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BACKGROUND

 NOT an expert on health disparities

 Genetic counselor, behavioral scientist, 

implementation scientist, qualitative researcher

 PERSONAL GOAL: implementation of genomic 

technologies into clinical care to improve 

population health

 PLAN: through examples show that perspective 

is a key to understanding differences in 

attitudes, needs, and values



DEVELOPING PERSPECTIVE

 Providing information is not enough

 Initial studies showed high interest in BRCA testing 
prior to clinical availability

 Low uptake of genetic testing in general 

 About 30% of referred women attend genetic 
counseling

 Differences in patient attitudes

 Differences in patient barriers

 Differences in utilization of preventive and 
screening services after and regardless of testing



A STORY OF TWO WOMEN

 Two women present at cancer genetic 

clinic with significant family histories of 

breast cancer

 “bump in the road” vs. “everybody dies”



DEVELOPING PERSPECTIVE

 Genetic counseling protocols were developed for 

White populations

 Not culturally sensitive

 Not addressing unique cultural attitudes and 

experiences

 GENA: Genetic Education for Native Americans

 Developing educational modules on genetic counseling

 Differences in attitudes about family history

 Distrust of research and solutions



POPULATION DIFFERENCES

 Some studies document distrust towards 

medical establishment and research in AA 

population

 Comparison studies show AA often more 

concerned about abuses than White and 

Hispanic populations



A ROSE IS A ROSE…OR NOT???

 53 Hispanic women with brca FHx

 Subpopulations: Mexican, Cuban, Puerto Rican

 All: FHx important, feared test results, concerned 
for children’s risk, limited knowledge

 Differences in message preference

 Mexican: don’t want to feel singled out

 Cuban: want provider to stress urgency

 Puerto Rican: no preference between above

 Only 2/53 women preferred a non-directive message

Vadaparampil (2010)



SHAPING 

PERSPECTIVE



BACKGROUND AND CULTURE INFLUENCE

 Family experience 

 Personal experience

 Population group/cultural norms

 Work/Professional group norms

 Societal norms



MEDIA INFLUENCES PERSPECTIVE

 Progressive

 Empowering

 Prevention

 DTC genetic tests 

(taking control)



MEDIA  ANALYSIS

 Mass media articles about genetic testing  
September 1, 2007 – September 30, 
2009,  

Newswire, blogs, TV, radio, magazines

National and local to Colorado ONLY

 388 distinct stories

 Some stories appeared multiple times 



 Progressive

 Discrimination 

 Empowerment 

 Caution / Pandora’s Box 

 Prevention 

 Test credibility / Reliability 

MEDIA MESSAGES INFLUENCING PERSPECTIVE

The sequencing of the human genetic code is one 

of the great scientific accomplishments in the 

history of the world.  It has potential to treat and 

prevent disease.  It is evidence of science’s 

almost biblical-like power to heal.

(Newswire, 5/1/08)

So when is too much knowledge a bad thing? It's 

the question at the heart of a new debate over 

genetic testing with cheap kits now available 

online, so that just about anyone can do genetic 

screening before having a child. But is the new 

trend empowering or paralyzing… Somebody 

compared it to opening Pandora's box .           

(Good Morning America, 3/31/09)

We often hear that knowledge is 

power. Well, today, we have the story 

of a family that found the saying is 

not always true.

(Newswire, 10/15/08)



ATTITUDES TOWARDS DTC GENETIC TESTING

 Setting: KPCO October, 2009 – March, 2010

 Design: Focus groups with qualitative analysis

 Sample:

Members: High Risk, White, African American, 
Hispanic / Latino

 Questions/Focus Group Discussion

 General thoughts about disease risk

 General thoughts about genetic testing for common 
diseases

 Myriad BRACAnalysis® commercial and Time 
magazine “invention of the year” discussion



GENERAL PERSPECTIVE

 Prevention 

 Caution / Pandora’s Box 

 Empowerment 

 Test Reliability / Credibility 

 Media Distrust 



DIFFERENCES BETWEEN GROUPS
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“I guess when I think about my family we 

could almost fit that African-American 

profile. There is cancer, high blood 

pressure, diabetes - those basic three that I 

have a long family history of.”

-African American participant



USING PERSPECTIVE TO IMPLEMENT 

PROGRAMS AND IMPROVE 

INTERVENTIONS



UNIVERSAL DRUG/ALCOHOL SCREENING

 Feasibility of SBIRT implementation at KPCO

 Nurses worried about scope of practice

 Doctors worried about patient rapport and 

evidence that primary care counseling works

 Chemical dependence department not willing 

to add at-risk (not addicted) patients

 All agreed clinic-based psychologists should do 

brief intervention



PATIENT PERSPECTIVE

 English and Spanish speaking focus groups

 Both agreed universal screening is needed and 
would not be offended 

 English-speaking patients

 Confidentiality concerns

 Almost never asked about drug/alcohol use

 Spanish-speaking patients

 Intervention by medical staff is appropriate and shows 
doctor cares about their health

 Reported currently being asked at all visits 



LESSONS LEARNED

 Clinician perspective varies by group

 Implementation designed per stakeholders to 

have clinic-based psychologist deliver BI

 Review population served by clinics and 

determine perspective 

 Potential implicit bias in the system to address

 Potential opportunity to improve relationship 

with population



“OVERWEIGHT” CHILDREN

 Large survey among English-speaking parents 
identified the most motivating, non-stigmatizing 
terms to be used in weight counseling were 
“unhealthy weight”, “weight problem”

 Will these terms work in counseling Hispanic 
parents of overweight children?

 Denver Health (DH) is Colorado’s largest safety net 
health care system. 

 73% (approx. 31,000) Hispanic, 

 50% Spanish-speaking

(Puhl et al. Pediatrics, 2011)



A WEIGHTY PROBLEM

 Focus groups: English, Spanish

 To find motivating, non-stigmatizing words

 Both groups used English and Spanish words

 Many endearments relate to weight
 Gordo, gordito, bonboncita (endearment)

 Did not understand why doctor concerned with the 
way their child looked

 Felt doctors were criticizing parenting

 “liked” words like High BMI because they were 
clinical but didn’t understand them



DIFFERENCES

 English-speaking

 Described weight loss as a denial of food

 Potential acculturation effect – one group wanted 
medical information and solutions

 “overweight”, “unhealthy weight” , “fat” were all 
confusing, meaningless, or offensive words

 Spanish-speaking

 Described weight loss as healthy eating/activity

 “demasiado peso para su salud” appeared to be a very 
effective way to communicate the issue



LESSONS LEARNED

 Preliminary suggestions to providers to use 

“demasiado peso para su salud” with Spanish-

speaking parents, and to equate weight with 

health for English-speaking parents

 Added acculturation questions to survey

 Added phrase, “too much weight for his/her 

health” to English survey





PERSPECTIVE IS EVERYTHING

 Assess and include population attitudes and 

beliefs when designing educational information 

and interventions

 Respect differences in perspective and find 

ways to honor those differences

 Share perspectives between groups – providers 

need to know the perspective of their patients 

when asked to implement new programs




