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RESUME

Une des clés au succes de 'Etude longitudinale canadienne sur le vieillissement (ELCV) sera de tirer profit des sources
de données secondaires, en particulier données relatives a 1'utilisation des soins de santé (USS). Pour examiner les aspects
pratiques, méthodologiques et éthiques d’accéder a des données sur 1'USS, des entrevues qualitatives individuelles ont
été réalisés aupres de 53 administrateurs de données et commissaires/ombudsman a la protection de la vie privée a
travers le Canada. Les participants de I’étude ont indiqué que d’obtenir la permission d’accéder a des données sur 1'USS
est généralement possible; cependant, ils ont noté que ce processus sera complexe et long, exigeant des travaux
préparatoires considérables et méticuleux afin de s’assurer que la documentation soit appropriée et que le tout soit
conforme aux variations juridiques ainsi qu’aux lignes, législatives et politiques.

ABSTRACT

One of the keys to the success of the Canadian Longitudinal Study on Aging (CLSA) will be the leveraging of secondary data
sources, particularly health care utilization (HCU) data. To examine the practical, methodological, and ethical aspects of
accessing HCU data, one-on-one qualitative interviews were conducted with 53 datastewards and privacy commissioners /
ombudsmen from across Canada. Study participants indicated that obtaining permission to access HCU data is generally
possible; however, they noted that this will be a complex and lengthy process requiring considerable and meticulous
preparatory work to ensure proper documentation and compliance with jurisdictional variations along legislative and
policy lines.
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Introduction and Background

The Canadian Longitudinal Study on Aging (CLSA) is
a large, national, long-term study on adult develop-
ment and aging. Through its large sample size and lon-
gitudinal nature (a minimum 20-year study that will
follow 50,000 men and women from across Canada),
this study will provide unprecedented research oppor-
tunities. In any observational study, the ability to
generate, investigate, and test hypotheses is entirely
dependent on the nature and quality of the data avail-
able. While a major component of the study will be ac-
tive data collection from study participants, the use of
secondary data sources, particularly health care utili-
zation databases, will be an important component of
the CLSA.

Health care utilization (HCU) databases contain a po-
tentially rich source of data for health researchers; pro-
vincial/territorial health insurance registration data,
physician claims data, hospital discharge abstracts,
and prescription drug claims have all been success-
fully used in the past. Accessing HCU data, however,
can be a complex, time-consuming, and costly process
because serving as a resource for health research is not
the primary purpose of administrative databases. The
process of acquiring HCU data for a national study is
complicated by differing regulations and requirements
across Canada’s federal, provincial, and territorial
jurisdictions.

Other studies (1-3) have acquired HCU data within
and across Canadian jurisdictions, but a standard and
systematic approach for accessing and utilizing such
databases in all jurisdictions does not currently exist.
Roos et al. (1) describe the linkage of several adminis-
trative databases in Manitoba, Yip et al. (2) linked data
from the Canadian Study of Health and Aging to pro-
vincial administrative health care databases in Nova
Scotia, and Raina et al. (3) linked survey results to health
care utilization data in Ontario. To date, no Canadian
studies at the national level have linked data across
all provinces in an integrated and standardized way.
Research in accessing Canadian HCU data suggests
that a number of areas require further work in order to
facilitate more efficient and cost-effective data access
(3-6). Privacy legislation has been undergoing intensive
evaluation, and new legislation has either been enacted
or is under review in many jurisdictions across Canada.
The variation in privacy and confidentiality legislation
across provinces and territories poses significant chal-
lenges in creating standardized methods for data access,
linkage, and storage. The objective of this study was
to examine the practical, methodological, and ethical
aspects of accessing HCU databases across all Canadian
jurisdictions to create a nationally integrated linked
data set.
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Methods

We collected comparative information on the type and
completeness of (and the requirements for accessing)
hospitalization, physician billing, prescription drug
plan, and health insurance registry databases across
Canada. Among the parameters of interest we included
were these six: (a) data format, (b) ownership, (c) secu-
rity, (d) privacy and confidentiality; (d) permission to
access; and (e) length of time and cost to access.

Study Design

We conducted a series of one-on-one qualitative inter-
views with data stewards and privacy commissioners
(ombudsmen) from across Canada. We collected data
by conducting semi-structured telephone interviews to
identify the facilitators and barriers to accessing HCU
databases from across the country. The study received
ethics approval from McMaster, McGill, and Dalhousie
university research ethics boards.

