President’s Cancer Panel
2002 Annual Report

U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES
National Institutes of Health
National Cancer Institute



Facing Cancer in Indian Country:
The Yakama Nation and
Pacific Northwest Tribes

President’s Cancer Panel
2002 Annual Report

Prepared by:
Suzanne H. Reuben
for The President’s Cancer Panel

December 2003

U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES
National Institutes of Health
National Cancer Institute




This report is submitted to the President of the

United States in fulfillment of the obligations of the
President’s Cancer Panel to appraise the National Cancer
Program as established in accordance with the National
Cancer Act of 1971 (P.L. 92-218), the Health Research
Extension Act of 1987 (P.L. 99-158), the National Institutes
of Health Revitalization Act of 1993 (P.L. 103-43), and Title
V, Part A, Public Health Service Act (42 U.S.C. 281 et seq.).

The President’s Cancer Panel

Immediate Past Chair and Member:

Harold P. Freeman, M.D.

Director

The Ralph Lauren Center for Cancer Care and Prevention
New York, NY 10035

This report was commissioned under the direction
of Dr. Harold P. Freeman.

Printed December 2003
For further information on the President’s Cancer Panel
or additional copies of this report, please contact:

Maureen O. Wilson, Ph.D.
Executive Secretary
President’s Cancer Panel
Building 31, Room 3A18
Bethesda, MD 20892-2440
301-496-1148
pcp-r@mail.nih.gov



PRESIDENT’'S CANCER PANEL
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DEPARTMENT OF HEALTH AND HUMAN SERVICES

The President
The White House
Washington, DC 20500

Dear Mr. President:

No matter who you are or where you live, a diagnosis of cancer is devastating. Knowing—or
suspecting—that you or a loved one has cancer and being unable to access prompt and appropriate
care is an unconscionable human cruelty.

In July 2002, the President’s Cancer Panel was invited to visit the Yakama Nation in Washington
State to learn about cancer occurring among the Yakama and other Native American tribes in the
Pacific Northwest region of our Nation.

Moving and troubling testimony was received from nearly 40 cancer survivors, family caregivers,
physicians and other medical personnel, outreach workers, health care administrators, and
cancer researchers. They described in detail an Indian health system hobbled by longstanding,
severe underfunding, inadequate infrastructure and staffing, and the maze of complex and arcane
requirements of the Indian Health Service (IHS) system. These problems frequently cause needed
cancer care to be delayed for months at the patient’s peril—and even denied entirely.

Indian communities have inadequate resources to conduct cancer education, encourage cancer
screening and prevention, and help patients obtain cancer-related care, either within the THS
system or in the non-Indian community. Important but remediable cultural misunderstandings
by care providers and patients alike often complicate the provision of cancer care, and simply
reaching cancer care facilities from remote reservation areas is itself a major barrier. All of these
issues are made worse by the widespread poverty and limited educational and economic
opportunities common to Indian communities.

Mr. President, although our Nation now faces many serious challenges to our national security
and fiscal well-being, we must not shirk the responsibility of our Government to provide necessary
cancer and other health care to the first Americans.

Facing cancer in Indian Country should not be more arduous than it is elsewhere in our Nation.
I respectfully submit the attached report and recommendations to help meet our national
obligation and alleviate the unnecessary suffering that Native American people with cancer

and their families now endure.

Sincerely,

1% ¥ CHLLLM T

Harold P. Freeman, M.D.
Immediate Past Chair and Member

31 Center Drive ¢« Room 3A18 ¢ Bethesda, Maryland 20892-2440 ¢ Tel: 301-496-1148 « Fax: 301-402-1508

Email: pcp-r@mail.nih.gov ¢ Web site: http://pcp.cancer.gov
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Executive Summary

Every person in America should have access to prompt
and appropriate screening and treatment for cancer. No
individual—or group of people—should suffer the fear and
despair of knowing, or suspecting, that their body harbors
a deadly cancer and be unable to receive life-saving care.
Yet for many American Indians and Alaska Natives in

the Pacific Northwest region of our Nation, lack of cancer
screening and treatment—or dangerously delayed care—

is the norm, not the exception.

