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Abstract

Native Hawaiians experience disproportionate rates of
cancer incidence and mortality both nationally and in their
homeland, Hawai‘i. ‘Imi Hale—the Native Hawaiian Cancer
Awareness, Research, and Training Project, a five-year
project funded by the National Cancer Institute, is aimed
at reducing the burden of cancer among Native Hawai-
ians. The project’s overall goal is to reduce cancer
incidence and mortality among Native Hawaiians through
the establlshment of a sustalnable mfrastructure to 1)

velopment of culturally sensitive booklets on breast
cancer and the provision of cancer education and screen-
ing for members of the Association of the Hawaiian Civic
Clubs®. Research and training activities included focus
groups to explore the perceptions and experiences of
cancer survivors, surveys to assess research priorities, the
identification of Native Hawaiian researchers and the
development of pilot research projects. The work of ‘Imi
Hale is guided by the hope that Native Hawaiians can
reverse the negative effects of cancer and leave a pow-
erful legacy and inheritance for future generations based
on good health and well-being. ‘Imi Hale means “to
establish, as a dynasty; to acquire authority, power; to
seek and establish an inheritance for one’s children; and to
form a friendship so close that one feels welcome in the
house of the other'.”

“By using our language for a name, we are invoking and
honoring our ancestors, our culture, language and restora-
tion as a nation®.”

Introduction

Although residents of Hawai‘i are reputed to have the
longest life span and the best health status in the nation,
the life expectancy of Native Hawaiians is the lowest of
all major ethnic groups in the state3. In addition, Native
Hawaiians suffer the highest age-sex standardized mor-
tality rates of any maJor ethnlc group in Hawai‘i‘. A

cer research training, and
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the negative effects of cancer and

leave a powerful legacy and inheritance
for future generations based on good
health and well-being.
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Site

Table 1. Cancer incidence and mortality rates per 100,000 for US. 1988 - 1992
By gender and cancer site and ranked by ethnic group (Source: Miller BA, et al, 1996)

Males

Females

Incidence

Mortality

Incidence

Mortality

All
Cancers
Combined

African American (560.0)
White (469.0)

Alaska Native (372.0)
Native Hawaiian (340.0)

African American (319.0)

Native Hawaiians
(239.0)

Alaska Native (225.0)

Alaska Native (348.0)
White (346.0)

African American (326.0)
Native Hawaiian (321.0)

Alaska Native (179.0)
Native Hawaiian (168.0)
African American (168.0)
White (140.0)

Lung and
Bronchus

African American (117.0)
Native Hawaiian (89.0)
Alaska Native (81.1)

African American (105.6)
Native Hawaiian (88.9)

White (non-Hispanic)
(72.6)

Alaska Native (50.6)
African American (44.2)
Native Hawaiian (43.1)

Alaska Native (45.3)
Native Hawaiian (44.1)
White (31.9)

Pancreas

African American (14.0)
Native Hawaiian (10.9)
White (9.8)

African American (14.4)
Native Hawaiian (12.8)
White (9.7)

African American (11.5)
Native Hawaiian (8.7)

African American (10.4)
Native Hawaiian (9.1)
White (6.9)

Breast

White (111.8)
Native Hawaiian (105.6)
African American (95.4)

African American (31.4)
White (27.0)
Native Hawaiian (25.0)

Corpus
Uteri

Native Hawaiian (23.9)
White (22.3)
Japanese (14.5)

Native Hawaiian (8.4)
African American (6.0)
White (3.2)

Ovary

American Indian (New
Mexico) (17.5)

White (15.8)
Vietnamese (13.8)

Caucasian (8.1)
Native Hawaiian (7.3)
African American (6.6)

Stomach

Korean (48.9)
Japanese (30.5)
Alaska Native (27.2)

Japanese (17.4)
Native Hawaiian (14.4)
African American (13.6)

Vietnamese (25.8)
Korean (19.12)
Japanese (15.3)

Native Hawaiian (13.0)

Native Hawaiian (12.8)
Japanese (9.3)
African American (5.6)