Participants

We generated comprehensive lists of provincial and ter-
ritorial data stewards (individuals responsible for the
definition, management, and access authorization for
the HCU database) and federal, provincial, and territo-
rial privacy commissioners (individuals responsible for
the administration of privacy legislation), using pub-
lished articles and books, directories, reports, the Inter-
net, and informal networks. Because of variation in how
HCU databases are organized among the jurisdictions,
we interviewed between one and three data stewards
from each of the 13 provincial and territorial jurisdictions.
As well, one federal data steward from the Canadian
Institute for Health Information (CIHI) was inter-
viewed. One federal and 13 provincial privacy commis-
sioners were also invited to participate in the study.

Interviews

The interviews were designed to last 45 to 90 minutes.
We asked both data stewards and privacy commission-
ers a series of open- and close-ended questions con-
cerning possible barriers and facilitators to accessing
HCU data, including questions about access, owner-
ship, confidentiality and security, transparency, and
accountability. Data stewards were also asked more
detailed questions relating to the data access applica-
tion process, privacy and data security, data quality,
and the length of time and cost required to access these
data. Interviews were audio recorded, transcribed,
verified, and returned to participants for checking.

Interviews with English-speaking participants were
conducted by the project coordinator who was an
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experienced interviewer with training in qualitative
methods and health privacy research. Interviews with
French-speaking participants were conducted by a
bilingual qualitative researcher from Quebec experi-
enced in the areas of privacy and health research. To
assure consistency, the interviewer of the French par-
ticipants was trained by the project coordinator.
Ongoing consultation occurred throughout the data
collection and analysis phases.

Analysis

To focus, simplify, and abstract the raw data, we placed
resulting transcripts into a data reduction table that or-
ganized open- and close-ended responses. Data were
read and re-read to identify emerging themes. These
emerging themes plus the study’s overarching research
questions, specific issues covered in the interview
guide, and interviewees’ recommendations provided
the analytic categories.

Results

In total, we recruited and interviewed 53 data stewards
and privacy commissioners during the summer and
autumn of 2005. Data stewards from all federal, pro-
vincial, and territorial jurisdictions were interviewed.
Only one privacy commissioner from the 14 jurisdic-
tions declined as a result of severe time constraints.

The specific HCU databases that were the focus of
this study were hospitalization, physician billing,
and prescription. Provincial hospitalization data-
bases generally contain clinical, demographic, and
administrative data for each hospital discharge (in-
patient acute, chronic, and rehabilitation) or day
surgery. For all provinces except Quebec and the
non-Winnipeg region of Manitoba, hospitalization
records are abstracted to the Discharge Abstract Da-
tabase (DAD) administered by the CIHI. Thus there
is some consistency in the way hospitalization data
are collected and reported among the provinces.
Billing data for emergency and non-hospital physi-
cian care are housed in provincial physician billing
databases. Each province also administers its own
prescription drug plan database. The population
eligible for publicly funded drug plans, however,
differs by province (7).

Data stewards and privacy commissioners indicated
that obtaining permission to access data from these
HCU databases across Canada’s 14 federal, provincial,
and territorial jurisdictions is generally possible. How-
ever, they noted that accessing these data will be a
complex and lengthy process requiring considerable
and meticulous preparatory work to ensure proper
documentation and compliance with jurisdictional
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legislative and policy requirements. The process for
accessing HCU data based on our interviews with data
stewards and privacy commissioners is outlined in
Figure 1. Essentially, obtaining study participants’ con-
sent, research ethics board approval, and privacy im-
pact assessments (a process to determine the impact
of a program or service on individual privacy) would
need to be completed prior to the formal HCU data
requests.

After the data requests are approved, it is expected that
the CLSA investigators will provide the data stewards
with unique identifying information for each of the
50,000 CLSA participants who agree to have their HCU
data accessed, and the provincial data stewards will
perform the linkages. Although the general steps are
the same, some of the specific requirements to access
HCU data differ by province (Table 1). For example,
New Brunswick and Newfoundland and Labrador re-
quire the Minister of Health to approve the data re-
quest, and British Columbia, Manitoba, and Prince
Edward Island always require privacy impact assess-
ments (PIA), while in other jurisdictions they are only
required after review or not at all.

