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1.0 Introduction

In the past few years, privacy and security-related issues have risen sharply in importance
for the public and private sectors alike. The proliferation of information technologies,
which have permanently altered the way in which information is gathered, used and
stored, has brought these issues to the forefront of policy-making. In part, this reflects
Canadians’ rising concerns in this area. Indeed, concerns over the privacy and security of
information are particularly acute when it comes to technology usage in the health-care
sector. That said, Canadians also recognize that access to personal health information is
an integral part of a quality health care system.

As off January 2004, the Personal Information Protection and Electronic Documents Act
(PIPEDA) became applicable to the health sector, including entities such as private
pharmacies, laboratories and health care providers in private practice, unless a province
has enacted substantially similar legislation. The privacy and confidentiality legislative
regimes for the collection, use and disclosure of health information in place in Canada
recognizes the central importance of achieving the appropriate balance between the
protection of privacy of the individual and the confidentiality of their information while
enabling access to information to provide patient care and to manage the health
system.

Canadians’mwm&ectations regarding the protection of their privacy and the
confidentiality of their health information are changing in response to increased
knowledge of the health system's use of personal health information and increased
information technology initiatives. Federal, Provincial and Territorial governments are
currently working on the Health Information Privacy and Confidentiality Framework to
address Canadians’ privacy and confidentiality expectations in relation to their health
information. The Framework provides a harmonized set of principals and rules for the
collection, use, disclosure and protection of personal health information of Canadians,

and will usher in a new era of privacy protection in the health care arena.

It was against this backdrop that EKOS Research was commissioned to undertake the
current research project in order to inform and support the Federal, Provincial and
Territorial decision-making process on mgmtion Privacy and
Confidentiality Framework.
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2.0 Methodology

This report provides results for the survey on the Pan-Canadian Health Information
Privacy and Confidentiality Framework.

e The results are based on telephone surveys with 2,500 Canadians, 16 years of age
and over.

* Interviews were conducted between August 23" and September 14" 2004.
* The survey was an average of 21.5 minutes in length.

* Astratified random sample of Canadians was used in order to ensure a certain sub-
sample in each province/territory. All the data were then statistically weighted back
to ensure the sample’s regional, gender and age composition reflects that of the
actual population of Canada according to Census data.

* With a sample size of 2,500, the results from this survey may be considered
statistically accurate to within +/- 2.0 percentage points, 19 times out of 20.

* The margin of error increases when the results are sub-divided (i.e., error margins
for sub-groups such as regions).

e The sample sizes broken down by region as well as the margins of error for the
individual regions are summarized in Table 1.

Table 1 — Distribution of Telephone Sample

Distribution Te(rlt- BC Alberta Prairies Ontario Quebec Aflantic Total
ories Canada

Sample Size 50 348 300 299 650 502 351 2500

% of sample 0.4 13.3 9.6 6.9 37.8 24.0 7.9 100.0

Margin of error (%) 14.0 5.3 5.7 57 3.8 4.4 5.2 2.0
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The questionnaire was designed in close consultation with the client. It examines a
number of issues relating to different aspects of the proposed Framework. It also
establishes important benchmarks from which to gauge any changes in attitudes as the
debate around the privacy and confidentiality of personal health information unfolds. In
addition, several other basic indicators were incorporated in order to gauge the impact
of interaction with the health care system on respondents’ attitudes (see Appendix A).

In order to gauge the flow and clarity of the of the survey instrument, the questionnaire
was pretested over the telephone in English with 25 cases on August 23, 2004.
Following the pretest, a few minor revisions were made to clarify certain questions and
to adjust the focus of others before the final English survey was fielded on August 24™,
2004. An identical version of the French version of the questionnaire was pretested with
22 cases on August 27, 2004. No changes were required to the French questionnaire
and the final version was fielded August 28", 2004. The final English and French
versions of this survey are provided in Appendix B.

Several different approaches were taken in designing the survey to make it as efficient as
possible:

e In order to minimize any order bias, questions in a specific battery were
randomized. For example, the order in which the questions in the agree-disagree
battery were posed was randomized such that respondents did not get the same
questions in the same order.

e Split samples, in which only half of respondents are asked a certain question, were
also employed to minimize response burden on respondents and keep the survey to
a manageable length.

e Certain attitudinal and behavioural questions were also asked with the express
purpose of cross tabulating them with other indicators in the survey. This was done
to explore whether or not there are any differences in attitudes, for example,
between respondents who had visited a hospital recently and those who had not.

Throughout the report, quotes are used to exemplify some of the more common
attitudes expressed by Canadians. These verbatim statements are drawn from the two
open-ended questions respondents were asked during the survey. The quotes however,
are scattered throughout the report as they speak to a number of different aspects of
the proposed Framework.
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3.0 Key Highlights

Overall

The current public environment reveals broad confidence in the proposed health privacy
and confidentiality framework. This confidence coexists with considerable concern
about potential abuses of personal health information.

While Canadians express broad comfort on several fronts, it is equally clear that this
balance of confidence and concern is not rooted in significant reflection, knowledge or
personal experience.

e It is therefore important to recognize that these favourable results could change
either positively or negatively as the public debate unfolds.

* The currently favourable lean to the framework appears to be quite decisive and
strengthened as respondents reflected throughout the survey (e.g., perceptions
regarding the safety and security of health information rose 10 percentage points
from the beginning to the end of the survey).

It is also important to recognize the primacy of public and individual health over privacy
concerns in this debate.

* Quite bluntly, while the public is concerned about privacy issues, other concerns
such as the quality and efficiency of the health care system eclipse privacy concerns.

e This current lean probably reflects a broader diminution of concerns with the
human rights/civil liberties side of the debate in the post-9/11 world.

There are three key forces underlying current support:

1. relatively scant experience of privacy, confidentiality and security-related
problems;

2. comfort that there are rules/guidelines in place and that someone is minding
the store; and

3. rock solid trust in health professionals, particularly doctors.
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There is a small, but significant minority group that is opposed to some of the key issues
regarding consent (about one in five). Opponents are likely to be more engaged and
active in the debate than supporters.

e Concerns that exist centre on the perceived ease of unauthorized access; however,
this is not seen as a looming threat.

e In contrast, comfort reflects high trust levels, the absence of negative experiences
and a general belief that health information is safe.

