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172 articles for inclusion from the peer-reviewed literature, and
88 articles from the grey literature

After screening news reports for digital surveillance use during
the pandemic, we have a total of 1512 reports

A overview of what technologies are being used where, by whom,
and for what purpose

co-created with this group; has utility for stakeholders across the
health system and consumers navigating the adoption of digital
health technologies and health data surveillance ethics

✅  Scoping review of literature  

✅  Media content analysis   

✅  Database of surveillance technologies 

  Community Learning Experience  & Infographics

PROJECT
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Technosolutionism 

As we focus on technological
solutions, other opportunities
and strategies are ignored. 
Investing in digital surveillance
technology could take away
funds from public health
measures proven to work 

Digital Divide 

Digital divide: up to 2 billion
mobile phone users around the
world do not have devices that
can support Bluetooth-based
tracking; those at the highest
risk of covid-19 exposure live in
conditions incompatible with
digital contact tracing

Human Rights

Exacerbated surveillance of
groups who are already under
surveillance. Ex. China has
extended digital surveillance
under the pretext of public health
measures to identify Uyghurs and
other Turkic Muslims for
detention

Trust Building

Patients won't trust a
technology they don't
understand. This work begins
with building digital health
literacy and ensuring we
resource health teams with the
resources to support patients
with this learning journey.  

Trends & Tensions we need to unpack 

https://docs.google.com/spreadsheets/d/1DUF2isFWsqVSYhbaACYtbgcLi_YjDqpE3GLQIVgkKQg/edit#gid=69851113
https://docs.google.com/spreadsheets/d/1DUF2isFWsqVSYhbaACYtbgcLi_YjDqpE3GLQIVgkKQg/edit#gid=69851113
https://docs.google.com/spreadsheets/d/1DUF2isFWsqVSYhbaACYtbgcLi_YjDqpE3GLQIVgkKQg/edit#gid=69851113


Our mission is to help leaders learn, reflect,
and co-create digital health experiences that
steward equitable and ethical health data
practices that protect & empower patients 

To do this, we are launching the
Health in All Data Collective: 

a community of practice to bring
together students, academics,
industry leaders, and policy shapers
for ongoing open events and learning
experiences.



Who is on our team?
 Multi-disciplinary researchers 

explores the relationships between health information
technologies on health practices. 

intersections of health equity and structural violence

health research methodology, population health, and health
policy, systems and services

impact of surveillance, policing, and criminalization on
oppressed communities

social impact of technology, how technological mediation
changes social interaction and information behaviour

public health physician and epidemiologist with expertise in
population-based studies and global health

Dr. Lorie Donelle (PI), 
Research Chair, School of Nursing

Dr. Deanna Befus
Assistant Professor, School of Nursing 

Dr. Anita Kothari
Professor, School of Health Studies
Co-director, Lab for Knowledge Translation in Health

Dr. Jodi Hall
Professor, School of Nursing, Western-Fanshawe 

Dr. Jacquie Burkell
Associate Vice-President Research, Faculty of Information and
Media Sciences

Dr. Saverio Stranges
Chair of Epidemiology and Biostatistics, Schulich School of
Medicine
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Co-Chair of the Ethics Table for Ontario’s COVID-19 Health
System Response, and member of WHO’s Working Group on
Ethics and COVID-19

focuses on the mathematical and computational modelling of
complex systems.

Dr. Maxwell Smith
Bioethicist, Assistant Professor, School of Health Studies
Co-director, Health Ethics, Law and Policy (HELP) Lab 

Dr. Mark Daley
Professor, Computer Science. 
Special Advisor to the President (Western) on Data 
Board Member, ICES & Board Chair, Compute Ontario   

James Shelley
Director, Western’s Complex Adaptive Systems (CAS) Lab, Arthur
Labatt Family School of Nursing, the Department of Geography. 

Project Core Team

Gina Uppal
Partnerships Lead, Health in All Data Collective
Co-chair, Health Data Equity Advisory Council 

Leigha Comer 
Project Coordinator 
PhD Candidate, Vanier Scholar, York University

Marionette Ngole Dione
Research Trainee 
MScN Candidate, School of Nursing, Western University 

health equity researcher on interpersonal and structural violence

specializing in community-based research and applications of GIS,
GPS and geospatial analysis for public health. 

specializes in the use of geographic information systems (GIS) in the
study of movement 

rural health, masculinity, and how digital health technologies (drones)
impact health and health information behaviours. 

specializes in smartphone-based privacy, location tracking, and
metadata surveillance issues

the use of law in the prevention of disease; currently investigating
the policy responses to COVID-19

Dr. Helene Berman
Distinguished University Professor, Faculty of Health Sciences
Academic Director of CRHESI. 