Colon &
Rectum

Alaska Native (79.7)
Japanese (64.1)
African American (60.7)

African American (28.2)
Alaska Native (27.2)
Native Hawaiian (23.7)

Alaska Native (67.4)
African American (45.5)
Japanese (39.5)

Alaska Native (24.0)
African American (20.4)
White (15.3)

Prostate

African American (180.6)
White (134.7)
Japanese (88.0)

African American (53.7)
White (24.1)
Native Hawaiian (19.9)

Non-
Hodgkin's
Lymphoma

White (18.7)
Vietnamese (15.8)
Hispanic (14.1)

Native Hawaiian (8.8)
White (8.1)
African American (5.8)

Native Hawaiian males and females had the second
highest overall incidence rate of cancer, and the highest
age-adjusted mortality rates when compared to other
ethnic groups in Hawai‘i*¢. In another analysis, it was
noted that mortality rates for pure Hawaiians were 112%
higher than that for part Hawaiians, and 218% higher than
“all races” in the state’.

Comparing Hawai‘i-based rates with national data from
other ethnic groups, Native Hawaiian males and females
have the fourth highest incidence rates for ali cancers
combined and the second highest mortality rates for all
cancers combined, after African American males, and
Alaska Native females (see Table 1)8. Although epidemio-

logical data reveal that some types of cancer have
declined in Native Hawaiians, mortality from other types
of cancers, specifically lung, breast, and uterine cancers in
women, and lung, liver and pancreas cancers in men, have
increased.

Once diagnosed with cancer, Native Hawaiians do not
fare as well as Caucasian Americans.  Several reasons
have been postulated for the increased cancer risk and
mortality from cancer in the Native Hawaiian population,
including a history of oppression, higher prevalence of
behavioral risk factors that contribute to cancer, ineffec-
tive cancer prevention and control efforts, and poor
access to cancer prevention-early detection and treat-
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system* 2) Native Hawaiians are underrepresented in
health care professions, e.g., only 5.5% of physicians in
Hawai‘i are Native Hawaiian'?; 3) Native Hawaiians have
lower cancer screening rates and seek diagnosis and
treatment later than other ethnic groups; and 4) there is a
lack of culturally relevant and appropriate health promo-
tion and disease prevention programs for Native Hawai-
ians®.

The lack of culturally relevant services is due to the
omission of Native Hawaiian values and practices in the
design and delivery of services''. Health services and
research initiatives historically have neglected traditional
values and are hindered by misunderstanding or igno-
rance of cultural beliefs and symbols that are important to
Native Hawaiians. For example, in the Hawaiian culture,
there is an emphasis on holistic health in which biological,
emotional, cognitive, and spiritual well-being are all inter-
related. Yet, spirituality as a dimension of well-being has
been minimized or absent in health services'>. Some
traditional cultural values that are important in health
services include mana (spirituality), Iokahi(harmony), ‘ohana
(extended family), aloha ‘dina (caring for the land), and
kokua (mutual help, cooperation). An important aspect of
these values is the emphasis on personal and familial
affiliations. Native Hawaiians tend to rely on personal
networks and relationships in coping with problems, and
are uncomfortable with impersonal bureaucratic services.
Native Hawaiian cultural val-
ues and behaviors are often
in direct conflict with West-
ern values, the latter of which
focus on the individual and
emphasize specialization.
Delivering services and/or
conducting research in a cul-

Health services and research
initiatives historically have neglected
traditional values and are hindered
by misunderstanding orignorance of
cultural beliefs and symbols that are
importantto Native Hawaiians.

1. Increase cancer awareness among Natlve Hawaiians;

2. Increase awareness among Native Hawaiians about
cancer clinical trials;

3. Increase the number of Native Hawaiian researchers;

4. Increase the number of research grants addressing
cancer in Native Hawaiians; and

5. Establish a participatory research protocol to support
scientifically rigorous research that is respectful of
cultural beliefs, practices, and customs.

