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BACKGROUND QUESTIONS 

• Does public communication and public 

understanding of neuroscience matter from an 

ethics standpoint? Why? 

 

• What are some potentially problematic aspects 

of public communication/understanding? 

 

• Are there solutions or paths to explore? 

 



OUTLINE  

• Does public communication and public 

understanding of neuroscience matter from an 

ethics standpoint? Why? 

 

• What are some potentially problematic aspects 

of public communication/understanding? 

 

• Are there solutions or paths to explore? 

 



Does public communication and public 

understanding of neuroscience matter 

from an ethics standpoint? Why? 

 
No (descriptive and normative):  
• Outside the purview of neuroscientists and their research  

• Neuroscientists not equipped to tackle relevant issues 

• Not enough evidence of an existing problem 

• Nothing impactful could be done to remediate the situation  

• Neuroscience is no different than other fields of biological 

research – no specific impact of neuroscienceé 



Does public communication and public 

understanding of neuroscience matter 

from an ethics standpoint? Why? 

 
Yes (descriptive):  
ÅKnowledge transfer is now part of research 

ÅPublic expects return on investment and wants to know 

ÅCould be some significant public impact of neuroscience 

ÅSome evidence (even if suboptimal) of significant challengesé 



Does public communication and public 

understanding of neuroscience matter 

from an ethics standpoint? Why? 

 
Yes (normative):  
• Communication is an act like other acts, which can be the object of ethical 

analysis (virtue-, principle-, or consequence-based) 

• Interdisciplinary models can be developed 

• Solutions can involved multiple stakeholders beyond single neuroscientist 

• Science can contribute to enlightened public/democratic dialogueé 

 

 

 



 Manifest image  

of the world 
The common view of humans.  The 

way we see ourselves in ordinary life 

based on common sense assumptions 

about human nature.    

 Scientific image  

of the world 
The scientific view of humans.  The way 

we see humans given scientific 

knowledge. Questions and challenges the 

manifest image and beliefs underlying it. 

? 

Margaret Talbot. Duped. Can brain scans uncover lies?  

The New Yorker, July 2, 2007 

Ȱ3ÏÃÉÁÌ .ÅÕÒÏÓÃÉÅÎÃÅ ÉÓ ȟ ÁÂÏÖÅ ÁÌÌ ÅÌÓÅȟ ÔÈÅ 
construction of a metaphysical mirror that 
will allow us to see ourselves for what we 
are and, perhaps, change our ways for the 

ÂÅÔÔÅÒȢȱ ɉ'ÒÅÅÎÅ φττϊɊ  

Credit: Emma Zimmerman, 

 Neuroethics Research Unit, IRCM 
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Research on media coverage of neuroscience innovation (neuroimaging, DBS) 

fMRI in the public eye. Nature Reviews Neuroscience 2005; 6(2): 159-164. 

Hyped biomedical science or uncritical reporting? Press coverage of genomics (1992-2001) in Quebec. Social Science & Medicine 2006; 62(5): 1278-1290. 

Brain imaging: A decade of press coverage, Science Communication 2006; 28(1):122-143. 

Currents of hope: Neurostimulation techniques in US and UK print media. Cambridge Quarterly of Healthcare Ethics 2007; 16(3): 314-318. 

Internet marketing of neuroproducts: New practices and healthcare policy challenges. Cambridge Quarterly of Healthcare Ethics 2007; 16(2): 180-193. 

Ethical issues in performance enhancing technologies: From bench to headline. Technology 2007; 11: 37-54.  

Contemporary neuroscience in the media. Social Science and Medicine 2010; 71: 725-733 

Research on media coverage and public understanding of ñneurocognitive enhancersò 
Ethical issues in performance enhancing technologies: From bench to headline. Technology 2007; 11: 37-54. 

Disagreements with implications: Diverging discourses on the ethics of non-medical use of methylphenidate for performance enhancement, BMC Medical Ethics 2009; 10(9). 

Autonomy and coercion in academic “cognitive enhancement” using methylphenidate: Perspectives of key stakeholders. Neuroethics 2009; 2(3): 163-177.f 

Stakeholder perspectives and reactions to “academic” cognitive enhancement: Unsuspected meaning of ambivalence and analogies, Public Understanding of Science 2010  

Cognitive enhancement, lifestyle choice or misuse of prescription drugs? Ethics blind spots in current debates. Neuroethics 2010; 3(1): 1-4. 

Research on media coverage of neurological conditions (and end-of-life) 
Media coverage of the persistent vegetative state and end-of-life decision-making: A case analysis of Terri Schiavo. Neurology 2008; 71: 1027-1032. 

Depictions of “brain death” in the media: Implications for organ donation and public debate, Journal of Medical Ethics (in press) 

How the public responded to the Schiavo controversy: Evidence from letters to editors, Journal of Medical Ethics 2010; 36: 571-573. 

Alzheimer's disease dietary supplements in websites, HEC Forum (in press) 

Perspectives and experience of healthcare professionals on diagnosis, prognosis, and end-of-life decision making in patients with disorders of consciousness, Neuroethics 2013; 

6: 25-36. 