Dr. Jason Gilliland
Director, HEALS Lab, Department of Geography, cross-appointed to
School of Health Studies, Department of Paediatrics, and Department of
Epi & Biostats. 

Dr. Jed Long
Assistant Professor, Department of Geography 

Dr. Bradley Hiebert
Research Associate, School of Nursing

Dr. Tommy Cooke
SSHRC Postdoctoral Fellow, Surveillance Studies Center
Instructor, Faculty of Engineering, Queen’s University

Dr. Jacob Shelley
Assistant Professor, Faculty of Law, School of Health Studies
Co-director, Health Ethics, Law and Policy (HELP) Lab 



Who is on our team?
Cross-sector Industry Advisors
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 Mark Casselman is the CEO of Digital Health Canada, and sits on
advisory boards for Tech-Access Canada at Mohawk College and the
Ontario Telemedicine Network. Mark also previously led PWC’s
mHealth practice, and spent 6 years at the University Health Network
Center for Global eHealth Innovation.

Karen Jacquart works as the Innovation Manager for Canada Health
Infoway which is an organization that accelerates the development,
adoption and effective use of digital health solutions across Canada.

Priya Bathija is VP Strategic Initiatives for the American Hospital
Association, supporting hospitals to enhance patient experiences.
She leads the organization’s work on maternal and child health, social
determinants, and is a member of AHA’s Health Equity Strategies
team.

Zen Tharani is a health informatics consultant and Board Member at
Digital Health Canada. He was previously the Executive Director of
digital health strategic initiatives at the BC Ministry of Health, and
spent 5 years at eHealth Saskatchewan advising EHR development
for the province. 

Sarah Ali is a Digital Health program Manager at North York General
Hospital. She previously spent 3 years at University Health Network
developing the Patient Portal, and 6 years at MaRS supporting various
data innovation projects.

Dia Rahman is a user researcher with a specialization in digital health
& wearables. Her master's thesis is on the commercialization of
digital health and wearable technology in Canada. 

Susan Anderson - Susan is currently the Chief Information Officer at
Nunavut Ministry of Health, and previously spent 7 years in leadership
roles in Health Information Technology at Alberta Health, where she
played a pivotal role in transforming Alberta’s healthcare system into
one of the most digitally connected in North America. 

Zain Ismail is the Director for Healthcare Consumerism at Avia Health, a
digital transformation partner for healthcare organizations. He serves
as a Board Member for Hacking Health Global, and serves on the
Premier’s Council for Improving Health and Ending Hallway Medicine.

Nikki Gladstone is the Director of RightsCon, the world's leading
summit on human rights in the digital age. Before this Nikki worked with
the Wilson Center's Digital Futures Project on the foreign policy
implications of emerging technologies.

Waël Hassan is the founder of KI Design, a big data analytics solutions
company. Previously he spent 7 years at Service Ontario and eHealth
Agency in ehealth information management. PhD in Privacy Policy
Governance and Legal Compliance. 

Tayyaba Jiwani, PhD is a policy advisory working with the Ontario’s
Health Data Platform in response to the pandemic to allow researchers
access to data to detect, plan, and respond to the COVID19 outbreak.

Ari Chanen, PhD is a Artificial Intelligence (AI) expert that supports
organizations to leverage AI. Ari earned his BS and MS in Computer
Science / AI from the Massachusetts Institute of Technology (MIT) and
a Ph.D. from the University of Sydney in Australia.

Victoria Heath works at the intersections of communications, data and
technology with the Open Lunar Foundation. She previously led
governance and strategy at Montreal AI Ethics Institute. 

Shaneel is the cofounder of Zamplo, an app that helps patients manage
and organize their health data. Shaneel chairs a data working group
that is publishing a Declaration of Personal Health Data rights and
obligations in Canada, and is active in health communities across
Canada including SPOR-PIHCI and Imagine Citizens.

Rhea Mehta, PhD is the co-founder of Bowhead Health, a digital health
design firm that builds blockchain-powered data management
solutions and patient engagement tools to help researchers recruit
and collect data from patients around the world. All data is encrypted,
and owned by patients on the Better App, which uses smart-contracts
to securely share de-identified data with researchers. 

