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Abstract  
 

Background. Cancer incidence rates vary among American Indian and Alaska Native 
(AI/AN) populations and also often differ from rates among Non-Hispanic Whites 
(NHWs) living in the same geographic region. [1-4] In addition, geographic differences 
in incidence rates between AIs and NHWs living in the Northern and Southern Plains are 
significant. [3, 5, 6] AIs in the Northern and Southern Plains have lower survival rates for 
most cancer sites in comparison to AIs living elsewhere. [7, 8] Because AI/AN cancer 
data have significant geographic differences, it is inaccurate to generate statistics for the 
total population.  

Most recent data show that the cancer burden continues to escalate among AI/ANs. 
[3] This burden includes the multiple ways cancer affects an individual, the entire family 
and their community. For families, these burdens include loss of income, relocation of 
family to serve as patient caregivers, increased demands (time and money) for 
transportation to and from healthcare facilities for cancer care, childcare costs, and 
alterations in traditional relationships.  

Cancer is more prevalent among elders than in people younger than 50. Typically, 
elders are the leaders and wisdom keepers of the community. Chronic disease or death 
deprives the community of that irreplaceable resource. A well-known comment is, 
“Every time an elder dies, a library burns.” The impact of this loss of leadership and 
knowledge creates a burden that is greatest on small communities.  
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Methods. The authors reviewed the extant epidemiology literature on cancer 
incidence and mortality in AI/AN populations and the largest AI/AN cancer survivors’ 
database. Two representative cancer sites were examined (breast and colorectal) because 
both have the potential to improve throughscreening.  

Findings. Although AI/ANs have significant variations in age-adjusted rates, raw 
numbers in geographic regions with low age-adjusted rates, such as the Southwest, also 
identify an excessive burden of disease.  

Conclusion. Local AI/AN programs need to collect cancer data for their 
communities. Community based participatory research is the best way to help 
communities work with academic, state and federal resources to identify solutions. Until 
local data are available, regional AI/AN data provide the most accurate estimates of 
cancer incidence, mortality and survival. Both age-adjusted and raw number counts help 
illustrate the true cancer burden among rural, Reservation and urban AI/ANs. Better data 
collection will guide communities to develop infrastructure for the full cancer continuum 
from prevention through end of life. The burdens noted in this chapter provide the 
rationale for increasing cancer resources for local AI/AN communities.  
 
 

Introduction 
 
The purpose of this chapter is to help Native and non-Native leaders and professionals 

understand the true cancer burden within traditional smaller American Indian communities as 
well as in urban, rural, and Reservation settings. Correct and up to date information must 
inform any comprehensive cancer control plan for communities affected by cancer burdens. 
American Indian and Alaska Native (AI/AN) cancer program directors and tribal leaders need 
to become educated about how to interpret varied cancer data in order to plan programs and 
reduce cancer burdens. This chapter provides examples of how both age-adjusted and raw 
data may be used to assist local AI/AN programs to overcome disparities.  

 
 

Brief Overview of American Indians and Alaska 
Natives (AI/AN) 

 
There is great diversity among the over 760+ federally and state-recognized tribes that 

comprise the American Indian and Alaska Native (AI/AN) populations of the United States 
(US). This diversity also is apparent when looking at the burden of cancer in AI/AN 
communities both large and small. Until quite recently, because there were only composite 
data for these populations, cancer was not believed to require a high status within tribal 
healthcare priorities since tribes were still struggling with health issues including infectious 
diseases such as tuberculosis and hepatitis, high infant mortality and the effects of poverty. In 
the past 20 years however, the changes in AI/AN life styles including urban migration, high 
use of tobacco, and low physical activity levels coupled with rising obesity and diabetes, are 
affecting both cancer incidence and mortality rates within these populations. Moreover, the 
fragmentation of health care, especially cancer care, experienced by many AI/ANs led to 
gross underestimation of the cancer burden. It is now apparent that cancer is the second 
leading cause of death in AI/AN populations 45 years and older, as it is in the dominant US 
population, and it is the leading cause of death in Alaska Native women over 45 years of age.  
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Recommendation 1: It is essential to address prevention, early detection and access 
to state-of-the-art cancer care to reduce current and future disparities among AI/ANs.  

 
According to the 2010 Census, 308,745,538 people were residents of the US, of which 5. 

2 million people identified themselves as AI/AN. [9] This is a 39% increase in the AI/AN 
populations since the 2000 Census. In the 2010 Census, 41 percent of the AI/AN population 
lived in the West. [9] The majority (78%) lived outside historical AI/AN areas (such as urban 
and rural areas or in states that do not have a federal Reservation). [9]  

AI/ANs have long experienced lower health status when compared with other US 
populations. AI/ANs born in 2011 have a lower life expectancy than US all race populations 
(72. 6 years vs. 77. 8 years; 2003-2005 rates). [10] Their poverty level is nearly twice that of 
the overall US population while only half as many have health insurance. When compared to 
NHWs, AI/ANs are more likely to have a lower socioeconomic status (SES) and live in 
poverty, leading to less access to cancer prevention and control services and poorer overall 
cancer survival. [11]  

 
2010 US Census 

 
The cities with the highest number of AI/ANs:  
 
 New York, NY (8,175,133) 
 Los Angeles, CA (3,792,621) 
 Philadelphia, PA (1,526,006) 
 San Diego, CA (1,307,402) 
 Phoenix, AZ (1,445,632)  
 Tucson, AZ (520, 116)  
 Oklahoma City, OK (579,999) 
 Albuquerque, NM (545,852) 
 Tulsa, OK (391,906) 
 Anchorage, AK (291,826) 
 
Highest Proportion of AI/ANs 
 
 Anchorage, AK (12. 4%) 
 Tulsa, OK (9. 2%) 
 Norman, OK (8. 1%) 
 Oklahoma City, OK (6. 3%) 
 Billings, MT (6. 0%) 
 Albuquerque, NM (6. 0%) 
 Green Bay, WI (5. 4%) 
 Tacoma, WA (4%) 
 Tempe, AZ (3. 9%) 
 Tucson, AZ (3. 8%) 
 
Largest AI Reservations 
 
 Navajo Nation, AZ, NM, UT (173,667) 
 Osage Reservation, OK (47,472) 
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(Continued) 
 
 Flathead Reservation, MT (28,359) 
 Pine Ridge Reservation, SD, NE (18,834) 
 Fort Apache, AZ (13,409) 
 Gila River Indian Reservation, AZ (11,712) 
 Rosebud Indian Reservation, SD (10,869) 
 Blackfeet Indian Reservation, MT (10,405) 
 Tohono O’odham Nation Reservation, AZ (10,201) 
 
Largest Alaska Native Village Areas 
 
 Knik (65,768) 
 Kenaitze (32,902) 
 Chickaloon (23,087) 
 Ketchikan (12,743) 
 Bethel (6,080) 
 Sitka (4,480) 
 Barrow (4,212) 
 Nome (3,681) 
 Kotzebue (3,201) 
 Dillingham (2,378) 

 
Poverty and low SES usually result in poorer cancer screening rates. [1] The Indian 

Health Service (IHS) reported that AI/AN screening rates were significantly lower in 
comparison to the US population as a whole.  

Only 59% of AI/AN women received cervical cancer screening, 45% of eligible AI/AN 
women received breast screening and only 33% of eligible AI/AN men and women received 
colorectal cancer screening. [12]  

 
Recommendation 2: AI/ANs need access to cancer screening programs for breast, 

cervix, colon, lung and other cancers s as screening becomes available.  
 
AI/ANs adults have daily behaviors and co-morbidities that increase their risks for 

cancer. They are more likely to use commercial tobacco, be obese and have high blood 
pressure in comparison to NHWs. Unhealthy living conditions frequently occur in the home 
and also may extend to the work place.  

Approximately 12% of AI/AN homes lack safe, adequate water supplies and waste 
disposal facilities as compared to 1% of the homes for the general US population. [13, 14] 
AI/ANs are disproportionally more likely to work in unsafe and unhealthful conditions 
without health benefits, retirement, proper training and protections or notification of risks.  

 
Recommendation 3: AI/ANs need access to healthy behavior programs, particularly 

those that include physical activity, healthy eating and weight management and control.  
 
 
 
 



Understanding the True Burden of Cancer in American Indian … 43

Federal Trust Relationships 
 
To understand the disparities in AIAN communities, it is essential to understand the 

unique trust responsibility of the federal government to tribal nations. The federal government 
has a trust responsibility to provide healthcare services to AI/ANs, and the Bureau of Indian 
Affairs (BIA) and the Indian Health Service (IHS) are the federal agencies charged with the 
primary responsibility of carrying out the federal government’s obligation to provide these 
services. In addition, American Indians and Alaska Natives are citizens of their tribal nations, 
states and the U. S. This “tri-citizenship“ status means that AI/ANs are eligible for healthcare 
services provided by the:  

 
 IHS (as tribal citizens) 
 Medicaid and related programs (as state citizens) 
 Medicare and related programs (as U. S. citizens) 
 
These 3 federal programs debate which is the last payer of choice. The AI/AN cancer 

patient frequently has to fight via paperwork to get into chronic care services. Although all 3 
claim to be last payer of choice, based on NACES work with cancer survivors living in 
diverse regions of the US, IHS usually “wins” as last payer of choice.  

 
 

History of the Indian Health Service 
 
The origins of the Indian Health Service began in the early 1800s under the Department 

of War. It was the role of Army physicians to work at military outposts to contain the spread 
of contagious diseases like small pox and measles. Beginning in 1832, the federal government 
began a trust responsibility through treaties with Tribes to provide healthcare, housing and 
education to AI/ANs in exchange for land and natural resources.  

 

 

Figure 1. (Continued).  
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Source: US department of Health and Human Services, National Tribal Budget Formulation 

Workgroup. (2011). National tribal budget recommendation for the Indian Health Service: Fiscal 
year 2013 budget. Washington, DC: Author.  

Figure 1. 2010 HIS Expenditures Per Capita and Other Federal Health Care Expenditures Per Capita.  