‘Imi Hale is a community-based project that empha-
sizes community participation, respect for cultural values,
and the sharing of information. It is believed that a
commitment to involve Native Hawaiians in all phases of
the project will lead to community-defined priorities and
activities for cancer awareness, research, and training.
Although the project focuses on Native Hawaiians, ‘Imi
Hale also shares information that may have relevance for
other Pacific Islanders.

A community-based cancer
awareness and research model

In developing its community-based approach, ‘Imi Hale
draws from the success of several programs of the last
decade, including the Wai‘anae Cancer Research Project,
Na Pu‘uwai Cancer Screening Program, and Native Hawai-
ian Mammography Screening Project (1989-1990). Fo-
cusingon either cancer screen-
ing or research, these pro-
grams have had success in
reaching Native Hawaiians and
increasing Native Hawaiian
participation in cancer aware-
nessand screening®'#'>. These
programs emphasize the full

turally appropriate manner
involves acknowledging and integrating these cultural
values and practices in the planning, development, and
implementation processes'3.

‘ImiHale

‘imi Hale—the Native Hawaiian Cancer Awareness, Re-
search and Training Project—was designed to address the
burden of cancer among Native Hawaiians in a manner
that is respectful of cultural beliefs, values, and practices.
Developed and managed primarily by Native Hawaiians,
‘Imi Hale is a program of Papa Ola Lokahi, a community
organization that focuses on Native Hawaiian health.

The overall goal of ‘Imi Hale is to reduce cancer
incidence and mortality among Native Hawaiians through
the establishment of a sustainable infrastructure to 1)

involvement and participation
of Native Hawaiians in all phases of screening and re-
search activities. Such participation increases attention
to cultural values and protocol and the sharing of informa-
tion. The organizational design and community-based
activities of ‘Imi Hale reflect the project objective:

O to establish participatory research protocol that sup-
ports scientifically rigorous research that is respectful
of cultural beliefs, practices, and customs.

Organizational design

Staff. The organizational design of ‘Imi Hale systemati-
cally includes a broad network of Native Hawaiians. Six
of the nine members of the leadership staff are Native
Hawaiian, including the principal investigator, one re-
search co-director, both project co-directors, the pro-
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Table 2. ‘Imi Hale partners

Alu Like, Inc.

Association of Hawaiian Civic Clubs
Cancer Information Service
‘llio*ulaokalani Coalition

Ke Alaula

Kamehameha Schools

Pacific Biomedical Research Center
Pacific Health Research Institute
The Queen’s Cancer Institute

The Queen’s Medical Center Department of Research, Planning, and Development

Research Centers in Minority Institutions, Clinical Research Center

State Council of Hawaiian Homestead Association

Tripler Army Medical Center

Wai‘anae Coast Comprehensive Health Center

University of Hawai‘i
Cancer Research Center of Hawai‘i

Native Hawaiian Center of Excellence, John A, Burns School of Medicine JABSOM)
Native Hawaiian Mental Health, Department of Psychiatry, JABSOM

gram manager, and the administrative assistant. The non-
Hawaiian members of the team either have a long history
of involvement in Native Hawaiian health issues and/or
are well known for their research expertise. In addition,
each of the five Native Hawaiian Health Care Systems, one
on each major island, receives funds to support Commu-
nity Outreach Staff (COS) to focus on ‘Imi Hale’s cancer
awareness and research activities involving their clientele.
Four of the five COS staff assisting ‘Imi Hale are Native
Hawaiian.

Advisors. Two advisory councils, the Community Coun-
cil and the Scientific Council, and one policy-establishing
committee, the Steering Committee, guide the work of
the ‘Imi Hale staff and participating researchers.

The Community Council consists of 10 community
members from the islands of O‘ahu, Hawai‘i, Kaua‘i, Maui,
and Moloka‘i. The Council’s primary responsibility is to
review and ensure the cultural appropriateness of proc-
esses and projects affecting Native Hawaiian community
participants. Nine of the ten Community Council members
are of Native Hawaiian ancestry, and by their affiliations,
have the potential to reach out to their respective
community groups.