While virtually all frontline health care service providers score exceptionally well, there
still exists a clear hierarchy in terms of trust levels, especially when it comes to keeping
health information safe and secure.

e Canadians possess extremely high levels of trust in their family doctors, but there is a
notable drop for other direct health care providers (e.g., pharmacists, nurses),
although the scores are still high.

e Other players (e.g., government health departments, medical researchers, insurance
companies) score lower.

e There is also relatively high confidence that only authorized users have access to
health information and that the systems used to store information are secure.

Proposed measures have a positive impact on Canadians’ confidence in the safety and
security of health information, although there is still a hierarchy of preference.

e Rules and sanctions for health care professionals are important, as is opportunity for
access to the individual’s own information.

Canadians are very comfortable with the concept of knowledgeable implied consent for
use and disclosure of information as it relates to health care professionals.

e Underpinning this comfort is the link to better care as well as confidence in the
system and with health service providers.

e Selective disclosure and ability to withhold certain information within the
knowledgeable implied consent model increases comfort.
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Comfort with other areas of the framework ranges from clearly supportive to clearly
opposed.

e There is support for usages related to public health needs, to prevent fraud, and, to
a lesser extent, medical research. Also, strong support for broader police powers.

 There is strong opposition to usages related to fundraising and religious/spiritual
counseling.

Brochures/pamphlets/notices are seen as an acceptable way of informing Canadians
about the collection, use and disclosure practices with the health system, but they are
practically invisible to large numbers of the public.

e There are modest marks on effectiveness (particularly tepid amongst those
unaware), but little concern/opposition to their use.
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4.0 Faits saillants

Apercu général

L'opinion publique courante révele une confiance étendue dans le cadre de travalil
proposé en matiere de protection du dossier de santé personnel. Cette confiance
saccompagne de beaucoup dinquiétude quant a lutilisation abusive dont ces
renseignements personnels pourraient faire l'objet.

Bien que les Canadiens et les Canadiennes se sentent rassurés sur plusieurs aspects, il est
évident que cet équilibre entre confiance et méfiance ne repose pas sur énormément de
réflexion, de connaissances ou d'expériences personnelles.

e |l importe par conséquent de reconnaitre que ces résultats favorables pourraient
changer de facon positive aussi bien que négative a mesure que le débat public
prendra de 'ampleur.

e Pour linstant, le penchant favorable a 'égard du cadre de travail semble étre décisif
et se renforcer si l'on en juge par les réponses obtenues au fil du sondage (p. ex.,
limpression de sécurité touchant les renseignements personnels sur la santé a gagné
10 points de pourcentage entre le début et la fin du sondage).

Il importe également de reconnaitre que dans ce débat, la santé publique et individuelle
prime sur les préoccupations touchant la protection des renseignements personnels.

e Avraidire, si le public sinquiéte de la protection des renseignements personnels, ses
préoccupations concernant la qualité et l'efficacité du systeme de soins de santé
prennent le dessus.

e Le penchant actuel reflete probablement une baisse de préoccupation générale
relativement aux droits de la personne et aux libertés civiles dans la foulée des
événements du 11 septembre.
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Trois grands facteurs peuvent expliquer la faveur actuelle :

4. une expérience relativement rare de problemes reliés aux questions de
protection des renseignements personnels, de confidentialité et de sécurité;

5. la conviction qu'il existe des regles et des lignes de conduite et que quelgu'un
veille au grain;

6. une confiance inébranlable dans les professionnels de la santé, en particulier
dans les médecins.

Un groupe minoritaire, petit (environ un sur cing) mais significatif, soppose a certains
des principaux enjeux en matiere de consentement. Il faut sattendre a ce que les
opposants interviennent davantage dans le débat que les partisans, et soient plus
militants.

e Lles préoccupations qui existent portent sur la facilité apparente d'un acces non
autorisé; toutefois, cette menace n'est pas jugée imminente.

e A lopposé, le sentiment de sécurité reflete des niveaux de confiance élevés,
I'absence de mauvaises expériences et la conviction générale que les renseignements
de santé sont protégés.

Bien que presque tous les fournisseurs de soins de santé de premiére ligne soient
particulierement bien cotés, il se dégage néanmoins une nette hiérarchie dans les
niveaux de confiance, surtout lorsqu'il s'agit de protéger les renseignements sur la santé.

e Les Canadiens et les Canadiennes possedent un niveau de confiance extrémement
élevé dans leur médecin de famille, mais ce niveau baisse de fagon sensible en ce qui
concerne les autres intervenants de premiére ligne (p. ex., pharmaciens, infirmieres),
lesquels obtiennent toutefois de bonnes notes.

e Les autres intervenants (ministeres de la Santé, chercheurs médicaux, compagnies
d'assurance) sont moins bien évalués.

e |l regne une assez grande confiance aussi dans lidée que seuls les utilisateurs
autorisés ont accés aux renseignements de santé et que les systemes servant a
entreposer cette information sont sécuritaires.
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Les mesures proposées ont un effet positif sur la confiance que les citoyens ont dans la
sireté et la sécurité des renseignements personnels sur la santé , bien qu'il y ait une
hiérarchie dans les préférences.

o Les regles et sanctions a l'égard des professionnels de la santé sont jugées
importantes, tout comme la possibilité pour chacun d'accéder a son propre dossier
de sante.

Les Canadiens et les Canadiennes sont trés a l'aise avec le concept de consentement
tacite éclairé pour l'utilisation et la divulgation des renseignements de la part des
professionnels de la santé.

o Cette acceptation est liée & l'espérance de meilleurs soins et a la confiance dans le
systeme et les fournisseurs de soins de santé.

e La divulgation sélective et la possibilité de retenir certains renseignements, prévues
dans le modéle de consentement tacite éclairé, renforcent encore cette acceptation.

