN and other
information

Vital Records (Including
NYC vital records)

e Mortality status

¢ Childhood cancers-
specific studies

National Death Index




Availability of NYSCR Data

/ONew interactive and user friendly data\ /NYS Cancer Data \ /'CDC Wonder \
dashboard provides age-adjusted e Data by county (years 1995-2021) ¢ U.S. Cancer Statistics Data Visualizations Tool
incidence and mortality rates for 23
cancer sites, stratified by sex, race, e Data by NYC neighborhood (years e NCI SEER Cancer Fast Stats

2001-2021)

ethnicity and geographic region
(https://www.health.ny.gov/statistics/
cancer/registry/)

e SEER*Explorer

e CDC’s Environmental Public Health Tracking
Network

e Special Reports (e.g., Snhapshot of
Cancer in NYS, tobacco and alcohol
related cancers)

e Annual Report to the Nation on the Status of
Cancer

e Cancer in Five Continents

e GLOBOCAN database

e Cancer mapping application

e Community Health Indicators Reports

Departmental Public access Data submissions to

web site data sets standard setters



https://www.health.ny.gov/statistics/cancer/
https://health.data.ny.gov/Health/Community-Health-Indicator-Reports-CHIRS-Latest-Da/54ci-sdfi/data
https://www.health.ny.gov/statistics/cancer/registry/nyspaced/faq.htm
https://wonder.cdc.gov/cancer.html
https://gis.cdc.gov/Cancer/USCS/?CDC_AA_refVal=https%3A%2F%2Fwww.cdc.gov%2Fcancer%2Fdataviz%2Findex.htm#/AtAGlance/
https://seer.cancer.gov/statfacts/
https://seer.cancer.gov/statistics-network/explorer/application.html?site=1&data_type=1&graph_type=2&compareBy=sex&chk_sex_3=3&chk_sex_2=2&rate_type=2&race=1&age_range=1&hdn_stage=101&advopt_precision=1&advopt_show_ci=on&hdn_view=0&advopt_show_apc=on&advopt_display=2
https://ephtracking.cdc.gov/DataExplorer/
https://ephtracking.cdc.gov/DataExplorer/
https://seer.cancer.gov/report_to_nation/?cid=cb_cgov_en_sharedlink_arn_lp
https://seer.cancer.gov/report_to_nation/?cid=cb_cgov_en_sharedlink_arn_lp
https://ci5.iarc.fr/
https://gco.iarc.fr/en

+ New York State/Region Cancer Statistics Dashboards

E==E Overview of Cancer Statistics in New York PSS Cancer Incidence and Mortaity Rates by Year EESSSE Cancer Incidence and Mortaity Rates by Age
|||ilFii|1|li||lh!l_“lllhn ——-_-_%_ i
E=SEEE= Cancer Incidence and Mortality Rates by Expanded List of B Chidhood Cancerinciden in New York EESSSE Distribution of Stage at Cancer Diagnosis by Race/Ethnicity and
" CancerSies il Lo
— ] =
||‘|“|||mm... libibd —F
E===E= CancerIncidence and Mortal nd Ethni EENEEEES  Cancer Incidence Rates by New York City Neighborhood
“ = !_‘ (PUMA)
il € =
ESEEEE  Distribution of Stage at Cancer Diagnosis by County EESSEEES  Eotimates of Cancer Survivors by County S5== Population Counts by County/PUMA

—
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Figure 1. Most frequently diagnosed cancer types and causes of cancer death in males and females,
New York State, 2015-2019

Females
New Cases* Deaths**
Breast 16,819 Lung & Bronchus 3,797
28.9% 22.2%
Lung & Bronchus 7,334 Breast 2,514
12.6% 14.7%
Colorectal 4,360 Colorectal 1,468
7.5% 8.6%
Corpus & 4,195 Pancreas 1,355
Uterus, NOS 7.2% 7.9%
Thyroid 2,972 Ovary 883
5.1% 5.2%
All Sites 58,284 All Sites 17,105
100.0% 100.0%
Males
New Cases™* Deaths**
Prostate 15,242 Lung & Bronchus 3,997
26.4% 23.4%
Lung & Bronchus 6,901 Prostate 1,713
11.9% 10.0%
Colorectal 4,614 Colorectal 1,480
8.0% 8.7%
Urinary Bladder 4,062 Pancreas 1,333
(includes in situ) 7.0% 7.8%
Non-Hodgkin 2,721 Liver & Intrahepatic 964
Lymphomas 4.7% Bile Duct 5.6%
All Sites 57,760 All Sites 17,105
100.0% 100.0%