The Scientific Council consists of physicians who work
with Native Hawaiian communities, as well as scientists
who are well recognized for their expertise in research and
in Native Hawaiian health. Half of the members are Native
Hawaiian, and the Council’s primary responsibility is to
review and ensure the scientific soundness of projects.

The nine-member Project Steering Committee consists
of the five directors of the Native Hawaiian Health Care
Systems as well as individuals representative of the
media, business, and other organizations impacting Na-
tive Hawaiians. Six of the nine members are Native
Hawaiian. The Committee’s overall responsibility is to
help shape the policies and procedures of ‘Imi Hale.

N4 Liko Noelo (Budding Researchers). A centerpiece to
any research and training program is the identification,
networking, and support of investigators. ‘Imi Hale has
begun the Na Liko Noelo program for the purpose of
identifying, linking, and training Native Hawaiians who
want to become cancer researchers or who want to learn
more about cancer research. Drawing from the Native
Hawaiian language, the phrase “na liko” refers to plant
buds and “noelo” is a term referring to research. As with
the title ‘Imi Hale, Na Liko Noelo utilizes the Hawaiian
language as a way of connecting to and gathering
inspiration from the Hawaiian culture.

A beginning inventory of Native Hawaiians interested in
the Na Liko Noelo program includes individuals with
varied educational backgrounds, from individuals with
doctorates to Native Hawaiian high school students. Na
Liko are involved in on-going cancer awareness and
research programs, and some serve on ‘Imi Hale commit-
tees and councils. Additionally, ‘Imi Hale assists these
new investigators in developing research proposals, aim-
ing first for small pilot grants that have the potential to
lead to larger, more comprehensive studies.

Community Partners. Community partnerships are im-
portant to ‘Imi Hale because they provide a broader
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network of involvement for Native Hawaiians and others
who are advocates for Native Hawaiian health, while
providing a mechanism to share and disseminate informa-
tion.

‘Imi Hale has formed partnerships with a diverse array of
organizations, both scientific and community based (see
Table 2). Some partners provide services and training to
Native Hawaiians, while others emphasize cultural proto-
col and cancer services, and still others specialize in
research. Many partners help identify and mentor Na Liko
Noelo. It is hoped that such a broad network of commu-
nity partners assures full participation of Native Hawai-
ians, and also provides for the exchange of information
that will culminate in improved knowledge and services
for this population.

These partnerships can potentially work to overcome
issues that have historically contributed to Native Hawai-
ians’ reluctance to participate in research activities. These
include: 1) Native Hawaiians feeling like they are always
the “guinea pigs”; 2) never seeing any direct benefit in the
community; 3) rarely or never seeing Native Hawaiians as
part of the research team; 4) fearing being told “you’re
sick” with no financial means to access care; 5) not being

expertise regarding their respective islands and their
communities.

Community-based activities

The organizational design of ‘Imi Hale, with its support
from community partners and the NHHCS Institutional
Review Board, has provided the infrastructure from which
to plan and implement several community-based cancer
awareness and research activities.

Cancer awareness

Cancer awareness is defined as commonly held knowl-
edge about cancer causes, prevention, and treatment
with respect to: 1) the high incidence and mortality for
certain cancers among Native Hawaiians; 2) the most
frequently diagnosed cancers for Native Hawaiians; 3) the
behavioral risk factors associated with cancer; 4) the
importance of screenings for early detection; and 5) the
importance of obtaining state-of-the-art treatment. ‘Imi
Hale's role in cancer awareness is explicitly stated in the
objectives:

Q to increase cancer awareness among Native Hawai-
ians

100g NailVe -.awanans apQul i,
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ic Plan. A Strategic Planning
design a Cancer Awareness
awaiian communities. The
ster the development and
s to increase cancer aware-
ness among Native Hawai-
ians. Information from sev-
eral of ‘Imi Hale’s activities,
including a statewide inven-
tory of cancer awareness ac-
tivities, focus group analy-
ses, and a survey of cancer
awareness and research pri-
orities, contributed to the de-
velopment of the plan. As a
ivities will focus on smoking
eenings (mammograms, PAP
ctal exams), diet, nutrition,
so focus on the best methods
s, including information pro-
sionals, community events,
n-one “talk-story” sessions.

en involved with two major
er awareness within Native
development, dissemination,
iealth booklets, and cancer
the Association of Hawaiian
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located outside of the community; 6) distrusting how the
data will be used; and 7) lacking basic knowledge about
research and clinical trials'®.