In 1955, the Indian Health Service (IHS) in its current form was established under the 
Department of Health Education and Welfare, now the Department of Health and Human 
Services (DHHS). AI/AN healthcare continues under this structure today, with some 
significant modifications including increasing tribal control of healthcare programs, services 
and functions, as well as greater integration with Medicare and Medicaid.  

The IHS has made significant improvements in the overall health of Native people, 
specifically related to infectious diseases and in prenatal, infant, child and youth care. 
However, cancer primarily affects elders and the IHS is able to meet at most 60% of the 
health care needs of communities. Since the IHS consistently is the most under-funded health-
related program in the US (see Figure 1). [15]. The health of AI/ANs significantly falls below 
the national average. When given a choice, most Tribal Nations and urban Indian clinics 
focus their limited, funds on creating and protecting the next generation. Elder health issues, 
including cancer, remain a low priority among many Tribes and urban Indian clinics. [16]  

 
 

Indian Self-Determination and Education Assistance Act of 1975 (Public 
Law 93-638) 

 
The most significant recent law affecting the provision of health services to the AI/AN 

population is the Indian Self-Determination and Education Assistance Act of 1975 (Public 
Law 93-638, commonly also called or referred to as “self-determination Entities under this 
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law are called “638 Tribes.” The 638 tribe is one that assumes management and control. This 
law allows tribes to assume the management and control of healthcare programs from the IHS 
and to increase flexibility in healthcare program development. Under PL 93-638, Tribes have 
the option to contract or compact with the IHS to deliver health services using pre-existing 
IHS resources (formula-based shares tables determines funding for various IHS sites), third 
party reimbursement, grants and other sources.  

 

Statistical Terms 
 
Age-adjusted rates: allow for the comparison of data among regions as though the age 

distributions were comparable.  
All-cause mortality: data calculated from death certificates submitted by the states on 

all races to the National Death Index 
Counts / raw data; the actual numbers of cases of a disease during a specific time 

frame.  
Crude rates: the total number of new diagnoses or deaths during the year divided by 

the total midyear population.  
Incidence: refers to the number of new cases of a disease diagnosed in a specific time 

period.  
Mortality refers to the number of people who died from a disease in a specific time 

period.  
Prevalence: “refers to the number of people living with a disease and includes both 

those newly diagnosed and those diagnosed in previous years 
Standard Populations: is based on the proportion of males and females in each age 

group. In order for one to compare rates, they must be calculated using the same standard 
population.  

 
The non-Urban healthcare delivery systems (IHS and Tribal) are typically considered in 

two broad categories: Direct Services and Self-Governance. “Direct Services” means that the 
IHS is directly managing the local hospitals and clinics, and “Self-Governance” indicates that 
the tribes are managing their hospitals and clinics through P. L. 93-638 management. Most 
tribes engage in some degree of subcontracting for some or all of its healthcare services. 
Many “638 Tribes” choose to subcontract for the IHS to manage the hospitals and clinics on 
their reservations. Such subcontracts may also charge IHS to manage other components of the 
healthcare system. For example, a tribe can award a contract to IHS or to another organization 
for the management of alcohol and substance abuse prevention and treatment, emergency 
medical services and other programs that are not directly managed under the hospital or clinic 
organizational chart. In terms of Self-Determination under this Act, when tribes choose to 
have the IHS manage healthcare programs, this is considered a form of self-determination and 
an expression of a tribe’s sovereign right. Similarly, tribes can choose to not award 
subcontracts to IHS and purchase private health insurance for all tribal members.  

Typically, tribes develop their own non-profit healthcare corporations to provide services 
to their community, and as a result are eligible for grants and other types of funding not 
available to federal agencies like IHS. As a result, “638 Tribes” generally are able to provide 
more services, including potentially cancer-related services, in their communities than they 
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were able to under IHS control. Currently, over half the IHS budget is distributed through 638 
programs, and numerous tribes have newly improved access to healthcare services and have 
increased flexibility of health programming for their communities.  

 
 

The IHS/Tribal/Urban(I/T/U) System  
 
Federal agencies and subsequently tribal Nations and urban Indian programs refer to the 

AI/AN healthcare delivery system as the “I/T/U” system based upon where or how the system 
is supported. Each component of the delivery system has unique funding streams and systems 
of governance. IHS is predominantly funded by annual Congressional appropriations with 
some additional funding in the form of third party revenue. Congress also appropriates 
funding to Tribal and urban Indian programs but for those that are within the P. L. 93-638 
independence, the local organizations control where and how monies are expended.  

 
 

Indian Health Care Improvement Act (PL 94-437) 
 
The Indian Health Care Improvement Act (P. L. 94-437), passed in 1976, addressed the 

health deficiencies of Indians living on reservations and in urban areas. Title V of this law, 
“Health Services for Urban Indians,” is directed to improving the health status of urban 
Indians. There are 36 urban Indian health programs in 21 states receiving Title V IHS 
funding; They receive a small fraction (~2%) of the overall IHS funding, despite Census data 
documenting that approximately two-thirds of AI/AN have been living in urban settings since 
the 1980s. Half of these monies are specifically allocated for alcohol and drug prevention, 
control and treatment programs. Since the latter 1990s, less than half of the urban Indian 
programs provide screening to local AI/ANs and the remaining refer AI/ANs to other clinical 
settings for cancer screening. Urban Indians diagnosed with cancer are referred to cancer 
centers and hospitals typically through Contract Health Services, Medicaid and Medicare. 
Nationally, there are only 36 urban Indian programs partially supported by prior IHCIA. 
Many of the clinics that are located in 21 states do not provide more than limited clinical 
services. Thus, AI/ANs experience challenges using their “tribal rights to healthcare services” 
when they choose to live in cities or other locations where no I/T/U clinical services are 
provided.  

 
 

Current Data and Future Data Needs 
 
Cancer surveillance research is a vital sub-discipline of cancer epidemiology. Accuracy 

of data for AI/AN populations has been hampered for many years by data collection 
difficulties including the misclassification of race that occurred in central cancer registries 
throughout the US.  

The Surveillance, Epidemiology, and End Results (SEER) registries identified the 
burgeoning rates of cancer in the Alaska Native population, but missed the findings for the 
American Indians of the Northern Plains and Southern Plains because they were not included 
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in the original sampling process. The states of Connecticut, Iowa, New Mexico, Utah and 
Hawaii and the metropolitan areas of Detroit and San Francisco-Oakland were the initial 
SEER data collection sites. Over the years, other states and special sites were added. With 
technical assistance from SEER, the National Cancer Institute funds a cancer registry that 
collects information on cancer cases among Alaska Native populations residing in Alaska. 
SEER currently collects cancer incidence and survival data from 17 population-based cancer 
registries covering approximately one-fourth of the US population. (17)Unfortunately, these 
registries do not include data from many areas where AI/AN populations reside. Wisconsin, 
for example, has not been included in SEER data.  

 
Recommendation 4: Tribal Nations and Urban Indian programs than currently do 

not take part in cross-linking data with states need to implement rigorous data quality 
and/or consider such data linkages in the future.  

 
The National Program of Cancer Registries (NPCR) was established by Congress in 1992 

and administered through the Centers for Disease Control and Prevention (CDC). Before 
NPCR, several states had no cancer registry and most states with registries lacked the 
resources and legislative support needed to gather complete data. Tribes did not have the 
resources of technical expertise to set up their own registries. The IHS and cancer registries 
collaborated and used the process of cross-linking records to identify and partially correct 
these inaccuracies of importance, in every circumstance where linkage has occurred, the 
identified incidence rates for cancer in the AI/AN populations have significantly increased. 
[2, 18, 19] For example, in Wisconsin, tribal leaders and the State of Wisconsin surveillance 
officials were surprised by the differences identified through record cross-linking (i. e., higher 
rates than either the state or the tribes were aware of). As a result, they entered into an 
agreement where tribes voluntarily report cancer cases to the state registry. Cross-linking of 
data continues so that tribes can now develop more appropriate screening resources and 
increase access to screening services such as colonoscopy. [20]The expansion of state cancer 
registries through the CDC combined with continued cross-linking of records has allowed 
further definition of the regional variations in cancer across AI/AN communities. Data 
evaluations show that for representative common cancers such as breast and colorectal, not 
only are AI/AN incidence patterns different from NHWs within a given region, but also 
among AI/ANs living in other regions. The highest rates for breast and colorectal cancers 
occur in Alaska and in the Northern and Southern Plains (Figure 2). However, even in the 
Southwest, which historically has had low cancer incidence rates according to SEER, rates 
have been rising over the past few decades. Understanding variations in the patterns of 
disease may significantly affect how recruitment and completion of cancer screening is 
implemented in high-risk areas.  

For example, the Southwest includes some of the largest tribal census populations, such 
as Navajo Nation (see sidebar 1). The majority of AI/AN tribes did not acknowledge cancer 
as a health priority until the 1990s. The recognition of rising cases of cancer led the Navajo 
Nation to publish its first ever cancer report in 2010. [21]  
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Recommendation 5: AI/ANs need to provide culturally appropriate and comfortable 
settings for cancer screening programs.  

 
In the Southwest in particular, women typically present with higher stage breast cancer in 

comparison to AI women living in other regions of the US and in comparison to NHWs living 
in the same region. [22] Higher stage disease at diagnosis often results in higher breast cancer 
mortality.  

 

 

Figure 2. The Indian Health Service Contract Health Service Delivery Area (CHSDA) Map.  

Recommendation 6: Cancer screening programs need to be adapted to reflect local 
issues and needs (e. g., the high prevalence of H. Pylori infection among Alaska Natives 
renders traditional FOBT of little to no value).  

