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Introduction

The Assisted Human Reproduction Act [AHRA] will impose
new information disclosure requirements on physicians
in the context of assisted reproductive technologies
[ARTs].! In doing so, the AHRA exploits the trust
relationship between physician and patient. The AHRA
requires physicians to collect a wide range of highly
sensitive information from those involved in ARTs
and forces physicians to disclose this information to a
government agency, the Assisted Human Reproduction
Agency of Canada [Agency], which may use the
information for a number of non-therapeutic purposes.
As a result, the Agency will indirectly receive highly
sensitive patient information —information which would
be difficult, if not impossible, for the Agency to collect
directly. Although it may be appropriate for a physician
to disclose patient information to a third party under
certain circumstances,? the changes to the nature of the
physician’s role under the AHRA are troubling. Indeed,
this relationship and the broad purposes for which
patient information may be used by the Agency have
caused concern among those who work with ARTs. Some
have speculated that the “majority of patients wouldn't
agree to give information to a government agency,”
and indeed that these information provisions “will
prevent some patients from seeking AHR procedures”
altogether.? There may be some merit to these concerns.
The information requirements imposed by the Agency
raise important questions about how the role of the
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physician vis-a-vis her patient will change, and whether
it will challenge the trust inherent in the physician-
patient relationship.

The AHRA’s Information Provisions: The
Physician as Information Intermediary
The AHRA’s information collection, use and disclosure
provisions exploit the relationship of trust between
physician and patient.* One of the hallmarks of this
relationship is the free flow of information from patient
to physician.’ The AHRA seeks to use this relationship in
order to gain access to certain patient information that
would otherwise be held in confidence by the physician.
Specifically, the AHRA will require physicians to collect,
use and disclose health reporting information from
donors of reproductive material and those undergoing
assisted human reproduction procedures, in other words
their patients.® Physicians will, in turn, be required to
disclose certain health reporting information to various
third parties for a number of purposes.” Most notable,
and the focus of this paper, is disclosure to the Agency.

The relationship between the physician and Agency is
a key component of the AHRA. The AHRA exploits the
trust relationship between the physician and patient so
that the Agency has access to information which would
be difficult if not impossible to collect directly from
patients. In effect, the AHRA forces the physician to act as
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an information intermediary for the Agency.! The AHRA
requires the physician to disclose information collected
in the therapeutic context to the Agency for a number of
broadly-stated purposes unrelated to the well-being of
the patient, described below. Although the details have
been left to the regulations, which are not yet published,
it is possible that all of the information collected from a
patient will be disclosed by his or her physician to the
Agency. The Agency has an expansive mandate which
may require significant patient information to fulfil.

The information that flows between the patient and
the physician in the context of ARTs, and ultimately
the Agency, is highly sensitive and wide-ranging.
According to the AHRA, “health reporting information”

The consequences of disclosing
health information are serious.
As the former Federal Privacy
Commissioner has observed, a
“violation of health care privacy
can be catastrophic for the
individual.

includes one’s “identity, personal characteristics, gene-
tic information and medical history.”® This type of
information is considered to be among the most sensitive
information about an individual because it “goes to
the personal integrity and autonomy of the patient.”!?
The consequences of disclosing health information are
serious. As the former Federal Privacy Commissioner
has observed, a “violation of health care privacy can be
catastrophicfor the individual...could change your entire
life, and deny you a whole range of opportunities.”!!
Some of these consequences are addressed below.

The patient information collected from the physician
may be used by the Agency for a number of broadly-
stated purposes unrelated to the patient’s well-being.!?
First and foremost, the Agency has a mandate to create
and supervise a personal health information registry
which will contain both identifying and non-identifying
information.”” The Agency has wide latitude with
respect to the use of information found in the registry.
Importantly, the Agency may disclose non-identitying
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information relating to the donor of the reproductive
material (sperm or ova) to the person undergoing the
AHR procedure and the offspring conceived using this
material.'* In addition, the Agency may, on application
by any two individuals who have reason to believe that
one or both of them were conceived by ARTs, disclose
to them whether it has information on whether they
are genetically related and if so the nature of the
relationship.'® This is intended to address, in part, the
risk that two related persons may unknowingly engage
in sexual intercourse.'®