D'autres aspects du cadre de travail suscitent diverses réactions allant d'un net soutien a
une vive opposition.

e On appuie l'utilisation des renseignements aux fins de la santé publique, pour
prévenir la fraude et, dans une moindre mesure, pour la recherche médicale.
L'élargissement des pouvoirs policiers recoit aussi un ferme appui.

e Lutilisation des renseignements en vue d'une levée de fonds et dans le cadre du
counselling religieux ou spirituel souléve une forte opposition.

Les brochures, dépliants et avis sont percus comme des moyens acceptables d'informer
les Canadiens et les Canadiennes sur les méthodes employées par le systeme de santé
pour la cueillette, lutilisation et la divulgation de renseignements, mais ils demeurent
invisibles pour de vastes pans de la population.

e Ils ne sont pas jugés d'une trés grande efficacité (en particulier par ceux et celles qui

ne les connaissent pas), mais leur utilisation suscite peu dinquiétude ou
d'opposition.
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5.0 Canadians’ Broad Perceptions of Personal Health
Information
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Use of health information by health care professionals

Q: Please rate the degree to which you agree or disagree with the following statements.

Itis difficult for doctors and other health service providers to provide high quality health care if
they don't have timely and easy access to patients’ health information.

I don't mind health care professionals using my personal health information as long as | know
it would result in better treatment for me.

i DK/NR % Disagree (1-3) M Neither (4) M Agree (5-7)

Base: All Canadians; Aug./Sept. 04, n=2500

Striking a balance: privacy vs. access to health information

Q: The health care system recognizes the need to find a balance between protecting an individual's
privacy and ensuring that the health system has access to the health information needed to provide
Canadians with access to care and treatment. Thinking about this balance, which of the following is the
MOST important consideration for you personally?

The effectiveness/quality of care for ALL Canadians _ 56

The effectiveness/quality of care YOU receive - 20

The costs/efficiency of the health care system . 13

The need to safeguard the personal privacy of your
health information

None of the above l 1

DK/NR Iz

0 25 50 75 100

Base: All Canadians; Aug./Sept. 04, n=2500
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General Attitudes

Canadians express a high degree of comfort with the use of health information by
health care professionals.

There is a shared understanding among the general public that access to personal
health information by health care professionals is integral to the provision of quality
health care in this country. Indeed, more than eight in ten (84%) agree that timely and
easy access to patient information is necessary in order for physicians and other health
service providers to give high quality care to Canadians.

A similar proportion (81%) of the public also sees the merit in health care professionals
having access to their personal health information if it would benefit them personally
(e.g., if it would result in better treatment for them).

e Across the country, support for health care professionals having access to health
information is highest in Ontario and British Columbia (84% each) and lowest in
Quebec (73%).

It is important to recognize that, in the context of this debate, concerns about public
and individual health eclipse all other considerations, including privacy. Indeed, when
asked to contemplate the balance between protecting an individual’s privacy and
ensuring that the health care system has access to information needed to provide
quality care, Canadians rank quality ahead of privacy nearly eight times out of ten.

Overall, a majority of the public (56%) believes that the effectiveness/quality of care for
all Canadians is the most important consideration to them personally, while an
additional one in five (20%) considers the effectiveness/quality of care personally
received to be the top priority. Only about one in ten (13%) consider the costs/efficiency
of the health care system the number one concern. The need to safeguard the
confidentiality of personal health information ranks the lowest, with fewer than one in
ten (nine percent) citing it as the most important consideration.

e Concern-with quality of health care for all Canadians decreases consistently and

significantly with age (63% of those under 25 years of age list this as the number
one priority compared to 45% of those over 65 years of age).
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Perceived confidentiality of health information

Q: Please rate the degree to which you agree or disagree with the following statements.

Health care professionals and those providing health-related services should be the only ones
who ask to see your provincial health care card.

e s e

| have a good idea of who to turn to if | ever experience an invasion of my privacy with
respect to my health information.

| feel»l have less personal privacy with respect to my health information than | did five years ago.

e

r T T

0 25 50 75 100

B DK/NR = Disagree (1-3) H Neither (4) M Agree (5-7)

Base: All Canadians; Aug./Sept. 04, n=2500

“These days,
information
seems easier '
to access; !

health information

is not exempt of |
that.” |

“From personal experience, it's t00 easy to receive information |

about others. when you ask for [information] sometimes there is confusion over
same names. Also, you can S€€e other’s files accidentally."
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Perceptions of Privacy

In terms of the privacy of their health information, Canadians have mixed views.

While quality health care is undeniably Canadians’ primary objective, the public also
express genuine concern regarding the privacy of health information. For example, more
than eight in ten (84%) agree that health care professionals and those providing health-
related services should be the only ones with access to personal health information
(e.g., health information that is available though provincial health cards).

Despite having concerns about access to their personal health information, Canadians
are divided as to whether or not they feel the privacy of this information has decreased
over the past five years (35% agree and 36% disagree). Overall, one in four (25%) say
they are unsure whether or not their privacy has been affected.

e Perceptions regarding the loss of privacy increase substantially with age (27% of
youth say they have less personal privacy compared to 45% of seniors).

e Income and education have the reverse effect, with those of higher socioeconomic
status far less concerned than those with a lower socioeconomic status.

Given these concerns, it is somewhat surprising that nearly one-half of Canadians (47%)
say they are unaware of whom they should contact if they experience an invasion of
their privacy with respect to their personal health information. That said, there is still a
sizable portion of the population (38%) who do say they know who to turn to if
something like this were to occur.

e Across Canada, residents of Quebec and the Atlantic region are the most likely to
report knowing where to seek help in case of an invasion of their privacy (47 and
48%, respectively, compared to 38% nationally).

e Interestingly, those who are most likely to report having less personal privacy than
they did five years ago (e.g., seniors, low socioeconomic status), are all more likely
to say that they know where to go if their privacy is invaded.
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“Doctors are professionals - I've never had any bad experiences.”
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Trust levels

There is a notable hierarchy in terms of trust levels relating to keeping health
information safe and secure.

When it comes to the safety and security of their health information, Canadians express
extremely high levels of trust levels in most frontline health care professionals.