In accordance with its charge to monitor the development
and implementation of the National Cancer Program and
report promptly to the President on barriers to the Program’s
fullest execution, Dr. Harold P. Freeman, representing the
President’s Cancer Panel, traveled to the reservation of

the Confederated Tribes and Bands of the Yakama Nation
in Washington State. Representatives from the Yakama
Nation and other Pacific Northwest tribes described their
cancer experiences and discussed barriers to cancer care.

For two days in July 2002, testimony was received from
tribal elders and members of tribes in Alaska, Idaho, Oregon,
and Washington, many of whom are cancer survivors or
family caregivers. Additional testimony was provided by
Native and non-Native health care and social service
providers; officials of the Indian Health Service (IHS);
community epidemiologists and researchers; advocates;
State legislative staff; and others. In total, nearly 40 people
shared their experiences and described key issues affecting
cancer incidence, mortality, and care in this region.

Economic and Physical Environments
of Pacific Northwest Native Americans

Many Pacific Northwest tribal lands are located in remote
areas with little industry or educational opportunity.
Poverty and unemployment are exceptionally high and
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€€ One of the things that is very dif-
ficult for outsiders to understand is the
relationship between the fish and the
people. The tribal people will tell you
that they are the salmon. Salmon is the
first food for many of the babies born
here, and from birth to the death of
the body, the people and the salmon
share each other’s lives. Many religious
and cultural practices are centered

on salmon. >?

Christine Walsh, B.S.N., E.P.H.N., Project
Coordinator, Contaminated Subsistence Fish Project,

Indian Health Service; Member, Rosebud Lakota (SD)
and Oneida (NY) Tribes, Washington



©2002 John Horm

€€ [We] have in our front yard down
here the oldest and largest nuclear
facility that has...bombarded this area
with radioisotopes for 60 years. And we
do not know what has happened to the
gene pool of the Yakama Nation. >’
Russell Jim, Manager, Environmental Restoration

Waste Management Program,; Tribal Flder, Yakama
Nation, Washington

€€ The only statistic | was given to
bring here is out of the last 40 deaths
in Warm Springs, 15 of them [37.5%]
were due to cancer...we are catching
them too late...our people need to
understand that. The way to help
them to understand that is to
increase awareness.... >

Geneva Charley, Community Health Information

Specialist, Warm Springs Tribe, Oregon (membership
3,944, median age 23.9 years)

educational achievement is lower than that of the general
population. Native-owned and -operated businesses, including
a number of casinos, have thus far been unable to lift the
overall economic status of these tribal communities.

Many tribal people of the region continue to depend on
the fish, game, roots, and berries native to the area for

the majority of their diets. For several of the tribes, fish—
particularly salmon—from the Columbia River system is the
principal source of dietary protein and is consumed at levels
far exceeding the fish intake of the general population. A
deep respect for the natural environment is a central element
of the culture and belief systems of many Northwest tribes.

However, the Yakama and other Native Americans and
Alaska Natives of the Pacific Northwest also live in areas
having some of the Nation’s highest levels of man-made
radioactive and chemical contamination. Chief among these
is the Hanford nuclear facility in south-central Washington,
adjacent to the Yakama Reservation. Other reservations in
the Northwest are subject to contamination from nuclear
weapons production sites, uranium mines, and other hazards
related to the nuclear weapons industry. Extensive chemical
contamination has been found throughout the Columbia
River Basin and adjacent lands. Some of the sources of con-
tamination are unknown, but much comes from agricultural
chemicals and cattle farming waste runoff. The tribes believe
their life-long exposure to these contaminants has increased
the number of cancers occurring in tribal communities. To
date, few studies have been done to determine the causative
or contributory relationships between food, air, and water
contamination and the cancers being experienced by these
Native populations.

Cancer Among the Yakama and
Other Pacific Northwest Tribes

National data suggest that cancer incidence among Native
Americans is lower than the national average, but that their
mortality from cancer is higher than average. Information
on the exact magnitude of the cancer burden among Native
Americans is both incomplete and compromised by significant
levels of racial misclassification, underreporting of cancer
cases, the reluctance of many Native Americans to provide
personal information to researchers or cancer surveillance
personnel, and insufficient and underutilized databases,
among other problems. Recent record linkage studies
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conducted by tribal organizations and grantees suggest
that cancer incidence is higher than national data suggest.
Higher mortality appears to be due to late-stage diagnosis
and limited health care access.

