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Workshop Objectives: By the end of the
session, the participant will be able to:

1. Describe cancer disparities among

.... (a person) who controls the data is
very influential on policy

Rashi Fein, PhD
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Data is power.

Make the best use of it.
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Number of people living with cancer
= number of cancer survivors




Plotting data
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Plotting data
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Tools for measuring the occurrence of cancer: “Counts”

Santa Fe County 100

80

60

Bernalillo County

96 new cases of prostate cancer 20
were diagnosed in

Hispanic men in 2002

20

Which county has
“more” prostate cancer? SantaFe Bernalillo




Simple “counts” do not account for population size

120,000
e Santa Fe County

32,104 resident Hispanic men 100,000 A
q 80,000 -
e Bernalillo County
112,477 resident Hispanic men 60.000
e Must consider population size when 40000
comparing number of cancer cases
from two areas

20,000 ——

Santa Fe Bernalillo

These “rates” express number of cases per 100,000 people

120

* Santa Fe County
(36 cases /32,104 people) Rate =112.1

80 —

* Bernalillo County

(96 cases /112,477 people) Rate = 85.4
40 —

Santa Fe Bernalillo




Number of cases

These are not numbers...
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These are not numbers...they are people

Number of cases




Al/AN All Cancer Mortality Rates: 1996-2001

NP AVAN

Alaska AVAN

PC AVAN
Rates per

100,000 population
East AVAN

SW AVAN

U.S. AVAN

U.S. All Races

Source: Espey, et al. “Regional Trends and Patterns in Cancer Mortality” Cancer
2005;103:1045-53.)




Cancer Incidence Rates among Native American

US AIFAN

Southwest

Southern Blains

Northern Plains

Women 1999-2004

Rates per
100,000 population

Source: Espey, et al. Annual report to the Nation on the status of Cancer, 1975-2004,
featuring cancer in American Indians and Alaska Natives. Cancer 2007;110:2119-52.

Cancer Incidence Rates among Native American
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Source: Espey, et al. Annual report to the Nation on the status of Cancer, 1975-2004, featuring
cancer in American Indians and Alaska Natives. Cancer 2007;110:2119-52.




Top 10 Cancers (incidence) among
Northern Plains Native Americans

Source: Espey, et al. Annual report to the Nation on the status of Cancer, 1975-2004, featuring
cancer in American Indians and Alaska Natives. Cancer 2007;110:2119-52.




Cancer in Native American
young adults (age 20-44): 1999-2004

* Disparities: stomach, liver, kidney
e Colorectal cancer in Native Americans seems to be
increasing

Source: Weier, et al. Cancer in American Indian and Alaska Native Young Adults (ages 20-
44 years): US 1999-2004. Cancer 2008; 113 (5 suppl):1153-67.

Cancer in Northern Plains Native
Americans young adults

— Risk factors for colorectal cancer include: family
history of polyps, inflammatory bowl syndrome,

Source: Weier, et al. Cancer in American Indian and Alaska Native Young Adults (ages 20-
44 years): US 1999-2004. Cancer 2008; 113 (5 suppl):1153-67.




Lung Cancer Incidence Rates: 1999-2004

NHW Total
Al/AM Total

Southwest
Rates per
East 100,000 population
Pacific
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Southem

o 40 60 20 100

Source: Bliss, et al. Lung cancer incidence among American Indians and Alaska Natives
In the United States, 1999-2004. Cancer 2008;113(5 suppl):1168-78.




Lung Cancer in
Northern Plains Native Americans

— 1.6 times more likely to be diagnosed with lung
cancer

Sources: Bliss, et al. Lung cancer incidence among American Indians and Alaska Natives
In the United States, 1999-2004. Cancer 2008;113(5 suppl):1168-78.
Espey, et al. Regional Trends and Patterns in Cancer Mortality” Cancer 2005;103:1045-53.

Colorectal Cancer Incidence Rates: 1999-2004

NHW Total
AlfAN Total
Rates per

Southwest 100,000 population

East

Pacific Coast
Southern Plains
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Northern Plains

Source: Perdue, et al. Regional differences in colorectal cancer incidence, stage, and subsite
Among American Indians and Alaska Natives, 1999-2004. Cancer 2008;113(5 suppl):1179-90.




Colorectal Cancer in
Northern Plains Native Americans

— 1.4 times more likely to be diagnosed with
colorectal cancer

— More likely to diagnosed at later stage

Sources: Perdue, et al. Regional differences in colorectal cancer incidence, stage, and subsite
Among American Indians and Alaska Natives, 1999-2004. Cancer 2008;113(5 suppl):1179-90.
Espey, et al. Regional Trends and Patterns in Cancer Mortality” Cancer 2005;103:1045-53.