 
Culturally appropriate cancer screening programs result in patients being diagnosed with 

early stage (0, I or II) cancer rather than late stage (III or IV) disease. Thus, higher incidence 
rates coupled with more individuals with early stage disease do not necessarily result in 
higher mortality. Such appropriate screening programs also are responsible for helping 
patients receive state of the art cancer care. As an example, Alaska has formidable geographic 
challenges and the highest incidence rates of colorectal cancer. It is considering research 
paradigms to identify patients that absolutely need new molecularly based stool analysis tests 
to augment standard colorectal screening procedures. Because of very high rates of infection 
with H. Pylori, stool hemoccult test are inappropriate in this population. The Fecal 
immunochemical test (FIT) (also called an immunochemical fecal occult blood test or 
iFOBT) is being evaluated as an alternative given the high number of positive stool 
hemoccult tests due to H. Pylori infection.  
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Recommendation 7: AI/AN populations that are currently “missed” or 
undercounted (state-recognized tribes, urban Indians, AI/ANs who access healthcare 
through systems other than IHS) need to identify partners who can help them 
accurately collect and report their local cancer data.  

 
Mortality data have been harder to acquire than incidence data because of the fragmented 

nature of cancer care across AI/AN populations. An updated analysis of “all cause” mortality 
in AI/AN communities will be published in 2013 and should enlighten the status of cancer 
mortality regionally and put cancer into perspective with other health conditions such as 
diabetes and heart disease. A linkage between the Indian Health Service patient records and 
the National Death Index, has improved the classification of AI/AN status on death records, 
allowing a current analysis of trends in cancer mortality and incidence that will be published 
in 2013. Distinct differences in cancer mortality and incidence rates were observed in each of 
the six regions.  

 
Recommendation 8:AI/AN programs need to accurately collect data fields such as 

stage at diagnosis, histologic grade, treatments including adjuvant therapy, clinical 
trials, palliation and quality of life.  

 
Several limitations in data collection and analysis still exist despite improvements 

obtained through cross-linking records. A major limitation is the inability of current processes 
to capture data representative of all AI/ANs. There are more than 200 state-recognized tribes 
creating populations of AI/ANs who are not members of a federally recognized tribe and 
therefore not served by the Indian Health Service (IHS). States have options for recognition 
of these unique populations, but these individuals are not included in the most current cancer 
statistics since those data come only from counties with Contract Health Service Delivery 
Areas (CHSDA) as defined by the IHS. Thus, data exclude AI/ANs who live in geographic 
regions for which there are no IHS / Tribal / Urban Indian clinical services (e. g., 14 US 
states, plus many urban and rural non-Reservation areas or Villages). Additionally, IHS data 
are limited to AI/ANs who have used their services within the previous 3years, [12] again 
influencing how well the data truly capture cancer incidence and mortality for AI/ANs. 
Almost two-thirds of AI/ANs reside in urban areas but migrate back to tribal areas to receive 
some of their health services and especially to qualify for referral for cancer services. This 
urban population not only is underrepresented in all current databases, but also suffers from 
fragmented care, producing problems that often lead to delayed diagnosis and treatment. 
Finally, a further limitation is the denominator of the population identified asAI/AN since 
tribal enrollment is not the same as the United States Census data. The census legally uses 
self-identification of race and now has expanded race to include a multi-racial category. 
These changes may dilute the AI/AN demographic. While the above data limitations are of 
particular concern, there are many other aspects of cancer data collection that remain 
inadequate to meet planning needs for tribes. These include but are not restricted to data on 
stage at diagnosis, treatment variability, clinical trials access, quality of life research, and 
palliative care needs in these vulnerable populations. All cause mortality is calculated from 
death certificates of patients of all races reported by the states to the National Death Registry.  
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Inequities / Disparities 
 
Various components of US society such as racial and ethnic minorities, women, the 

elderly, the disabled and those living in rural and frontier areas or on reservations suffer from 
inequities. Multiple factors influence health inequities and disparities including education 
level, socioeconomic status, sexual orientation, language and literacy, unemployment, 
environmental contaminants, behavioral choices, co-morbid medical conditions and unequal 
access to timely, quality healthcare services. As a result, AI/ANs experience increased 
chronic disease, later diagnosis with resultant advanced disease, fewer options for treatment, 
more and frequently poorly managed treatment side effects, decreased quality of life and 
premature death. [23]  

 
Recommendation 9: AI/ANs need access to programs that can help reduce inequities 

through better understanding and comprehension, such as: literacy programs, academic 
education and patient navigation to result in more timely healthcare access.  

 
Insufficient health literacy adversely affects AI/ANs’ access to quality health care in a 

timely manner. Decreased health literacy results in challenges related to transportation (bus 
schedules, routes), communicating with healthcare providers and limited or no information 
about available resources. Additionally, they may lack knowledge about their disease, 
treatment options and potential side effects and quality of life / survivorship issues. They may 
be unable to use local healthcare systems efficiently. Patients also may not be aware of their 
right to an interpreter while in the healthcare setting. Moreover, they may not understand 
health information that is not culturally or linguistically relevant. [24] These health literacy 
barriers may lead to decreased treatment compliance, insufficient follow-up and delayed 
treatment and side effect management.  

 
Recommendation 10:AI/AN programs need accurate local and regional data that 

include raw counts, prevalence rates, age-adjusted incidence and mortality rates and 
cancer survival data.  

 

How to Understand and Interpret AI/AN  
Cancer Data 

 
Adjusted Rates per 100,000 Population 

 
When data are collected from different areas or from different periods of time, the 

populations may differ substantially (gender, age). Crude rates are the total number of new 
diagnoses or deaths during the year divided by the total midyear population. To avoid many 
decimals, it is customary to multiply death rates by 100,000 and express the results as death 
per 100,000 population. [25] It is difficult to compare crude rates among different 
populations, regions and tribes because basic characteristics of the populations may differ 
substantially, particularly with regard to age. Thus, rates are adjusted to allow for 
comparisons, such as among racial groups or between sexes living in different regions.  
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The purpose of an “age-adjusted rate” is to remove the effect of the age differential so a 
meaningful comparison of cancer between populations is possible. Indigenous populations of 
the northeast are much older than the tribal populations of the southwest. Crude (unadjusted) 
cancer rates among northeastern tribes would indicate a more serious cancer problem than in 
the Southwest because cancer is primarily a disease of older people. Age-adjusted rates allow 
for the comparison of data among regions as though the age distributions were comparable.  

 

A Survivor’s Wisdom 
 
“About two years ago I noticed I was passing blood when I went to the rest room,” 

said Thompson Williams, (Caddo).”Someone told me it was probably hemorrhoids, 
nothing to worry about.” Then Thompson learned from a friend that blood from the 
rectum could be a symptom of colorectal cancer. “I never really worried about cancer 
being in my family. The surprising thing was that once I started to get a hint of a [cancer] 
diagnosis, I realized I had cousin, and other family members who died of cancer.” In 
January 2009, he agreed to a colonoscopy.  

Thompson was surprised that the doctors found a polyp inside his colon as large has 
his thumb. “They said they couldn’t get the entire thing with the colonoscopy procedure, 
so they asked me to come back. I told them, Yea, I could do that. But things happen. 
Spring became summer, then fall. I wasn’t having problems anymore after the first 
colonoscopy,” Thompson says. So he thought it had been taken care of. Soon it was 
winter, and his problems came back.  

 
Recommendation 11: AI/AN programs need local well-educated people, preferable 

from their own tribe, who are able to collect accurate local and regional data and 
generate understandable cancer data reports that include raw counts, prevalence rates, 
age-adjusted incidence and mortality rates and cancer survival data.  

 
“Age-adjusted rates” are calculated using a number called the “standard population“; 

most recent cancer rates are calculated using the “2000US Standard population”. This 
“standard” is based on the proportion of males and females in each age group. As long as 
each “rate” is calculated using the same “standard” population, the rates can be compared to 
one another. This comparison is not possible if one rate used the “US 2000 Population” for 
the standard while the comparison rate used the “US 2007 Population” for the standard (a 
common mistake among students and young/new researchers). Thus, in order for rates to be 
able to be compared, they must be calculated using the same standard population. The 
standard population does not mean that the rates generated are for “2010” or “2000”. The 
phrase, “2000 US Standard Population” informs the reader of which population was used in 
the age-adjusted calculation. [26]  

 
Recommendation 12: National racial data summaries, regardless of the source 

(NCHS, CDC, NIH, ACS), should be replaced by regional AI/AN cancer data whenever 
feasible. This is particularly important for AI/ANs living in Alaska and the Northern 
and Southern Plains where cancer rates are excessive in comparison to AI/ANs who live 
elsewhere.  
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Example 1. AI/AN Breast cancer age-adjusted incidence rates 
 
The OK Indian Health and Family Resource Clinic [bogus name] is in a rural area and 

wants to begin providing access to breast health screening. Their grant writer stated the 
following in the Clinic’s application: There is a significantly higher incidence of breast 
cancer within AI/AN females living in Alaska (134. 8) and the Northern (115. 9) and 
Southern (115. 7) Plains in comparison to AI/ANs living in other geographic areas. 
Although CDC-supported and OK-based tribal Breast and Cervical Cancer Early 
Detection Programs are able to provide screening to their local communities, such 
services are too distant to be feasible for local women to take part (i. e., more than 300 
miles round trip). To help address the disparity documented by the age-adjusted incidence 
rates for the Southern Plains (OK), the OK Indian Health and Family Resource Clinic 
Resource Clinic plans to partner with the mobile breast health screening program to 
provide local access to such screening.  

 
 

Prevalence 
 
The phrases, “prevalence” and “age-adjusted incidence rate” are not inter-changeable. 

“Prevalence” in relation to cancer refers to the number of people living with cancer and 
includes both those newly diagnosed and those diagnosed in previous years. [27] The “Crude 
Prevalence Percent” is the percent of the population alive and previously diagnosed with 
cancer. [25] Thus as noted in table 1, on January 1, 2009 (the most recent available data) there 
were approximately 2,747,459 women alive in the US who had a history of breast cancer. 
This includes any person alive on January 1 who had been diagnosed with cancer of the breast 
at any point prior to that date and includes persons with active disease and those who are 
considered long-term survivors of their disease(s). Prevalence also is expressed as a 
percentage and can be calculated for a specific amount of time prior to January 1 such as 
those diagnosed within 5 years of that date. [28]  

 
 

Age-Adjusted Breast Cancer Incidence Rates 
 
“Age-Adjusted Incidence” rate refers to the number of new cancers diagnosed per 

100,000. Note that different diseases or conditions may use different “standard” populations 
making it inaccurate to compare the diseases. For example, cancer data are reported as new 
cases per 100,000 but diabetes data are reported as new cases per 1,000. [29] Obviously, rates 
cannot be compared to one another unless the same formula and “US Standard Population” 
group is used in the calculation.  

