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Modern Human Research Ethics

arose from Nazi War Crime Trials

The Nuremburg Code

Human and Legal Rights

means

Informed and Voluntary

Consent




Later - egregious research in Canada/U.S.

(incl. NRC) amplified need for Ethics
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Canada used hungry indigenous children to study
malnutrition

Ire follows article detailing tests on unwitting aboriginal citizens in the 1940s and 1950s.
Brian Owens
23 July 2013

R Rights & Permissions

Canadian government scientists used
mainourished native populations as unwitting
subjects in experiments conducted in the 1940s
and 1950s to test nutritional interventions. The
tests, many of which involved children at state-
funded residential scheels, had been largely
forgotten until they were described earlier this
month in the journal Social Hcs!or_ﬂ by lan
Mosby, who studies the history of food and
nutrition at the University of Guelph in Canada

The work began in 1942, when government
scientists visited several native communities in




Today
Consent and Ethics in human research

Tied to Privacy and Protection of Personal Information

Government  Gouvernement (O]
I*I of Canada  du Canada Canadd

Panel on Research Ethics

www_pre_ethics.gc.ca

canada.gc.ca
Home » TCPS 2 » 5. Privacy and Confidentiality

PRE TCPS 2 - Chapter 5

Terms of Reference

Privacy and Confidentiality

Members

Organizational Introduction

Structure 4. Key Concepts

The Policy (TCPS) E. The Ethical Duty of Confidentiality
TCPS 2 C. Safeguarding Information

D. Consent and Secondary Use of Identifiable Information for Research Purposes
E. Data Linkage

Introduction

1. Ethics Framewaork
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NRC policy for research involving human participants

Ministers

Corporate overview

_ 1.0 Overview
NRC centennial

Community Through this pelicy, NRC affirms that excellence in ethics and respect for human dignity are essential to excellence in research,

Global reach icies and procedures for adhering to

Values and ethics

Code of Conduct val of the NRC Research Ethics Board

Conflict of Interest NRC has SpeCiﬁC, well-defined requirements MRC Secretary General pursuant to

Harassment prevention and conflict
resolution
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Access to Information and Privacy (A

Rissispate Brotoctin fuck The following definitions of "research”, "human participants" and "MRC participation" describe the breadth of activities covered by this

Research involving human participants policy.

&bout the Research Ethics Board (REE)
Criteria for review 2.1 Research

Guidance on completing applications and

: For the purposes of this policy, "research" includes fundamental research which is defined as "an undertaking intended to extend
orms

knowledge through a disciplined inguiry or systematic investigation.” "Research" under this policy also includes applied research carried
NRC policy for research invelving human | out for practical applications with the intention not only to gain new knowledge, but to confirm existing knowledge, to generate
participants hypotheses, to evaluate concepts, and to develop new products, processes, or technologies.

Standard Operating Proceduras for

MRC's Research Ethics Boards 2.2 Human F'articipants

Recearch involving animal subiects



And NRC has a
history of
innovative,
Human-Machine

research




Today’s NRC presenters feature Interdisciplinarity - Human and Social Sciences

But NRC is facing Global move toward fully “Integrated Science”




Elon Musk

“Potentially more

dangerous than nukes.”




Stephen Hawking

“The development of full
artificial intelligence could spell

the end of the human race.”




And

we have a new,
game-changing

challenge

Human Ethics

Big Data and Al

“we’re selling taxi licenses while Uber drives
away with the baby ...”




SCOTT FESCHUK .P

KILLER ROBOTS. THE APOCALYPSE AND OTHER TOPICS
OF MILD CONCERN

Haven’t we heard all this Al gloom before ?




Yes — but — now we are at the confluence
of sophisticated tools such as
backpropagation that induce neural
networks to correct for errors —

Deep Learning — empowered by massive

data and data processing.
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We see it at NRC too !

2009

NRC IRAP

30% (0-13)

of all active human ethics projects

2017
o
77 A’ (100 +) 250 clients identify as Al
Mostly ICT/Data/Analytics virtually Zero - 0

just a few years ago




So — who cares ? 'm just one in a Million
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Boomers

“I have nothing to hide.”

Millennials

“I hide nothing I have.”




It’s the Juxtaposition of Big Data — Al - and Human Research — Fully Integrated:
Really difficult to attest to meaningful free and informed consent, to protect personal

information, or even come close to knowing the human benefit and risk ratios.




Wendall Wallach

Yale University Centre for

Bioethics “Up to now, we've had 1n place

a principle (in research) that an
agent 1s responsible ...
Artificial Intelligence threatens

to undermine that.”




Ethics in IT
2010

As early as 2002 — 1t was shown
that “87 per cent of Americans
could be 1dentified by records
listing solely their birth date,
gender and ZIP Code”




M. Zimmer

. L
Ethics of Info Tech 2010 Slmply Strlpplng names from
records 1s rarely a sufficient
means to keep a dataset

anonymous .”
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OpenData -
ina S
Big Data
World ‘

In a regime of open sharing in which data are
passed on from their originators, there 1s loss of

control over future usage, whilst anonymisation

procedures have been demonstrated to be unable

to guarantee the security of personal records.

An international accord




Dr. Ann Cavoukian Bllt

3-Term Ontario
Privacy Commissioner

Canada has proven it
can be a leader ...

Privacy by Design

“Privacy cannot be assured solely by compliance
with regulatory frameworks, rather, privacy
assurance must ideally become an organization’s

default mode of operation.”




' Business

Canadian financial technology
firms try to lure ethical
millennials

The trend of socially responsible investing is believ
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Could
even . o
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Online failures show




IHS Markit Research

Smart-home-device market to
reach $13.4 Billion in 2017

a 35 per cent increase from 2016




NRC can play

unique role

- We have NRC IRAP Human Ethics

Industrial Technology Advisors across Canada



Human Ethics Principles

Big Data and Al



NRC

Research Ethics Board

Acting as

Working Group

on Al and Human Ethics

Chair - Gordon DuVal, SJD
Carleton University Office of Research Ethics

Roxanne Deslauriers, Ph.D.
Vice President Research: Thunder Bay Regional
Health Sciences Centre

Steven Beyea, Ph.D.
School of Health Sciences- Dalhousie University

Christopher Brown
Industrial Research Assistance Program
National Research Council

Robert Czerny
Chair - Ethics Practitioners’ Association of Canada

Genevieve Gagnon
Children’s Hospital of Eastern Ontario

Margaret McKay, MSc, JD, PMP
Policy and Governance - National Research Council

Jonathan Power, Ph.D.
Ocean, Coastal and River Engineering
National Research Council

Martine Richard
General Counsel - Office of the Conflict of Interest
and Ethics Commissioner

Dan Trudeau
Industrial Research Assistance Program
National Research Council

Jennifer Veitch, Ph.D.
Construction - National Research Council
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Starting with this event

L'innovation scientifique doit éfre accompagnée d’'une innovation

éthique a proportion des enjeux. grmanual Hirsh

Université Paris-Sud

NRC-CN2C
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Advisory Statement on Human Ethics in Artificial Intelligence and Big Data
Hemsters Research (2017)
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