Notably, the Agency’s mandate vis-a-vis this information
extends far beyond these important and limited purposes
which appear to be for the safety and well-being of those
using these technologies.!” The Agency may use health
reporting information found in the registry, as well as
additional information otherwise relating to ARTs, for
several otherpurposes.'®*Theseinclude the administration
and enforcement of the AHRA; the identification of health
and safety risks; monitoring potential and actual abuses
of human rights; considering ethical issues associated
with assisted human reproduction technologies; and for
any other matter to which the AHRA applies.’ There
may be a number of “other matters” for which a patient’s
health reporting information may be used and disclosed
because the Agency enjoys several broad powers under
the AHRA. The Agency administers and enforces the
AHRA; advises the Minister of Health on a wide range of
topics relating to assisted human reproduction and the
AHRA; monitors and evaluates developments in assisted
human reproduction technologies; consults with persons
and organizations within Canada and internationally;
and provides information to the Canadian public and
the professions about assisted human reproduction.

The precise nature of the physician’s role as an
information intermediary for the Agency will be set out
in the regulations. Accordingly, this is an opportune
moment to reflect on the physician’s new role in the
AHRA. In particular, given the nature of these various
relationships, the sensitivity of the information, and the
breadth of the non-therapeutic purposes for which this
information may be used by the Agency, it is important
to consider the possible consequences of exploiting
the physician-patient relationship in the manner
contemplated by the AHRA.
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Exploiting the Fiduciary Relationship:
Potential Consequences

In my view, exploiting the fiduciary relationship
between the physician and patient so as to transform
the physician into an information intermediary for the
Agency represents an important shift in the traditional
role of the physician, and may challenge the trust upon
which the physician-patient relationship is founded. The
physician’s role as an information conduit may violate
patient privacy and undermine the physician’s duties of
confidentiality and loyalty, which are core components
of the fiduciary duty owed by the physician to the
patient. This may, in turn, weaken the physician-patient
relationship. As the precise scope of the information
sharing between the physician and the Agency
remains to be seen, this section considers the potential
consequences of these information provisions on the
fiduciary relationship between physician and patient.

Health informationis vital to the therapeuticrelationship.
For a patient to receive appropriate medical treatment
from his or her physician, the patient must disclose all
relevant information to the physician.?! To ensure that
the patient discloses what is widely recognized as “highly
private and personal” information to her physician, she
must trust that her privacy will be protected and that
the physician will hold this information in confidence.??
Privacy and confidentiality, though distinct concepts,
are inextricably connected. Professors Caulfield and
Ries explain: “[w]hile privacy concerns the right of an
individual to control who has access to her personal
information, confidentiality refers to the obligation
of one to preserve the secrets of another, such as the
physician’s duty of confidentiality owed to a patient.”?
Both privacy and confidentiality are necessary aspects
of the relationship of trust upon which the physician-
patient relationship is founded.

Privacy is an elusive concept.?* In this context, privacy
is a claim allowing an individual to determine when
and how information about him or herself is shared
with others.® When it comes to protecting the privacy
of information, health information is often said to be
“worthy of the highest degree of protection.”?® Fair
information practices are widely considered to be
fundamental to the protection of individual privacy
in Canada.?” Indeed, they form the foundation of the
Canadian Medical Association’s Health Information
Privacy Code, which is produced by physicians to protect
their patients’ privacy, the confidentiality and security
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of their patients’” health information, and to preserve
the trust and integrity of the therapeutic relationship.?
Fair information practices and the fiduciary duty are
notionally related, as the protection of patient privacy
is a core component of each. When fair information
practices are not respected the patient’s privacy is not
adequately protected.

