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Cancer Disparities Research Partnership in Lakota Country:
Clinical Trials, Patient Services, and Community Education for
the Oglala, Rosebud, and Cheyenne River Sioux Tribes

| Deborah Rogers, MS, and Daniel G. Petereit, MD

Native Americans served by the Aberdeen, Billings, and Be-
midji areas of the Indian Health Service (IHS) have a cancer mor-
tality rate approximately 40% higher than that of the overall US
population. The National Cancer Institute has funded Rapid City
Regional Hospital to provide clinical trials, behavioral research,
a genetic protocol, patient navigator services (assisting patients
with health care coordination and financial issues and helping
them to understand their options), and community education for
members of 3 western South Dakota tribes.

Challenges faced by the project included obtaining multiple
approvals from 3 tribes, 4 IHS facilities, and 5 institutional review
boards; travel distances; lack of screening; red tape of referrals;
and refusal by some payers to cover clinical trials. Building trust
through ongoing communication and community presence is key
to a successful project.

IN THE UNITED STATES,
various subpopulations experi-

ence different rates of cancer de-

tection, treatment, participation
in clinical trials, and outcomes.
In particular, the population of
Native Americans served by the
10-state Billings, Aberdeen, and
Bemidji service areas of the

Indian Health Service (IHS) suf-

fers from a cancer mortality rate

approximately 40% higher than

that of the overall US population.’

Researchers from the THS ana-

lyzed cancer mortality data from

the death certificate database of
the National Center for Health
Statistics, which were adjusted
for racial miscategorization and
the age structure of the popula-
tion, and then summarized the
results for 1994 through 1998.
Although their rates of breast
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cancer mortality were approxi-
mately 15% lower than for
Whites, Native Americans in this
10-state Northern Plains region
had significantly higher average
annual age-adjusted mortality
rates for colorectal cancer (58%
higher), lung cancer (62%), cervi-
cal cancer (79%), and prostate
cancer (499%).°

Rapid City Regional Hospital,
in the Black Hills of western
South Dakota, provides second-
ary and tertiary cancer care for
an estimated 60000 Native
Americans living within a 200-
mile radius of Rapid City (Figure
1). Most of these tribal members
live in the IHS Aberdeen Area
(North Dakota, South Dakota,
Iowa, and Nebraska). In 1996
through 1998, the life ex-
pectancy at birth (both genders)
for Native Americans in the Ab-
erdeen Area was 65.4 years,
compared with 70.6 years for all
THS areas (1996—1998) and
76.5 years for the general US
population (1997).°

The local population served by
Rapid City Regional Hospital is
growing very rapidly, with nearly
50% of the population aged
younger than 18 years, according
to data from the 2000 US Cen-
sus. In 1996 through 1998, the
leading causes of death in the
Aberdeen Area were diseases of
the heart (21% of deaths), malig-
nant neoplasms (15%), uninten-

tional injuries (14%), diabetes
mellitus (8%), and chronic liver
disease and cirrhosis (6%).°

A retrospective chart review
was performed for 93 Native
American radiation therapy pa-
tients treated at the hospital’s
Cancer Care Institute between
January 1998 and October
2002.” The median one-way dis-
tance patients traveled was 109
miles (ranging from 5 to 215
miles). Thirty-seven percent of
Native American patients trav-
eled at least 150 miles each way.
Of 61 Native American patients
treated with curative intent, 28%
had treatment delays (i.e., missed
days) of 6 or more days and
15% had delays of 11 or more
days. Thirty of the patients (half)
experienced grade 2 radiation
treatment toxicities, and 10 had
grade 3 radiation treatment
toxicities.

Statistics from Rapid City
Regional Hospital’s Tumor Reg-
istry (1990-2000) indicate that
Native Americans are more
likely than other patients to
present with advanced (stage III
or IV) disease, which leads to
lower survival rates (Table 1).”
For colorectal, breast, prostate,
cervical, and lung cancer, ap-
proximately 50% of Native
Americans arrived at the hospi-
tal with advanced cancer, as op-
posed to 36% of non—Native
Americans.
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Source. 2000 US Census data.