The anticipated cost of the data linkages differs by
province depending on the amount and type of data
requested, but most jurisdictions operate on a cost-
recovery basis. The estimated time for access ranges
from 2 weeks to 6 months. All data stewards agreed,
however, that the amount of time needed for subse-
quent linkages to the same cohort of people would
likely be greatly reduced.

The following sections highlight issues raised by the
data stewards and privacy commissioners that pertain

Participant Privacy Impact

REB Approval Consent Assessment

Data Access Request
\ Approval from Ministery

of Health

Data Access Agreement
Signed

!

CLSA Provide Unique Identifying
Information for Linkage

!

Data Stewards Provide
HCU Data to CLSA

Figure 1: Steps Required to Access Health Care Utilization
Data
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Table 1: Requirements to accessing health care utilization databases by province and federally

Provinces and Territories

AB BC MB NB NL NS ON PE QC SK NT NU YT

REB DU PRO, PEC PRO« PRO,2 DU DU DU DU PRO DU OTHe OTHd NA
Approval OTH®

PIA PR R R NR NR PR NR R NR NR NR NR NR
Required

Approval REC NR NR R R NR NR NR NR NR NR NR NR
by Minister
of Health

PHN CD C,D CD CbDh CDhD cb CpD C,D CD C,D C,D CD C
Availability

AB=Alberta; BC=British Columbia; MB=Manitoba; NB=New Brunswick; NL=Newfoundland and Labrador; NS=Nova Scotia;
ON =Ontario; PE=Prince Edward Island; QC=Québec; SK=Saskatchewan; NT=Northwest Territories; NU=Nunavut; YT=Yukon;
PIA =Privacy impact assessment; PHN=Personal health number; REB =Research Ethics Board; PRO =Provincial EB; DU=Designated
University REB in the jurisdiction; PEC=Privacy or Ethics Committee; OTH=Other; R=Required; PR=Possibly Required (after review);
REC=Recommended; NR=Not required; C=PHN may be collected from participants; D=PHN may be disclosed by Ministries of

Health

9 Possibly in future

b Pharmanet Stewardship Committee

< Possibly the Aurora Research Institute

d Dept. of Health and legal counsel and Nunavut Research Institute

to the linkage to HCU databases as part of a long-term
longitudinal study such as the CLSA.

Privacy and Confidentiality

Data stewards and privacy commissioners empha-
sized that careful attention to privacy issues will be
required in order to access HCU data. For example,
participants from smaller jurisdictions could poten-
tially be identified because of unusual diseases, unique
health conditions, or specific geographic location. When
using HCU data for research purposes, the need for a
PIA differs by province (Table 1). Even when PIAs are
not required by a province, they are viewed as a good
practice. It was recommended that, together with
jurisdiction-specific PIAs, an overarching PIA study
should be considered. Such a PIA study would pro-
vide a clearer overall picture of the impact of the pro-
posed research on privacy issues, contribute to the
design of the consent process and documents, and
demonstrate ongoing commitment to transparency
and accountability.

In most jurisdictions a personal health number (PHN)
is used to access HCU data. Provinces differ in regard
to the collection of personal health numbers from study
participants or its disclosure by respective ministries of
health (Table 1). Most jurisdictions do not restrict re-
searchers from collecting the numbers; however, inter-
viewees indicated that collection and disclosure of
PHNs would have to be addressed in the consent
process.
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Consent

For studies with a long period of follow-up and broad
scope such as the CLSA, interviewees recommended
that consent be obtained from study participants to
access their HCU data, even if legislation does not
currently mandate it. The overall view of privacy com-
missioners and data stewards was that there should be
explicit opt-in consent for study participation to ensure
protection of the participant and to satisfy privacy con-
cerns. In addition, the interviewees indicated that
investigators should establish a number of policies that
deal with the potential withdrawal, loss of cognitive
capacity, and death of a study participant. Furthermore,
the consent process should ensure participants that
their participation or withdrawal from the study is in
no way tied to their receipt of health care services.

Some data stewards and privacy commissioners
brought up the likely need for ongoing consent for
studies, such as the CLSA, with a very long time hori-
zon. While ongoing consent does not appear to be leg-
islated or a hard and fast policy, it repeatedly surfaced
in discussions and is essentially expected in many of
the provinces. Consent documents would need to be
reviewed by privacy commissioners and data stewards
to ensure that they comply with jurisdictional policies
and legislation and should contain a section that ad-
dresses the possibility that participants might move to
another Canadian jurisdiction during the time span of
the CLSA. If a study participant moves from one juris-
diction to another over the life of the study, proof of
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consent will need to be registered with the new juris-
diction of residence before data could be released.

