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Barriers to AIAN Participation in
Cancer Programs

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

1. Identify barriers that affect effective
and culturally respectful AIAN cancer
program recruitment, outreach,
messages, materials, and support.

2. Identify AIAN cancer program barriers
that have changed since 1987.
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Linda B’s Barriers Tirade

% Public Health Professionals AND COMMUNITY
MEMBERS KNOW the barriers

Z We do NOT know how to address the barriers in
culturally respectful strategies
® The strategies vary for each local
community and require local tailoring of
the interventions to address the barriers

@ Please do not waste limited tax dollars to fund
any more studies of barriers that are already well
documented
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Linda B’s Barriers’ Research Tirade

Z LB Pet Peeve: wasting limited cancer
monies on creating yet another study to list
barriers that are documented in more than
100 reports and studies

Z The only barriers than have changed in last

20 years are:

® Internet (access to info and resources)

® Healthcare System (or lack of
insurance)
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Linda B’s Barriers Tirade (continued)
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For those who feel the need to see SOME
of the barriers’ research findings, they are
listed on the following slides

&)

Because these findings are incredibly old
and over-reported, we will not spend any
time discussing these unless a participant
needs clarification of what the finding
means related in Indian Country issues
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@ Cancer services not being delivered as a
continuum of care
@ Lack of prevention, screening, follow-
up, adequate training, timely initiation
of treatment, end-of-life care
@ Cancer service providers allowing racism
and other biases to affect their job
performance
@ Community’s distrust of cancer prevention
and early detection services when
receivedfro nit"thigisg it fif Higir own 7
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Barriers (yawn)

@ Inability to access services because of
cost barriers, including

® lack of or under-insured
® lack of ability to take time off work
® physical barriers

® geographic isolation

® lack of transportation

® inconvenient hours of clinical

services
® frailty or physical disability
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@ Lack of clear communication about
differing understandings of health and
disease between patient and provider
Fear

Lack of language, education and
acculturation

Perceived racial, economic and gender
bias
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& Community’s distrust of cancer prevention
and early detection services when
received from those not within their own
community

@ Cultural, religious and traditional tribal

beliefs that are not always compatible

with evidence-based or best-available
medical practices
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Competing life demands

Lack of awareness or ability to derive
benefit from available services (due to
language differences, low literacy, or
impairments).

The need for social support -- defined as
emotional, informational, appraisal, and
instrumental support
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Lack of having a regular doctor

Lack of cultural competence on the part of
healthcare providers

The list continues with barriers that are
B policy based

® poverty related

B psychosocial

B sociocultural

The following are SOME references for such
research findings.
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Administrative Barriers

@ Access to care, including screening
services and referral to quality treatment

@ Funding for services

@ Staff Turnover and/or Lack of Qualified
Native Staff to carry out grant(s)

@ Reservations not supporting enrolled
tribal members who live in urban areas;
and/or Tribal Jealousy
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Administrative Barriers

@ Leadership issues in Indian health
programs including needing to prioritize
tribal funds

@ Title V relevant to BCC

@ Small numbers living in diverse regions

@ Providing services to AIAN homeless
people or medically underserved Natives
who have been treated poorly in the past
and refuse to return to healthcare system
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Barriers to AIAN cancer programs (NACR articles that include
description of barriers or the interventions that were implemented to address the barriers)

% Burhansstipanov L, Christopher S, Schumacher A. Lessons Learned
from Community-Based Participatory Research in Indian Country.
Cancer Control: Journal of the Moffitt Cancer Center. November
2005. 70-76.

© Burhansstipanov L, Krebs LU, Grass R, Wanlis E., Saslow D. “A
Review of Findings and Recommendations related to American
Indian Breast Cancer and Screening.” Journal of Cancer Education:
2005: 20: (Suppl.): 71-79.