Health Care Infrastructure and Financing

Except for small numbers of tribal members who have private
insurance or coverage under a plan for tribal employees,
Pacific Northwest Native Americans must rely on the Indian
Health Service (IHS) clinics and health stations for direct
(primary) care, and on separately funded contract (specialty)
care for all other services, including cancer care and most
cancer screening. In many tribes, contract care is administered
by the tribe, while direct care facilities are operated by IHS.
Both, however, are grossly underfunded to meet the health
care needs of the population. For many tribes, funding for
specialty care is exhausted, or nearly so, months before the
end of the fiscal year. When this occurs, only patients at
risk of life or limb (designated as Priority 1) receive such
care, and even then care may be delayed. The Yakama tribal
contract health program has operated on Priority 1 status
for the past two to three years.

In addition, many reservation residents live far from the
nearest IHS or tribal primary health facility, and the near-
est cancer care is often hundreds of miles away. Some tribes
have no health facilities at all. Urban Indians, who comprise
more than half of the Native American population in the
Pacific Northwest (and the Nation) are served by only three
Indian health clinics in the region; some receive care at
other publicly-funded health centers. They have no access
to specialty care unless they are Medicaid-eligible, Medicare
beneficiaries, have private insurance, or return to the reser-
vation of the tribe in which they are enrolled.

Increasingly, individual Native Americans and IHS health
facilities are relying on Medicaid, Medicare, and other
publicly-funded health services to try to cover the cost of
care needed by tribal members. Yet continuing decreases
in Medicaid funding to States and uncertainties regarding
Medicare reimbursements to facilities and individual pro-
viders are reducing the number of providers willing to care
for these patients. These funding problems, and accompa-
nying infrastructure and staffing insufficiencies, result in
health care rationing that causes many Indian cancer patients
to be diagnosed only when their disease is advanced and
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€€ We only have four physicians taking
appointments. That leaves approxi-
mately 5,000 plus patients per doctor.
When you talk about cancer prevention,
how can one prevent cancer when you
cannot even keep up with the onslaught
of patients coming through that door?
When you cannot get an appointment
for two months?>?

Rex Quaempts, M.D., Family Physician, Indian
Health Service; Member, Yakama Nation, Washington

€€ There are some tribes...completely
without health facilities of any sort and
this is a shame that in this day and age
that we allow this to go on.”?

Tom Lang, Sr., Colorectal and Throat Cancer Survivor;
Councilman, Metlakatla Alaska Indian Community;
Elder, Tsimpsean Tribe, Alaska
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€€ just think that the next time the
decision makers...decide they are going
to go to their doctor, | think we should
put them all on a deferred or on a
waiting list for 90 days and let them sit
at home and worry about it. Let them
feel that lump for 90 days....Maybe
you want to go into town for a reqular
routine physical. Put yourself on a six-
month waiting list....The next time you
want to go to the dentist, wait a year. >

Bob Brisbois, Business Council,
Spokane Tribe, Washington

¢¢ __if the doctors would treat us as

individuals instead of lump us all in
one category....| think a lot of them
come and think that we are all to act
this way or be this way but we are not
like that.>?

Tina Kalama Aguilar, Caregiver,
Warm Springs Tribe, Oregon

untreatable. Further, this situation reinforces the belief
held by many Native Americans that a cancer diagnosis is
a death sentence; some avoid seeking care for suspicious
symptoms out of fear or resignation.

Cultural and Information-Related
Barriers to Cancer Care

Some Native people also hesitate to engage the health care
system, particularly providers outside the IHS system, due to
cultural and language barriers. Even within the IHS system,
many of the available physicians are foreign nationals who
are temporary and are unfamiliar with Native American
cultures and beliefs. Building a relationship of trust and
mutual respect with the health provider is often extremely
difficult under these circumstances. In addition, many non-
Indian providers are unwilling to include traditional health
practices or Native ceremonies in hospitals or in the course
of other cancer care even when it is possible to do so without
jeopardy to the patient’s treatment.