Finally, interviewees mentioned that, given advances
in electronic health records (EHR), investigators may
want to ask participants for consent to access their
EHR even if not yet implemented. This could poten-
tially save investigators from having to go through a
new consent process when EHRs become the standard
operating procedure in most physician offices.

Accessing HCU Data for First Nations and Inuit People

First Nations and the Inuit represent a significant por-
tion of the population in Canada’s three territories and
northern regions of most provinces. Data stewards and
privacy commissioners noted that accessing HCU data
associated with Aboriginal Peoples will require special
considerations as there are cultural sensitivities, logis-
tical challenges, and legal requirements that will need
to be addressed.

Interviewees noted that in their experiences, Aborigi-
nal Peoples” involvement with scientists have not al-
ways been positive, and many are very cautious and
sceptical about how they will benefit and how they
will be portrayed in the research findings.

Because Aboriginal Peoples constitute an easily identi-
fiable population, many have been reluctant in the past
to participate in health research studies for fear of be-
ing stigmatized. Data ownership (especially of bio-
samples and genetic material) could be an extremely
sensitive issue even if individual consent were ob-
tained. Interviewees recommended that it is important
to invite Aboriginal People into the early stages of the
study design, and to inform them of the benefits that
would be accrued to this population.

Together with dealing with cultural sensitivities, inter-
viewees noted that language barriers will need to be
addressed. Because some older Aboriginal Peoples may
not be completely fluent in either of Canada’s official
languages, consent and data collection may need to be
conducted in their first language (16 languages in the
Northwest Territories and 2 in Nunavut). Interviewees
noted that many older Aboriginal Peoples who speak
an Aboriginal language do not necessarily read in the
same language. Furthermore, some languages may not
have vocabulary for certain terminology related to
the study.

Other Data Issues

Cross-Jurisdictional HCU Data Issues

Due to the reciprocity of the Canadian public health care
system, the home province or territory reimburses the
costs when a resident receives health care in another
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jurisdiction. Some jurisdictions reported to the investi-
gators, however, that there is variability in the com-
pleteness of information returned to them by the province
or territory that provided the care. This could compro-
mise the quality of the data or the receipt of data in a
timely fashion. The interviewees suggested that CLSA
investigators could potentially access cross-jurisdic-
tional health care data directly from the province or
territory where the care was provided. In this instance,
it is likely that consent to disclose this information
would need to be proven to the ministry of health
where the care was provided.

In addition to Canadians’ potentially receiving health
care in many different jurisdictions in Canada, some
also may receive care in other countries. For example,
many Canadians spend part of the year in the United
States. In addition, some First Nations people who
travel across the United States/Canada border may be
accessing health care systems in both countries. In rela-
tion to the United States, interviewees suggested that
the United States Health Insurance Portability and Ac-
countability Act (HIPAA) Privacy Rule and other as-
pects of the legislation may influence access to this
information and thus should be investigated.

Lack of HCU Data Standardization

It was noted by data stewards that the lack of stan-
dardization across jurisdictions with regard to HCU
data collection, maintenance, sharing, comparability
(types of variables and method of coding), and com-
pleteness would be an issue for studies involving mul-
tiple jurisdictions. For example, prescription drug data
is unavailable in Newfoundland and Labrador. Hospi-
talization data are sent directly to the CIHI from par-
ticipating hospitals in every province and territory
except Quebec. Quebec hospitalization data are not
classified by the same parameters as other hospitaliza-
tion data that are processed through CIHI. Although
harmonization efforts are currently under way with
the Canada Health Infoway(8), a not-for-profit organi-
zation collaborating with the provinces and territories,
health care providers and technology solution provid-
ers to accelerate the use of electronic health records
(EHRs) in Canada, there is still a great deal of work to
be done in this regard, and the data stewards suggested
it might take as long as a decade to accomplish.

Similarly, although the International Classification of
Disease, Canadian Specific Modification (ICD-10CA) is
generally used in the HCU databases, there is a lack of
standardization inter-provincially. In addition, there
could be some inconsistency in coding between one
hospital and another within a jurisdiction. Generally,
data stewards reported that because most hospitaliza-
tion data are abstracted to CIHI, they believe that data
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are generally consistent at least within a jurisdiction.
An issue involving coding accuracy by individual phy-
sicians (or billing clerks) was noted by various data
stewards, who pointed out variability among physi-
cians’ use of the codes.