*Average annual incident cases, New York State, 2015-2019
** Average annual deaths, New York State, 2015-2019
Source of data: New YorkState Cancer Registry

Cancer Burden Reports

General

* Spapshot of Cancer in NYS (PDF)

Alcohol

» Alcohol-Related Cancers in Mew York State, 2016-2020 (PDF)

Cancer Screening

* Screening-Detectable Cancers 2015-2018 (PDF)

+ Screening-Detectable Cancers 20123-2017 (PDF)

* Screening Amenable Cancers in New York State, 2011-2015 (PDF)

Environmental Health

« Environmental Facilities and Cancer Mapping

Human Papillomavirus

« HPV-Related Cancer Incidence and HPV VWaccination Rates in New York State 2015-2019 (PDF)

« HPVW-Related Cancer Incidence and HPV VWaccination Rates in Mew York State 2013-2017 (PDF)

« HPV-Related Cancers and HPV Vaccination Rates in Mew York State, 2011-2015 (PDF)

Obesity

« Ohesity-Related Cancers in New York State 2004-2018 (PDF)

Skin Cancer

* SKin Cancer in New York State 2020 Report (PDF)

* SKin Cancer in New York State 2017 Repaort (PDF)

Tobacco

» Tobacco-related Cancers in Mew York State. 2016-2020 (PDF)

» Tobacco-related Cancers in Mew York State,_2014-2018 (PDF)

Information for Action Reports

Behavioral Risk Factor Briefs

New York State Cancer Programs Reports



Race and Ethnicity Coding
SEER Manual Background Information

* The SEER manual states that race and ethnicity are defined by
specific physical, hereditary and cultural traditions or origins, not
necessarily by birthplace, place of residence, or citizenship.

* All resources in the facility, including the medical record, face sheet,
physician and nursing notes, photographs, and any other sources,
must be used to determine race.



Data ltem Name | Description | Coding | —Notes

Race 1 - Race 5
[#160-164]

Spanish/Hispanic
Origin [#190]

There are five race
data items making it
possible to code
multiple races for one
person.

Used to identify
patients with
Spanish/Hispanic
surname or of Spanish
origin.

Directly coded by facility
CTR and consolidated
at the central registry

Directly coded by facility
CTR and consolidated
at the central registry

Sources in Priority
Order:

a. The patient’s self-
declared identification
b. Documentation in the
medical record

c. Death certificate

Coding Spanish
Surname or Origin is not
dependent on race. A
person of Spanish
descent may be White,
Black, or any other
race.”



NAACCR Asian/Pacific
Islander Identification
Algorithm

NAPIIA [#193]

NHIA [#191] NAACCR Hispanic

|dentification Algorithm

Indian Health Service Link-
This variable captures the
results of the linkage of the
central registry database
with the Indian Health
Service patient registration
database.

IHS Link [#192]

Derived by the NYS
Central Registry

Derived by the NYS
Central Registry

Coding is done by NYS
Central Registry analytic

staff, using the results of
the linkage with IHS.

uses an algorithm to
recode unknown/NOS
values using birthplace and
name.

The algorithm uses the
following standard
variables:
Spanish/Hispanic Origin
[190]; Name--Last [2230];
Name--Maiden [2390];
Birthplace [250]; Race 1
[160]; IHS Link [192]; Sex
[220]

identifies American Indians
who were misclassified as
non-Indian in the registry



Changes to come?

With the 2020 census, improvements were made in coding and collection of
race/ethnicity data

enabled a more thorough and accurate depiction of how people self-identify,
yielding a more accurate portrait of how people report their Hispanic origin and
race within the context of a two-question format.

reveal that the U.S. population is much more multiracial and more diverse than
what was measured in the past.

With the 2030 census, race and ethnicity data collection may change significantly

Proposals for
* Combining Race and Ethnicity into one variable
Census Ready to Study Combining Race, Ethnicity Questions (usnews.com)
e adding a Middle Eastern and North Africa category.