Predictably, doctors are the most trusted, with one in two (52%) giving them the
highest trust scores (a 7 on a 7-point scale). Pharmacists (28%), nurses (26%), and
administrators in the family doctor’s office (26%) also receive high marks, with more
than one in four saying they have “a great deal of trust” in them. Interestingly, health
care providers in hospitals (18%) are accorded lower levels of trust, but are still trusted.
For all of these professionals, another 30 to 40 percent assign high trust (a score of 5 or
6 on the same scale), while less than one in ten assigns low trust.

While virtually all frontline providers score well, the public is less trusting of those not
involved in providing direct care. For example, only about one in ten give those working
for Government health departments (11%) and insurance companies (nine percent) the
highest trust rating.

e Across the country, those living in the Atlantic region are more likely than those
living elsewhere to place the highest level of trust in all health care professionals.

e Those with a high school education or less are far more trusting of all health care
professionals than those with greater levels of educational training.

e With the exception of government health departments, seniors place more trust in
health officials to keep their information safe than any other age group.

e On average, women tend to accord higher trust to frontline health care
professionals.

For the most part, health researchers are also seen as largely trustworthy, although they
are only slightly more trusted to keep health information safe and secure than insurance
companies or government health departments. In terms of the different types of
researchers, those working for the private sector are regarded as slightly less trustworthy
(10% give them the highest trust score) than those working in a government or
university setting (12% give them the highest score).
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6.0 Perceived Safety and Security of Personal Health

Information
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Perceived safety and security of health information

Q: In your opinion, how safe and secure is the health information which exists about you?

“There is NO
"People are able reason for my
hack in the information |

'
'
'
'
'
'
'
'
'
'
'
'
'
'
'
'
'

computer ‘ not to be safe
p Start of survey 3,4 -
and access and secure.” |
anything.” End of survey i .

T =S

0 25 50 15 100

@ DK/NR = Not at all safe and secure (1) m (2-3) = Moderately safe and secure (4) m(5-6) m Extremely safe and secure (7)

Q: Why do you say that?*

\ 16 13 2 1
“Because of | 2 1] l
computers, | . Jejel o
’ : Only health care providers should be able to access 10 10 | 12 7 6 1 1
people can E Government can find out anything it wants 4 10 | 10 2 2 1 0
access any | 1 I TR ) I N
y ] Storing on computers is safe (e.g., passwords, security measures) 3 3 AV 3 6 7 8
information : s 2] ;
abou‘t - E Regulations and procedures in place to ensure safety 2 2 2 4 10 | 18 12
you. E Health care information hard to access 1 2 11 3 416 3
0 0 1 6
0 0 1 7
Other 4 2 2 3 2 1 3
[ oxnR 2 2 [ 7 18 12 4 8

“Asked after first appearance of question on satefy and security of heath information

Base: All Canadians; Aug./Sept. 04, overall n=2500

“I trust my own doctor. They keep that information
amongst themselves. | assume that they're doing their best.” '
"I never really thought of that '
before. | always assumed

it was safe.-
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Broad Perceptions

Canadians are definitively positive in their broad perceptions of the safety and security
of health information.

When asked at the start of the survey, a plurality (42%) of Canadians reports that their
health information is “safe” (5 to 7 on a 7-point scale). Another 37 percent say that the
information is “moderately safe” and only 16 percent worry that the information is “not
very safe” (1 to 3 on a 7-point scale).

In order to determine whether or not the survey was having an impact on respondents’
attitudes, the same question regarding the perceived safety and security of health
information was asked again at the end of the questionnaire. Upon repeated measure
of this question, it was found that there was an improvement in perceptions, with a
majority (56%) now saying that their health information is “safe”, suggesting that
Canadians attitudes in this area are largely undeveloped and malleable following a
debate of the issues. It should be noted, however, that there is a small proportion of the
population (approximately 10%) who are decidedly opposed and whose perceptions do
not improve following a discussion of the issues.

e Those who are not very confident that access to their health information is restricted
to health care professionals are considerably more likely to say that this information
is not very safe (50% compared to five percent who are confident that access is
restricted).

The fear of information being accessed by an unknown source (e.g., a hacker) is the
most commonly cited reason for why health information is not regarded as safe
(accounting for about three-quarters of the reasons provided). The idea that
government can find out anything it wants and knowledge of a negative incident are
some of the other main reasons mentioned. :

For those less concerned about the safety and security of their health information, a
genuine trust in health service providers seems to dominate their thinking on the issue.
Likewise, a lack of negative experiences and the general belief that health information is
safe also pervades.
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“Printed information is not safe. Anyone can access. If it was in a computer

system, it would require a password and that is more safe.”

Confidence that access to health information is restricted

Q: How confident are you that only authorized individuals are able to access the health information
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Q: How confident are you that the systems and technologies used to store health information are secure?
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Restricted Access to Health Information

Canadians are fairly confident that access to their health information is restricted.

With a majority of Canadians convinced that their health information is, for the most
part, safe and secure, it is perhaps not surprising that they also express a great deal of
confidence that access to this information is limited. Indeed, nearly half (47%) of the
public say that they are confident (5-7 on a 7-point scale) that only authorized
individuals have access to their health information, and an additional 30 percent are
moderately confident that this is the case.

It is worth noting, however, that there is a sizable proportion of the population (21%)
that has little confidence that access to their health information is restricted to
authorized individuals only.

e Across the country, those living in Quebec are the most confident that their health
information is restricted (54% rate their confidence 5-7 on a 7-point scale).

e Those 45-64 years of age are least confident (40% compared to 63% of youth, 49%
of those 25-44 and 47% of seniors).

e Confidence decreases as income and level of educational attainment rise.

A plurality of respondents (43%) are also highly confident (5-7 on a 7-point scale) that
the systems used to store their health information are secure and about one in three
(28%) are at least moderately confident in these technologies (a 4 on the same scale).
However, as was the case with concerns about access, there is a portion of the public
(26%) that remains unconvinced that the systems used to store this information are
secure.

e Older Canadians, and those with higher socioeconomic status are also less confident
in these technologies.
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“You hear in the news about private '
information [being] made public.

Mistakes happen.-

-s difficult to |
get inaccurate
information
changed once it is

on a health record.”