Data Validity

In some jurisdictions, various data stewards administer
the different HCU databases. Ministry branches that
conduct validity and reliability checks can also vary
from database to database within a jurisdiction. Most
jurisdictions have electronic billing, but in some locations
such as in the territories, some manual systems were
still in place at the time of this study. For physician billing
and prescription drug plan databases, all jurisdictions
run a variety of validation tests on a routine basis.

With regard to health insurance registration data, the
data stewards recommended that data scrubbing might
be required to ensure matching of the correct registrant
with the correct personal health information number.
Generally, all jurisdictions reported that data were rig-
orously checked, rechecked, screened, and underwent
numerous standard audit procedures. Interviewees
suggested that every effort be made to ensure the ac-
curacy of each personal identifier and corresponding
PHN to facilitate HCU data access.

Updating HCU Data

Data stewards reported that corrections can be made to
HCU data six months and even longer after it has been
reported. It would therefore be important, at the time
data access agreements are being negotiated with the
data stewards, to ascertain when the data would be
considered complete and final.

Changes in the practice will also occur over time.
Stakeholders commented that the categories of health
care providers are very likely to evolve over the next 20
years, and that this would impact longitudinal studies
like the CLSA. Traditionally, general practitioners have
provided primary care, but now nurses are being
trained to provide some of that care. It is likely that the
primary care model will be extended to other health
care providers in the future, which would result in
more categories of health care providers added to HCU
databases.

Data Security

Interviewees noted that research involving HCU
data should employ industry-standard administrative,
physical, and electronic procedures relating to data
security. In addition, security exemplars should be
considered to ensure that security breaches either in-
ternally or externally be avoided. These standards
should focus on the physical and electronic protection
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of personal health information as well as secure trans-
mission procedures when data are moved from the
data steward/custodian to authorized/designated
CLSA researchers.

Data Retention

Interviewees stated that there are no clear guidelines
or policies regarding time limits on data retention or
destruction. There was significant variability in how
jurisdictions dealt with this issue, and to a large extent,
jurisdictions were following previous practices applied
to other studies. The data stewards explained that data
access agreements would need to address three key
topics. First, the data access agreements would have to
explain plans for concluding the study and destroying
the data. Second, the agreements would need to ex-
plain how, if the study lives on, what form it would
take, and who it would be that would ensure the safe-
guarding of the study participants’ privacy and confi-
dentiality. Third, the agreements would have to explain
that the data would not be used for purposes other
than those initially agreed upon.

Data Usage beyond the CLSA Investigators

Among the topics raised by data stewards and privacy
commissioners was the use of study data by those
other than the principal investigators (e.g., by study
collaborators) and for purposes not necessarily de-
tailed at the start of the study. Interviewees commented
that when granting HCU data access, they require to
know who beyond the principal investigators will
have access to the data. Given the length of a study like
the CLSA, protocols and policies will need to be devel-
oped to address these concerns, including such topics
as investigator attrition and new investigator recruit-
ment over the course of the study. A recurrent concern
raised by data stewards and privacy commissioners
related to how the long-term nature of studies like the
CLSA complicates future use of the data. For the most
part, permission to access HCU data requires investi-
gators to provide highly specific details on how the
data will be used. It is very possible that, in the future,
investigators will wish to use data in a manner that
was not initially contemplated and documented—for
example, the linking of HCU data to other databases
not considered at the launch of the study or to data-
bases that do not yet exist.

Among the recommendations data stewards and pri-
vacy commissioners provided regarding all these con-
cerns was the necessity for carefully designing the
consent process and the likely need to revisit data us-
age permission throughout the study. Furthermore,
the data stewards and privacy commissioners recom-
mended that establishment of a data access committee
be considered and data access guidelines be prepared.
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The structure and operation of the study’s internal data
access committee will need to satisfy the various data
security expectations of the jurisdictions involved.

Facilitating the HCU Data Access Process

It was generally felt by interviewees that the most
efficient approach to request database access would be
to request access to all relevant HCU databases at the
same time. In the case of the CLSA, this would involve
hospitalization, physician billing, prescription drug
plan, and health insurance registration data. A number
of stakeholders strongly recommended that CLSA
investigators initially consult with the offices of the
privacy commissioners and assistant ministers of health
to inform them that they intended to submit requests
to access HCU data. It was explained that this could
contribute to greater support for the study to ensure
that its data requests were processed in a timely and
efficient manner and that any questions the ministry or
the public might have could be addressed.