As identified in the table below(Table 1), from 2005 to 2009, the age-adjusted breast 
cancer incidence rate was 124. 3 per 100,000 women (all races) per year. These rates are 
based on cases diagnosed in 2005-2009 from 18 SEER geographic areas.  
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According to these data, AI/ANs have the lowest incidence rate in comparison to other 
racial and ethnic groups. However, as previously noted, AI/AN data vary greatly by region 
and such a generalization as presented in this table is misleading and inaccurate.  

Figure 1 illustrates the Indian Health Service (IHS) Contract Health Service Delivery 
Areas (CHSDA)(31) Prior to 2007, IHS data were organized into 12 Service Areas. 
Beginning in 2007, IHS combined the 12 areas into 6 CHSDAs. Tables 2 and 3(1, 32, 33) 
summarize age-adjusted incidence rates by CHSDA region. It should be noted that in both 
tables, the Southwest AI/AN population has the lowest age-adjusted rates for the cancer 
identified.  

Table 2 shows the highest age-adjusted breast cancer incidence rate among AI/AN 
Female adults is in Alaska (134. 8/100,000), followed closely by AI women in both the 
Northern and Southern Plains (115. 9 and 115. 7 respectively). The lowest rate is the 
Southwest (50. 8). This is a dramatic range of 84. 0/100,000. The Southwest rate is the lowest 
and obviously is significantly lower than Alaska and the Northern and Southern Plains. 
Unfortunately, until 2008, most federal reports used data only from the Southwest to 
summarize breast cancer among all AI/ANs (See Example 1 in Sidebar).  

 
Table 1. Breast Cancer Incidence Rates by Race [30]  

 
Race/Ethnicity Female 

All Races 124. 3 per 100,000 women 
White 127. 3 per 100,000 women 
Black 121. 2 per 100,000 women 
Asian/Pacific Islander  94. 5 per 100,000 women 
American Indian/Alaska Nativea 80. 6 per 100,000 women 
Hispanic b 92. 7 per 100,000 women 

 
Table 2. Female Breast cancer, age-adjusted incidence rates and counts for Contract 

Health Service Delivery Areas (CHSDA), AI/AN and NHW 1999-2004 [1, 32-34]  
 

 Non-Hispanic White 
American Indian / Alaska Native 

(AI/AN) 
CHSDA 
Region 

Rate Count Pop Rate Count Pop 

Northern 
Plains 

130. 3 35,136 23,282,389 115. 9 541 718,829 

Alaska 136. 5 1,510 1,273,100 134. 8 314 325,811 
Southern 
Plains 

129. 6 13,626 8,542,442 115. 7 896 991,661 

Pacific Coast 142. 6 70,694 41,449,313 74. 7 580 1,121,383 
East 133. 6 46,619 27,426,964 71. 4 139 248,777 
Southwest 125. 2 27,705 17,618,607 50. 8 571 1,629,341 
Total US 134. 4 195,290 119,592,815 85. 3 3,041 5,035,802 
 Rates are per 100,000 and age-adjusted to the 2000 US Std Population (19 age 

groups - Census P25-1130) standard.  
 



Judith Salmon Kaur, Linda Burhansstipanov and Linda U. Krebs 54

NHWs do not have significant regional variation in age-adjusted rates. For example, the 
highest NHW rate is 142. 6 (Pacific Coast) and the lowest, 125. 2 (Southwest); a difference of 
17. 4/100,000. Thus, NHWs have little variation among geographic regions, whereas AI/ANs 
had a nearly 3-fold variation in breast cancer incidence rates across IHS regions. Also of 
interest is the variation seen when comparing AI/AN and NHW age-adjusted rates for those 
living in the same CHSDA. Southwest NHW women have an incidence rate of 125. 2 as 
compared to Southwest AI women whose rate is the lowest (50. 8) in comparison to all other 
CHSDAs. Most CHSDAs show similar differences between NHW and AI/AN women living 
in the same region except for those living in Alaska and the Northern and Southern Plains. 
NHW females who live in Alaska have an age-adjusted incidence rate of 136. 5, which is 
comparable to the Alaska Native female rate of 134. 8.  

 
Recommendation 13: When local data are unavailable, AI/AN organizations need to 

use the data from their closest CHSDA when planning programs and applying for 
funding.  

 
Agencies and foundations that generalize AI/AN breast cancer data can greatly 

misrepresent the vast differences in incidence of breast cancer experienced by AI/AN women 
living in different regions. For example, national organizations may cite the average AI/AN 
age-adjusted breast cancer rate as 85. 3. Because these data are age-adjusted and both use the 
1999 US Standard population in their calculations, the researcher or program leader can 
compare the AI/AN rate to the NHW age-adjusted rate of 134. 4. Such a comparison implies 
that AI/ANs have little or no problems with breast cancer incidence. These types of 
summaries increase disparities in breast cancer and markedly contribute to the significant 
under-funding of AI/AN breast cancer programs. Fortunately, in 2008, federal agencies and 
foundations (NCI, CDC, IHS, ACS, NPCR) worked closely with tribal nations and state 
public health departments to correct databases and where approved by the tribes, link data 
between the IHS and individual states. After corrections were completed, the National Cancer 
Institute published the data showing the significant regional differences among AI/ANs in the 
Annual Report to the Nation 2007 with a special section on AIAN cancer incidence. [1]  

 

Example 2. The Indigenous Urban Alaska Native Center [bogus name] is located in 
the Fairbanks, AK. During the last 5 years, the leading causes of death among the elders in 
their community are from colorectal cancer (CRC). The community wants a culturally 
respectful CRC education and screening program. The health director wrote the following 
in the grant: “Alaska Natives (AN) have the highest CRC incidence rate in comparison to 
AIs living elsewhere within the lower 48, contiguous states: the age-adjusted rate is 106. 2 
and 98. 5 for AN Females and Males, respectively. NHWs living in AK have significantly 
lower CRC incidence rates of 40. 6 (females) and 61. 4 (males). AN Community members 
who use the Indigenous Urban Alaska Native Center anecdotally report that AN females 
seem to have even more CRC than AN males in the local area. .” 

 



 

Table 3. Colorectal (CRC) cancer, age-adjusted incidence rates and counts for both genders for Contract Health 
Service Delivery Areas (CHSDA), AI/AN and NHW 1999-2004 

 
  Non-Hispanic White American Indian / Alaska Native (AI/AN) 
  CHSDA CHSDA CHSDA CHSDA CHSDA CHSDA 
  Rate Count Pop Rate Count Pop 

Northern Plains M and F 52. 3 27,157 45,921,732 72. 5 513 1,422,426 
Northern Plains Male 61. 3 13,825 22,639,343 88. 9 281 703,597 
Northern Plains Female 45. 1 13,332 23,282,389 59. 8 232 718,829 
Alaska M and F 50. 6 868 2,667,501 102. 6 370 655,664 
Alaska Male 61. 4 521 1,394,401 98. 5 163 329,853 
Alaska Female 40. 6 347 1,273,100 106. 2 207 325,811 
Southern Plains M and F 51. 8 10,411 16,759,756 60. 2 772 1,947,902 
Southern Plains Male 63. 2 5,465 8,217,314 70. 3 378 956,241 
Southern Plains Female 43. 2 4,946 8,542,442 53. 8 394 991,661 
Pacific Coast M and F 48. 5 46,334 81,985,909 38. 7 464 2,239,188 
Pacific Coast Male 56. 5 23,731 40,536,596 44 231 1,117,805 
Pacific Coast Female 42. 1 22,603 41,449,313 35 233 1,121,383 
East M and F 55. 2 38,021 53,373,554 36 112 500,049 
East Male 65. 8 19,161 25,946,590 31. 1 44 251,272 
East Female 47. 1 18,860 27,426,964 39. 7 68 248,777 
Southwest M and F 46. 8 20,374 34,966,973 21 390 3,181,157 
Southwest Male 55. 1 10,943 17,348,366 25. 7 211 1,551,816 
Southwest Female 39. 7 9,431 17,618,607 17. 3 179 1,629,341 
Total US M and F 50. 8 143,165 235,675,425 46. 3 2,621 9,946,386 
Total US Male 59. 8 73,646 116,082,610 52. 6 1,308 4,910,584 
Total US Female 43. 6 69,519 119,592,815 41. 6 1,313 5,035,802 
 Rates are per 100,000 and age-adjusted to the 2000 US Std Population (19 age groups - Census P25-1130) standard. 
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Age-Adjusted Colorectal Incidence Rates 
 
Table 3 shows age-adjusted colorectal cancer incidence rates. These data allow for 

comparisons between AI/AN males and females, as well as between AI/ANs living in 
different regions of the US or between AI/ANs and NHWs.  

The age-adjusted colorectal cancer rates for AI/AN females range from a high of 106. 2 
in Alaska to a low of 17. 6in the Southwest (a range that varies by 88. 9). In contrast, the 
NHW female range is only from 47. 1 to 39. 7 (minimal variation of 7. 4 from highest to 
lowest rates). AI/AN male incidence rates are higher and also vary greatly by CHSDA region 
(Alaska male incidence rate of 98. 5 compared to Southwest rate of 25. 7; or an incidence 
range of 72. 8). The NHW male rates showed little regional variation (East rate of 65. 
8compared to Southwest rate of 55. 1, for a range of 10. 7). Although AI/AN cancer data have 
improved greatly since 1989, few AI/AN communities other than those supported through the 
CDC (BCCEDP, CRC or those who have Comprehensive Cancer Control Programs and 
Plans) have accurate local cancer data. Obviously, the optimal solution is for local AI/AN 
communities to obtain funding to collect such data since the incredible rate differences 
identified in Tables 2 and 3require (or demand) resources to collect local data, understand, 
screen and treat various cancers. However, there is a dearth of funding available. Until local 
data are available, tribal leaders and other professionals are likely to find the relative CHSDA 
data of use. (See Example 2 in the sidebar).  

