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Thursday, May 26, 2016 
 
8:45am to 10:00am         Ballroom 
Keynote: Research Ethics in a Globalized World 
 
Solomon (Solly) Benatar, Emeritus Professor of Medicine and Senior Scholar University of Cape Town and Adjunct 
Professor and Distinguished Senior Scholar at the Joint Centre of Bioethics (JCB) and the Dalla Lana School of Public 
Health (DLSPH) at the University of Toronto 
 
Moderator: Lori Walker, CAREB-ACCER President (2015-2017) and Manager, Research Ethics at Brock University 
 
The role of research and research ethics will be considered in a challenging and globalizing world characterized by 
wide disparities in health. The purposes of research, who determines the research agenda and the ethical 
requirements for international research will be discussed. Some advances in international research ethics in recent 
years will be presented as evidence that desirable moral progress can be made in research ethics and in research. 
 
 
10:45am to 12:00pm          Ballroom 
Panel session: Examining Ethical Issues and Guidelines in Research Involving Vulnerable 
Populations 
 
Judith Friedland, Professor Emerita of Occupational Science and Occupational Therapy in the Faculty of Medicine 
at the University of Toronto and Chair of the Ethics Review Board at Public Health Ontario 
 
Elizabeth Peter, Associate Professor at the Lawrence S. Bloomberg Faculty of Nursing and Chair of the Health 
Sciences Research Ethics Committee and Member of the Joint Centre for Bioethics at the University of Toronto 
 
Fern Brunger, Associate Professor of Health Care Ethics, Memorial University; Senior Chair of the Newfoundland 
and Labrador Health Research Ethics Board (HREB) 
 
Moderator: Rachel Zand, CAREB-ACCER Past President (2013-2015); Director, Office of Research Ethics, University 
of Toronto 
 
Rethinking Risk and Vulnerability in Research Ethics 
Research Ethics Boards (REBs) are tasked with protecting research participants despite the lack of evidence that 
they actually protect participants from harm and the lack of consistency across REBs in determining risk. 
Moreover, a growing body of empirical work suggests that there tends to be no lasting harm beyond temporary 
distress in studies involving ‘vulnerable’ groups or those involving sensitive topics. Our presentation will have two 
components. First, we will explore the history of protectionism in research and the conceptualization of risk in 
vulnerability in both the academic literature and in regulation. Second, we will report on an empirical study that 
we have conducted exploring vulnerability and risk. The purpose of this research was to identify what REBs 
recognize as vulnerability in research participants, and how they respond to perceived vulnerability. From this 
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analysis we expect to gain a better understanding of the strengths and weaknesses involved in REB processes in 
dealing with perceived vulnerability.  
A critical qualitative approach informed by care ethics was the methodology used. De-identified content related to 
vulnerability and risk was abstracted from three years of full board minutes of all three REBs at the University of 
Toronto. The data represent the risks as perceived by the REBs that were not recognized, were underestimated, 
not adequately mitigated, or were not adequately described in the consent by the investigator(s). One over-
arching theme, “Recognizing and responding to cascading vulnerabilities”, along with four subthemes, including 
“Identifying vulnerable groups”, “Recognizing potentially risky research methods”, “Imagining the what ifs”, and 
“Mitigating perceived risks” were identified.  
Ultimately REBs are limited in their ability to recognize vulnerability well because of their mediated and distant 
view of participants and the current emphasis upon regulation. Participant protection may be better served with 
greater attention paid to the skills of researchers and research assistants and increased involvement of 
participants in research processes, which would allow for an up-close view of vulnerability. Stressing the concept 
of “consent as an ongoing process” with greater reporting back to the REB could, in turn, result in the REB having a 
greater awareness of what actually happens in the field. This mechanism could provide greater insight and perhaps 
evidence as to whether REBs are actually protecting participants from harm.  
 