As I discuss more fully elsewhere, the provisions of the
AHRA governing the collection, use and disclosure of
health reporting information do not adequately protect
patient privacy. # The physician’s role as an information
intermediary for the Agency for broadly stated purposes
is problematic. Requiring the physician to collect health
reporting information from the patient and disclose it

To ensure that the patient discloses
what is widely recognized as
“highly private and personal”
information to her physician, she
must trust that her privacy will be
protected and that the physician
will hold this information in
confidence.

to the Agency is inconsistent with two fair information
practices: consent and reasonable collection. The
collection of health reporting information under the
AHRA is not sufficiently transparent to ensure that
the patient can provide meaningful consent because it
is unclear whether the information is required by the
physician for therapeutic purposes or by the Agency.*®
Moreover, the purposes for which this information
can be used are often vague and ambiguous.*' Further,
section 14 of the AHRA ties consent to services;*? in
other words, it requires that those using ARTs consent
to the collection, use and disclosure of health reporting
information as a condition of receiving services from
the physician.*® Finally, the AHRA may require the
physician to over-collect information from patients in
order to fulfill the Agency’s non-therapeutic purposes
in a manner that is inconsistent with the reasonable
collection principle.** This failure to protect patient
privacy may have a negative impact on the physician-
patient relationship.
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That the privacy of health reporting information is a
central component of the physician-patient relationship
is confirmed by the fact that the treatment of health
information falls squarely within the scope of the
fiduciary duty owed by a physician to her patient.** In
McInerney v. MacDonald, the Supreme Court of Canada
confirmed that the fiduciary duty arising from the
physician-patient relationship extends to the collection,
use and disclosure of health information.’* As a
fiduciary, the physician is under a duty to preserve the
confidentiality of the patient’s health information and to
use the information collected from the patient in his or
her best interest. The Court in McInerney explained:

The information conveyed is held in a fashion
somewhat akin to a trust. While the doctor is
the owner of the actual record, the information
is to be used by the physician for the benefit of the
patient. The confiding of the information to the
physician for medical purposes gives rise to an
expectation that the patient’s interest in and control
of the information will continue.>”

These duties are imposed on physicians because of the
inherently vulnerable position of the patient and the fact
that “were it not for these needs, and the expectation
that the provider can help patients meet them...the
information would remain private.”*®

Where the patient perceives that she has lost control
of the information she disclosed in the therapeutic
context because the physician is not maintaining its
confidentiality or the physician is using the information
in a manner that is not in the patient’s best interest, trust
in the relationship may be eroded, and the physician’s
effectiveness to treat the patient will be diminished.*
Indeed, the Supreme Court of Canada haslongrecognized
the importance of a patient confiding information to her
physician, and has acknowledged that the “ability of the
doctor to provide effective treatment is closely related
to the level of trust in the relationship.”*® Absent this
protection, one commentator notes that “the efficacy of
medical treatment would be severely undermined.”*!

The physician’s duties of confidentiality and loyalty are
not absolute. In certain circumstances there may be a
reason or purpose that overrides a physician’s duty of
confidentiality and loyalty.*? As the Court explained in
Halls v. Mitchell, “there may be cases in which reasons
connected with the safety of individuals or of the public,
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physical or moral, would be sufficiently cogent to
supersede or qualify” the duty owed to the individual
patient.* Indeed, there are several well-recognized
statutory exceptions, including public health,** safe
driving,* and child welfare legislation, to name a few.*¢
Generally, these are justified on the basis that the public
benefit in disclosure outweighs the patient’s personal
right to privacy and confidentiality.

In my view, the role of the physician as an information
intermediary pursuant to the AHRA challengesimportant
aspects of the relationship of trust upon which the
physician-patient relationship is founded. The disclosure
of patient information by the physician to the Agency

The physician’s duties of
confidentiality and loyalty are not
absolute. In certain circumstances
there may be a reason or purpose
that overrides a physician’s duty of
confidentiality and loyalty.