Many Native Americans believe that it is inappropriate to
discuss cancer, which still carries a strong stigma in Native
communities. Modesty among Native women prevents
many from seeking cancer screening and care. Lower literacy,
particularly among older individuals, complicates commu-
nication about cancer and other health issues, and culturally
appropriate educational materials are scarce. Most Native
languages do not even include a word for “cancer.”

Conclusions

The attached report is not an exhaustive review of the
complex issues described by those who testified. However,
based on the testimony and subsequent further information
gathering, opportunities exist to address cancer care barriers
related to health services funding and infrastructure deficits,
cultural issues, information and training needs, and geo-
graphic barriers to care. Specifically:

The Cancer Burden of the Yakama and Other
Pacific Northwest Tribes Cannot Be Separated
from Their History and Current Circumstances

Cancer occurs in humans who live in specific human
circumstances. In large measure, the widespread poverty
and limited economic opportunities experienced by Native
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Americans are the driving force behind many of the health
status and coverage problems facing tribal people. Lower
socioeconomic status and the circumstances that typically
characterize it—poor housing, low income, limited education,
greater environmental and occupational exposures, limited
access to information and communication technologies,
insufficient access to transportation services—are associated
with later stage cancer diagnosis and higher mortality.
Commonly, people living under these conditions suffer from
excessive stress and feelings of hopelessness and isolation.
Thus, it is highly likely that the history leading to the current
living and health care situations of the Yakama and other
Pacific Northwest tribes has influenced not only the cancers
occurring in these populations, but the distrust many Native
Americans feel toward non-Indian health care providers.

Health Care Funding for Pacific Northwest Tribes

Is Seriously Inadequate

IHS funding is appropriated annually at the discretion of
Congress and is not adequate to meet the health care needs
of Native American people. This ongoing funding deficit is
a major factor in cancer-related and other disparities expe-
rienced by Native populations. The Institute of Medicine
(IOM) has stated that closing the gap on health disparities
for this population will require a national recommitment;
especially in the form of increased Federal funding that would
allow patients timely access to specialty care. According

to IHS officials, in the Pacific Northwest, IHS health care
budgets for reservation-based American Indians and Alaska
Natives are based neither on current census figures nor on
actual numbers of patients served. These funding inadequacies
are the root of major barriers to preventive cancer care,
early detection, diagnostic services, the most appropriate
treatment (including treatment provided in clinical trials),
and supportive and end of life care.

Medicaid and Medicare funding levels and continuing
disparities in rural versus urban reimbursement levels are
exacerbating an already critical funding shortage. Funding
issues make it exceedingly difficult to attract and retain
health care providers in remote rural areas. Insufficient
funding also results in excessive patient loads, lack of up-
to-date equipment, inadequate staff support, professional
isolation, and untenably low incomes that contribute to
the problem.
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¢¢ __.social and cultural things are criti-
cal because sometimes the relevance
or the importance of follow through,
the importance of communicating to
the patients the critical nature of the
diagnosis or the way it may impact
their lives is going to be quite different
for each culture.?®

Thomas Boyd, M.D., Medical Oncologist,
Yakima Regional Cancer Center, Washington

Y BT

€€ Undercounting affects how resources
are allocated and that, in turn, affects
the level of health resources available
to us and how they are allocated....
Another challenge is overcoming the
misperception that all American Indians’
and Alaska Natives'...health care is cov-
ered by the United States Government.
We all know that this just is not so. >’

Ruth Jensen, Northwest Tribal Cancer Control
Project; Member, Klinquit Nation, Alaska



Although urban American Indians and Alaska Natives
comprise more than half of the Native American population,
IHS budget allocations for their care equal approximately
one percent of the total IHS budget. The solution to this
problem is not to reallocate the current IHS budget, but to
increase IHS funding to provide a level of service to urban
Indians that is at least commensurate with the average level-
of-need funding for reservation-based Native Americans.

