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Declaration of Personal Health Data
Rights in Canada

Introduction

Personal health data are key enablers of value-based healthcare. In Canada, there is inconsistent understanding and con-
sensus among healthcare stakeholders, including patients themselves and data custodians from all sectors, about funda-
mental principles of personal health data, such as who owns the data and what are the associated rights that flow from
data ownership. In an effort to build consensus on personal health data rights, patient groups created the Declaration of
Personal Health Data Rights in Canada.

Methods

Through a patient and caregiver-led Data Working Group established from the fifth annual Patients Redefining the Future
of Healthcare in Canada Summit in November 2019, a small group of people from diverse patient organizations, those
with lived experiences as patients or as caregivers, including some with expertise in health analytics, decided to tackle
the fundamental questions of “who owns personal health data” and “what does this mean for patients’ access to those
data.” After a brief scan of relevant reports, national, provincial and European legislation, plus discussions with Canadian
health law and privacy experts, they drafted the Declaration of Personal Health Data Rights in Canada. Incorporating
feedback from patient, caregiver, and citizen groups, the Declaration is being finalized. The Working Group is next going
to seek endorsement of the Declaration from diverse patient groups across Canada before engaging in knowledge mo-
bilization with data custodians to build understanding and consensus.

Results

The Working Group determined that the Supreme Court of Canada has affirmed that individuals own their personal
health data, while custodians possess the records (whether hard copy or digital). From that data ownership flows a series
of eleven rights, namely: (1) to be informed; (2) to consent; (3) to access, portability, and correction; (4) to de-identifica-

tion; (5) to benefit; (6) to object to processing; (7) to restrict
processing; (8) to a complaint process; (?) to privacy and se-
curity; (10) to erasure; and (11) to engagement. The Decla-

ration has received broad support from diverse patient Endorsements as of June 14, 2021 ==
groups across Canada. =-
[ W
Ll =
a o
: b =
Conclusions e oM "
: : : : HeartLif el Spondylit :
This process has confirmed the confusion that exists around @Foﬁﬂm'oﬁ e a8 ALCOcation D=
the fundamental ownership of data, which then lends itself = =
1 1 ithhili+i anadian éseall PSORIASIS h%va g’c)ri‘on [
to confusion about what rights and responsibilities ap.ply ‘;‘;M:k/ Gl | hleni )
and to whom. It has worked to co-create a consensus-build-
ing document to clarify these principles. Once the Declara- .7 lung health __amiquebec  REMNIHL
. . . S:;V's“ foundatlon ﬁctiono}wml r?a;llld S breast cancer
tion of Personal Health Data Rights in Canada are endorsed
by patient groups from across the country, a knowledge R M.
mobilization plan that aims to reach key stakeholders from I o

all relevant sectors across Canada will be co-developed and

co-implemented in order to increase awareness and pro- /1 /%\ @;The Life Raft gﬁ Carctankt NeweoRadosine
mote behaviour change among data custodians. Until \f&’

greater trust with patients can be established and earnedon | ,:' MYELOME ‘P": weow  $SCe SCSe
an ongoing basis by data custodians from healthcare pro- %

CANADIAN COUNCIL
OF THE BLIND

viders, governments, research institutions, and private cor-
porations, the meaningful implementation of value-based

W
SEVES you SK n ;é/ sauve ta peau

LE CONSEIL CANADIEN

©
o
©
=
@©
@)
=
(%]
+
<
2
o
©
=
©
o
-
=
©
[}
dC
©
c
O
(%2
—
()
o
(.
(e}
=
o
E=
©
—
©
O
()
(@)

healthcare will be challenged. With growing trust through LD
good practices, personal health data will finally enable the
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tients across Canada.
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