Native Hawaiian Health Care Systems Institutional Re-
view Board (NHHCS-IRB). The work of ‘Imi Hale is sup-
ported by the establishment of The Native Hawaiian
Health Care Systems’ Institu-
tional Review Board (NHHCS-
IRB) in May 2000. This group,
sponsored by Papa Ola Lokahi
and the Native Hawaiian
Health Care Systems, is
charged with protecting the

cancer clinical trials

Cancer Awareness Strateg
Task Force was created to
Strategic Plan for Native H
intent of the plan is to f
implementation of program

To date, ‘Imi Hale has been involved
with two major activities to promote
cancer awareness within Native
Hawaiian communities—the
development, dissemination, and
evaluation of breast health booklets,

safety of Native Hawaiian  and cancer education and screening...

participants and communities

in research. Its development

was stimulated by the recognition that existing IRBs
within the state of Hawai‘i were inappropriate to address
the needs of the NHHCS and lacked awareness of poten-
tial harms to Native Hawaiian communities.

The NHHCS-IRB includes 27 members representing
O‘ahu, Maui, Hawai‘i, Kaua‘i, and Moloka‘i. The majority of
members (85%) are of Native Hawaiian ancestry and are
associated with Papa Ola Lokahi and/or one of the five
Native Hawaiian Health Care Systems. Members were
selected for their expertise in one or more of the following
fields: 1) Native Hawaiian cultural beliefs and practices; 2)
biomedical research; 3) behavioral research; 4) medicine;
and 5) public heaith. Additionally, members come with

result, cancer awareness act
cessation, timely cancer scr
smears, prostate and colore
and exercise. The plan will al
to increase cancer awarenes
vided by healthcare profes
printed materials, and one-

To date, ‘Imi Hale has be
activities to promote canc
Hawaiian communities—the
and evaluation of breast t
education and screening for
Civic Clubs.
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Table 3. Native Hawaiian Breast Health Education Booklet evaluation results

Response Rate

Frequency (Percent)

Kaua'‘i (n=60)
Moloka‘i (n=40)
O‘ahu (n=125)
Civic Clubs (n=250)
Total (n=500)

38 (64%)
18 (45%)
69 (55%)
55 (22%)
180 (36%)

Booklets Read

Breast Health Care (BHC) only
Discovering We Had Breast Cancer (DBC) only
BHC and DBC

All Booklets (BHC, DBC, including Hawaiian language version

3 (1.7%)
7 (3.9%)
168 93.3%)

of booklets) 2 (1.1%)
Age Range of Respondents

<18 4 2.3%
18-34 35 (19.7%)
35-49 44 (24.7%)
50-64 50 (28.1%)
65+ 45 (25.3%)

Mean (Scale 1 -5)

Questions: Usefulness of booklets

1=not useful, S=very useful

Teaching Breast Self-Exam (BSE)
Showing breast cancer (BC) warning signs

4.51
4.70

v A W N~

Persuading to get clinical breast exams after age 18
Persuading to get mammograms every year after age 40
Teaching that family history is a risk factor for BC

4.59
4.51
4.56

Questions: Usefulness of booklets

= not useful, 5= very useful

6. Increasing confidence to ask BC questions to healthcare 4.41
providers ’
7. Convincing me to get my family and friends to do regular
4.50
BSE & mammograms
8. Helping me to take charge of own health 4,53
Questions: Strongly agree with questions 1 = strongly disagree; 5 = strongly agree
9. Found the booklets easy to read 4.78
10. Found the tone positive and encouraging 4.69
11. Would share booklets with family & friends 4.74
12. Made positive difference that stories were from Native 4.60

Hawaiian women

Native Hawaiian Breast Cancer Survivors “Talking Story.”
‘Imi Hale has created two culturally sensitive booklets for
Native Hawaiian women entitled, Discovering We Had
Breast Cancer and Breast Health Care. Sharing their
perscnal experiences with breast cancer, 12 Native Ha-
waiian survivors “talk-story” on the importance of breast
cancer prevention through early detection and screening
(mammograms and breast self-exam). In a spirit of laulima
(working together) and kdkua (helping), these survivors
share their experience with other Native Hawaiians in the
hopes that their stories will increase awareness about
breast health and thus save lives.