The June 2002 preliminary report of the Restructuring
Initiative Workgroup—a constituent-dominated group of
tribal leaders, representatives of tribal and urban Indian
health programs, national Indian organizations, and Federal
employees—provides a blueprint for a five-year plan to
restructure Indian health care. Among other recommenda-
tions, the report indicates that IHS appropriations should
be removed from the discretionary funding pool and that
funding levels should increase to $5 billion by 2007.

Greater Synergies Should Be Achievable with Existing

Health Care Resources in the Pacific Northwest

The limitations of current IHS funding and health care
infrastructure are clear. However, a number of other health
care resources are available in the region, such as community
health centers, migrant health centers, neighborhood health
centers, other Federally-funded health facilities, State and
local grant-supported health programs, and the private
provider network. Through collaborative efforts, it should
be possible to achieve greater synergy among the available
resources to better serve the Native American population.
Such collaborations might result in enhanced joint buying
power for services such as pathology or radiology, and
coordinated patient tracking systems, among other possible
benefits to all participants. It was suggested that tribes be
made more aware of non-profit clinics in their geographic
areas. In addition, technical assistance in grant writing
could help tribes expand the scope of cancer-related health
services and culturally appropriate cancer information
available to Indian people.

Moreover, a recent IOM report urges the Federal Government
to provide leadership in coordinating government roles and
resources to improve health care quality. Medical facilities
serving Native Americans are one of several categories of
Federally-operated programs the IOM believes should serve
as laboratories for developing innovative quality improve-
ment models. This report may prove useful in suggesting
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promising strategies for collaboration and health care
quality improvement in the Pacific Northwest.

Culturally Appropriate Cancer-Related Education
Is an Urgent Need

To increase the tribes’ knowledge about cancer prevention
and treatment, and to dispel fatalism about cancer among
Native populations, culturally appropriate and widespread
public education is needed. Many do not know that cancer is
the second leading cause of death among Native Americans.
Speakers also emphasized the need for education on personal
health and lifestyle behaviors that influence disease risk,
including cancer risk. This education, they stressed, should
begin with youth. Educational materials that incorporate
visual learning are needed, as are print materials written

at the average reading level of the target populations.
Importantly, education and awareness must be accompanied
by health system capacity; it is unethical to create demand
for services without the infrastructure and staffing to meet
the demand.

Additionally, education is one avenue for addressing many
Indian peoples’ deep distrust of cancer treatment, and of
data collection and research. This distrust has been (and
continues to be) reinforced by insensitive and disrespectful
treatment of American Indians and Alaska Natives at the
hands of non-Indian health care providers, and by research
that has provided no direct benefit to the tribes.

Native American Patients with Cancer and Those
at Risk for Cancer Need Assistance Navigating
the Health Care System

Navigating the cancer care system can be overwhelming
even for those who are well-educated, well-informed, and
well-insured. For those with less education, fewer resources,
and from cultures outside of the medical mainstream, finding
and accessing appropriate services across the cancer care
continuum—from prevention to survivorship and end of
life—can be particularly difficult. Native Americans in

the Pacific Northwest need patient navigators or similar
assistance to help them find, arrange for, and reach cancer
screening, treatment, and supportive services; establish
eligibility for financial assistance; obtain and understand
needed cancer information; manage cancer care-related
paperwork; and reach across cultural gaps. Such assistance
is crucial to keep people from dropping out of the health
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€€ [We need] some special place that
will especially work with us as American
Indian people....To get that money to
do that was the hard thing. They said,
‘No, they don’t need that. They don't
need that prevention and education.
What they need is research.’ Yes, we
do, but we also need this other track
alongside of it to help us.”’

