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Random Selection of Issues 
(that need work!)

“Random Numbers (#1)” 2002, by Mel Bochner

DTC Testing and Popular Culture

Impact on Health Systems

Incidental Findings/Return of Results

Patent Problems

Family Consent



Massive challenge.

Few NEW issues.
(Just a bigger mountain)

Few answers.



The DTC Debate



Radoje Drmanac, et al., “Human Genome 
Sequencing Using Unchained Base Reads on Self-

Assembling DNA Nanoarrays” Science (2010) -
$4500 sequences!

“Genome sequencing of large numbers of individuals 
promises to advance the understanding, treatment, and 

prevention of human diseases, among other 
applications.”



Simplified view of 
role and place of 
genetics in our 

lives? Will this drive 
interest, policy 

issues..

Influence of "media portrayals of genetics on
patient requests for genetic tests…”



Concern about accuracy, utility and 
privacy…

Policy responses…

Regulatory response still mixed…

“Overall, predispositional genetic testing has no significant impact on 
psychological outcomes, little effect on behavior, and did not change 

perceived risk.”
Heshka,J; et al.,  “A systematic review of perceived risks, psychological and behavioral impacts of genetic 

testing” Genetics in Medicine, 2008.

“The disclosure of APOE genotyping results to adult children of patients 
with Alzheimer’s disease did not result in significant short-term 

psychological risks.” 
Green et al., NEJM, 2009



Table 4: Factors that Influence Interest in Genet ic Testing

No effect                                Strong effect
1 2 3 4 5

Availability of treatment 16.1 5 17.7 19.6 41.6
Curiosity 41 14 21.6 11 12.5
Reproductive decisions 44.4 7 17.7 12.4 18.5
Fear of discrimination 32.9 6.4 15.4 12.9 32.4
Healthy lifestyle choices 24.3 7.5 22.1 22.3 23.8
Reported as percentage of all respondents.

Interest??:Canadian DTC Survey 
Ries, Hyde-Lay, Caulfield, 2010



Impact on Health Systems



Impact on healthcare costs?

74% report they would use it to gain disease knowledge. 
34% consider the information to be a medical diagnosis. 

78% would ask their physician for help interpreting test results. 

61% thought professional responsibility.



Personal Genomics Research

Return of Results and Incidental Findings?

TOUGH ISSUES!



Do they want results?

Legal obligation?
Interest in results driven by pop culture representations?

What do you return?



The Complete Genome of an Individual by 
Massively Parallel DNA Sequencing. Nature 
(2008). Press Conference, May 31, 2007.



Family Consent?



Good 
policy?

PGP

Not technical 
requirement.

Veto power? Diff rules for 
publication?

Duty to 
warn?

If required… 
how extensive?



Patent Problems?

The access and  “anti-
commons” debate

TOUGH ISSUES!





Little Evidence to Support Concern…



•DTC – driving regulatory debate (Harm?; 
How much interest?)

•Impact of pop culture? 
•Impact on health systems?

•Incidental findings/ Return of results- fit 
with norms?

•Impact of patents?
•Family consent?



Thank you!

•Amy Zarzeczny, Robyn Hyde-Lay, Ubaka 
Ogbogu, Nola Ries, Tania Bubela, the AHFMR, 

and the HLI research team.
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