© Burhansstipanov L & Olsen SJ. Cancer Prevention and early
detection in AIAN populations; Clinical Journal in Oncology Nursing:
2004 8: 2: 182-186
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Administrative Barriers

& Lack of support for treating state-
recognized; non-US-federally recognized
tribal members

& Patients who are Canadian Aboriginals
and need BCC programs

Z Long Travel Distances to cancer
treatment

& IHS interference with urban Indian clinics
operations
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Administrative Barriers

% Dealing with Natives who refuse western
medicine and solely rely on traditional
Indian medicine (Indians who seek help
from bogus self-proclaimed, Spiritual
Healers).
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F Barriers to AIAN cancer programs (NACR articles
cont.)

© Burhansstipanov L, Krebs LU, Bradley A, Gamito E Osborne K, Kaur
JS . Lessons Learned while Developing “Clinical Trials Education for
Native Americans” Curriculum. Cancer Control. September / October
2003: vol 10, No 5. 29-36.

T Burhansstipanov L, Gilbert A, LaMarca K, and Krebs LU. An
Innovative Path to Improving Cancer Care in Indian Country. Public
Health Reports: 2002: 116: 5: 424-433.

Y. eds. Promises to Keep American Public Health Association,
Washington, D.C. winter 2001.
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© Burhansstipanov L. Cancer. Chapter 10 in Dixon M and Roubideaux

Burhansstipanov 303-838-9359; Native American Cancer Research
http://www.NatAmCancer.org




Barriers (yawn)

% Barriers to AIAN cancer programs (NACR articles %
cont.)

@ Burhansstipanov L and Olsen S. Chapter 1. Cancer Prevention and
Early Detection in American Indian and Alaska Native Populations.
Eds. Marilyn Frank-Stromborg and Sharon J. Olsen. Cancer
Prevention in Diverse Populations: Cultural Implications for the Multi-
disciplinary Team. Oncology Nursing Society: Pittsburgh, PA. 2001.
pp. 1-56.

Burhansstipanov L. Urban Native American Health Issues. Cancer
2000;88: 987-93.

Burhansstipanov L, Dignan MB, Bad Wound D, Tenney M, Vigil G.
Native American Recruitment into Breast Cancer Screening: The
NAWWA Project. J Cancer Educ. 2000;15:29-33.
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cont.)

E Burhansstipanov L, Bad Wound D, Capelouto N, Goldfarb F, Harjo L,
Hatathlie L, Vigil G, and White M. Culturally Relevant “Navigator”
Patient Support: The Native Sisters. Cancer Practice. May/June
1998, Vol. 6, No. 3. pp. 191-194.

© Burhansstipanov L and Morris S. Breast Cancer Screening among
American Indians and Alaska Natives. Federal Practitioner. January
1998. Volume 15; No. 1.pp. 12-25.

Burhansstipanov L, Cancer Among Elder Native Americans. Native
Elder Health Care Resource Center, University of Colorado Health
Sciences Center, Denver, CO. 1997.
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F Barriers to AIAN cancer programs (NACR articles %
cont.)
© Burhansstipanov, L and Dresser CM. Native American Monograph
#1: Documentation of the Cancer Research Needs of American
Indians and Alaska Natives. National Cancer Institute. Bethesda,
MD. NIH Pub. No. 94-3603, 1994.

Lantz PM. Orians CE. Liebow E. Joe JR. Burhansstipanov L. Erb J.
Kenyon K. Implementing women's cancer screening programs in
American Indian and Alaska Native populations. Health Care for
Women International. 24(8):674-96, 2003 Sep-Oct.

@ Orians CE, Erb J, Kenyon KL, Lantz PM, Liebow EB, Joe JR,
Burhansstipanov L. Public Education Strategies for Delivering Breast
and Cervical Cancer Screening in American Indian and Alaska Native
Populations. Journal of Public Health Management Practice,
2004:10(1): 46-53.
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ﬁBamers to AIAN cancer programs (NACR articles %
cont.)
© Burhansstipanov L. Developing Culturally Competent Community-
Based Interventions. Chapter 14, included in Weiner D (eds.)