Julia Davis-Wheeler, Tribal Council,
Nez Perce Tribe, Idaho

€€ We never had anyone advocate to us
to get a second opinion. We never had
anyone tell us that we should know
more about what we are doing. We both
just jumped in [with] both feet and had
our surgeries...no counseling when we
were first diagnosed, no care providers,
no home visitors, no information on
special needs like diet or how to dress
your wounds or where to go for therapy
or related services...no assistance for
transportation and no support group. >’

Anita Pimm Swan, Breast Cancer Survivor and Wife
of Bladder Cancer Survivor, Yakama Nation, Washington
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€€ For the Quinault Nation there is a
clinic in Queets, but it is only open on
Wednesdays. That is not much help to
people who need medical care other
days of the week. There is no clinic on
the Hoh Reservation at all. Child care for
these women, if they need to get toa
doctor’s appointment, is a very difficult
issue. Many of them have no phone.
There are a number of homes in isolated
areas on the reservations where there
is no electricity. >

Denise Brennan, Women's Health Clinic Worker,
Port Angeles, Washington

system. Those at greatest risk may include older patients
who have little contact with and are fearful of the health
care system, individuals with limited health literacy, and
those in isolated areas with limited transportation and
telephone service. Individuals also may ignore their own
health needs to care for other family members and as they
struggle to overcome the daily rigors of life in poverty.

Rural, Geographically Isolated, and Poor Tribal
Members Need Transportation Assistance and

Reimbursement for Fuel Costs

The prevalence of poverty in Native communities, lack of
personal transportation, and the burden of fuel costs are
significant barriers to cancer care that must be addressed.
Options for resolving this issue could include developing
cooperative ride services organized and supported jointly
by the tribes, churches, the American Cancer Society, IHS,
health departments, or other local groups; and fuel cost
reimbursement by IHS or Medicaid.

Positive Elements of the Working Relationship
Between the Yakama Nation, Other Pacific Northwest
Tribes, and the Regional IHS Office May Be Applicable

Elsewhere in the Country

From the information available to the Panel, it is not clear
how representative the working relationships among the
Yakama, other Pacific Northwest tribes, and the Portland
Area THS may be of other IHS-tribal relationships. However,
certain characteristics of these relationships appear to be
quite productive and may be applicable in other parts of
the Nation. More than 20 years ago, the Pacific Northwest
tribes joined together to work as a single unit with THS;
this decision appears to have contributed to a productive
working relationship between IHS and the tribes. The
ongoing involvement of and consultation with the tribes

in policy and operational decisionmaking appear to have
been critical elements in this success.

Similarly, the IHS-tribal agreement that led to the building
of the Warm Springs health center in Oregon and a concur-
rent infusion of health care resources may provide a model
for increasing the quality and quantity of health services
available to specific tribes or coalitions of tribes. Absent
substantially increased IHS funding, such strategies may
result in total health resources that would more closely
approximate actual tribal health care needs.
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More Complete and Accurate Cancer Data on
Pacific Northwest Indians Are Critically Needed

Without question, better data on the cancer burden borne
by Pacific Northwest Indians must be gathered on a regular
and systematic basis, with full protection of confidential
patient information. These data are crucial to (1) support
health care funding and staffing requests and grant applica-
tions; (2) clearly identify causative and contributing factors
to the cancers being experienced by tribal populations;

(3) identify important regional and tribal differences in
cancer incidence, survival, and mortality; and (4) inform
the development of culturally appropriate education,
prevention, and clinical interventions. It is essential that
the urban Indian population be included in expanded data
collection efforts. Wider and more consistent use of the IHS
Resource and Patient Management System (RPMS) may
provide a vehicle for improving Native American

cancer and other health data in the Northwest. The need
for more accurate and complete cancer-related data is not
limited to the Pacific Northwest tribes, but is an issue for
Native Americans nationwide.

Researchers Have a Responsibility to Involve Tribes
in Study Design and Provide Useful Data to Them

Those who conduct studies of tribal populations and
collect cancer-related data must provide such data and

the results of intervention studies and demonstrations

to the tribes involved. Tribes should have access to data
without restriction and in a format that will be useful in
planning and managing their health care services. To dispel
resistance to research, tribes should be involved in study
design and approval processes, and researchers must provide
security regarding personal identifiers. The methodology
used in the Northwest Tribal Registry data linkage studies
may be a useful model in this regard.