The breast cancer prevention messages are brief, con-
cise, and printed in a larger-than-normal font size. This was
done particularly to meet the needs of a primary target
audience, the kapuna wahine (female elders) who may
never have experienced breast screenings of any type. It
was important to de-mystify the screening processes for
readers and to increase their identification with the cancer
survivors and their stories. Therefore, much emphasis was
placed on visual communication, with simple illustrations
using darker-complexioned women as well as actual
photographs of the storytellers. The booklet was also
translated into the Hawaiian language for native speaking
women.
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Table 4. Focus group findings, preliminary report, January 2001

Sample characteristics (n=45) n % of respondents
Demographics

Female 36 (80)
Male 9 (20)
Married 23 (50)
Post-high school education or training 18 (40)
Health insurance 45 (100)
Average age 58

Island

O‘ahu 21 (47)
Neighbor island 24 (53)
Cancer diagnosis in the last 10 years 30 (66)
Survivors demonstrated

high level of personal strength and proactive health ’8 62)
behavior re: screening, diagnosis and treatment

belief (and reliance on) a Christian God 19 (42)
reliance on ‘ohana (family) as a form of social support 30 (67)
trust in specific heaithcare professionals 20 (44)
Obstacles to survivorship

delayed diagnosis by healthcare professional 11 (24)
no/poor information 10 22)
Best sources of cancer information

healthcare professional 23 (51)
community event 19 (42)
printed materials 18 40)
face-to-face 17 (38)
other cancer survivors 14 (31)

A total of 7,600 English and 4,150 Hawaiian versions of
the booklet sets¢ were distributed statewide, utilizing
established networks, such as the Native Hawaiian Health
Care Systems (NHHCS), the Hawaiian Civic Clubs (HCQ),
and health agencies with high percentages of Native
Hawaliian clients. To assess the acceptability and useful-
ness of the booklets, 500 evaluation surveys were distrib-
uted to Native Hawaiian women at the HCC Annual
Convention (November 2000) and to clients of the NHHCS
on Kaua‘i, O‘ahu, and Moloka‘i. These surveys had 12
questions assessing readers’ perceptions and behavioral
intentions regarding breast cancer. A total of 180
responses were received. Responses to questions ranged
from 1 “Not Useful” or “Strongly Disagree” to 5 “Very
Useful” or “Strongly Agree.” A mean score greater than
4.41 for all 12 items strongly suggested that readers
found these booklets useful and culturally acceptable
(see Table 3).

In addition to the evaluation survey, highly favorable
anecdotal feedback was provided. Respondents appre-

ciated that the stories and messages came from within
their community or ‘ohana (family) and felt that they were
better able to identify with the 12 storytellers whose
names, family lineages, and geographical ties were known.

Association of Hawaiian Civic Clubs. ‘Imi Hale and the
Association of Hawaiian Civic Clubs are collaborating on
a five-year initiative emphasizing cancer education and
screening activities. ‘Imi Hale will provide education and
various cancer screenings at the annual convention of the
Association of Hawaiian Civic Clubs and use this venue to
increase cancer awareness. The annual meeting convenes
approximately 800 Native Hawaiians annually. At the
2000 annual convention, ‘Imi Hale staff and two N3 Liko
Noelo provided cancer prevention education at the ple-
nary session and at committee meetings; administered
surveys on cancer research priorities; distributed copies
of the breast health booklets with evaluation forms: and
participated in health screenings. Future activities for this
five-year initiative include: 1) dissemination of culturally
relevant education materials to Civic Club membership; 2)
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Table 5. Specialty Physician Survey findings, preliminary report - February 2001