Cancer Research Interventions among the Medically Underserved.
Westport, CT: Greenwood Publishing, 1999. pp. 167-183.

© Burhansstipanov L. Native American Community-Based Cancer
Projects: Theory versus Reality. Cancer Control: Journal of the
Moffitt Cancer Center. November/December 1999:6:6:620-626.

T Burhansstipanov L, Lovato MP, Krebs LU. Native American Cancer
Survivors. Health Care for Women International; 1999:20:505-515.

% Burhansstipanov L. Lessons Learned from Native American Cancer
Prevention, Control and Supportive Care Projects. Asian American
and Pacific Islander Journal of Health: Summer-Autumn 1998: vol 6:
@ No. 2. pp. 91—%9._ . )
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L% Barriers to AIAN cancer programs (NACR articles ?ﬂ
cont.)

% Burhansstipanov L. Overcoming Psycho-social Barriers to Native
American Cancer Screening research. Eds. National Cancer
Advisory Board. Conference Summary: Recruitment and Retention
of Minority Participants in Clinical Cancer Research.Burhansstipanov
L and Tenney M. Native American Public Health Issues. Current
Issues in Public Health:95:1:1

Burhansstipanov L. Cancer Research Among Native American
Peoples. Nursing Research and Underserved Populations:
Proceedings of the Third National Conference on Cancer Nursing
Research. Atlanta, GA. American Cancer Society Pub. No. 94-25M-
No. 3072. 1994. pp 27-38. U.S. Department of Health and Human
Services, National Cancer Institute, National Institutes of Health (NIH
Pub. No. 96-4182), November 1996, pp. 40-42.
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F Barriers to AIAN cancer programs (NACR articles
cont.)
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Petereit DG, Rogers D, Burhansstipanov L, Kaur JS, Govern F,
Howard SP, Osburn CH, C. Coleman N, Fowler JF, Chappell R,
Mehta MP. Walking Forward: The South Dakota Native American
Project. Journal of Cancer Education :2005: 20: (Suppl.): 65-70.

Weiner D, Burhansstipanov L, Krebs LU, Restivo TS. From
survivorship to thrivership: Native peoples weaving a healthy life with
cancer. Journal of Cancer Education :2005: 20: (Suppl.): 28-32.
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Non-Native-Specific Barriers’ Studies

I_sthan A/ou Linda U. Krebs, RN, PhD, AOCN, FAAN)

i laking Cancer Health’ Dlsparltles History:
Report of the Trans-HHS Cancer Health Disparities
Progress Review Group. Submitted to the Secretary,
US Department of Health and Human services,
Washington, DC. March 2004. Available at
gggiﬁwww.chdprg.omhrc.gov [last accessed August 3,

i
i

@ Cook GC, Wilson ME: Social support and cancer
screening in African American, Hispanic, and Native
American women. Cancer Practice 6:31-7, 1998

@ Ashton CM, Haidet P, Paterniti DA, et al: Racial and
Ethnic Disparities in the Use of Health Services: Bias,
Preferences, or Poor Communication? J Gen Intern
Med 18:146-152, 2003.

g Otero-Sabogal R, Owens D, Canchola J, et al:
r%ﬁ!?s DA rwﬂmgm dl\{erse
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Non-Native-Specific Barriers’ Studies
(thank you Linda U. Krebs, RN, PhD, AOCN, FAAN)

% McCaskill-Stevens W, Pinto H, Marcus AC, Comis R,
Morgan R, Plomer K and Schoentgen S. Recruiting
Minority Cancer Patients into Cancer Clinical Trials: A
Pilot project involving the Eastern Cooperative
Oncology Group and the National Medical Association.
Journal of Clinical Oncology. 1999: 17: 3: 1029-1039.