Measures to increase confidence

Q: Do the following make you more or less confident that your health information will be safe and secure?

Knowing that all health service providers must adhere to security safeguards to prevent
your information from being accessed or used by unauthorized individuals.

e

Knowing that individual health service providers are subject to fines and penalties if any
laws are broken.
! 10

Knowing you have the right to ACCESS and REVIEW your own health information.*

[8

Knowing that you have the right to REQUEST corrections to your own personal health
information.*

= o R R

Knowing that you would have the right to WITHOLD certain information from any health care
provider treating you.*
g. e

Knowing there are independent bodies such as federal and provincial Privacy
Commissioners that are responsible for investigating and resolving complaints.*
g 15

T T =

"There is the element

4 23 2 73 100 of not knowing where
= DK/NR Less confident (1-3) B No impact (4) M More confident (5-7) your information is,
so how can you track :

it down?” |

Base: All Canadians; Aug./Sept. 04, n=2500,"half sample

“It depends on what they are using it for. If they are sharing information
so they can help, then they can share it. sut, if fthey are sharing it] for |
other reasons, | might not feel completely comfortable.” ;
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Measures to Increase Confidence

A number of different measures can be taken to increase confidence in the safety and
security of health information, although there is still a hierarchy that emerges.

Majorities of Canadians say that the provisions tested in the survey would increase their
confidence that their health information is safe and secure. About one in ten (nine to
15%) say that these efforts would actually make them less confident. At the same time,
there is also a sizable proportion of the population (ranging from 17 to 25%) who say
that these measures would have no impact.

e Knowing that health care providers must adhere to security safeguards to prevent
unauthorized access tops the public’s list of things that could be done to increase
their confidence in the safety and security of their health information (a view held by
72%).

e This is followed closely by knowing that health care providers who do not respect
the laws pertaining to the privacy of health information are subject to fines and
penalties (71%).

e Being able to access and review their own health information is the next most
popular option, and makes 70 percent of Canadians more confident.

e Knowing that they have the right to request corrections to their health information

also holds a great deal of appeal, and inspires more confidence in approximately
two-thirds of the public (65%).

e Having the right to withhold certain information from health care providers
increases confidence in more than one-half of Canadians (59%).

e Although it is seen as the least effective of the measures examined, a majority of
Canadians still indicate they would feel more confident knowing that there are
independent bodies such as federal and provincial Privacy Commissioners that are
responsible for investigating and resolving complaints (58%).
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7.0 Consent Relating to the Use and Disclosure of Health
Information for Care and Treatment
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Comfort with concept of knowledgeable implicit consent

Q: How comfortable are you with your doctor sharing your health information with another health service
provider who is providing care and treatment to you without explicitly asking for your permission.

“It depends on where

[the information] is

going (i.e., to another
doctor’s office).”

T T —
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B Extremely uncomfortable (1)  B(2-3) = Somewhat comfortable (4) M(5-6) MExtremely comfortable (7)

“It' saves a lot of time. !

, i's normal for
Q: Why do you say that? two doctors tO |
share medical
R information '
ke Gl Ton about a patient being
omfortab
29 18 2 2 treated.”
3 1 0 0 .
ends on| ; 7 4 0 0
Do not trust doctors 5 4 4 2 3 0 0
3 3 5 14
Depends on quantity of information — only share what is essential 1 3 6 3 2 1 0
Doctors only share relevant information 2 1 5 1 10 8 10
Already must sign a document for information to be shared 2 1 2 1 1 1 0
2 1 3 29
Regulations control sharing of information 1 1 1 1 3 1 1
No negative experiences with sharing info 0 0 2 4 3 4 3
Positive experiences with sharing info. 0 0 1 3 1 2 4
Other 0 1 2 2 1 1 0
DK/NR 5 4 7 7 7 2 1

*1 think they |
should ask
permission.

my physician

Base: All Canadians; Aug./Sept. 04, overall n=2500
“[Doctors] wouldn't be sharing the information if it wasn't

§ necessary for my health. they should be able to
5 share the information - especially if it's an
: emergency.-

always asks for my

permission.”
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Different Models for Sharing Information

A majority of Canadians are highly comfortable with the concept of knowledgeable
implied consent for use and disclosure of health information for care and treatment.

A large majority of Canadians are, at the very least, somewhat comfortable with their
doctor sharing their health information with another health service provider who is
treating them without their express consent (81% rate their level of comfort between 4-
7 on a 7-point scale).

Again, however, it is important to note that about one in five (20%) express some
serious misgivings with this concept (10% say they are extremely uncomfortable and an
additional 10% rate their level of comfort as a 2 or 3 on the 7-point scale).

There are some interesting variations in terms of comfort with knowledgeable implied
consent:

e Across Canada, those living in Quebec are the least comfortable with this concept
(24% rate their level of comfort 1-3 on the 7-point scale).

e Older Canadians are far more comfortable with the implied consent framework. In
fact 41 percent of seniors say they are extremely comfortable (a 7 on the 7-point
scale) compared to 23 percent of youth.

e Interestingly, those who rate themselves as being in poor health are more inclined
than those in better health to be extremely comfortable with their doctor sharing
their information without their express consent.

Comfort with the knowledgeable implied consent model appears to be rooted in the
belief that sharing information is linked to better health care. Indeed, for those who are
comfortable with this concept, most (63%) say it is because they believe that sharing
information is essential for receiving the best possible care. A sizable proportion (32%)
also says that it is because they trust their doctor and that this trust extends to the belief
that doctors share only relevant information.

For those uncomfortable with this concept, most say that it is because they would
prefer to give consent (62%) or to know what information is being shared (18%). Some
also say that health information is private and that their level of comfort would depend
largely on the type of information that is being shared (8%).
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Ways to Increase Comfort

Being able to withhold certain information within the knowledgeable implied consent
model increases comfort with this concept.

While a majority of the public is already comfortable with the concept of implied
consent, comfort levels rise dramatically when Canadians are given the opportunity to
limit the information that is passed on. Indeed, more nine in ten (93%) express some
level of comfort when told that they can determine what information is shared. Further,
there is almost no opposition to this approach to information sharing (only five percent
continue to be uncomfortable).

e While this notion resonates across the country, those living in the British Columbia
(45%) and the Atlantic region (51%) are most likely to say they are extremely
comfortable (7 on a 7-point scale) with doctors sharing information under these
circumstances.