® Rapid City Regional Hospital

A sizeable literature exists on
the barriers to equal health-
related behaviors, health care,
and outcomes for minority
groups in the United States. In
a review of the published litera-
ture through 1996, Guidry et al.
identified barriers such as com-
munication problems between
patients and providers, lack of in-
formation on side effects, cost of
treatment, difficulty in obtaining
and maintaining insurance cover-
age, and absence of social sup-
port networks.® Other studies on
the barriers to healthy behavioral
choices and to timely and effec-
tive health care for minority
groups have identified additional
problems, including the need
for social support”; poor commu-
nication between patient and
provider regarding different un-
derstandings of health and dis-
ease'’; fear, language barriers,
and lack of education and accul-

FIGURE 1—Native American population, by county, for the region using Rapid City Regional Hospital.

turation'; perceived racial, eco-
nomic, and gender bias 2. Jack of
a regular doctor®; lack of cul-
tural competence on the part of
nurses'; and low levels of health
literacy.'®

Barriers to timely and effective
cancer diagnosis and treatment
for Native Americans in western
South Dakota include the follow-
ing: lack of knowledge of the dis-
ease, its screening, and treat-
ment; logistical problems (e.g.,
transportation, finances, family
care, communications) in access-
ing cancer-related health care;
lack of trust, hope, or emotional
support concerning cancer treat-
ment and recovery; and the red
tape involved in dealing with
multiple health care entities,
which leads to problems in ob-
taining test results, understanding
options, being referred, and mak-
ing payments. Taken together,
these data and barriers indicate
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that in our region, cancer out-
comes for Native Americans are
significantly poorer than those
for non—Native Americans. We
have outlined obstacles to and
solutions for a cancer research
program attempting to resolve
these disparities.

THE PROJECT

The National Cancer Institute’s
Cancer Disparities Research Part-
nership (CDRP) program has
funded 6 sites across the United
States to research and reduce
cancer mortality disparities
among various minority popula-
tions. Rapid City Regional Hospi-
tal's CDRP grant, “Enhancing Na-
tive American Participation in
Radiation Therapy Trials,” pro-
vides clinical trials, behavioral re-
search, a genetic protocol, Patient
Navigator services, travel assis-
tance, and community education

KEY FINDINGS

* Native Americans in the [HS
Northern Plains Region have sig-
nificantly higher age-adjusted
rates of cancer mortality than
the general US population.

Native Americans in western
South Dakota present with more
advanced stages of cancer than
do non-Native Americans in the
region.

*The Cancer Disparities Research
Partnership project at Rapid City
Regional Hospital is positioned
to have a significant impact on
cancer health care for the Na-
tive American population of
western South Dakota.

Building trust requires going
through the full tribal and IHS
approval process, including tak-
ing time to educate and to an-
swer questions.

Building trust also requires
a commitment to providing
needed services in the com-
munity over time and in a cul-
turally appropriate way.

for members of 3 Lakota tribes
in western South Dakota (Oglala,
Rosebud, and Cheyenne River
Sioux tribes) as well as the Native
American population in Rapid
City. The 5-year project was initi-
ated in late 2002.

The goal of this grant project
is to reduce cancer mortality
rates for Native Americans in the
region. Specific objectives that
support this goal are as follows:

1. To document the major fac-
tors responsible for cancer
health disparities in the Native
American population served by
Rapid City Regional Hospital;
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TABLE 1—Percentages of Native Americans and Non-Native Americans
Presenting at Rapid City Regional Hospital With Advanced (Stage Il
or IV) Cancer: Tumor Registry Data, 1990-2000

2. To determine whether
shorter, but equally effective,
courses of treatment will en-
hance the acceptability and com-
pletion rate of radiotherapy; and

3. To ascertain whether there
may be a genetic basis for anec-
dotal reports that Native Ameri-
cans experience increased radia-
tion toxicities.

With a staff of 10 (including 4
field staff members), 2 collabo-
rating partner institutions (Uni-
versity of Wisconsin—Madison
and Mayo Clinic—Rochester), nu-
merous consultants, and 8
unique research protocols, this
large project is positioned to sig-
nificantly affect the approach to
cancer-related health care for the
Lakota Nation.

OBSTACLES TO OVERCOME

The project has had to over-
come a number of serious obsta-
cles. The most immediate of
these has been the need to ob-
tain multiple approvals for each
research protocol. Clinical proto-
cols (brachytherapy and to-
motherapy radiation treatment
trials) have each required the ap-
proval of 4 institutional review
boards (IRBs): those of the Uni-
versity of Wisconsin, the Rapid
City Regional Hospital, the

Cancer Type % Presenting With Stage Il or IV Disease (n)
Native American Non-Native American
Lung 72(92/127) 68 (669/989)
Breast 16 (12/75) 10 (111/1127)
Colorectal 48 (26/54) 40 (298/739)
Prostate 44 (22/50) 30 (281/945)
Cervix 53(8/15) 26 (13/51)

