
 

  

       

   
 

   
          

   
   

   
 

 

   

 

  

   
  

  
      

        

  
 

  
   

 
  

 
 
      

   

 
  

         

   
        

   
 

   
  

 

Appendix A: Resources Distributed Prior to the Meeting 

Author(s) Year Title Journal 
Volume: 

Pages 
American Indian 
Law Center, Inc  

1999 Model Tribal Research Code  

American Society 
of Human 
Genetics  

1996 Statement on Informed Consent for 
Genetic Research  

American 
Journal of 
Human Genetics 

59:471-474  

Burgess M, 
Brunger F 

Negotiating Collective Acceptability of 
Health Research  

Chakravarti A 1999 Population Genetics--Making Sense 
Out of Sequence 

Nature Genetics 
Supplement  

21:56-60  

Foster MW, 
Bernstein D, 
Carter TH 

1998 A Model Agreement for Genetic 
Research in Socially Identifiable 
Populations  

American 
Journal of 
Human Genetics 

63:696-702  

Foster MW, Sharp 
RS, Freeman WL, 
Chino M, Bernsten 
D, Carter TH 

1999 The Role of Community Review in 
Evaluating the Risks of Human 
Genetic Variation Research  

American 
Journal of 
Human Genetics 

64:1719-
1727 

Freeman WL 1997 IHS Guidelines about the Collection 
and Use of Research Specimens. 

Freeman WL 1997 The Role of Community in Research 
with Stored Tissue Samples.  

Freeman WL 1994 Making Research Consent Forms 
Informative and Understandable: The 
Experience of the Indian Health 
Service. 

Cambridge 
Quarterly of 
Healthcare 
Ethics  

3:510-521  

Indigenous 
Peoples Council on 
Biocolonialism 

2000 Summaries of Selected Genetic 
Studies involving Indigenous Peoples 

Indigenous 
Peoples Council on 
Biocolonialism 

Indigenous Research Protection Act 

Inuit Tapirisat of 
Canada 

1993 Negotiating Research Relationships in 
the North 

Juengst ET 1998 Human Genetics '98: Ethical Issues 
in Genetics. Group Identity and 
Human Diversity: Keeping Biology 
Straight from Culture  

American 
Journal of 
Human Genetics 

63:673-677  

Kaufert J, 
Commanda L, 
Elias B, Grey R, 
Young TK, 

1999 Evolving Participation of Aboriginal 
Communities in Health Research 
Ethics Review: The Impact of the 
Inuvik Workshop  

International 
Journal of 
Circumpolar 
Health 

58:134-144  



  

 
   

  

   

 

 
  

  

   
       

   
        

   
   

   
 

 
  

 

 
 

Author(s) Year Title Journal 
Volume: 

Pages 
Masuzumi B 

Lander ES, Schork 
NJ 

1994 Genetic Dissection of Complex Traits Science  265:2037-
2048 

Macaulay AC, 
Commanda LE, 
Freeman WL, 
Gibson N, McCabe 
ML, Robbins CM, 
Twohig PL  

1999 Participatory Research Maximises 
Community and Lay Involvement  

British Medical 
Journal 

319:774-778 

Royal Commission 
on Aboriginal 
Peoples  

1993 Integrated Research Plan 

University of 
Victoria  

2000 Protocols & Principles for Conducting 
Research in an Indigenous Context 

Weijer C, Emanuel 
EJ 

2000 Protecting Communities in Biomedical 
Research 

Science  289:1142-
1144 

Weijer C, 
Goldsand G, 
Emanuel EJ 

1999 Protecting Communities in Research: 
Current Guidelines and Limits of 
Extrapolation 

Nature Genetics 23:275-280  