 
Recommendation 14: Identify resources to use to collect local data, understand, 

screen and treat various cancers.  
 
 

“Age-Adjusted Rates vs. Raw Numbers”  
 
Crude or raw numbers (“counts”) in Tables 2 and 3 tell a story that differs from the 

summaries for “age-adjusted incidence rates”. The sidebar at the beginning of this chapter 
summarizes numbers of people living in different areas of the US. For example, four of the 
nine largest AI Reservations (Navajo Nation, Fort Apache, Gila River and Tohono O’odham) 
are all located in the Southwest. Although the age-adjusted breast cancer rate for the 
Southwest is only 50. 8 and because the AI populations are so large, the raw count of breast 
cancer diagnoses is 571 (Table 2). In comparison, although Alaska has the highest age-
adjusted breast cancer rates for AI/ANs (134. 8), the actual number of breast cancer cases is 
314. Similarly, Northern Plains AI females have a much higher age-adjusted breast cancer 
rate (115. 9), while the actual number of Northern Plains AIs diagnosed with breast cancer is 
541. Even though the Northern Plains rate (115. 9) is much higher than the Southwest rate 
(50. 8) The actual number of women diagnosed with breast cancer is similar (Northern Plains 
= 541; Southwest=571) (Table 2). Thus, the raw numbers help explain the “burden” of cancer 
such that the Southwest and other AI/AN regions with low age-adjusted rates also should be 
high priority areas for funding to address the burden of disease. AI/AN communities that 
create, modify or implement regionally and culturally appropriate breast health early 
detection programs and policies may significantly help these Southwestern tribes to keep 
cancer rates low and even reduce them further. The comparison of high versus low incidence 
AI/AN communities may also provide insight into cancer causing mechanisms and exposures.  
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Recommendation 15:AI/AN communities need to create, modify or implement 
regionally and culturally appropriate breast health early detection programs and 
policies that may significantly help these Southwestern tribes to keep cancer rates low 
and or even reduce them further.  

 
 

AI/AN Breast and CRC Cancer Mortality 
 
Age-adjusted mortality rates identify the numbers of people who died from a specific 

type of cancer (per 100,000) for a specific standard population, within a specific time span. 
These rates are similar to age-adjusted incidence except that the rates are for those who have 
died from cancer rather than who have been diagnosed with cancer. Mortality data for 
common cancers were reviewed last in 2008. A new comprehensive review of “all cause” 
mortality, including individual cancer site mortality is the result of a collaboration between 
the NIH, NCI’s SEER registry, CDC, IHS, National Death Registry and Cancer Registries. 
This update information uses National Death registry Data and cross-linking methods similar 
to those used for incidence data published in 2008. The review will be available in mid to late 
2013, but is currently embargoed at the time of this writing and cannot be included in this 
chapter.  

 
Recommendation 16: When there is a discrepancy, professionals and leaders should 

use the 2013 “all cause” report data in place of data in this chapter.  
 
 

Stage of Cancer at the Time of Diagnosis  
 
For many AI/ANs, cancer is diagnosed at a late stage, increasing one’s risk of dying from 

that cancer. In 2008, approximately 36. 1% of all AI/AN invasive breast cancer cases 
presented as “late” stage disease, defined as “regional and distant-stage disease.” [22] The 
incidence of late stage colorectal cancer was even greater -up to 60. 9% of cases in Alaska 
males presenting as late stage disease. This largely has been attributed to the great difficulties 
of screening in Alaska; however, even in the Northern Plains more than 50% of AI males 
diagnosed with CRC present with late stage disease. [6]  

 
Recommendation 17: AIANs need diverse cancer survivorship support programs 

for people diagnosed with cancer in different stages of their lives (childhood, child-
bearing age, adulthood, elder).  

 
 

Unique Patterns of Breast Cancer in AI/AN Women 
 
AI/AN populations have a higher proportion of the population under age 40 – indeed the 

median age of the AI/AN population was just 29 years in 2000, far younger than the 
nationwide median age of 38. 6 for NHW individuals. [35]AI/AN tend to be younger at the 
time of breast cancer diagnosis, with average age at diagnosis of 57. 5 years vs. 63. 4 for 
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NHW. In addition over 30% of AIAN breast cancer patients are under age 50 at diagnosis 
compared to 19% for NHW. In Alaska, 11. 8% of cases were in Natives under age 40 vs. 6. 
6% in NHW  

Proportionately there is a higher percentage of women under age 50, thus the raw 
numbers of young AI/AN women with breast cancer are high. Nonetheless the breast cancer 
incidence rates still increase with age in all populations. As the life expectancy for AI/ANs 
increases due to health care advances against infectious diseases plus maternal and infant 
health gains, the incidence of chronic diseases such as heart disease, diabetes and cancer also 
are increasing. Therefore, increases in diseases such as breast cancer and colorectal cancer are 
expected and should be planned for with better prevention, screening and treatment in order 
to reduce disparities and the associated burdens.  

 
Recommendation 18: There is great need for external funding to support cancer 

early detection and comprehensive control programs within AI/AN communities, 
beyond CDC funding.  

 
In Alaska, the rate of breast cancer in AN women between 40-49 is higher than that of 

NHWs in Alaska. Both raw numbers and the calculated standardized rates show these 
distinctive regional differences exist that raise questions of research interest. To better 
understand the biology of cancer in these populations. The data pointing to young onset of 
breast cancer led the Centers for Disease Control (CDC) to allow breast cancer screening in 
AI/AN women between 40 and 50 (general population guidelines have been geared to 
screening after age 50). As screening programs became more common in the AI/AN 
populations, the percentage of young woman diagnosed with localized  
disease has been rising. Nonetheless, in regions where CDC funded screening is not available, 
there is still a significant percentage of young women with regional and disseminated disease 
at diagnosis. Even in Alaska, which has focused strongly on improving breast screening, 
almost 10% of breast cancer is recorded as “unstaged” suggesting advanced disease on 
presentation. There is a significant reduction in survival of patients designated as “unstaged”, 
though the term officially means the information was not available in the records reviewed. 
See Table 4) 

 
AI/AN Survival from Breast and CRC 

According to the American Cancer Society, the US will have almost 18 million cancer 
survivors (8. 8 million males and 9. 2 million females) by 2022. Currently there are 13. 7 
million survivors. Of these, 64% have survived more than 5 years and 15% have survived for 
20 or more years; 45% are 70 years and older while only 5% are younger than 40. [36]  

Age-adjusted incidence and mortality rates are not interchangeable phrases when 
discussing “survival“. Both of the former are rates (number per 100,000). Survival data are 
not calculated the same way. Although federal agencies, cancer registries and researchers 
refer to “5-year relative survival” as a “rate”, it is not. It is the percentage of people living 5 
years after being diagnosed with a specific type of cancer. According to the NCI, the overall 
5-year relative survival from breast cancer for the years 2002-2008 from 18 SEER geographic 
areas was 89. 0%. [28] Survival is directly related to the stage of disease at the time of 
diagnosis. [28]  
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From 1999-2004, NHW women with breast cancer had a 5-year relative survival of more 
than 90%, whereas only 77—79. 9% of African-American women were alive 5 years after 
diagnosis. [37] Similar survival data for AI/AN women is not available from the NCI. 
However, previous survival data documented that AI women had about an 8% lower survival 
from breast cancer than African American women (and thus 40+% lower than NHW women). 
[38].  

 
 

“Native American Cancer Education for Survivors” (NACES)  
 
NACES [PI: Burhansstipanov, NCI R25 CA 101938] is a cancer education intervention 

designed to improve the quality of life (QOL) of cancer patients by increasing knowledge and 
informed choice using innovative, tailored web-based technology. NACES is the largest 
AI/AN cancer survivorship support program in the US. The website includes a QOL survey, 
culturally appropriate and scientifically accurate content based on the Medicine Wheel 
(physical, mental-emotional, social and spiritual health), video excerpts from almost 90 
Native cancer survivors, sample questions to ask providers, and other interactive information. 
NACES is organized as a QOL Tree with information written at reading grade levels 5-7 for 
most pages. It is based on Native survivors sharing their cancer-related stories throughout the 
education materials. Trained Native Patient Navigators (NPNs) assist AI/AN cancer survivors 
to effectively use the website and complete the QOL survey adapted and culturally tailored 
from Ferrell’s QOL survey initiated at the City of Hope.  

 
Table 4. Stage Distribution and 5-year Relative Survival by Stage at Diagnosis for 2002-

2008, All Races, Females 
 

Stage at Diagnosis 
Stage 

Distribution (%) 
5-year Relative 
Survival (%) 

Localized (confined to primary site) 60 98. 4 
Regional (spread to regional lymphnodes) 33 83. 9 
Distant (cancer has metastasized) 5 23. 8 
Unknown (unstaged) 2 50. 7 

 
As of January 2, 2013, 853 AI/AN cancer survivors completed the NACES QOL survey. 

There are 642 females, 166 males and 46 survivors who chose not to answer the gender item. 
Table 5 summarizes the demographics of the participants. The majority are over 60 and half 
(52. 0%) have high school or less education. The highest percentage of participants (39. 4%) 
are from the southwest (where there are significantly higher numbers of AIs), followed 
closely by the Southern Plains (OK, KS, TX) and then the Northern Plains (15. 1%).  