Aberdeen Area IHS, and the na-
tional IHS. Survey and Patient
Navigator protocols have each
required the approval of 3 IRBs:
those of the Rapid City Regional
Hospital, the Aberdeen Area
IHS, and the national IHS. The
genetic protocol will require ap-
proval from 5 IRBs (those al-
ready named and the Mayo
Clinic IRB). Furthermore, before
considering these protocols, the
IRB of the Aberdeen Area IHS
requires resolutions of support
from each of the 3 tribes in-
volved, from the chief executive
officers at the IHS hospitals on
the 3 reservations and in Rapid
City, and from the 18-member
Aberdeen Area Tribal Chair-
men’s Health Board. Arguably,
IHS IRB approvals were not re-
quired because we are not using
any IHS staff, data, or patient
records for the research; how-
ever, we felt these approvals
were extremely important for
maintaining good relationships
and ensuring broad-based com-
munity support for our project.
The project’s approach to this
daunting task has been one of
patience, persistence, and rela-
tionship building. Staff members
meet frequently with and make
periodic presentations to tribal
councils, tribal health boards,
IHS decisionmakers, community
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leaders, and the Aberdeen Area
Tribal Chairmen’s Health Board.
Working groups were held on
each reservation and in Rapid
City to receive input on survey
questions. A biweekly to monthly
radio show allowed us to talk
about the importance of early
detection and treatment for can-
cer. A community genetics edu-
cation curriculum was being de-
veloped to explain the value of
the cancer-related genetic test we
plan to offer.

We have received approval for
all of our 8 protocols from all the
relevant IRBs and tribal entities
and from the Aberdeen Area
Tribal Chairmen’s Health Board.
We gained the necessary support
from the tribes by explaining our
research protocols, making the
case for their usefulness to indi-
vidual cancer patients and to the
tribe, answering questions openly,
and providing frequent updates
to decisionmakers and commu-
nity members. For each tribal res-
olution of support, we included
language ensuring that research
results would be shared with the
tribe. We could not, however,
share raw data, because this
would constitute a violation of
confidentiality. Therefore, we
shared results in the form of
quarterly written updates that
were presented to tribal councils
and the Tribal Chairmen’s Health
Board each time we met with
them. Moreover, our IHS IRB
approvals required us to obtain
tribal approvals prior to publica-
tions about the study. For exam-
ple, we have letters of approval
from all 3 tribes for this article.

Another set of obstacles re-
flects the barriers that face Na-
tive Americans needing cancer
treatment: long travel distances;
lack of screening opportunities;
lack of education about cancer;
IHS funding shortfalls; the red

tape of patient referrals; payment
problems involving the IHS,
Medicare, Medicaid, the Depart-
ment of Veterans Affairs, TRI-
CARE (military health care pro-
gram), and private insurers; and
the refusal of some payers to
cover clinical trials. Our staff mit-
igate these issues on a daily
basis, with help from the tribes,
the IHS, contract health offices,
the National Breast and Cervical
Cancer Early Detection Program,
nonprofit organizations such as
the American Cancer Society,
and others. Constant networking,
communication, and brainstorm-
ing allow us to keep everyone in
the loop and look for creative
ways to resolve the various road-
blocks that arise. The long travel
distances from the reservation to
the Cancer Care Institute are mit-
igated through a grant fund that
provides money to cancer pa-
tients for gas, food, and lodging
as part of our Patient Navigator
program. Sophisticated telemedi-
cine equipment provided by the
grant will be used for patient
consultations so that lengthy trips
can be avoided where possible.
A third obstacle is the fact
that Rapid City Regional Hospi-
tal had not received federal re-
search grants in the past and
thus had not developed either
the necessary infrastructure for
administering grants or a culture
that supports research. Other
hospitals located close to rural
Native American populations are
likely to face the same situation.
The National Cancer Institute’s
CDRP program anticipated this
problem, providing for advice
and mentoring from 2 experi-
enced partner institutions (Uni-
versity of Wisconsin—Madison
and Mayo Clinic—Rochester).
Perhaps the most fundamental
obstacle to this project is the
historical reality of relationships
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between the Lakota and
non—Native American (White)
populations over the past century
and a half. Many Native Ameri-
cans in western South Dakota
have had experiences or heard
stories that led them to doubt
their welcome in Rapid City and
at Rapid City Regional Hospital.
Some Native Americans, particu-
larly those with a more tradi-
tional perspective, do not trust
Western medicine, medical re-
search, or genetic testing.

Building trust, therefore, is an
essential component of all our
activities. Trust requires open-
ness, honesty, culturally appropri-
ate messages, culturally inte-
grated staff, services that people
can appreciate, long-term com-
mitments, consistency, patience,
and time. As Lakota people often
say, “We have to do this in a
good way.” Without such trust,
none of our research studies
would receive the approvals re-
quired to begin, let alone the
necessary community coopera-
tion required to succeed. If the
project succeeds in developing
effective programs that help
lower cancer mortality rates, it
will constitute a milestone in rec-
onciliation as well as in the inter-
related challenge of reducing
health care disparities. B
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