Research on the intersection of ñformalò research ethics with concerns of researchers or clinicians  
Perspectives of Canadian Researchers on Ethics Review of Neuroimaging Research, Journal of Empirical Research on Human Research Ethics 2010; 5(1): 49-66. 

Ethical issues in psychiatric applications of deep brain stimulation: Learning from Canadian healthcare providers, Journal of Ethics in Mental Health 2011;6:1-10. 

Hope and patient expectation in deep brain stimulation: Healthcare provider perspectives and approaches, Journal of Clinical Ethics 2010; 21(2): 113-125. 

Ethical Issues in the Translation of Social Neuroscience: A Policy Analysis of Current Guidelines for Public Dialogue in Human Research, Accountability in Research 2012; 

19: 27-46. 

Theoretial and normative models for tackling the interface between ethics, public communication and neuroscience 
Discourse ethics as an ethics of responsibility: Comparison and evaluation of citizen involvement in population genomics. Journal of Law, Medicine & Ethics 2003; 31(3): 390-

397. 

Neuroethical responsibilities. Canadian Journal of Neurological Sciences 2006, 33: 269-277  

Neurotalk: Improving neuroscience communication. Nature Reviews Neuroscience 2010; 11(1): 61-9. 

Imaging or imagining: A neuroethics challenge informed by genetics. American Journal of Bioethics 2005; 5(2): 5-18. 

Pragmatic Neuroethics: Improving Treatment and Understanding of the Mind-Brain, MIT Press, 2010 

Racine. Neuroscience and the media: Ethical challenges and opportunities. Oxford Handbook of Neuroethics, Judy Illes and Barbara Sahakian, eds, Oxford, OUP, 2011, 783-802. 



OVERVIEW OF STUDIES ON MEDIA COVERAGE 

OF NEUROSCIENCE AND ETHICS 

1. Reporting practices are sub-optimal 
 

2. Balanced tone is not predominant 
 

3. Shortcomings in scientific and medical explanations 
 

4. Multiples sources of ethics debates and controversies 
 
 

5. Media coverage could lead to public misunderstanding, hype and 
false expectations 

 

6. Media coverage could influence health behaviors and ethical views 

 

7. Public understanding identified by different stakeholders as one of 
the key socio-ethical issues but limited guidance is available in this 
area 

 
Reviewed in Racine, 2011, OUP 
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Racine MIT Press, 2010 
From: large-scale study of neuroscience  in international media 

OBSERVATION 1: REPORTING 

PRACTICES ARE SUB-OPTIMAL 

 



From: study of fMRI in international media Racine et al. Nature Reviews Neuroscience, 2005 

OBSERVATION 5: MEDIA COVERAGE COULD 

LEAD TO PUBLIC MISUNDERSTANDING, 

HYPE AND FALSE EXPECTATIONS 

 



Racine et al. Cambride Quarterly of Healthcare Ethics. 2007 

OBSERVATION 6: MEDIA COVERAGE COULD INFLUENCE 
HEALTH BEHAVIORS AND ETHICAL VIEWS  

From: study of neurostimulation in international media 



In the clinical context, this media ñhypeò has interacted with 

hope and expectations in DBS for movement disorders 

challenge understandings of informed consent 

PATIENT EXPECTATION 

IMPACT PT. 
INFORMED  
CONSENT 

DISAPPOINTMENT 
FAILURE TO MEET 

EXPECTATIONS 

Bell et al. (2010) J Clin Ethics; 21(2) 

From: Multi-site study of DBS in Canadian neurosurgical programs 



Ethical, legal and social 

issues 

Very 

Poorly 
Poorly Adequately Well 

Very 

Well 

Incidental findings 4% 25% 36% 18% 16% 

Transfer of knowledge 

and public understanding 
8% 19% 47% 18% 8% 

Commercialization 5% 18% 49% 22% 6% 

Risk assessment 2% 16% 37% 20% 25% 

Scientific validity 2% 11% 39% 35% 13% 

Conflict of interest 3% 12% 38% 33% 14% 

Privacy of thought 1% 10% 24% 30% 34% 

Identification of risks 2% 8% 32% 23% 24% 

Stigma and discrimination 2% 4% 38% 30% 26% 

Confidentiality 0% 4% 23% 34% 38% 

Vulnerable populations 1% 2% 26% 39% 32% 

Recruitment practices 0% 3% 33% 33% 31% 

Decisional capacity 1% 0% 27% 44% 28% 

Informed consent 0% 1% 23% 36% 40% 

Deslauriers et al. 2010 From: study of Canadian neuroimagers 

OBSERVATION 7: PUBLIC UNDERSTANDING IDENTIFIED AS KEY 

SOCIO-ETHICAL ISSUES BUT LIMITED GUIDANCE AVAILABLE  



LIMITED GUIDANCE IN A REVIEW OF EXISTING 

INTERNATIONAL RESEARCH ETHICS POLICIES 
Public Understanding Knowledge Translation PublicParticipationSocial Outcomes

Care should be taken in publication of
research when it could increase stigma
and discrimination.