forbroadand, attimes, ambiguouspurposesisasignificant
exception to the physician’s duty of confidentiality.
Although the precise details have been left to the
regulations, it is likely, given the broad definition of
health reporting information and the expansive duty
of the Agency, that a considerable amount of patient
information, including one’s family history and genetic
information, will be disclosed by the physician to the
Agency. As a result, once the patient discloses her
health reporting information to the physician and
ultimately to the Agency, she will have little, if any,
control over its dissemination. The dissemination of the
patient’s information may have serious consequences.
Consider, for example, an individual who discloses her
recreational drug use to her fertility doctor. She may
not be concerned about disclosure of this information
to her physician or to the offspring. However, she may
be worried that once the information is disclosed to the
Agency, the information may be further disseminated
to the state and possibly to law enforcement officials,
which she worries may ultimately result in criminal
charges.*’
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Further, the health reporting information collected and
disclosed by the physician to the Agency is generally for
non-therapeutic purposes — that is, not for the benefit
of the patient. Rather the patient’s information will
be used for the benefit of third parties, whether the
offspring, the Minister of Health, the Canadian public,
professionals in the field, or other individuals who may
use these technologies in the future as described above.
This is not to say that some of these purposes may not be
worthwhile or beneficial, but they cannot be said to be
for the benefit of the patient. More importantly, this shift
in purpose changes the very nature of the physician-
patient relationship; the physician is transformed from
the trusted steward of health information for the patient
into an information conduit for the state.

As a result, the physician’s role as information inter-
mediary for the Agency may challenge the fiduciary
relationship and may interfere with the proper
functioning of the physician-patient relationship. The
collection of information by the physician for the Agency
may, in fact, negatively impact the physician-patient
relationship. Where the trust between the physician
and patient is undermined, the patient may be inhibited
from disclosing relevant information to the physician,
which may, in turn, negatively impact her health.*
Further, it is possible that in the absence of sufficient
trust between physician and patient, some will simply
avoid using these technologies altogether. These are the
very fears expressed by the physicians and other health
care professionals discussed at the outset.

Take, for example, a woman, B, who suffers from
systemic lupus erythematosus (SLE), which is a chronic,
non-hereditary condition. B fears discrimination based
on her condition, and thus has not told anyone, including
her family. B wishes to donate her ova to her sister, C,
who is suffering from early onset menopause. B must
undergo ovarian hyperstimulation in order for her ova
to be harvested. The physician who will undertake this
procedure advises her that the AHRA requires physicians
to pass along some of B’s health reporting information to
C, who is the recipient of her ova, as well as to the Agency
for a variety of purposes.*’ B is willing to disclose this
information to her physician but she does not want to
disclose her condition to C or to the Agency. B is worried
that without sufficient guarantees of confidentiality her
health information may be inadvertently disclosed.
B is concerned that should her employer discover her
condition, she will not be promoted or, worse yet, she
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may lose her job.’® Because B cannot trust that the
physician will keep her condition confidential, the trust
necessary for the proper functioning of the relationship
is absent. Ultimately, B decides not to tell her doctor that
she suffers from lupus. B’s failure to disclose results in a
serious threat to her health, as ovarian hyperstimulation
exacerbates the symptoms of lupus, sometimes fatally.”!

One of the principal reasons for overriding patient
confidentiality is protecting the health and safety of
those using these technologies.’> The AHRA seeks to
achieve this objective by conferring a broad mandate on
the Agency, as described above. There is certainly some
merit to the Agency using relevant patient information
in pursuit of these objectives. However, it appears that
the legislation is endorsing an overbroad approach
which may not strike the right balance between the
public interest and the interests of the patient. A careful
consideration of the risks and benefits of disclosure must
be undertaken in drafting the regulations to ensure a
proper balance is struck.

Conclusion

The physician-patient relationship is one built on
trust which encourages and requires the free flow of
information, in confidence, from patient to physician
in order to function effectively. The AHRA’s information
collection, use and disclosure requirements exploit
this relationship. The AHRA requires that information
collected by the physician in the therapeutic relationship
be disclosed to the Agency for broadly stated purposes.
In doing so, the AHRA creates a new role for the
physician as an information intermediary for the state.
The exploitation of the relationship between physician
and patient may have a significant impact on the trust
upon which it is founded. Although the regulations
have not yet been published, the framework set out
in the AHRA foreshadows some potential problems
in terms of patient privacy and the physician’s duties
of confidentiality and loyalty. The role of physician
as an information intermediary for the Agency is
appropriate in certain circumstances and for certain
non-therapeutic purposes. However, in drafting the
regulations, careful consideration must be given to the
potential consequences of this role for the integrity of
the physician-patient relationship.

Vanessa Gruben, Assistant Professot, Faculty of Law — Common Law
Section, University of Ottawa, Ottawa, Ontario.
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