Similarly, two-thirds (63%) of Canadians say that being able to withhold certain
information would have a positive impact on their level of comfort and fewer than one
in ten (nine percent) say this would negatively impact their comfort level. One in four
(25%) are steadfast in their views on information sharing and say that the ability to
withhold certain information would not impact their level of comfort.
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Use of brochures to inform Canadians

Q: Have you ever read notices, brochures, and pamphlets in your doctor's office that informed you of how
your health information is being used?

Yes

Do not recall

Q: [Filter: those who have read notices, brochures  Q: [Filter: those who have not read notices,

or pamphlets] How effective are the notices, brochures or pamphlets] How effective do you
brochures, and pamphlets in your doctor’s office think notices, brochures, and pamphlets in your
as a way of informing you about how your doctor’s office would be as a way of informing
health information is used? you about how your health information is used?

Extremely effective (7)
(5-6)
Somewhat effective (4)
(2-3)

Not at all effective (1)

0 DK/NR

o -

100 75 50 25 75 100

Q: And how comfortable are you with your doctor sharing your health information without your explicit
consent in order to provide you with care and treatment given that there are notices, brochures, and
pamphlets in your doctor’s office that inform you of how the information is used?

r T T T 1

0 25 50 75 100

HMDK/NR = Notatall comfortable (1) = (2-3) Somewhat comfortable (4) M (5-6) MExtremely comfortable (7)

Base: All Canadians; Aug./Sept. 04, n=2500
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Informing Canadians

Low visibility of brochures/pamphlets/notices, but Canadians lean towards their possible
intended usage.

One in five Canadians (20%) say that they have read notices, brochures, or pamphlets in
their doctor’s offices that informed them of how their health information was being
used. Indeed, a majority of the public say they that have never read any of these kinds
of communications.

e At a national level, Ontarians (24%) are most likely to have read these
communications, whereas those living in Quebec (14%) are least likely to be aware.

e Canadians with high socioeconomic status are less aware than those with lower
than average socioeconomic status.

« Canadians who rate their health as being “fair" to “poor” (28%) are somewhat
more likely than those who consider themselves to be in better health (17% of who
rate their health as being “good”) to have been exposed to these forms of
communications.

Despite low levels of visibility across the country, most Canadians assign modest marks
towards the use of notices, brochures and pamphlets as tools for informing the public.
In fact, a majority (72%) of those who have not seen these communications think that
they would be somewhat effective to extremely effective (5-7 on a 7-point scale). For
those who have been exposed to these sorts of notices, a majority rates them positively
(59% rate the effectiveness between 5-7 on a 7-point scale and another 25% say they
are somewhat effective).

Overall, Canadians show little opposition to the use of these notices, brochures and
pamphlets as a way of informing them about how their health information is used.
Indeed, more than three in four say that the very existence of these forms of
communications makes them more comfortable with the idea of their doctor sharing
their health information without their explicit consent (79% rate their comfort between
4-7 on a 7-point scale). '
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8.0 Consent Relating to Other Uses of Health

Information
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Comfort with administrative use of health information

Q: I am going to read to you some examples of when information can be used or shared without your
consent and | would like you to tell me how comfortable you are with each of the following.

Your health info. being accessed by health service providers and departments to better anticipate and address
the health needs of the public, including dealing with things like the spread of diseases such as SARs

g Bt

Your health info. being monitored by health service providers and departments to
prevent fraud against the health care system

Your health info. being accessed by health service providers and departments to improve the management of the
health system through better planning, monitoring, and evaluating of how well health care money is being spent

< -
0

EDKNR = Not at all comfortable (1) M(2-3) Somewhat comfortable (4) & (5-6) M Extremely comfortable (7)
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justwalk in and get it :

“1 know for a fact you can have a copy of [an] archived file for your insurance
company. Nowadays, [there are] SO many frauds going around,

anyone can pretend to be a company.”
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Use in the Administration of the Health Care System

Canadians are largely comfortable with the use of their personal health information in
the administration of the health care system.

For the most part, the public is fairly comfortable with the administrative usage of their
personal health information without their express consent. For example, more than
three-quarters of Canadians (77%) say they are comfortable (5-7 on a 7-point scale)
with their health information being accessed by health service providers and
departments, if the information will be used to better anticipate and address public
health needs such as dealing with the spread of infectious diseases.

A majority of Canadians (75%) are also comfortable with this information being
monitored in order to prevent fraud against the health care system. Similarly,
approximately seven in ten (72%) say they are comfortable with their information being
accessed and monitored in order to improve the management of their health care
system (e.g., to monitor how money is spent).

e Older Canadians are less likely to be comfortable with any of the administrative uses
of their personal health information than are younger Canadians. For example,
63 percent of those 65 years of age or older say they are comfortable with their
health information being used to better manage the health care system compared
to 79 percent of youth.

e Not surprisingly, Canadians who are, in general, less comfortable sharing their
health information without giving consent are also far more likely to be
uncomfortable with the administrative use of this information.

e Similarly, respondents who are concerned about the safety and security of the
health information, along with those who are not confident that only authorized
users have access to their personal heath information, are far less comfortable with
the aforementioned uses of this information.
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share if we are talking about health for Canadians."”
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Use in Research

Many Canadians are comfortable with researchers accessing their health information.

Most Canadians do not seem to have a problem with researchers accessing their health
information for research purposes. Indeed, almost seven in ten say they are comfortable
with this concept (69% rate their level of comfort between 5-7 on a 7-point scale, and
another 19% say they are at least somewhat comfortable). Only 11 percent say they are
not comfortable.

e About one in five (21%) of those who are less likely to believe that their health
information is safe and that only authorized individuals have access to this
information are uncomfortable with researchers using their information (1-3 on a 7-
point scale).

e Those who say they are not comfortable sharing their health information without
giving consent are also less comfortable with researchers accessing their personal
health information (21% rate their level of comfort 1-3 on a 7-point scale).
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Use of health information in fundraising

Q: In some provinces, hospitals rely on basic information about their patients such as a person's name and
address in their attempts to raise money through various fundraising activities. Which of the following
statements is closer to your point of view?

