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Radoje	  Drmanac,	  et	  al.,	  “Human	  Genome	  Sequencing	  Using	  
Unchained	  Base	  Reads	  on	  Self-‐Assembling	  DNA	  Nanoarrays”	  

Science	  (2010)	  -‐	  $4500	  sequences!	  

Basic	  sceince,	  trargeted	  	  therapies,	  human	  history…	  	  

In	  2001	  Collins	  and	  Mansoura	  declared	  that	  the	  “the	  most	  
cri=cal	  measure	  of	  the	  success	  of	  the	  HGP	  will	  be	  determined	  

by	  the	  answer	  to	  this	  ques=on:	  To	  what	  extent	  did	  the	  
scien=fic	  and	  medical	  advances	  derived	  from	  the	  HGP	  reduce	  

the	  burden	  of	  disease	  for	  all	  people?”	  



The	  Future?	  



Canadian	  DTC	  Survey	  	  
(Ries,	  Hyde-‐Lay,	  Caulfield,	  	  (Public	  Heatlh	  Genomics,	  2010)).	  



Table	  4:	  Factors	  that	  Influence	  Interest	  in	  Genet	   ic	  Tes:ng	  

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	  
Reproduc=ve	  decisions	   44.4	   7	   17.7	   12.4	   18.5	  
Fear	  of	  discrimina=on	   32.9	   6.4	   1	  5.4	   12.9	   32.4	  
Healthy	  lifestyle	  choices	   24.3	   7.5	   22.1	   22.3	   23.8	  
Reported	  as	  percentage	  of	  all	  respondents.	  

Canadian	  DTC	  Survey	  	  
(Ries,	  Hyde-‐Lay,	  Caulfield,	  (Public	  Health	  Genomics,	  2010)).	  

 	  	  Across	  all	  test	  categories,	  few	  respondents	  expressed	  willingness	  to	  pay	  more	  
than	  $500	  out	  of	  their	  own	  pocket.	  	  

 	  	  Curiosity	  about	  gene=c	  risk	  had	  only	  a	  modest	  impact	  on	  consumer	  interest.	  	  



Predic@ve	  value?	  



1999	  

2010	  







Genes	  and	  Behaviour	  
Change	  

“Overall,	  predisposi=onal	  gene=c	  tes=ng	  has	  no	  significant	  impact	  
on	  psychological	  outcomes,	  liZle	  effect	  on	  behavior,	  and	  did	  not	  

change	  perceived	  risk.”	  

A	  systema:c	  review	  of	  perceived	  risks,	  psychological	  and	  behavioral	  impacts	  of	  gene:c	  tes:ng.	  	  
Review	  	  

Gene=cs	  in	  Medicine.	  10(1):19-‐32,	  January	  2008.	  
Heshka,J;	  Palleschi,	  Howley,	  H.,	  Wilson,	  B.,	  Wells,	  P.	  

“The	  few	  studies	  conducted	  to	  date	  suggest	  that	  DNA	  risk	  informa=on	  may	  be	  less	  likely	  to	  

achieve	  behaviour	  change	  than	  other	  types	  of	  health	  risk	  informa=on.”	  Marteau,	  T.	  M.,	  and	  J.	  

Weinman.	  2006.	  Self-‐regula=on	  and	  the	  behavioural	  response	  to	  DNA	  risk	  informa=on:	  A	  theore=cal	  analysis	  and	  framework	  for	  future	  

research.	  Social	  Science	  &	  Medicine	  62:	  p.1360-‐1368.	  

“Any	  risk	  communica=on	  expert	  would	  laugh	  at	  the	  sugges=on	  
[that	  gene=c	  risk	  informa=on	  would	  mo=vate	  behaviour	  change]	  
…	  We	  have	  long	  known	  from	  other	  areas	  of	  research	  that	  the	  

communica=on	  of	  risk	  is	  necessary	  but	  rarely	  sufficient.	  And	  even	  
if	  people	  do	  change,	  they	  all	  relapse.”	  	  	  

Colleen	  McBride,	  Chief	  and	  Senior	  Inves=gator	  for	  the	  Social	  and	  Behavior	  
Research	  Group	  at	  the	  Na=onal	  Human	  Genome	  Research	  Ins=tute.	  



Mo:vated	  Users?	  
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“This is great… This 
means we are doomed so 

we might as well live it up. 
We don’t need to quit 
smoking or change or 

diets.” 



Impact	  on	  Health	  Systems	  



Impact	  on	  healthcare	  costs?	  

74%	  report	  they	  would	  use	  it	  to	  gain	  disease	  knowledge.	  	  

34%	  consider	  the	  informa=on	  to	  be	  a	  medical	  diagnosis.	  	  

78%	  would	  ask	  their	  physician	  for	  help	  interpre=ng	  test	  results.	  	  
61%	  thought	  professional	  responsibility.	  



l	  

Privacy	  

Patents	  

Anxiety	  
Discrimina=on	  

S=gma=za=on	  

Gene=siza=on	  

Research	  priori=es	  

Hype/Public	  Trust	  

Commercializa=on	   Marke=ng	  

Educa=on	  



Conclusions	  

-‐Don’t	  oversell	  (communica=on	  issues)	  
-‐ Scien=fic	  progress	  is	  uncertain	  and	  itera=ve	  

-‐ Transla=on	  research	  
-‐Behaviour	  change?	  
	  -‐Fatalis=c	  behaviour?	  

-‐Increase	  healthcare	  costs?	  



Thank	  you!	  

• Amy Zarzeczny, Robyn Hyde-Lay, Ubaka 
Ogbogu, Nola Ries, Tania Bubela, Jim Evans, 

Amy McGuire, Wylie Burke, Therese Marteau, 
Eric Meslin and the HLI research team.    