Breast Cancer in
Northern Plains Native Americans

from breast cancer compared to whites

— A higher percentage of Native American women

Sources: Wingo, et al. Breast cancer incidence among American Indian and Alaska Native women:
US, 1999-2004. Cancer 2008;113(5 suppl):1191-202. Espey, et al. Regional Trends and Patterns in
Cancer Mortality” Cancer 2005;103:1045-53.




Prostate Cancer Incidence Rates: 1999-2004
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Source: Henderson, et al. Prostate cancer incidence among American Indians and Alaska Natives,
1999-2004.” Cancer 2008;113(5 suppl):1203-12.

Prostate Cancer in
Northern Plains Native Americans

— At the same risk of developing prostate cancer as
whites.

Sources: Henderson, et al. Prostate cancer incidence among American Indians and Alaska Natives,
1999-2004.” Cancer 2008;113(5 Suppl):1203-12. Espey, et al. Regional Trends and Patterns in
Cancer Mortality” Cancer 2005;103:1045-53.




g
Americans in other regions

— Within the NP region, Native Americans 2.4 times
more likely to develop and 2 times more likely to die

Sources: Wilson, et al. Cancers of urinary tract among American Indians and Alaska Natives in the
United States, 1999-2004. Cancer 2008; 113 (Suppl 5): 1213-24. Wiggins, et al. Gastric cancer among
American Indians and Alaska Natives in the United States, 1999-2004. Cancer 2008; 113 (Suppl 5):
1225-33. Espey, et al. Regional Trends and Patterns in Cancer Mortality” Cancer 2005;103:1045-53.

Sources: Becker, et al. Regional differences in cervical cancer incidence among American Indians
and Alaska Natives, 1999-2004. Cancer 2008; 113 (Suppl 5): 1234-43.




Sources: Richman, et al. Incidence of cancers of the oral cavity and pharynx among American
Indians and Alaska Natives, 1999-2004. Cancer 1008;113(5 Suppl): 1256-65.

die from liver cancer than whites

Sources: Jim, et al. Primary liver cancer incidence among American Indians and Alaska Natives, US,
1999-2004. Espey, et al. “Regional Trends and Patterns in Cancer Mortality” Cancer 2005;103:1045-
53.




Roles of State Cancer Registries

* North Dakota 2001-200 yrs): 4







Cancer is a reportable disease

50




fwww.ndhealth.gov/Cancerregistry/aboutus.htm
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General Information about the North Dakota Cancer Registry

Cancer is a reportable disease as stated in the North Dakota Administrative Rules. On July 1, 1996, administrative rules were ad
in situ carcinomas (except basal and squamous cell skin carcinomas or in situ carcinoma of the cervix uteri) and tumors of the cen
laboratories, physicians, and other health care providers who administer screening, diagnostic or therapeutic services are require
facilities that provide inpatient and/or outpatient services and mobile units that provide screening, diagnostic or therapeutic servicq
3 Century Code Chapters 23-07-01 and 33-06-01)

The primary purpose of the cancer registry is to support cancer control by targeting, monitoring and evaluating programs that prom|
cancer. The cancer registry supports efforts by community hospitals and health systems with respect to the evaluation of their cand
local health care agencies and providers by:

BProviding summary statistics on the distribution of cancer cases by type.
BEollowing cancer incidence and treatment trends throughout the state.

IFacilitating rapid reporting of cancer, thereby allowing state or local health officials to assess suspected cancer clusters ar sl
communities.

IBProviding accurate cancer data for cancer-related reports to legislative bodies and agencies. 51
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Ty The South Dakota Cancer Registry (SDCR) is a statewide population-based cancer Services

) registry. It collects data on cancer incidence and reports on cancer incidence and
mortality. It began in 1992 as a limited cancer data collection system that monitored Licensing Boards

cancer incidence through pathology reports and reports from hospital tumor registries
approved by the American College of Surgeons.In 2005 a law passed requiring reporting
by all entities detecting, diagnosing and treating cancer cases in South Dakota.

