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m " 
Storage of Specimens 

ii "Most Al/AN tribes, ... consider any body 
part, blood or buccal scrape, as part and 
parcel of their being that should not be 
separated from the body." 

LiMa1colm B Bowekaty. ~erspectives on Research in American Indian 
ommunities. Jurlmetncs . 42: 2002, p 147 
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m " 
Storage of Specimens 

11' "They believe that the spirit may be 
damaged if parts are apart from the body 
for long periods of time or upon death . We 
also believe that one must be whole for 
the journeys in the afterlife. Hence, 
autopsies are to be avoided at all costs. 

Malcolm 8 . Bowekaty. Perspectives on Research in American Indian 
t Communllie_s . .J/Jrimetrics ; 42: 2002. ,p. 148 . . . . ·' 
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m Community-based Participatory Research " 
(CBPR) - definition 

~CBPR is a partnership approach to 
research that equitably involves 
community members, organization 
representatives and researchers in all 
aspects of the research process. 

Israel BA, Eng E, Schulz AJ, and Parker EA. Eds. Multiple Methods /01 

CondocUng Community-Based Participatory Research for Health. 2005 
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Where Have MicroRNAs Been All This rr 

Time? 

1.i For 40 or more years we have been 
studying DNA and RNA. 

ili During that time the microRNAs were 
thrown out with the waste. 

• Once the Human Genome Sequence was 
available MicroRNAs were discovered. 

L •. "' ... Mostly Discovered_~r~'.~~ ti~~:. "" . • / 
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The Dilemma of Difference 
"A finding that blacks and whites are different in 
some critical aspect need not inevitably lead to 

increased discrimination or stigma for blacks. . .. 
But the Tuskegee experiment stands as a reminder 
that such favorable outcomes rarely if ever occur. 

More often, either racist assumptions and 
stereotypes creep into the study's design, or 

findings broken down by race become convenient 
tools to support policies and behavior that further 

disadvantage those already vulnerable." 

Patricia A King The Dangers of Difference, Hastings Report, 1992 

Multiple regions within 8q24 independently affect risk 

for prostate cancer Prostate Cancer 
I Nick Palltrum1 Matthew l freedll'lllJIU imo ike1 

JuUe Nrub1uer2-\ Arti Tandonl.\ O.ristinc Sch.ir , M, 
1nid O Stnm1, Loic Le M1Kh;nd', Uurmcc N Kolond•, Mdin• Fruw1, 

Pnoltt1, KrUlin Ardlie1·7, Ingrid Oaklc-y-GirvanM, Alitt S Wbluminrc', 
, Esther M Johna.•, Sue A lnp.les1, David A.hs.hulerl•4·11.", 
David Rtichl..t 

• Dilemma of Difference 

• Physicians' Attitudes Towards Race, 
Genetics and Medicine 

• Should We Study Genetics and Genomics 
to Understand and Reduce Health 
Disparities? 

• Building Disciplinary Bridges 

Obesity 
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Question 

If genomic medicine offers 
the next major breakthrough 
in diagnosis, prevention, 
and cure of disease: What 
role will it have in addressing 
racial and ethnic health 
disparities???? 
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Ebony Magazine, May 1966 

United States Physicians' Attitudes 
Towards Race, Genetics and 

Medicine 

"The most significant feature of 
sickle cell anemia is the fact that it is 

apparently the only known disease 
that is completely confined to a 

single race " 

Annon, Sickle Cell Anemia: A Race Specific Disease. JAMA 1947; 133:33 
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Relevance of Patient's Race in 
Clinical Decision Making 

• Physicians believed that race is a complex 
and poorly defined concept 

"Plus there's no certain line about what race 
is. I mean what percentage of a particular 
race do you have to be to be that race. Do 
you have a reflectometer to measure the 

skin color? What does it mean?" 
(Baltimore, white) 

Relevance of Patient's Race in 
Clinical Decision Making 

• Physicians contended that patient's race is 
one of many factors in health care. 

"You know you're going to suspect certain 
diseases more commonly in women than in 
men and you're going to treat young maybe 

different than old. There are so many 
different factors. To me race is just one of 

the many of them." (Baltimore, white) 

Race is a sensitive issue. 

"But you still have to be careful. I mean if 
you tell somebody too many negatives 

about their 'race' or something like that, 
they might take it the wrong way." 

(Philadelphia, white) 

Relevance of Patient's Race in 
Clinical Decision Making 

• Physicians believed that race is a complex and poorly 
defined concept 

"I think what "Jack" mentioned-- trying to divide race 
and culture is a very hard thing because a lot of it is 

intertwined. A lot of the things that "Peter" is 
mentioning are cultural things, are access to care, 
socioeconomics -- all those things maybe more 

prevalent in a certain race but it's not the race itself 
that's the problem." (Atlanta, white) 

Relevance of Patient's Race in 
Clinical Decision Making 

• Differences between black and white physicians 
were found: 
- White phy~icians more often described race as 

a sensitive issue. 
- Black physicians discussed socio-economic 

influences on health and their relationship with 
race for longer periods and in reference to their 
own practice experiences to a greater extent 
than did white physicians. 

Socio-economic influences on 
health 

When I think about resources and what 
we do know about health disparities, 

access to care, testing and being able to 
get the appropriate medication, 

education and support systems in place, 
that's something that we know, that's 

something that's in front of us. 
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Relationships Among Race, 
Genetics, and Disease 

• Physicians felt that genetics does not explain most 
racial disparities in disease. 

"I think there is a portion ofit that's genetics but particularly 
with things like cancer, I'm going to say that I think most of it is 

, probably environmental in access to care and treatment 
differences. I don't think the majority of the difference is 

accounted for by genetics. I think more of it can be accounted 
for in that people may not have access to a physician or wait to 
go to a physician or when they get there it takes them longer to 

be diagnosed and then longer to be treated." (Atlanta, black) 
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U.S. Eugenics Movement 

Eugenics is "the science of the 
improvement of the human 
race by better breeding" 

--Charles B. Dave·nport, 
director of the Eugenics 
Record Office at Cold Spring 
Harbor (1911) 

Limitations 

• Potential for selection bias. 

• Social desirability in responses 

• Not generalizable 

Should We Study Genomics To 
Understand Health Disparities? 

•.• ,. 

Buck v. Bell (1927) 

US Supreme court 
upheld eugenic 
sterilization law 
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Points to consider: 
Genetics and health disparities 

• Health disparities are real, and their understanding and 
resolution should be a major concern to all who care 
about medicine and public health 

• Current 0MB categories leave much to be desired, but 
eliminating all such categories would also eliminate the 
awareness of disparities 

• For most disparities, the relative roles of genes and 
environmental factors remain undefined · 

• Research studies that only study genetics, or only study 
environmental factors, run the risk of becoming self­
fulfillin ro hecies 

Research Team 

Vence Bonham, JD 
(bonhamv@mail.nih.gov) 

Adebola Odunlami, MPH 
Danielle, Frank, MD, MPH 
Sherrill Sellers, PhD 
Tom Gallagher, MD 
Lisa Cooper, MD, MPH 
Eboni Price, MD, MPH\ 

Keianna Dixon 

Points to consider: 
Genetics and health disparities (cont.) 
• Research studies should seek to identify the most 

proximate environmental and genetic risk factors, 
rather than depending on the use of imperfect and 
potentially prejudicial surrogates (race/ethnicity) 

• The most valuable studies will be those that have 
been done prospectively, collecting both Genetic and 
Environmental data with maximum sophistication 

• A large scale national cross-sectional prospective 
cohort study of health would yield benefits for many 
years to come 
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