Further Study Is Needed on the Extent and Effect

of Contamination in the Columbia River Basin,

but Action Can Be Taken Now

The serious environmental issues in this geographic region
are important to both Indian and non-Indian residents of
the area. Additional investigation of environmental effects
(e.g., how chemicals are metabolized and may lead to cancer;
studies of radiation effects on cancers other than thyroid;
assessment of the combined risks of chemical and radioactive
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¢¢ _.if we are going to learn more
about this disease we are going to have
to allow ourselves to be studied...so we

can figure out our denominators and
numerators...it is very important that
we allow those doors to open again. >’

Rex Quaempts, M.D., Family Physician, Indian
Health Service; Member, Yakama Nation, Washington



contamination on people eating fish from the Columbia
River) would help to quantify more clearly the magnitude
of cancer risk associated with these exposures and identify
specific cancers most associated with exposures. Yet the
need for additional research should not preclude action; it
appears that enough evidence exists to act on some of the
identified problems. Presenters testified that elsewhere in
the country, in areas less contaminated than the Columbia
River Basin, environmental clean-up activities already have
been initiated. While a plan has been developed to clean up
the Hanford nuclear site, it will be several years before any
actual containment or removal of radioactive waste begins.

Targeted Programs Are Needed to Strengthen
the Science Education of Native American Youth

and Promote Careers in Health Care

The issue of cultural dissonance with health care providers
was cited repeatedly, and treatment provided by Native
American health care professionals is seen as the best pos-
sible solution to this problem. A major stumbling block to
achieving this goal appears to be the inadequate quality

of the science education most Native American children
receive, and the lack of sufficient encouragement and finan-
cial support for seeking a career in the health professions.
Strategies for addressing this issue might include greater
involvement in tribal education by the National Cancer
Institute’s Science Enrichment Program and similar programs
sponsored by other governmental or academic entities;
scholarships that include a requirement to practice in Native
communities for a specified period of time (similar to the
National Health Service Corps); support networks for
college and graduate students pursuing health careers; and
financial incentives that will enable Native American health
professionals to establish and maintain financially viable
careers in rural areas.
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Recommendations

Facing cancer in Indian Country should not be any 4.

more arduous than it is elsewhere in the United
States. Both rapid action and additional study are
needed to address the complex health care funding,
health services, cultural, and environmental issues
that face this population.

1. Funding for Indian health care through the

Indian Health Service (IHS) must be increased to 5.

improve access to cancer preventive, diagnostic,
and treatment services, as well as the primary
care services that are the gateway to appropriate
cancer care. Ideally, Indian health care should
become an entitlement program so that funding
levels are adjusted for inflation and the buying
power of THS funding is not eroded.

2. The U.S. Department of Health and Human 6.

Services (DHHS) should convene a meeting

of its involved agencies, including the Health
Resources and Services Administration (HRSA),
IHS, the Centers for Medicare and Medicaid
Services, and other public health care funders
and providers (e.g., Department of Veterans
Affairs) to determine how greater synergy and
cost efficiencies can be achieved among existing
publicly-funded health care entities to improve
cancer-related care to Native Americans. The
potential for closer working relationships between
HRSA-funded community health centers and THS
is of special interest. The results of the meeting
should provide the basis for new regional collab-
orations between health services resources in the S
Pacific Northwest and elsewhere in the country.

3. Patient navigator programs should be established
to help Native American cancer patients and
those at risk for cancer enter the health care
system, establish eligibility for assistance pro- 9
grams for which they qualify, and access the
medical and supportive services needed for
effective care.

The Congress should rapidly reauthorize the
Indian Health Care Improvement Act to, among
other provisions, provide funding to help Native
Americans more fully utilize Medicaid, Medicare,
and other public health services for which they
are eligible, as described in bills recently

under consideration.

Recent actions and future plans for Medicare and
Medicaid reimbursement and service adjustments
should be re-examined given (1) the increasing
dependence of THS- and tribally-operated health
services on patient care revenues from these pro-
grams, and (2) the impact further adjustments
may have on rural health care access and provider
capacity nationwide.

Increased efforts should be undertaken to develop
more accurate data on the cancer burden being
experienced by Native Americans in the Pacific
Northwest. This is an issue germane to Native
Americans nationwide. Urban Indians must be
included in future data collection efforts, and
ways must be found to address widespread
current concerns about research and data
collection among American Indian and Alaska
Native people.