In some jurisdictions, access to hospitalization, physi-
cian billing, prescription drug, and health insurance
registration databases are coordinated by one ministry
branch or unit; this would facilitate the initial corre-
spondence, data access agreements, and ethics and pri-
vacy impact assessments where applicable. This scenario
tends to apply to the larger jurisdictions where there is
a history of greater internal ministry research on HCU
data as well as more requests from health services
researchers. In smaller jurisdictions, there is generally
less centralization of the data access process, and in-
vestigators potentially need to deal with several differ-
ent government units.

Data stewards and privacy commissioners believed
that data access agreements would drive the data ap-
plication process. Because of this, they recommended
that these documents be drafted iteratively and in col-
laboration with ministry staff. Many of the larger juris-
dictions have document templates; others request a
detailed letter that serves as a data request document.
Some jurisdictions have privacy impact assessment
documents, and additional ethics approval steps may
be required.

Participants advised that it is often difficult to provide
definitive estimates concerning the cost to access data
or the length of time to receive data. This is particularly
true with large studies. In the case of the CLSA, some
estimates were provided but with the caveat that they
were based only on other studies. With regard to length
of time to receive data, estimates ranged from several
weeks to 12 months. It was recommended that investi-
gators build in ample lead time to work with respon-
sible departments within various ministries of health
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to reduce obstacles and keep the lines of communica-
tion open. Most jurisdictions operate on a cost recov-
ery basis and would either assign existing ministry
programmers and other staff or would hire contract
personnel to conduct the data extraction required. Data
stewards reported that delays could occur due to staff-
ing issues. One interviewee recommended that in the
case of the CLSA, investigators should establish inter-
nal ministry champions who could help expedite CLSA’s
data requests through the system. The interviewees
reiterated, from their experiences with other studies,
that preparing materials carefully with ministry staff
would help reduce obstacles.

Discussion

On the basis of results from this study, it appears that
obtaining permission to access information from HCU
databases (provincial health insurance registration,
physician claims, hospital discharge abstracts, and
prescription claims) across Canada’s 14 federal, pro-
vincial, and territorial jurisdictions is generally possi-
ble. However, it was noted and stressed that accessing
these data will be a complex and lengthy process. The
initial stage in the data accessing process will be the
most problematic, lengthy, and costly, but once under
way, the process could be streamlined.

Despite the existence of many common policies and
practices across the jurisdictions, there is enough vari-
ability to pose some important challenges to HCU data
access. It will be useful to capitalize on the multiple
common policies and procedures that do exist and use
them in conjunction with what is recognized as good
practice in the conduct of research involving human
subjects (i.e., tri-council ethics guidelines) to structure
the study’s core documents. These core documents will
then be tailored to meet each province’s needs.

Given the complexity and lengthiness of the HCU data
access process, it will be important for investigators to
develop strong working relationships with data stew-
ards and managers. Although the data stewards are
adept at the process of linking HCU data to other data-
bases, many of the issues related to providing data for
a long-term nationwide study have no precedent.
Given the scope and longitudinal nature of the CLSA,
jurisdictions may need to create unique policies and
procedures to accommodate the study. For example,
some provinces do not allow HCU data out of their ju-
risdiction. This has important implications for the
CLSA if central data storage (of anonymized data) is
anticipated. With regard to data retention and destruc-
tion, there is similarly little precedent for a research
platform like the CLSA in which long-term data usage
is critical. As well, it is anticipated that over time new
and novel research questions will be generated that
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were not even considered at the beginning of the study.
None of these issues have a simple answer, and address-
ing them will require a collaborative model that includes
researchers and data stewards, privacy commissioners,
provincial ministries, and other stakeholders to ensure
that the research is done in a way that guarantees that
participants’ rights and privacy are respected.

It is clear that accessing HCU data will be a challeng-
ing undertaking. Nevertheless, the results of this study
help to clarify the issues that researchers must address
in preparing for longitudinal multijurisdictional stud-
ies involving HCU data and provide some guidance
on how to best navigate the complex process. Under-
standing these issues is an important first step to de-
veloping a harmonized process of HCU data acquisition
in federal, provincial, and territorial jurisdictions across
Canada.
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