© Wilson FL, Baker LM, Brown-Syed C and Gollop C. An
Analysis of the Readability and Cultural Sensitivity of
Information on the National Cancer Institute’s Web Site:
1Cj1(r)1ézerNetD. Cancer Nursing Forum :2000:27:9:1403-

© Stapleton S. Cancer studies fail minorities. American
Medical News. 1999: Feb 8 on web site:
http://www.ana-assn.org/sci-
pubs/amnews/pick_99/clta0208.htm
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Non-Native-Specific Barriers’ Studies
(thank you Linda U. Krebs, RN, PhD, AOCN, FAAN)

© Millon-Underwood S, Sands E, & Davis M.
Determinants of participation in state-of-the-art cancer
prevention, early detection/screening and treatment
ﬁrgal;grggng African Americans. Cancer Nursing. 1993:

% Swanson GM, & Ward AJ.. Recruiting minorities into
clinical trials: Toward a participant-friendly system.
.1Jc7>lérénal of the National Cancer Institute. 1995: 87: 1747-

© Chen MS & Hawks BL.. A debunking of the myth of
healthy Asian Americans and Pacific Islanders.
égéerican Journal of Health Promotion: 1995: 9: 261-

Uba L. Cultural barriers to health care for Southeast

Asian refuagss: - BHplGHeRlb Rancis. 1234 107: 544-,,
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Non-Native-Specific Barriers’ Studies
(thank you Linda U. Krebs, RN, PhD, AOCN, FAAN)

La Veist TA, Nickerson KJ, Bowie JV: Attitudes about
Racism, Medical Mistrust, and Satisfaction with Care
among African American and White Cardiac Patients.
Med Care Res Rev 57:146-161, 2000

Cornelius LJ, Smith PL, Simpson GM: What factors
hinder women of color from obtaining preventive health
care? American Journal of Public Health 92:535-9, 2002

Gonzalez RI, Gooden MB, Porter CP: Eliminating racial
and ethnic disparities in health care. American Journal
of Nursing 100:56-8, 2000

Lindau ST, Tomori C, Lyons T, et al: The association of
health Ilteracy with cervical cancer prevention
knowledge and health behaviors in a multiethnic cohort
of women. American Journal of Obstetrics & Gynecology
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Non-Native-Specific Barriers’ Studies
(thank you Linda U. Krebs, RN, PhD, AOCN, FAAN)

NIH Trials don’t enroll enough women to allow analysis,
%—\?S)sagssm report. NCI Cancer Letter. May 12, 2000:

Friedman LS, Simon R, Foulkes M, et.al. Inclusion of
women and minorities in clinical trials and the NIH
Revitalization Act of 1993 - The perspective of NIH
clinical trialists. Controlled Clinical Trials. 1995: 16:
2 85.

McCabe MS, Varricchio CG, & Padberg RM. Efforts to
recruit the economically disadvantaged to national
gliqizz:gl 1tr2iz§3|s. Seminars in Oncology Nursing. 1994: 10:

Blumenthal DS, Sung J, Coates R, et.al.. Mounting
research addressing issues of race/ethnicity in health

care. Recrmmeraarmg Eﬁaﬁm&%&dﬁ&@ pra.
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Non-Native-Specific Barriers’ Studies
(thank you Linda U. Krebs, RN, PhD, AOCN, FAAN)

NCI. (April 25, 1996). NCI reports cancer incidence and
mortality rates for minorities. Bethesda, MD: NCI,
Office of Cancer Communications.

Brawley, O. 1996. Recruitment of Minorities into Clinical
Trials. In  Conference Summary: Recruitment and
Retention of Minority Participants in Clinical Cancer
Research, eds. National Cancer Advisory Board. U.S.
Department of Health and Human Services, National
Cancer Institute, National Institutes of Health (NIH Pub.
No. 96-4182).

Freeman, H.P., B.J. Muth, and J.F. Kerner. Expanding
access to cancer screening and follow-up among the
medlcally underserved. Cancer Practice: 1995; Jan-
Feb:3(1):19-30.
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