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The First Ministers’ Confer-
ence on Health Care in the

fall of 2004 resulted in a federal
government pledge of $4.5 bil-
lion over 6 years to reduce wait-
ing times for cancer care, coron-
ary angioplasty, bypass surgery
and angiography, diagnostic tes-
ting (MRI and CT scans), hip
and knee replacement, and cata-
ract surgery. As part of this stra-
tegy, each province must create
electronic patient registries to
track waiting times. Although
the immediate priority is to
manage waiting lists and moni-
tor progress in the short term,
the potential to use these regis-
tries as a research tool to im-
prove health care in the future is
plain. One issue that must first
be resolved is how personal pa-
tient information will be han-
dled and protected.

Many jurisdictions already
have informal waiting lists de-
veloped by individual physi-
cians, group practices, hospital
clinics and diagnostic centres.
These lists vary greatly in the
comprehensiveness of the clini-
cal information contained, how
the list is used, and legal provi-
sions for access to the data for
research purposes. Currently,
most waiting-list registries focus
on the provision of hospital ser-
vices and do not collect long-
term data on patient outcomes.
Several Canadian provinces
have waiting-list Web sites that
provide information on the av-
erage interval between specialist
consultation and procedure per-
formance. Unfortunately, the
data are often reported by fiscal
or calendar quarters, whether
rolling (always ending 3 months
ago) or fixed, rather than being
presented in “real time.”

Waiting-list registries gener-
ally have been set up for a spe-
cific purpose (e.g., scheduling
bypass surgery), and the detailed
clinical information included is
scant at best. Even the inter-
nationally recognized Cardiac
Care Network of Ontario,
which uses a consensus-driven,

province-wide urgency rating to
prioritize patients for cardiac
procedures, contains only lim-
ited clinical data. But without
comprehensive clinical data it is
difficult to perform any mean-
ingful evaluation of how well
the registries are working to
manage waiting lists on the basis
of need.

Potential applications of wait-
list registries in research
The creation of comprehensive
patient registries presents us with
an opportunity to create one of
the world’s richest data sources,
one that would not only help to
optimize delivery of care to pa-
tients waiting for services, but
also enable us to refine our un-
derstanding of how patient out-
comes relate to clinical variables.
Given Canada’s universal health
care system, such large-scale,
population-based research would
be invaluable to all developed
countries. Expansion of existing
registries to include more de-
tailed clinical data and contextual
information would also be inval-
uable to research on improving
future care. Some examples of
the types of data that should be
collected are listed in Box 1.

Protecting patient information
How should personal health in-
formation in these registries be
protected, and who should be
allowed access to the data? Con-
cerns over information collected
for wait-list registries being used
for other purposes, such as
health services or epidemiologic
research, have been substantially
diminished by new privacy pro-
tections established in the last
decade. Yet, some privacy advo-
cates still want full protection of
individual data without regard
to communal interests.

Some researchers have chal-
lenged the feasibility of ethical
and legal protection of personal
health information. For exam-
ple, in anticipation of new Can-

adian legislation, researchers
involved in the Registry of the
Canadian Stroke Network made
determined efforts from the be-
ginning to obtain informed con-
sent from all stroke victims (or
their surrogate decision-makers)
to participate in the registry.
Unfortunately, this approach re-
sulted in a major selection bias
between those who did and did
not agree to participate.1 De-
spite a significant investment of
public funds (roughly $500 000),
the patients who consented to
be in the registry were unrepre-
sentative of typical stroke pa-
tients, which hindered the gen-
eralizability of the data except in
certain subsets. In epidemiolo-
gic and health services research,
incomplete or unrepresentative
data can do greater harm than
any potential compromise of the
privacy of individual patients,
particularly in today’s context of
prudent data-protection practi-
ces, mandated requirements for
ethical review and strict legal re-
quirements for the use of data in
these contexts.

Generally, privacy legislation
was written in an attempt to
correct past wrongs, most of
which were perpetrated in sec-
tors other than health. It is now
time for the legitimate health
research community to begin
partnering with privacy experts
and advocates to look in a posi-
tive way at how personal health
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Box 1: Examples of data to include in waiting-list
registries

• Timeline (dates): original request for consultation
with family physician (FP); appointments with FP and
specialist(s); decision for service; patient departure
from queue without service, or provision of the service;
follow-up appointments; other relevant events

• Clinical presentation
• Symptom changes over time
• Comorbidities
• Reason(s) for delay in receiving care
• Reason for leaving queue
• Quality-of-life issues
• Long-term outcomes
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data can and should be used to
better life for our population.

Is it necessary to receive con-
sent from every patient in a reg-
istry to use his or her personal
health information for research?
Core ethical and privacy docu-
ments argue that if it is imprac-
ticable to obtain consent or if
the risk of harm is minimal (or
because legally acceptable data
and privacy protections are in
place), the consent requirement
may be waived.2,3 Others would
contend that consent in this set-
ting can be a sham because pa-
tients may feel coerced to con-
sent, believing that failure to do
so might lower their priority in
the queue.

To help obviate the need for
consent, data can be anonymized
and then made accessible to re-
searchers through institutes or
authorized data stewards. This
strategy is certainly an alternative,
but it cannot be the only solution.
Some types of epidemiologic and
population health studies require
a capacity to link to other data
sets to create, for example, longi-
tudinal records of service provi-
sion and outcomes. This is usu-
ally accomplished through
unique identifiers such as scram-
bled health-card numbers.

In circumstances where the
public interest clearly requires it
as part of an open and transpar-
ent process, governments can
and do deem patient consent to
be given for the use of personal
information. This notion of
deemed consent justifies, for
example, the open transfer of
patient information for quality
assurance programs and to con-
firm the appropriateness of
third-party billing. In our opin-
ion the Canadian public, if they
understood the privacy safe-
guards in place and the potential
benefits for all, would embrace a

properly regulated scheme to
support research in the public
interest that permits waiting-list
data to be employed ethically.
Health researchers need to part-
ner with other groups, such as
regulators, provincial privacy
commissioners and ombuds-
men, to educate the public to
this vision before the opportu-
nity is lost.

Next steps
Three things need to happen si-
multaneously. First, it is essen-
tial that the government and
public recognize the value of
wait-list registries as research
tools to improve future delivery
of health care. Decisions now
being made about the types of
clinical data to be collected will
determine the future utility of
these registries for research.
Concerns about the use of such
data must be addressed at the
outset, so that personal data are
well protected and important
research is not hindered.

Second, Canada’s federal sci-
entific organizations, granting
agencies, privacy commissioners,
ombudsmen and research ethics
community need to engage with
one another and with politicians
to resolve these issues.

Third, but of no less impor-
tance, the public should be in-
volved in decisions about how
their personal information is
handled. When characterizing
national values, Canadians in-
evitably mention our universal
health care system. They char-
acteristically have a sense of so-
cial obligation to one another,
and prize efficiency and ac-
countability. We suggest that
Canadians generally would ap-
prove of data originally gener-
ated for queue management be-
ing used as well for legitimate

scientific purposes in privacy-
protective, ethically approved
circumstances, and that re-use
of data for such research should
be allowed in privacy legislation
and its regulations.

Failing to recognize and capi-
talize on this opportunity to pro-
mote the public interest through
research would be irresponsible.
We must give our time and at-
tention now to this issue as an
important means of promoting
and protecting the health and
well-being of Canadians.
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