Resources

SD Cancer Registry Events Calendar

. In 2001, SDCR became part of the National Program of Cancer Registries (NPCR) which FAQ
: supports central registries in 45 states, the District of Columbia, and the territaries of
Reportable Cancers Puerts Rico, the Republic of Palau, and the Virgin Islands. NPCR registries collect subscribe to Epi istsery

information on cancer cases accounting for 96% of the U.S. population
WebPlus Manuals

provides funding for states to implement statewide population-based registries and to
enhance existing registries to meet national standards for completeness, timeliness

FAQ and data quality. The North American Association of Central Registries sets standards
for central registries =
Link
s oririect

SDCR Staff e,

2
Contact = South Dakota Cancer Registry Achieves NAACCR Gold Standard SE WSD |

+ Sister Study - long-term study of women aged 35 to 74 with sisters who had
breast cancer Itis a national study to learn how environment and genes affectthe STATEWIDE EMERGENCY |
chances of getting breast cancer. Effective April 1, 2008, the Sister Study is ([ BEGISTRY SFVILUNTEERS J
limiting enroliment to groups of women who are underrepresented in the study. It —
is still seeking Native Americans, African Amiercans, Latinas, Asians and Pacific
Islanders between the ages of 35 and 74 to enroll. It is also seeking Caucasian
women who have a high school degree or less or are between the ages of 65
and 74. Find out about enrolling atthe Sister Study website.

NPCR is administered by the Centers for Disease Control and Prevention, which
Data & Publications

52
State Home Page € Contact Health Department € DOH Home € Accessibility Policy € Disclaimer € Privacy Policy




NEBRASKA DEPARTMENT OF HEALTH & HUMAN SERVICES |
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Nebraska Cancer Registry

The Nebraska Cancer Registry (NCR) was created by the
Legislsture in 1986 T relevant sections in the statutes: 81-
638, 81-642 through 81-650 and 81-665 through $1-675) and
began collecting information in 1987

The purpose of the registry is to document the cases of cancer,
analyze patterns/trends and to use the information to help
control the burden of cancer over time. The registry also
provides statistical and background information about cancer

e Contact Us

incidence in Nebraska.

Financial support for the NCR comes both from state revenues (3 portion of tobacco taxes) and the Centers
for Disease Control and Prevention's (CDC) National Program of Cancer Registries (NPCR), which began
funding the NCR in 1994,

The Nebraska Department of Health and Human Services administers and directs the operation of the
Nebraska Cancer Registry. The NCR is part of a national and international surveillance system that collects
information about cancer to doecument trends in cancer prevalence, cancer cases by site and stage, and
other information that may be useful in cancer prevention and control.

Every cancer diagnosed in Nebraska is reportable to the NCR. Generally, this information comes from
hospital reports submitted by cancer registrars. In addition, physicians, osteopaths, pathology labs or free-
standing radiation centers also report any information they have about persons with cancer. No reporting is
required for pre-cancerous cell types, benign polyps, basal and non-invasive or local squamous-cell cancers
of the skin, and most benign tumors. However, since January 1, 2004, benign brain and other central
nervous system cancers are now reportable to the NCR.

The NCR's latest T annual report provides comprehensive data on specific sites and cancer rates by race or
county.

Given the wealth of valuable information about cancer, links are provided to a number of useful sites.

Persons needing or seeking to know more about a specific cancer type, the probabilities for developing

cancer, prevention, treatment options, the burden of the disease, national statistics, resources available

and survivership issues can visit these sites. 53
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Welcome to the Iowa Cancer Registry

Home The Iowa Cancer Registry (ICR) is a population-based cancer
Reporting Cancexr fFegistry that has served the State of Iowa since 1973.

confldentlal%ty The ICR has been a member of the National Cancer Institute's
Data Collection g veillance, Epidemioclogy, and End Results (SEER) Program
ITowa Cancexr Data since its inception in 1973.*

Research

Publications The goals of the State Health Registry of Iowa are to:
Glossary « Assemble and report measurements of cancer incidence,
our Staff survival and mortality among Iowans;
Links « Provide information on changes over time in the extent of
disease at diagnosis, therapy, and patient survival;
=] t t U o & o
i = « Promote and conduct studies designed to identify factors
L relating to cancer eticlogy, prevention and control;
Tﬂaﬁ « Respond to requests from individuals and organizations in the
9 Sollege of levgla-_;nv state of Iowa for cancer data and analyses;
rmtis e OF lowi

« Provide data and expertise for cancer research activities and
educational opportunities.

*This project has been funded in whole or in part with Federal
funds from the National Cancer Institute, National Institutes of
Health, Department of Health and Human services, under Contract
No. NO1-PC-35143 e




* Follow back to physicians offices on

« Conduct case-finding & re-abstracting
audits




are making a difference).

* Help set priorities for allocating health
resources.

http://www.medterms.com/script/main/art.asp?articlekey=33287
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ogether, provide key cancer data of nationa
importance (National Program of Cancer
Registries/SEER Registries)

http://www.medterms.com/script/main/art.asp?articlekey=33287
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confirm the cases

diagnosis and treatment are more likely to be
done




* There are some exceptions.

database)







IHS data

* Because IHS data only captures the registered
patient population, there are still lots of cases
where Native Americans are recorded under
other race/ethnicity




Questions/Issues Raised



