Whose vulnerability counts? 
This presentation provides an in depth look at how the concept of “vulnerability” in research ethics may play out in 
complex and bewildering ways for researchers and REBs.  It draws on two case studies of research, one with a 
disability rights community and one with an Indigenous community.  The audience is invited into the stories of the 
two researchers whose feminist participant action research projects – designed to subvert traditional relations of 
power – ended up in crisis because of missed meanings over whether and how community “vulnerability” counts 
in research ethics.  In each case, the ethicist-anthropologist (Brunger) was invited in after the fact, to examine and 
reflect on what went wrong.  In this presentation she shares her observations about vulnerability in relation to the 
concepts of “community” and “risk”. The presentation concludes with recommendations to REBs for facilitating 
researchers’ understandings of participants’ own perspectives on risk and vulnerability in research. 
 
3:15pm to 4:30pm         Ballroom 
Keynote: The Ethics Police?: The Struggle to Make Human Research Safe 
 
Robert Klitzman, Professor of Psychiatry at the Columbia University Medical Center and Director of the Masters of 
Bioethics Program 
 
Moderator: Catherine Paquet, CAREB Board Member; Director, Office of Research Ethics and Integrity, University 
of Ottawa 
 
Research Ethics Committees (or Institutional Review Boards – IRBs) are crucial to ensure that the rights of human 
participants in research are adequately protected, yet these committees have increasingly become criticized and 
controversial.  How are we to understand these tensions?  Robert Klitzman has been conducting in-depth 
interviews with chairs, administrators and members of RECs in the US and abroad, to understand the challenges 
they face and ways that they might be improved.  Based on his recent book, The Ethics Police?, he examines how 
RECs confront challenges regarding both the context and content of decisions, and can be affected by who are 
members, and how they are trained, and by interactions with federal agencies, local institutions, pharmaceutical 
companies and researchers.  He explores how committees struggle, facing ambiguities and uncertainties in 
interpreting unclear principles and regulations, weighing possible future risks and benefits of studies, and 
addressing concerns about undue influence and the quality of science.  These data offer fresh insights and 
suggestions for improving the process of human subject review at multiple levels. 
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Friday, May 27, 2016 
 
8:30am to 9:45am         Ballroom 
Keynote: Outside Looking In: A Community Member’s Perspective on REBs 
 
WA (Bill) Bogart, Distinguished University Professor and Professor of Law at the University of Windsor 
 
Moderator: Lori Walker, CAREB-ACCER President (2015-2017) and Manager, Research Ethics at Brock University 
 
 

I. INTRODUCTION 
II. LAY MEMBERS ON BOARDS: A WIDELY USED STRATEGY 
III. THE PUBLIC INTEREST   BUT WHAT PUBLIC INTEREST? 
IV. ETHICS, YES – BUT WHICH ETHICS? 
V. THE CHALLENGE TO UNDERSTAND 
VI. THINGS I’VE LEARNED (AND, OF COURSE, SOME QUESTIONS) 

a. (Once Again) The Importance of Human Rights 
b. The Complexities of Informed Consent 
c. (Still Greater) Curiosity about Impact 
d. The Critical Role of the Chair and Administration 
e. If It’s “Junk Science” Can it be Ethical? 

 
 
10:15am to 11:30am 
Network Café – Topical Group Discussions 
 
This topical networking session will involve informal small-group discussions and networking opportunities 
organized according to groups.  Conference attendees are encouraged to select a stream at registration and 
provide a question or suggestion for a sub-topic relating to that stream.  Groups will include the following: 
 

• Clinical trials (CCTCC Accreditation Working Group) - Ballroom 
• Internet and online research – Ontario Room (lower level) 
• REB administrators – training – Haliburton Room (upper level) 
• REB members – recruitment, engagement, training – Oakville Room (upper level) 
• Research ethics review in smaller institutions – Niagara Room (lower level) 
• Research with Indigenous communities – Kingsway Room (upper level) 

 
Cafes are provided as an informal setting for conference attendees to grab a coffee and have the opportunity for 
networking and discussion. 
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11:30am to 1:00pm         Ballroom 
Panel: Reconciling Research with Metis, Inuit and First Nations Communities 
 
Janet Smylie, Associate Professor, Epidemiology and Social and Behavioural Health Divisions, Dalla Lana School of 
Public Health, University of Toronto 
Réal Carrière 
Katherine Minich 
 
Session Leader/Moderator: Lynn Lavallée, Chair, Research Ethics Board; Associate Professor and Associate 
Director, School of Social Work, Ryerson University 
 
This presentation will take the format of a panel presentation and will include an Aboriginal researcher, Aboriginal 
student researcher, an Aboriginal REB member and a community partner. The panel will be moderated by Dr Lynn 
Lavallee.  Panel members will share their experiences of research being done with/in Aboriginal communities; and 
highlight some of the best practices, as well as lessons learned. Discussion will focus on specific articles of Chapter 
9 of the TCPS2 and explore some of the areas of tension that exist within its articles and/or the implementation.   

