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Thesis: Research approaches to improving the health of the Havasupai People of the Southwestern United States, have been ineffective thus far because of inadequate attention to appropriate conventional research, culture, community inclusion, and basic ethical principles of research. Conducting research with the Havasupai is understandably problematic, based on the past exploitation of the tribe.
I. Introduction

A. Background of Havasupai health includes past research.

B. Summary of changes in research approach.

1. Past research has not considered tribe values.

2. Past research has violated tribe religion.

II. Conventional research approaches needed
A. The Belmont Report (1979) has relevant applications.

1. Show respect for persons as autonomous decision-makers or deserving of protection.

2. Maximize benefits and minimize harm through beneficence

3. Promote justice through the distribution of benefits.

B. The Code of Federal Regulations

1. Institutional Review Boards (IRBs) must include members with familiarity of relevant issues. (46.107)

2.  Informed consent must be obtained and include the general requirements of informed consent (46.116).
III. Community-Based Participatory Research (CBPR) and this project raise new ethical issues.
A. The Havasupai have good reason to be distrustful of research.

1. History of the Havasupai tribe
2. University of Arizona (Mello & Wolf, 2010)

B. Cultural conflict with specimen storage, use and disposal has arisen unexpectedly in past research efforts. (Mello & Wolf, 2010)
IV. Ethical principles considered when doing research among the Havasupai
A. General principles can be applied to research among the Havasupai
1. Informed consent is crucial owing to past violations.
2. IRB membership should include tribal elders or members.
B. Specific operating principles must be incorporated into the structure
1. Tiered consent is the best approach to obtain consent for long term specimen research.

2. The IRB should include community elders.

V. Limits and Challenges for research among the Havasupai
A. Past experience with research of the Havasupai may limit number of participants.
B. Access to specimens may be limited due to tiered consent.

C. Economically challenged community may feel coerced.

D. Language barrier with elders may inhibit active IRB membership activity.

VI. Conclusion

A. To conduct research with the Havasupai, or any indigenous group, it is important to apply guidelines from both The Belmont Report (1979) and the Code of Federal Regulations (2009).  1. Consideration of the Havasupai’s historical experiences is crucial to designing an effective research plan.

a. Their experience with researchers and research 
b. Unique limits and challenges 
2. Application of the ethical principles of research from The Belmont Report and Code of Federal Regulations.


a. Respect for Persons (The Belmont Report, 1979)


b. Informed Consent (The Belmont Report, 1979)


c. General requirements for informed consent (Code of federal Regulations 46.116, 2009)
B. (Restate thesis) Research approaches to improving the health of the Havasupai People of the Southwestern United States have been ineffective thus far because of inadequate attention to appropriate conventional research, culture, community inclusion, and basic ethical principles of research. Conducting research with the Havasupai is understandably problematic, based on the past exploitation of the tribe.
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