Matthew German leads the surveillance and clinical modelling teams at
BlueDot Global, helping governments and businesses track over 150
infectious diseases around the world. BlueDot was among the first in
the world to identify the emerging risk from, and publish a scientific
paper on, COVID-19

Marina Massingham is the CEO of Aifred, an AI clinical decision support
tool for mental healthcare providers, and recently named finalist in the
IBM Watson AI XPRIZE. Marina also previously co-founded a
pharmaceutical startup TeOra Health, acquired by Aequus
Pharmaceuticals in 2015

https://www.linkedin.com/in/casselman/
https://www.linkedin.com/in/karen-j-674ab313/
https://www.linkedin.com/in/pbathija/
https://www.linkedin.com/in/ztharani/
https://www.linkedin.com/in/ztharani/
https://www.linkedin.com/in/alisarah1/
https://www.linkedin.com/in/diarahman/
https://www.linkedin.com/in/susan-anderson-7490891/
https://www.linkedin.com/in/ismailzain/
https://www.linkedin.com/in/nicolegladstone/
https://www.linkedin.com/in/drwaelhassan/
https://www.linkedin.com/in/t-jiwani/
https://ohdp.ca/
https://www.linkedin.com/in/ari-chanen-phd/
https://www.linkedin.com/in/heathvictoria/
https://www.linkedin.com/in/shaneel-pathak/
https://www.linkedin.com/in/rheamehta/
https://www.linkedin.com/company/aifred/


What do we need to
succeed?
The biggest challenges that emerged from our
stakeholder consultations was a lack of shared
language around health data and the ethics of
surveillance, and a lack of space to critically engage
with these topics and learn inside organizations. 

Without structures for technology leaders to
intentionally explore and critically discuss this
work, our advisors expressed concerns of
unintentional harm to patients and the public
as digital health agendas accelerate.



Learning Together

Through a four-part learning series, we will support these leaders to develop a shared language and
understanding of the landscape of health data (mis)use. The themes we will cover are outlined below:

Responsible and Ethical
Innovation in Health: Data Use

During Covid-19 Recovery 

Grappling with
Surveillance in our

Increasingly Digital World 

Trust Starts with
Literacy and Requires

Transparency

Dystopian Data Futures:
How Do We Use Health

Data for Good?
 

What is the impact of technology
innovation? Is innovation always
good?
What is responsible innovation?
What lessons can we learn from the
use of health data during the
pandemic?
What safeguards and limitations
must be put in place for processing
health data equitably and ethically?

How do you understand the term
‘surveillance?’
How are we raising awareness of the
risks associated with health
surveillance?
Do you see the term ‘surveillance’
as relevant to the work you do?
How might we develop a shared
language around health data?

How do we ensure transparency in
the tech innovation work that we
do?
What does it mean to be
transparent?
What gaps in understanding re:
health data exist? What literacy
tools could support their learning?
*What are our obligations in
ensuring accountable systems?
Who is setting the rules and
agenda?

How do we balance the risks and
harms of health data collection and
use?
How might we raise concerns about
health data without feeding into fear-
based narratives?
What is ‘fairness’ in the context of
health data?
What have been the impacts of data
protection regulations on research
culture, data sharing, access to
data, and our ability to use health
data?



Building Community

In Fall 2022 we want to launch our Health in All Data Collective to grow a community around our work and
partner with organizations to host discussions, talks, and panels. 

By creating both a curriculum grounded in our research and a community for reflection, integration, and
debate, we will support a cohort of data stewards who will be prepared to help their organizations navigate
the work ahead. These dialogues will create a ripple effect and influence leaders to steward on-going
reflection of equitable and ethical data use within and among their respective organizations/sectors.
Participants who complete all sessions will receive a certificate of achievement and be invited to networking
and learning sessions hosted by the Health in All Data Collective. 

This community is crucial for supporting leaders as health data stewards.



“If there is one thing this crisis will do –

it is to force us to reimagine (yet again)

the relationship between data, people,

and decision making.”

Patel, R. (2020) Removing the pump handle – stewarding data at times of public health emergency. Available at:
https://www.adalovelaceinstitute.org/removing-the-pump-handle-stewarding-data-at-times-of-public-health-emergency/



Next Steps
Working with industry partners
to launch a learning experience
for industry leaders &
researchers to come together
and dive deeper into these
conversations together.

We will keep this group
informed on opportunities to
learn with our team!