Important findings include: (1) more than half live on Reservations and are full-bloods; 
(2) more than half report difficulties accessing cancer care services, with only a small 
proportion able to access care through Indian Health Services (<12%); (3) about 1/3 travel 
more than 200 miles one-way to access care; and (4) many have significant co-morbidities 
such as 34% have diabetes. Long-term concerns include fatigue, depression and cognitive 
dysfunction / memory change issues. Of note, spirituality measures were higher than for 
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survivors completing the comparable survey at the City of Hope. To date, no survivor has 
reported completing a Survivorship Care Plan.  

 
Recommendation 19: Because AI/AN women are often younger than 50 at the time 

of breast cancer diagnosis, breast health screening needs to begin by age 40.  
 
Table 6 includes 2 items added to the NACES QOL Survey in 2009 and 2010. About half 

of the AI/AN cancer survivors responding to this question stated they were diagnosed prior to 
age 50.  

 
Table 5. Demographics, 853 AI/AN diagnosed with cancer who completed NACES QOL 

Survey as of 12-20-2012 
 
Demographics N % 
Total 853 100. 0 
Gender   
Male 165 20. 4 
Female 642 79. 6 
Total 807 100. 0 
Excluded Unknown: 46 5. 4%   
Year of Birth   
Before 1940 105 14. 9 
1940-1949 206 29. 2 
1950-1969 350 49. 6 
1970-1989 40 5. 7 
1990-1999 5 0. 7 
Total 706 100. 0 
Excluded known: 147 17. 2%   
Education   
Less than HS 163 24. 2 
HS/GED 187 27. 8 
Some college, technical  199 29. 6 
Associate, Bachelor, Graduate, Doctorate 124 18. 4 
Total 673 100. 00 
Excluded unknown: 180 21. 1%   
Region   
Alaska/Canada 21 3. 0 
Northeast 8 1. 1 
Southeast 7 1. 0 
Northern Plains 107 15. 1 
South Central 234 33. 1 
Southwest 279 39. 4 
Pacific Coast 20 2. 8 
Hawaii/Canada 14 2. 0 
I am not native 18 2. 5 
Total 708 100. 0 
Excluded unknown 145 17. 0%   
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This pattern of early age at diagnosis points to why current suggested screening 
guidelines of beginning mammography at age 50 are inappropriate for AI/ANs. [39] 
Guidelines created by the CDC and other federal agencies are based on data showing that 
NHWs have the highest incidence of breast cancer with 75% of these women diagnosed when 
older than age 50. American Cancer Society recommends mammograms beginning at age 40, 
which is more appropriate for AI/ANs. Delaying screening until age 50 may result in a larger 
number of AI/AN women who are not diagnosed at the earliest possible stage of disease. 
Roubidoux has documented the screening adherence rates for AI women in the Northern 
Plains that shows poorer adherence to guidelines for AI women under age 50. Adherence 
varied among the 18 clinic sites and overall was lower than national data suggests. [39]  

 

Example 3. [My husband] took the burdens that I normally would have dealt with, the 
everyday household things, he would, you know make sure the groceries were taken care 
of, the bills were taken care of, the kids were taken care of so you know that I could 
concentrate on myself and made sure that all arrangements were all made uh for me in the 
process of having to do my travel and that sort of thing. And contacting the insurance 
company, that was very helpful because when you’re going through having, you know 
being diagnosed with cancer I found that there were so many things that needed to be done 
and it was very difficult to do those things myself or whatever, so you know, it was real 
helpful to have my husband there for that.  

Candi Miller (Haida) Diagnosed with breast cancer in 1994 
“At the time. . . Well, when I came home on Wednesday I had not bothered to tell 

anybody. When I came back from [the doctor’s] office I hadn’t bother to tell anybody, 
well I except my employer because I told him I was going to be off for awhile. . . When I 
left [the doctor’s] office on Wednesday, um, I had decided, that I, up to that point I hadn’t 
told anybody in my family about my situation. I had decided that I knew exactly what I 
was doing. And, I’m a very private person. I don’t like to worry anybody about anything. 
Ah, everybody has their share of burdens, and sometime your burden heaped on 
somebody else’s burdens is more then they feel like they can deal with.”  

Caroline Shubert (Fish River Inupiaq) 1998 breast cancer diagnosis 

 
Recommendation 20:Culturally appropriate supportive care programs need to 

implemented at the local level to help diagnose cancer while it is in early stage of 
development.  

 
Table 6 summarizes the stage at time of diagnosis. Of note, the majority of participants 

had either Stage I or II disease when diagnosed. This is a marked decrease from the precedent 
program to NACES in which more than 60% were diagnosed with stage III or IV disease. 
This shift reflects the great breakthroughs made by AI/AN breast health and other programs 
supported by the Centers for Disease Control and Prevention (the National Breast and 
Cervical Cancer Early Detection Program (NBCCEDP), AI/AN Comprehensive Cancer 
Control Programs / Plans, and AI/AN CRC Screening Programs). The overwhelming majority 
of AI/ANs screened for breast or CRC are screened through these programs with State CDC 
programs assisting in screening, particularly in tribal Nations or urban Indian programs that 
lack national CDC funding. Unfortunately, only 14 federally recognized tribes are funded 
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through the CDC NBCCEDP, only 7 for Comprehensive Cancer Programs and only 5 for 
CRC screening programs out of 564 federally recognized tribes (i. e., the 200+ state 
recognized tribes are not eligible for CDC Tribal funding), thus 95% of all tribes have no 
such funding. Obviously, there is great need for external funding to support programs within 
AI/AN communities that are comparable to the CDC’s.  

 
Recommendation 21: AIANs who have both diabetes and cancer need to have 

healthcare providers who communicate with one another and the patient about 
potential disease and treatment interactions and timely appropriate care.  

 
 

NACES Survivorship Data and Diabetes 
 
Table 7 summarizes AI/ANs diagnosed with breast or CRC who also have a diabetes 

diagnosis. Almost 1/3 of the breast cancer survivors have diabetes and slightly more than 1/3 
of those with CRC also have diabetes. Approximately half of the survivors were diagnosed 
with diabetes prior to their cancer diagnosis with the other half diagnosed after their cancers 
were diagnosed. Both cancer and diabetes share life-style risk factors (obesity, sedentary 
living, high fat/high calorie diets and so on). Because diabetes affects body organs such as the 
kidneys and can cause nerve damage (neuropathy) as do chemotherapy and radiation therapy, 
the burden of co-morbid conditions can increase toxicities and adversely affect the survivors’ 
quality of life.  

 
 

AI/AN Breast and CRC Survivors and Their Time since Their Diagnosis  
 
Of those participating in NACES, 39. 6% were diagnosed with breast cancer and 7% 

were diagnosed with CRC. More than half of the NACES survivors were diagnosed 5 or more 
years ago. (see Table 8).  

 
Table 6. Age and stage at the time of BC Diagnosis 

 
Stage and Age N % 

Breast cancer stage (of those who had breast cancer)   
Stage I 77 45. 8 
Stage IIA 52 31. 0 
Stage IIB 20 11. 9 
Stage III 11 6. 5 
Stage IV 8 4. 8 
Total 168 100. 0 
Excluded unknown: 170 50. 3%   
Diagnosed Younger than 50   
Yes 137 51. 9 
No 127 48. 1 
Total 264 100. 0 
Excluded unknown: 589 69. 1%   
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Table 7. Diabetes co-morbidity with breast or CRC 
 

Comorbidities with current or previous cancer diagnosis N % 
Diabetes and Breast Cancer   
Breast cancer and diabetes 110 32. 5 
Breast cancer without diabetes 228 67. 5 
Total breast cancer 338 100. 0 
Diabetes and Colon Cancer   
Colon cancer and diabetes 22 36. 7 
Colon cancer without diabetes 38 63. 3 
Total colon cancer 60 100. 0 

 
Despite this length of time from diagnosis, about 86% (n=205) of survivors state that they 

still experience problems with unmanaged cancer-related pain and/or fatigue.  
 
 

NACES Survivors and SES 
 
About 1/3 of NACES participants have private health insurance; 2/3 live in poverty. 

Lower SES is associated with financial, structural and personal barriers to health care 
including inadequate health insurance, reduced access to recommended preventive care and 
treatment services and lower literacy rates. Individuals without health insurance are more 
likely to be diagnosed with advanced cancer and less likely to receive standard treatment and 
survive their disease. Racial and ethnic minorities tend to receive lower quality health care 
than NHWs even when insurance status, age, severity of disease and health status is 
comparable.  

 
Recommendation 22: AIAN cancer support programs need to assess the cancer 

burden (body, mind, emotion, spirit, social) and provide culturally respectful supportive 
resources and care.  

 
People with lower SES are more likely to engage in behaviors that increase cancer risk, 

such as tobacco use and physical inactivity. The World Cancer Research Fund / American 
Institute for Cancer Research and others have noted that approximately 1/3 of common 
cancers in the US could be prevented by following healthy patterns of physical activity and 
diet, including maintaining a healthy weight. Healthy behaviors such as exercise, healthy 
diets and eliminating tobacco use may be especially important for survivors due to increased 
risk for recurrence or developing a new cancer. [40]  

 
 

The Cancer Burden 
 
The cancer burden continues to escalate among AI/ANs,(14)affecting individuals, 

families and entire communities. This burden includes the multiple ways cancer affects the 
family such as loss of income from losing a job, relocation of family members to serve as 
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patient caregivers, increased demands of time and money for transportation, childcare costs, 
alterations in relationships, and other burdens that affect everyday life for the patient and 
family.  

 
Table 8. NACES (01-03-2013 data run) Breast and CRC Survivors and Time  

since Diagnosis 
 

 
Dx within the past 

year 
Between 1-4 years 

ago 
5 or more years Total 

 Count % Count % Count % Count % 
AI/AN  48  77. 4%  78 80. 4% 212 89. 1% 338  85. 0% 
AI/AN 
CRC 

14 22. 6% 19 19. 6% 26 10. 9% 59 15. 0% 

Total 62  97  238  397  
 

 

Figure 3. Population pyramids from 2003.  