Hospitals should NOT be able to use even basic information on
patients for fundraising activities without directly asking for 62
permission, even if this makes it far more difficult to raise funds

36
1

It is okay for hospitals to be able to use basic information for
fundraising activities without directly asking for permission because
itis a worthy cause and there is little real risk to a person's privacy

Neither

T T 1

o

25 50 75 100

Base: All Canadians; Aug./Sept. 04, n=2500
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Use in Fundraising

A majority of Canadians do not support the use of their personal health information in
hospital fundraising activities without their consent.

Nearly two-thirds of Canadians (62%) do not think that hospitals should be allowed to
use basic patient information (e.g., name, address) in fundraising activities without
directly asking for permission, even with the caveat that not allowing hospital
fundraisers to use this information would make raising funds far more difficult.

That being said, a minority (36%) feels that it is acceptable for hospitals to use this type
of patient information because it is for a good cause and does not really threaten a
patient’s privacy.

e Respondents living in Atlantic Canada (70%) are significantly more likely to be
opposed to the use of health information in hospital fundraising.

e Youth are more likely to consider the use of this type of information for fundraising
to be acceptable (48% compared to 35% of those 25-44, 31% of those 45-64 and
37% of seniors).
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Use of health information by the police

Q: In Canada, police forces can gain access to health information from health providers based on a
subpoena, court order or warrant. Police argue that, under certain circumstances, they require greater
access to Canadian's health information in order to be able conduct lawful investigations and to protect
public safety. Which of the following statements is closer to your point of view?

Police should be able to access health information if it is needed to 68
help with investigations of crimes

Police should NOT be able to access health information because it
could stop some individuals from seeking health care

Neither | 4

DK/NR I 2
r

o
no
o

50 75 100

Base: All Canadians; Aug./Sept. 04, n=2500
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Use by the Police

A majority of Canadians do not object to the use of personal health information by the
police.

Although police can currently access health information through a subpoena, court
order or warrant, some argue that, under certain circumstances, they require greater
access to health information in order to conduct investigations and protect the public.

Overall, a majority of Canadians (68%) are highly supportive of the police having access
to health information for this purpose, and less than one in three (29%) worry that
granting the police greater access to health information might prevent some individuals
from seeking health care.

e Across Canada, residents of Quebec (34%) are more likely than those living
elsewhere in Canada to think that police should not have increased access to
Canadian’s personal health information.

e Support for police having greater access to Canadian’s health information decreases
with level of educational attainment. For instance, 72 percent of those with a high
school education or less support greater access, whereas 63 percent of the
university educated are in favour.

e Support for increased access also declines with age (74% of youth support
compared to 64% of seniors).
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Use of health information by spiritual counselors

Q: Religious and spiritual counseling in hospitals is an important activity for many patients and family
members. As you may know, religious and spiritual counseling can be provided by individuals of a
specific faith, such as a Roman Catholic or Anglican priest who is not a member of the hospital staff, or
individuals who provide general religious and spiritual support, such as a hospital chaplain who is a
member of the hospital staff. Which of the following statements is closer to your point of view?

Health information should NOT be shared with religious counselors
of a specific faith, without the express consent of individuals even if 81
it makes it more difficult to provide counseling.

Health information should be shared with religious counselors of a
specific faith without the express consent of individuals they are 17

counseling
Neither | 1
DK/NR |1
0 25 50 75 100

Q: Which of the following statements is closer to your point of view?

Some people say that health information should NOT be shared with

to individuals who provide general religious/spiritual support such as 78
a hospital chaplain WITHOUT the express consent of an individual

Other people say that it is acceptable for individuals who provide
general religious/spiritual support such as a hospital chaplain to 20
ASSUME they have the consent of an individual to see their health

information in order to be able to provide religious/spiritual support

Neither | 1

DKNR | 1
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0 25 50 75 100

Base: All Canadians; Aug./Sept. 04, half sample
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Use by Spiritual and/or Religious Counsellors

Most Canadians surveyed do not believe that spiritual counsellors should have access to
health information without the express consent of the individual they are counselling.

Regardless of whether or not the guidance is coming from a hospital chaplain or
someone of a specific faith, such as a Priest or a Minister, most Canadians do not feel
that these individuals should have access to personal health information without the
express consent of the person they are counselling.

Indeed, eight in ten (81%) Canadians say that health information should not be shared
with a spiritual counsellor of a specific faith without the patient’s permission, even if it
makes it more difficult to provide counselling.

e Residents of Quebec are somewhat more likely than average to say that health
information should not be shared with religious counsellors of a specific faith
without the person’s express consent (86%).

Similarly, 78 percent of the public says that this type of information should not be
provided to a hospital chaplain without the consent of the individuals seeking the
counselling. On the other hand, one in five Canadians (20%) say that it is okay for
someone like a chaplain to assume that they have the consent of the individual they are
counselling in order to provide them with religious/spiritual support.

e Canadians with lower than average socioeconomic status are more likely to say that

hospital chaplains should be able to assume that they have the individuals consent
to see their health information.
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Appendix A: Interaction with the Health Care System
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Interaction with the Health Care System

Questions in this section were asked with the express purpose of examining whether or
not interaction with the health care system impacted Canadians attitudes towards
different aspects of the Framework. Somewhat surprisingly, there are relatively few
differences in broad attitudes, although some did exist (as highlighted throughout the
report).

The following provides a brief overview of these indicators:

e A large majority of Canadians (90%) have, either personally or with a member of
their family, visited a family physician or clinic over the past 12 months.

e More than two-thirds (68%) of Canadians say that either they themselves or a
member of their family have been admitted to a hospital in the past five years. A
sizable proportion (31%), however, has never been admitted to a hospital.