Sample characteristics (n=45) n % of respondents
Primary Specialty

Medical Oncology 20 (44)
Radiation Oncology 7 (16)
Surgery 16 (36)
OB/GYN 1 (2)

Other (unspecified)

1 (2)

Average years in practice

22 (range 7-40)

Location of practice
O‘ahu
Neighbor island

35 (77)
10 (23)

Newly diagnosed cancer patients

12/month (range 1 to 30)

Cancer clinical treatment trials (CT)

Already participate in CT 29 (VAD)]
Comfortable discussing CT with patient 40 (89)
Reported discussing CT with patient 35 77)
Average # of patients CT were discussed with 39/year (range 1 to 240)
Patients that entered CT 7 (18)
Barriers to discussing CT

not enough support staff 21 47)
patients’ refusal to participate 21 (47)
patients have co-morbidities 17 (38)
biased to the study 17 (38)
takes too much time 14 (31)
not innovative 13 (29)
doesn't address questions relevant to my patients 12 27)
not compensated 11 (25)
too difficult to provide informed consent 11 (25)
patients lack transportation 10 23)
Preferred ways to receive information

Cancer Research Center of Hawai‘i 27 (60)
tumor boards 17 (38)
conferences 5 (33)
Internet 14 (29)
journals 13 (29)

presentations by speakers on the early detection of
cancers through screening; 3) cancer screening (skin,
breast, prostate, etc.) and education activities, and 4)
participation in various research projects.

Cancer research
Cancer research is defined as the scientific inquiry and

method that examine all aspects of cancer, and can range
anywhere along a continuum of care, including aware-

ness, prevention, early detection, treatment, recovery,

and aftercare. The training of investigators is an integral

part of conducting sound scientific research. The follow-

ing two objectives provide direction for the research

activities of ‘Imi Hale:

O to increase the number of Native Hawaiian research-
ers.

O to increase the number of research grants addressing
cancer in Native Hawaiians.
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Year 1 activities included focus groups and surveys to
assess priorities, the identification of and assistance to
Native Hawaiians interested in cancer research, and the
development of pilot research projects. Ail research
projects have emphasized Native Hawaiian participation
and cultural values.

Focus Groups. The implementation of Native Hawaiian
cancer survivor focus groups throughout the state of
Hawai‘i was the first major research project of ‘Imi Hale.
These focus groups were comprised of Native Hawaiian
cancer survivors who “talked story” about: 1) their expe-
riences with cancer diagnosis, treatment, and recovery; 2)
their familiarity with and participation in clinical trials and
other research; and 3) their ideas for cancer awareness
and research activities. Protocol for the focus groups was
approved by the NHHCS-IRB. The focus groups were
conducted with the assistance from the Community
Outreach Staff on their respective islands and two N4 Liko
Noelo (new researchers).

In all, 45 Native Hawaiian cancer survivors participated
in eight focus groups (see Table 4). The majority of
participants were women (80%) and the average age was
58 years. About half of the participants were married,
many had post-high school
education or training (40%),
and most (66%) had been di-
agnosed with cancer within
the last 10 years. The most
frequently diagnosed cancer
was breast cancer (40%), and
others had cancers of the lung,
thyroid, prostate, testicle, cer-

Participants also demonstrated
proactive behavior in all aspects of
health care, whether it was screening,
diagnosis, or treatment, and even when
problems presented themselves ...
they persevered until they accessed
needed services.

In addition to identifying characteristics that can con-
tribute to survivorship, participants also identified obsta-
cles to care. The two most common obstacles included
a delayed diagnosis by health care professionals and no
or poor information on cancer. Other information shared
by participants indicated that: (1) they felt that healthcare
professionals and community events were among the
“best” sources of cancer information; (2) of the entire
sample of 45 focus group participants, only one had
participated in a cancer clinical trial, and only 20% of
participants said they would consider it if it were a “last
resort;” and (3) access (i.e., transportation, insurance),
lifestyle (i.e., diet, exercise), natural products, spirituality,
and music (in treatment and recovery) were areas for
future research in cancer.