Dr. Janet Smylie, a Métis family physician and researcher, will also join the panel and present “Where in the Ethics 
is Indigenous Knowledge and Practice?” This panel segment will focus on the complex systems of Indigenous ethics 
that already exist in Indigenous communities and contexts and strategies for harmonizing these systems with those 
of non-Indigenous specific institutional ethics processes. 
 
 
 
2:30pm to 3:30pm         Ballroom 
Plenary: New Directions and Considerations in Internet, Social Media, and Big Data Research 
 
Elizabeth Buchanan, Endowed Chair in Ethics and Director of the Center for Applied Ethics, University of 
Wisconsin-Stout  
 
Moderator: Catherine Paquet, CAREB Board Member; Director, Office of Research Ethics and Integrity, University 
of Ottawa 
 
This presentation will provide a historical perspective of the ways in which human subjects research has changed 
over the past fifteen years. Using a context of traditional principles of research ethics, we will examine fundamental 
infrastructural changes that have reinforced old ethical challenges while generating novel ethical considerations. We 
will explore the intersections between and among Internet-enabled research, social media, and big data, and review 
various forms of research associated with these. We will conclude with a review of common deliberations and 
suggestions for REBs. 
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Saturday, May 28, 2016 
 
8:30am to 9:45am         Ballroom 
Keynote: Into the Unknown: The Ethics of Phase 1 Clinical Trials 
 
Jonathan Kimmelman, Associate Professor of the Biomedical Ethics Unit, Experimental Medicine and Social Studies 
of Medicine at McGill University 
 
Moderator: Lori Walker, CAREB-ACCER President (2015-2017); Manager, Research Ethics at Brock University 
 
This talk will provide an overview of key scientific objectives and ethical challenges in phase 1 trials, using the 
recent BIAL phase 1 trial disaster to frame the discussion. The presentation will begin with a description of the key 
scientific objectives of phase 1 trials and ethical challenges encountered in phase 1 trials involving patients (e.g. 
cancer phase 1). Dr. Kimmelman will then survey key ethical challenges in “healthy volunteer” phase 1 trials and 
close with some recommendations for how ethics review boards and data safety monitors might improve their 
evaluation and decision-making surrounding both types of phase 1 trials- particularly in the context of risk/benefit 
judgments. 
 
 
10:30am to 11:30am        Ballroom 
Plenary: Reviewing the NPRM: Public Comments on the Notice of Proposed Rule Making re: 
Federal Policy for the Protection of Human Subjects (U.S) 
 
Ivor Pritchard, Senior Advisor to the Director at the Office of Human Research Protections (OHRP) 
 
Moderator: Lori Walker, CAREB-ACCER President (2015-2017); Manager, Research Ethics at Brock University 
 
TBA 
 
 
11:30am to 12:30pm        Ballroom 
Panel: Ask the Expert 
 
Richard Sugarman, REB Chair, Ontario Cancer Research Ethics Board 
Barbara Graves, REB Chair, Social Science and Humanities Research Ethics, University of Ottawa 
Ivor Pritchard, Senior Advisor to the Director in the Office for Human Research Protections (OHRP) in the U.S. 
Department of Health and Human Services 
Catherine Paquet, CAREB Board Member; Director, Office of Research Ethics and Integrity, University of Ottawa 
Canadian governance - TBA 
 
Moderator: Laurel Evans, Director, Research Ethics, University of British Columbia 
 
This session will explore two case studies.  The aim of the session is to encourage and facilitate dialogue, and to 
give conference attendees the opportunity to ask questions. 