Research involving aboriginal peoples
should involve these communities in
the interpretation of the research.

Scientific research should produce
“fruitful results” for the benefit of
society.

Authors and publishers have ethical
obligations to make both negati ve and
positive results of research publicly
available.

Research which presents “risks to the
interest of communities” should be
published in a manner that is respect-
ful of the interests of those concerned,
or in some cases not published.

The “improvement of knowledge (…)
the development of novel medical,
psychotherapeutic, and social proc -
dures” are risks and benefits of
research translation.

Journal editors, journalists, and peer
review boards have an obligation to
disseminate both positive and negg-
tive results of research to the research
community and to the public.

Researchers are responsible for the
dissemination and communication of
results of both positive and negati ve
results for “public knowledge and
understanding.”

Research ethics covers the whole pro-
cess, from “inception through to
completion and publication of results
and beyond.”

Excessive harms to the individual
should not be justifiedby the social
benefits of theresearch.

Before research begins there should
be an assessment ofòforeseeable ben-
efits to the subject or to others.ó

Someresearchòmay present risks to
the interest of communities, societies,
or racially or ethnically defined groupsó
by contributing to the stigma of those
groups.

òThe IRB [Institutional Review Board]
should not consider possible long-g-
range effects ofapplying knowledge
gained in theresearch (for example,
the possible effects of theresearch on

Social harms to the individual should
be considered in thereview of harms
and benefits ofresearch.

The merit ofresearch should not be
judged on whether it isòcontroversial,
challenge(s) mainstream thought, or
offend(s) powerful or vocal interest
groups.ó

òResearchers should consider the po-
tential psychological, social and cultural
significance of theirresearch.ó

The REB should giveòdueregard to
the consequences of the proposed
research for(...)those who do not take
part in the research but who might
benefit or suffer from its outcomes in

In the reporting of results it is uneth -
cal to “exaggerate the importance of
results for medical practice or policy.”

Excessive harms to the individual
should not be justified by the social
benefits of research.

Before research begins there should
be an assessment of “foreseeable ben-
efits to the subject or to others.”

Some research “may present risks to
the interest of communities, societies,
or racially or ethnically defined groups”
by contributing to the stigma of those
groups.

“The Institutional Review Board should
not consider possible long-range
effects of applying knowledge gained in
the research (e.g., the possible effects
of the research on public policy).”

Social harms to the individual should
be considered in the review of harms
and benefits of research.

The merit of research should not be
judged on whether it is “controversial,
challenge(s) mainstream thought, or
offend(s) powerful or vocal interest
groups.”

“Researchers should consider the po-
tential psychological, social and cu -
tural significance of their research.”

The REB should give “due regard to the
consequences of the proposed
research for (...) those (...) who might
benefit or suff er from its outcomes in
the future.”

Research involving aboriginal peoples
should  “respect the culture, tradi-
tions” and involve them in “the co -
duct, direction, sponsorship or impl -
mentation of the research.”

Research with aboriginal peoples
should “draw on their knowledge and
wisdom” and allow them to take an
“active engagement in the research
processes.”

---

---

---

---

---

---

---

---

---

---

---

---

---

---

---

---

---

---

---

---

Nuremberg Code
Intl, 1947

Declaration of Helsinki
Intl, 1964*, 2004

CIOMS Guidelinesfor
Biomedical Research

Involving Human Subjects
Intl, 1993*, 2002

International Conference on
Harmonisation,

Good Clinical Practice
Intl, 1997

The Belmont Report
US, 1979

Title 45 Code ofFederal
Regulations, Part 46

US, 1991

Tri-CouncilPolicy
Statement
CA, 1998

National Statement on Ethical
Conduct in HumanResearch

AUS, 2007

Medical Research Council
GoodResearch Practice

UK, 2005

Economic and Social
Research CouncilResearch

Ethics Framework
UK, 2005

Zimmerman & Racine, Accountability in Research From: review of international ethics guidance 
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ñThe pessimist sees difficulty in 

every opportunity.  
 

The optimist sees the 

opportunity in every difficulty.ò  

 

Winston Churchill  



Illes et al. Nature Reviews Neuroscience, 2010 

THE ñNEUROTALKò MODEL 



IN CONCLUSIONé  

PUBLIC COMMUNICATION AND PUBLIC 

UNDERSTANDING OF NEUROSCIENCE: 

• Represent a potential source of ñharmsò and ñethical 

challengesò (e.g., create pressures for premature uses; support 

unwarranted use; fuel misleading expectations) 

 

• Constitute a terrain of ñethical dutiesò and ñbenefitsò 

(e.g., promote sounder public understanding; engage researchers in 

public information and outreach; adopt proactive strategies to handle 

ethical and social issues) 

 

• Is a relevant and interesting area where several empirical 

and normative questions need to be addressed 
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