Priorities Survey. A survey to identify priorities in cancer
awareness and research activities was distributed to
multiple resources, including (1) ‘Imi Hale’s Steering Com-
mittee, Community Council, and Scientific Council: (2) the
Association of Hawaiian Civic Clubs’ Health Committee;
(3) ‘Ahahui 0 na Kauka, the Association of Native Hawaiian
Physicians; (4) the NHHCS; (5) community health centers
(CHCs), (6) cancer physicians (oncologists, radiologists,
and surgeons); and (7) representatives of other organiza-
tions concerned about can-
cer and/or Hawaiian health.
A total of 223 surveys were
distributed. To date, 54% of
the surveys have been re-
turned, suggesting four pri-
ority areas for cancer aware-
ness: smoking cessation,
diet/nutrition, exercise, and

vix, uterus, ovaries, lymphoma,

colon, bladder, and other sites. Although eleven partici-
pants had no blood relatives with cancer, the others had
an average of two family members with cancer.

In describing their experiences with cancer, participants
discussed and demonstrated characteristics that posi-
tively contributed to their survivorship. Foremost, the
stories of participants showed a high level of “warrior
strength” and determination to get better and to live. A
belief in a Christian God and having ‘ohana (extended
family) as a form of social support were also important
characteristics that contributed to their survivorship.
Participants also demonstrated proactive behavior in all
aspects of health care, whether it was screening, diagno-
sis, or treatment, and even when problems presented
themselves (i.e., lack of, or too costly, transportation, lack
of facilities/resources), they persevered until they accessed
needed services. Many expressed a special relationship
with their health care providers, and indicated that trust
in their physicians, nurses, and other specialists were
crucial to their care.

timely cancer screening. Four
priority areas of research were also identified: specific
types of cancer (breast, lung, colon, and prostate ranked
highest), barriers to cancer services (e.g., lack of transpor-
tation, insurance, and information), biological research,
and genetic research. These priorities will guide ‘ImiHale's
efforts over the next four years of the project.

Key Informant Surveys. Another survey was imple-
mented to examine physicians’ knowledge, attitudes,
practices, and perceived barriers with regard to recruit-
ment of patients to cancer clinical trials. The survey was
developed and conducted by one of the Na Liko Noelo,
a Native Hawaiian physician sponsored by a fellowship
grant from one of ‘Imi Hale’s partners, the Native Hawaiian
Center of Excellence. The survey was mailed to:
 Primary care physicians who either were Native Hawai-
ian and/or practicing medicine in an area with a
predominantly Native Hawaiian population (n = 167);
and

O Cancer specialty physicians, including medical
oncologists, radiation oncologists, and surgical
oncologists (n = 88).
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A 51% response rate was achieved for the cancer
specialty physicians’ survey. Among the 45 respondents,
there was a high level of comfort with and support of
cancer clinical trials (see Table 5). Although respondents
reported discussing clinical trials with 75% of their pa-
tients, they estimated that only 18% entered clinical trials.
Top barriers to discussing clinical trials with patients
included: 1) not having enough staff to support participa-
tion into clinical trials; 2) patients’ refusal to participate; 3)
patients being ineligible for trials because of existing co-
morbidities; and 4) physician bias toward one of the
treatment arms of the study. Findings from the Key
Informants will support ‘Imi Hale in the development of
physician education programs.

Conclusion
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cancer. ‘Imi Hale seeks to reduce this burden by usinga 6,

community-based approach to promote cancer aware-

ness among Native Hawaiians and to initiate cancer

research and training. All work is guided by the following
three ideas:

1) an understanding of the value of community involve-
ment in the planning, development and implementa-
tion of programs®'1.13.1415,

2) respect for and incorporation of cultural values and
lifestyle practices*67.11.12.13.14- 3nd

3) a commitment to disseminate information and results
back to the community as well as applying knowl-
edge gained to further cancer prevention and control
effects3613,

We believe that by contributing to a concerted and
committed effort to reduce cancer, ‘Imi Hale can indeed
participate in leaving an inheritance of good health for
Native Hawaiians.
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