This likely means the way the cancer registry collects these data will change
Denominator data used to calculate rates may change.



https://www.usnews.com/news/best-states/washington-dc/articles/2022-05-06/census-ready-to-study-combining-race-ethnicity-questions

Presentation Outline

Current Research projects




Current Studies with a Racial Justice Focus

4ANORTH
SOUTH'-L
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Diagnosis Experience Survey

S

e QR CHiDstuay

x RESPOND

/)9\99:5

er Epidern Ig_-,,r‘-}l y

UCIrvine

Joe C. Wen School of
Population & Public Health

Wil /74 JSSWELL

The North-South Breast Cancer Study
Racial Disparity in Diagnostic Evaluation of Uterine Cancer

ORCHiD (Ovarian Cancer Epidemiology, Healthcare Access and
Disparities)

RESPOND (Research on Prostate Cancer in Men of African

Ancestry: Defining the Roles of Genetics, Tumor Markers and
Social Stress)

African American Cancer Epidemiology Study (AACES)

Reducing Disparities in the Adverse Impact of Cancer in Young
Adult Latino Men

Effects of Respiratory Muscle Training on Dyspnea and
Immunosuppression in Black and White Lung Cancer Survivors



4ANORTH
SOUTH ¥

The North-South Breast Cancer Study BREAST CANGER STUDY

* Seeks to examine factors that contribute to differences in breast cancer aggressiveness

?nd Ol;tcomes in women who are non-Hispanic Black (NHB) and non-Hispanic White
NHW

* Includes factors related to stress, discrimination, and perceived neighborhood
characteristics

* Collaboration with Roswell Park Cancer Institute and Louisiana Tumor Registry

* Registry staff will contact up to 5,000 breast cancer patients per year (and their
managing physician)

Diagnhosis Experience Survey

Racial Disparity in Diagnostic Evaluation of Uterine Cancer

Seeks to reduce racial disparity in early diagnosis of uterine cancer by examining diagnostic pathways and identifying
barriers to early diagnosis in women who are Black

. Registry staff contacted approximately 600 potentially eligible patients (and their managing physician) matched on
race and diagnosis date

. Collaboration with Yale University and Georgia Cancer Registry
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Access and Disparities) me ORC HiDsuay

 Seeks to characterize healthcare access among Black, Hispanic, and White patients with

ovarian cancer, and the impact of access on quality of treatment, supportive care, and
survival

* Collaboration with Duke University- multistate study

RESPOND (Research on Prostate Cancer in Men ofx RESPOND

Afrl Ca n A n C e St ry) merican Prostate Cancer Study

* Seeks to identify why men of African Ancestry have higher risk of prostate cancer and
more aggressive forms of the disease

* Focuses on a wide range of potential factors, including genetic, lifestyle, social, and
medical care-related factors

 Collaboration with University of Southern California; multistate study



African American Cancer Epidemiology Study (AACES) /%\ces x

er Epiden Igy‘-}l dy

Seeks to better understand the causes and survival of ovarian cancer and related
cancers in African American women

* Will examine multiple factors including social and built environment, patient
characteristics, and tumor immune microenvironment

Collaboration with Emory University and multiple other sites throughout the U.S.

Reducing Disparities in the Adverse Impact of Cancer
in Young Adult Latino Men

Seeks to evaluate the efficacy of goal-focused emotion-regulation therapy (GET) as a
novel behavioral intervention to enhance self-regulation through improved goal

navigation skills, improved sense of purpose, and better ability to regulate emotional
responses in Latino young adult men with a recent cancer diagnosis

* Collaboration with University of California, Irvine



Effects of Respiratory Muscle Training on Dyspnea and
Immunosuppression in Black and White Lung Cancer Survivors

* Seeks to enroll lung cancer survivors into a home-based respiratory muscle training
program, to examine the impact on dyspnea, quality of life, and immune markers
associated with improved prognosis

* Collaboration with Roswell Park- expected to begin in 2025

Additional studies-

Historic Red lining Study

* Collaboration with University at Buffalo- looking at effect of historic redlining on
breast cancer incidence and outcomes.

ENCLAVE project

 Multisite study with Greater Bay of California Cancer Registry- Study of cancer
outcomes in ethnic enclaves (community neighborhoods)
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