. The potential benefit of the Pacific Northwest

tribes’ united approach to working with IHS Area
Offices should be explored for its application in
other parts of the Nation.

. The Warm Springs-IHS joint venture should be

considered as a potential model for improving
health system capacity and more fully meeting
tribal health care needs in other parts of

the country.

. Additional research is needed to better

understand the possible relationships between
environmental exposures and cancer in Pacific
Northwest Native Americans. Such investigations
should include studies of the impact of exposure
to radioactive and chemical contaminants (both
alone and in combination) on this population,
particularly on the risk for cancers other than
thyroid cancer.
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Overview

The President’s Cancer Panel, created by the
National Cancer Act of 1971, is charged to
monitor the development and implementation
of the National Cancer Program (NCP) and to
promptly advise the President of any delays or
blockages in the rapid execution of the Program.

In 2000 and 2001, following its evaluation of
the evolution and current status of the NCP'—
including its public and private research and
delivery components—the Panel undertook

a series of seven regional meetings to explore
in greater detail the barriers that keep all
Americans from receiving the most appropriate
cancer care. At the conclusion of the meetings,
testimony had been received from every State
and territory in the Nation. This testimony and
resulting recommendations were presented to
the President in the Panel’s March 2002 report.>

At the fifth of these regional meetings, held in
Los Angeles, California, on February 1 and 2,
2001,? testimony on the cancer burden being
experienced by members of the Yakama Nation
and other Pacific Northwest American Indian
tribes was presented by Mr. Joe Jay Pinkham,
a Yakama tribal elder and cancer survivor. At
that meeting, he extended an unprecedented
invitation to the President’s Cancer Panel to
visit the Yakama Nation and learn firsthand
about the cancer experiences, cancer care, and
related issues of the Yakama and other Pacific
Northwest tribal people.

On July 29 and 30, 2002, Dr. Harold P.
Freeman, representing the President’s Cancer
Panel, visited the Yakama Nation Reservation,
located near Toppenish, Washington. The

meeting was attended by Yakama tribal elders
and members; elders and members of tribes

in Alaska, Idaho, Oregon, and Washington;
Native and non-Native health care and social
service providers; officials of the Indian Health
Service (IHS); community epidemiologists and
researchers; advocates; State legislative staff;
and others. In all, 39 people provided testimony.

This report summarizes the meeting testimony
as well as background information presented
to and collected both prior to and subsequent
to the meeting. While this document represents
a synthesis of research, relevant data are in many
cases limited or absent. Therefore, this report
principally reflects the testimony provided.
The majority of the report is specific to the
Yakama Nation, and situations encountered
by the Yakama are described in the most detail.
Where the circumstances of other Pacific
Northwest tribes are known to be similar to
or different from those of the Yakama, this is
indicated. Likewise, where the circumstances
of the Yakama or other Pacific Northwest
tribes are similar to those of most American
Indians and/or Native Alaskans in the United
States, this also is noted.

The Yakama Nation and
Other Pacific Northwest Tribes

Forty-three (43) Federally-recognized American
Indian tribes are based in Idaho, Oregon, and
Washington, the three States covered by the
Portland Area IHS Service Unit (see Appendix).
Nearly all have tribal lands in one of these
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States. Total tribal membership numbers nearly
79,000 people. The Confederated Tribes and
Bands of the Yakama Nation is comprised

of 14 smaller groups totaling 9,564 enrolled
members, and the Yakama are the largest
tribe in the Pacific Northwest. Other Pacific
Northwest tribes, some of which also are
confederations of smaller groups, vary con-
siderably in size. The smallest is the Kootenai
Tribe of Idaho, with 113 enrolled members.

Location and Land Area

Many of the Indian people in the Pacific
Northwest, and elsewhere nationwide, live
on or near reservations located in some of
the most remote and impoverished areas of
the country (Map 1). Many large land areas
have rudimentary road, sanitation, utility,
telephone, and other basic systems.

The Yakama Nation Reservation covers
1.39 million acres of land in southeastern
Washington. Of the enrolled membership,
75 percent live on the reservation, and an
estimated 96 perce