The burden of cancer includes varied definitions of the work people have to do to manage 
their illnesses, adjust to changes in lifestyle, change self-care practices and otherwise disrupt 
their lives in the course of treatments. Treatments for cancer have become more complex and 
burdensome with multidisciplinary treatments involving surgery, radiation, chemotherapy, 
hormonal manipulations, and immunologic treatments as well as coordination with 
practitioners managing co-morbidities. All of this can lead to non-adherence to cancer care, 
potentially affecting long-term outcomes.  

A well-known comment within AI/AN communities is, “Every time an elder dies, a 
library burns.” Many articles focus on the burden of cancer for the individual. Few however 
really document the communal nature of the burden of cancer. This is particularly true in 
traditional societies where roles and responsibilities of elders provide cultural continuity 
through generations. Much of the cultural values in AI/AN communities are transmitted 
through oral history and role modeling. There are many publications documenting linguistic 
losses through the death of elders. However, elders influence many additional components of 
culture, [41-44] such as ensuring that ceremonies occur and traditions are honored and passed 
to the next generation, (e. g., purification of a pow-wow drum when the lead drummer passes 
on).  
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Recommendation 23: Most AI/ANs diagnosed with cancer need cultural, traditional 
ceremonies and supportive care to improve quality of life.  

 
When younger members of a tribe succumb to cancer, generational planning is disrupted. 

Grandmothers become the mothers again and face financial and other burdens. High 
percentages also have their own health care needs unmet, such as diabetes management, 
compounding the cancer burden. Since AI/AN tribes have a much younger population 
pyramid than the US population as a whole, the raw numbers of cancers in younger women 
from breast cancer constitutes a significant burden on family structures (See Figure 3). 
Whether one takes into account raw numbers or age adjusted rates of incidence and mortality, 
the true burden is terribly underestimated.  

 
 

Preventive Strategies to Address Chronic 
Conditions of Importance 

 
Physical Activity and Cancer Survivorship 

 
According to National Health Interview Survey (NHIS), 53% of US men and 60% of US 

women did not engage in recommended levels of aerobic physical activity, with more than a 
third considered physically inactive. [45] Estimation of physical activity among Northern 
Plains AIs from the Education and Research Towards Health (EARTH) study indicatedthat 
18% of the cohort did not engage in any physical activity. [46] While this estimate is less than 
what was reported for AI adults in BRFSS and other studies, [8, 47] Northern Plains AIs do 
not meet the recommended level of daily physical activity.  

 
 

Example 4. Helen (Northern Plains Tribal member) lives in Denver. She had a biopsy 
that was positive for breast cancer and was diagnosed as having Stage 2 disease in May 
2004. She had no health insurance.  

Denver Indian Health and Family Services is the local IHS clinic, however it has not 
been able to provide clinical services since 1993. Helen contacted her tribe and was told 
that she needed to return home to the reservation and re-establish residency (6 months) 
before she could be referred through Contract Health Services to cancer care.  

She immediately moved in with her sister on the Reservation. Her tribe’s health 
priorities listed “cancer” as number 20. The tribe confirmed her residency in December 
2004 and she was placed on the Contract Health Services referral list. Because “cancer” is 
not within the Tribe’s top health priorities, by April 2005, Helen still had not been referred 
to cancer care.  

At that time, she was number 42 on the “list” for referral. Her tribe was “out” of 
Contract Health Service monies by June 15, 2005.  
Helen returned to Denver July 2005 and tried to get help through the State’s Indigent Care 
policies. The local hospital accepted her as a patient. Her cancer at that time was identified 
as having progressed to Stage4 assed away in December 2005.  
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Key points: 
 
 Helen was not able to live in Denver and use her “tribal rights to health care“.  
 The cost of her care for stage 2 breast cancer would have been approximately 

$30,000 for the initial year of treatment.  
 The cost of stage 3 breast cancer care would have been $80,000 for the initial 

year of treatment. Stage 4 treatment is even higher.  
 Delay of treatment resulted in later stage, fewer years of life,lower quality of life 

and excess healthcare costs to a healthcare system that has always been under-
funded by US Congress.  

 
Post-cancer treatment physical activity has been associated with increased recurrence-

free and overall survival  [48-51] Lack of sufficient physical activity has been associated with 
a 30% to 40% increased risk of colon cancer, [52] postmenopausal breast cancer  [53] and 
endometrial cancer. [54] Clinical trials demonstrate that exercise can improve heart and lung 
function, reduce cancer-related fatigue and improve anxiety, depression, self-esteem, 
happiness and QOL in cancer survivors. [55-57] Physical activity also can hasten recovery 
from the immediate side effects of treatment and prevent long-term effects and may reduce 
the risk of recurrence and increase survival. Unfortunately, AIANs have rarely been included 
in any of these trials or if clinical trials are discussed between a provider and an AIAN patient 
they often are not presented in a respectful manner. [58]  

 
 

Obesity and Cancer Survivorship 
 
In a study evaluating US adults from 2007 to 2008, 2/3 were considered overweight or 

obese based on measured weight and height data from National Health and Nutrition 
Examination Survey (NHANES). For cancer survivors, being overweight increases the risk 
for cancer recurrence and decreases the likelihood of long-term survival for many cancers. 
[48-51, 59] Indeed, each 5-kg/m2 increase in BMI is associated with a 30% to 60% increased 
risk of Endometrial [60], esophageal (adenocarcinoma) [40], and kidney cancers [40] and a 
13% to 18% increased risk of colorectal [61], pancreatic [40] and postmenopausal breast 
cancers. [40]  

 
Recommendation 24: AI/ANs need informative and respectful recruitment and 

retention for cancer clinical trials.  
 
 

Affordable Care Act (ACA) and the Indian Health Care Improvement Act  
of 2010 (IHCIA) 

 
AI/AN tribal Nations have a unique political status in the US that includes access to 

healthcare services. The enrolled members of federally recognized tribes have a legal right to 
healthcare services based on treaties, multiple court decisions, acts of Congress, Executive 
Orders and other legal bases (state recognized tribal members have no healthcare service 
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rights). Every year, tribal Nations identify health priorities for their community. Congress 
approves partial support, up to 60%, of their respective health care needs and priorities. The 
tribal Nation then attempts to address the remaining 40% of local health care needs through a 
blend of resources, including grants. Thus, this “right” to healthcare is not the same as “health 
insurance.” Prior to the ACA, tribal and federal healthcare policies for AI/ANs who were 
from federally recognized tribes typically did not have the right to live where they wanted to 
live and use their “right to healthcare services” (see Sidebar Example 3). In order to overcome 
distinct cancer health disparities, policy changes are needed.  

 
Recommendation 25: AI/ANs need to learn how their tribal Nation is addressing the 

ACA, including how referrals to cancer care will be conducted.  
 

Health Disparities and Funding Disparities 
The AI/AN populations experience the worst health disparities in the nation. Rates of 

death due to preventable causes such as type 2 diabetes, alcoholism, infant mortality, 
unintentional injuries, suicide and numerous other causes, including cancer, have led to what 
should be considered a national public health crisis. The age- adjusted death rate (all causes) 
for the AI/AN population is 1,059 per 100,000 population, whereas the non-Indian death rate 
is 872 per 100,000. In addition to health disparities, the AI/AN population also faces 
significant healthcare funding shortfalls as the IHS is significantly under-funded (see Figure 
3). Although AI/ANs have a legal right to healthcare services and the federal government has 
a trust obligation to provide these services, the annual Congressional appropriation for IHS is 
funded at a significantly lower per capita rate than other federally-funded healthcare systems.  

 
Recommendation 26: Policy changes are needed to overcome cancer healthcare 

disparities 
 
 

The Affordable Care Act authorization of Indian Healthcare Improvement 
Act 

 
The cornerstone legal authority for provision of health care to AI/AN was made 

permanent when President Obama signed the Patient Protection and Affordable Care Act. The 
authorizations for the Indian Healthcare Improvement Act had been law since 1976 but had 
expired in 2000. Now, with the permanent provisions, it has no expiration date. It includes 
many major changes and improvements to facilitate the delivery of health care, such as 
comprehensive behavioral health, prevention and treatment programs for AI/ANs.  

The IHCIA as included in the ACA opens up new streams for automatic funding, 
including Medicaid money that can flow into the system. It expands Medicaid eligibility for 
individuals and families, which potentially will make it easier for the Indian Health I/T/U 
system to be paid. States have the option to reject the expansion, but the federal support 
initially is attractive due to the federal funding that the Act offers in the first years. The June, 
2012 Supreme Court ruling supporting the ACA does not end the debate over health care 
reform. There are still many issues to define regarding funding.  
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In addition to the revenue stream, the IHCIA offers several changes that can positively 
impact cancer health disparities in AI/AN communities. Table 9 below summarizes those 
changes included in the permanent renewal.  

The ACA applies to AI/ANs just as it does all US citizens. Thus, AI/ANs with cancer are 
no longer denied access to healthcare based upon where they choose to live. AI/ANs need to 
identify their preferred healthcare delivery systems as do non-Natives.  

 
Table 9.  

 
Section Description of Section Summary 

Title I – Indian Health 
Care Improvement 
Act Reauthorization 
and Amendments 

  

Sec. 101. 
Reauthorization 

Authorization of Appropriations – authorized to be 
appropriated such sums as may be necessary to carry out 
the Act for fiscal year 2010 and each fiscal year hereafter. 

The Indian Health Care 
Improvement Act is now 
permanent and does not 
require periodic 
reauthorizations. The 
authority does not have a 
sunset timeline but can and 
may be amended from time 
to time.  

Sec. 102. Findings Findings – Amends Sec. 2 of the Indian Health Care 
Improvement Act: “(2) a major national goal of the 
United States is to provide the resources, processes, and 
structure that will enable Indian tribes and tribal members 
to obtain the quantity and quality of health care services 
and opportunities that will eradicate the health disparities 
between Indians and the general population of the United 
States.” 

States a major national goal 
is to provide the resources, 
processes, and structure to 
eradicate health disparities 
between American Indians 
and Alaska Natives and the 
general population.   

Subtitle A – Indian 
Health Manpower 

  

Sec. 112, Health 
professional chronic 
shortage demonstration 
program 

Amends Title 1 of current law by adding a new sec. 123 
to authorize Indian health programs to offer practical 
experience to medical students. Provides training and 
support for alternative provider types, such as a 
community health representatives and community health 
aides. An advisory board comprised of representatives of 
tribal governments, Indian health boards, and Indian 
communities will provide guidance to the demonstrations 
programs established under this authority.   

Authorizes the secretary to 
fund demonstrations 
programs for Indian health 
programs to address chronic 
shortages of health 
professionals.   

Subtitle B – Health 
Services 

  

Sec. 121. Indian Health 
Care Improvement Fund 

Amends Sec. 201 of current law to authorize use of funds 
for clinical care, including inpatient care, outpatient care 
(including audiology, clinical eye, and vision care), 
secondary and tertiary care, and long-term care. For 
Injury prevention, adds: “including data collection and 
evaluation, demonstration projects, training, and capacity 
building”: Updates to include tribal organization, where 
tribes are mentioned.  

Authorizes additional uses 
and services paid by the 
“fund” and expands the 
requirements for information 
to be included in the report 
due 3 years after enactment.  

 Expands the type of information that should be included 
in the report on the “fund,” including in addition to the 
number of Indians using the Service resources, and to the 
extent available to each Service unit, Indian tribe or tribal 
organization, information on the waiting lists and number 
of Indians turned away for services due to lack of 
resources.  

Sec 201(c) (2) requires 
Tribal Consultation on 
apportionment of funds.  
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Section Description of Section Summary 
Sec. 122. Catastrophic 
Health Emergency Fund 
(CHEF) 

Amends Sec. 202 of current law by updating the CHEF 
threshold cost at the 2000 level of $19,000. Maintains 
requirements in current law to promulgate regulations 
consistent with the provisions of the CHEF to establish a 
definition of disasters and catastrophic illnesses for which 
the cost of the treatment provided under contract would 
quality for payment under CHEF; provide that a Service 
Unit shall not be eligible for reimbursement for the cost 
of treatment from CHEF until its cost of treating any 
victim of such catastrophic illness or diasterdisaster has 
reached a certain threshold cost which the Secretary shall 
establish at the 2000 level of $19,000; and for any 
subsequent year, not less than the threshold cost of the 
previous year increased by the percentage increase in 
medical care expenditure category of the consumer price 
index for all urban consumers; establish a procedure for 
the reimbursement of the portion of the costs that exceeds 
such threshold cost incurred by the Service units or 
whenever otherwise authorization by the Service, non-
Service facilities or providers.  

Maintains the requirement in 
current law to promulgate 
regulations to implement the 
requirements of CHEF.  

Sec. 124. Other 
authority for provision 
of services 

Amends Sec. 205 of current law to authorize the sharing 
of facilities and staff between IHS and tribally-operated 
long-term care programs. Also, provides authorization for 
hospice care, assisted living, long-term care, and home- 
and community-based care. Also, authorizes “Convenient 
Care Services” through the Service, Indian tribes, and 
tribal organizations.  
RAlso, repeals Sec. 821 of current law which authorized 
home/community based demonstration projects; and 
amends Sec. 822 in current law to authorize the provision 
of long-term care services (including health care services 
associated with long-term care) provided in a facility to 
Indians.  Further, authorizes hiring of staff or other 
services or a tribal health program and a long-term care 
facility/owned/operated directly or through a 
contract/compact under the ISDEAA. Provides  
for the content of the agreements to provide long-term 
services.  

Provides authority for new 
programs in Indian 
communities.   

Sec. 128. Cancer 
Screenings 

Amends Sec. 212 in current law by inserting “and other 
cancer screenings“ before the end of the period at the 
end.  

Expands the variety of 
authorized cancer screenings 
to other types of cancer 
screenings.  

Sec. 136. Office of 
Indian Men’s and 
Indian Women’s Health 

Authorizes the Secretary to establish within the IHS an 
Office of Indian Men’s Health to complement the Office 
of Indian Women’s Health that exists in current law. 
Report to Congress no later than 2 years after date of 
enactment of this Act to include: any activity carried out 
by the director as of the date on which the report is 
prepared; and any finding of the director with respect to 
the health of Indian men.  

Authorizes establishment of 
an office to focus on Indian 
men’s health and maintains 
current law on the office of 
Indian women’s health.  

Sect 147. Mobile Health 
Stations Demonstration 
Program 

Requires IHS to establish a demonstration program to 
provide funding to consortia of two or more service units 
to purchase a mobile health station to provide specialty 
health care services such as dentistry, mammography, 
and dialysis. The Secretary is directed to establish at least 
3 mobile health station demonstration projects. No later 
than 1 year after the date of the establishment of the 
demonstration program, and annual thereafter, a report is 
required on the implementation of the program and 
potential benefits of increased use of mobile health 
stations to provide specialty health care services in Indian 
communities.   

Authorizes program to fund 
new ways to provide health 
care to Indian communities.   
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Table 9. (Continued) 
 

Section Description of Section Summary 
Sec. 704. 
Comprehensive 
Behavioral Health 
Prevention and 
Treatment Program 

Amends sec. 704 in current law, which directs the 
IHSHIS to establish comprehensive behavioral health, 
prevention, and treatment programs for Indians.   

 

 
 

Conclusion 
 
In this chapter, we provide background information and data to assist Native and non-

Native leaders and professionals in their understanding of the true burden of cancer in AIANs 
Data sources including age-adjusted rates, raw cancer counts, and geographic comparisons 
are useful tools when properly understood. They are necessary to plan programs that will 
reduce cancer health disparities in these vulnerable populations. There is also a need to look 
at the whole pattern of chronic disease and co-morbidities in these populations to maximally 
reduce not just cancer health disparities but also other disparities, since the ties are 
inextricable. Partnerships through community based participatory research with academic 
institutions; tribes, and state and federal agencies must address the full continuum of cancer 
care from prevention through screening, treatment and end of life. The passage of the 
Affordable Care Act and the permanent renewal of the Indian Health Care Improvement Act 
provide the hope that new policy tools will empower tribes to comprehensively tackle the 
expanding burden of cancer in Native communities, large and small, urban and rural.  

Because AI/ANs comprise one of the smallest racial groups in the US, unique, innovative 
and culturally appropriate programs need to be implemented and evaluated to help reduce 
cancer health disparities. The recommendations incorporated into such programs could 
greatly address such inequities and significantly relieve the true burden of cancer. Finally, the 
following 26 recommended action items that could significantly reduce the true burden of 
cancer in AI/AN communities.  

 
1. Address prevention, early detection and access to state-of-the-art cancer care  
2.  Improve access to cancer screening programs for breast, cervix, colon, lung and 

others as appropriate screening becomes available.  
3.  Increase access to behavioral health programs, particularly physical activity, healthy 

eating and weight management and tobacco control.  
4.  Implement cross-linking data with Tribal Nations and Urban Indian programs than 

currently do not take part in data linkages in the future.  
5.  Provide culturally appropriate and comfortable settings for cancer screening 

programs.  
6.  Adapt cancer screening programs to reflect local issues and needs (e. g., the high 

prevalence of H. Pylori infection among Alaska Natives renders traditional FOBT of 
little to no value because H. Pylori causes blood in the stools, but not due to polyps 
related to colorectal cancer.) 

7.  Include AI/AN populations that are currently “missed” or undercounted (state-
recognized tribes, urban Indians, AI/ANs who access healthcare through systems 
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other than IHS) and identify partners who can help them collect and report their local 
cancer data accurately.  

8.  Accurately and consistently collect data fields such as stage at diagnosis, histologic 
grade, treatments including adjuvant therapy, inclusion in cancer clinical trials, 
(palliation and quality of life.  

9.  Provide access to literacy programs, academic education, and patient navigation to 
result in more timely healthcare access.  

10.  Utilize accurate local and regional data that includes raw counts, prevalence rates, 
age-adjusted incidence and mortality rates and cancer survival data to planAI/AN 
cancer control programs  

11.  Educate and train local train people, preferable from their own tribe, who are able to 
collect accurate local and regional data and generate understandable cancer data 
reports that include raw counts, prevalence rates, age-adjusted incidence and 
mortality rates and cancer survival data.  

12.  Replace national racial data summaries, regardless of the source (NCHS, CDC, NIH, 
ACS), with regional AI/AN cancer data whenever feasible.  

13.  Use the data from their closest CHSDA when planning programs and applying for 
funding resources when local data are unavailable, 

14.  Identify resources to use to collect local data, understand, screen and treat various 
cancers.  

15.  Encourage AI/AN communities to create, modify or implement regionally and 
culturally appropriate breast health early detection programs and policies to 
disseminate their information.  

16.  Utilize the 2013 “all cause” report data in place of data in this chapter,when there is a 
discrepancy 

17.  Establish diverse cancer survivorship support programs for AI/ANpeople diagnosed 
with cancer in different stages of their lives (childhood, child-bearing age, adulthood, 
elder).  

18.  Provide external funding to support cancer early detection and comprehensive 
control programs within AI/AN communities, beyond CDC funding.  

19.  Initiate breast health screening needs to begin by age 40, because AI/AN women 
appear to be younger than 50 at the time of breast cancer diagnosis 

20.  Implement culturally appropriate supportive care programs similar to NACES at the 
local level to help diagnose cancer while it is in early stage of development.  

21.  Improve communication among providers for AIANs who have both diabetes and 
cancer to ensure best quality care 

22.  Set up AIANs cancer support programs to assess the cancer burden (body, mind, 
emotion, spirit, social) and provide culturally respectful supportive resources and 
care.  

23.  Provide potential for AI/ANs diagnosed with cancer to access cultural, traditional 
ceremonies and supportive care to improve quality of life.  

24.  Recruit and retain AI/ANs into cancer clinical trials.  
25.  Advocate for AI/ANs with cancer to impact how their tribal Nation is addressing the 

ACA, including how referral to cancer care will be conducted.  
26.  Develop policies to address AIAN cancer health disparities 
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