- For those who have been hospitalized, most (41%) say they have been
admitted 1-2 times in the past five years, 18 percent 3-5 times and
nine percent have been admitted five or more times.

e A doctor's private office is the place that most Canadians (65%) typically go to for
medical care. Walk-in clinics are the second most frequented (36%), followed by
emergency rooms in hospitals (22%). Approximately one in ten also say that they
are most likely to seek care at a doctor's offices in a hospital (11%) or in a
community health centre (eight percent).

e Canadians overwhelmingly rate their health positively. Indeed, the majority (86%)
rate their health as being good to excellent (28% say “good”, 35% say “very good”
and 23% say “excellent). One in ten (10%) rate their level of health are being “fair”
and only three percent say they are in poor health.
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Visit to physician of past 12 months

Q: Over the past 12 months have you, or a member of your immediate family, visited a family physician or
clinic?

Yes

Base: All Canadians; Aug./Sept. 04, n=2500

Visit to hospital over past 5 years

Q: And over the past 5 years have you, or a member of your immediate family, been admitted to a hospital?

100 1
75 4
50 4
25 4
9
1
O 4
DK/NR Never 1-2 times 3-5 times 5 or more times

Base: All Canadians; Aug./Sept. 04, n=2500
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Place for medical care

Q: What is the place typically you go to for medical care?

Doctors private office
Walk-in clinic
Hospital - emergency room

Doctors office - hospital

Community health centre

Other § 2

25 50 75 100

Base: All Canadians; Aug./Sept. 04, n=2500

Self-rated health

Q: In general, would you say your health is excellent, very good, good, fair, or poor?

100 -
751
50 A
35 28
- 23
| 10
3
0 +
Excellent Very good Good Fair Poor

Base: All Canadians; Aug./Sept. 04, n=2500
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Appendix B: English Questionnaire
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Hello, my name is...and | work for EKOS Research Associates. We have been hired by federal
and provincial governments to speak to Canadians 16 years and older about health care
issues and the use of personal health information. This is an opportunity to express your
views on things that affect all of us. All of your responses are confidential. May | begin?

HLA

Over the past 12 months have you, or a member of your immediate family, visited a family
physician or clinic?

YOS e 1
NO e 2
DKINR o 9

HLC

And over the past 5 years how often have you, or a member of your immediate family, been
admitted to a hospital?

NEVET oot 1
T2 MBS .o eiiiieieeeeeeee e e e e e s eeeeens 2
35 tIMES e 3
More than 5 times..........coovvveeeeeeiieeeen 4
L s U 9

HLB

Read list; select all that apply - - '
What is the place you typlcally go o for medlcal care7 Is I'[

Walk-in cliniC....cooiiiiiii e, 01
Community health centre ... 02
Doctor's private office........ccooiiiiiiii e 03
Doctor's office at a hospital .............ccooioiioiiicee . 04
Hospital emergency room............cccoooooioieiioieeeeeeeeee 05
(DO NO READ) Other, specify ...........ccccooveeeeeiceeeeeeee 77
(DO NO READ) Do not have a typical place...................... 98
DK/NR e 99
HEALT

In general, would you say your health is excellent, very good, good, fair, or poor?
BRI oot s s st mmanton oo 1
VB GOOE, s 1555500 53 mvmmnmnsne smsmsmsmomson s omvsonsnesswedons susons desases 2
GOO ... e, 3
R e 4
POOT 15 555535050885 505558 58 5 s e s s e st o s e’ =
DK/NR e, 9
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PRE1 i

In this survey there are questions about personal health information. By personal health
information, we mean information about your physical and mental health and about the
health services that you receive.

i

PRE1B

Please rate the degree to which you agree or disagree with the following statements using a
7 point scale where 1 means you strongly disagree, 7 means you strongly agree and the
mid-point 4 means you neither agree nor disagree.

DMHP

| don't mind health care professionals using my personal health information as long as |
know it would result in better treatment for me.

1 Strongly disagree........oooiioiiiiiiiii 1
2 covmsesrvwessen g cvens S S T R S SNBSS o 2
3 s g S B S AR S TR 3
4 Neither agree Nor diSAgree ........oovveeiiieeiiieeeeeeeeen 4
N YR SO S SO 5
S D T 6
T SEPODGIY AOTEE corin sisninssn oimasasnss s sostanivassmass st vassmisans 555 7
DK/NR e 9
IMPR

It is difficult for doctors and other health service providers to provide high quality health care
if they don't have timely and easy access to patients' health information.

1 Strongly diSagree......oooove e 1
e 2
D e e 3
4 Neither agree nor diSagree ..........cccoveeeveeeeeieeeeeeee 4
RN <. S SN S . DS I 5
B e 6
RS 0) 10 | AT [ =) e O g Y i
DRINR e 9
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LPHP
| feel | have less personal privacy with respect to my health information’ than | did five years
ago.

1 StroNglY diSAGIEe. ..ocovvesssmmsemsmmmssnssuss spsssvssssmnmssnstsmssamens onns 1
2. oo eSS S A S F ST A MR S T 2
L. -~ SO E U =SOSR, 3
4 Neither agree Nor diSAgree .........coceeevvieiieeiiiieeeieeee 4
D o 5 S i o A 5 T S S 5
1. SO LS S L S SO 6
7 STrONGIY @QTEE ...vviiiiiiieee e 7
DIKAINR. st s brsvosass rosmsns whomsns v 55 eames seamme R A £ 9
IHP

| have a good idea of who to turn to if | ever experience an invasion of my privacy with
respect to my health information.

(531 (011101 VAlo 15 o1 (<] NN S O P 1
2. o R S SR R S AR S S S 2
SN N OO OO 0 3
4 Neither agree nNor diSAgree .........oooveeevieeiiiieiiieeeiiceen 4
O e e R S A A SR TS S R AR e 5
B ¢ s SnEnd S i fam bR s n s S A A RS 6
7 STrONGlY @Qree ..o 7
DKINR sissmmmomsnsmmimmosss s gy s 9
PHN

Health care professionals and those providing health-related services should be the only ones
who ask to see your provincial health care card.

1 Strongly diSagree......ooooiiiiiiiie e 1
N NS 2
B s s s S AR SR SR AR R TS 3
4 Neither agree Nor disSagree ........oooovveeviieviieeiie e 4
D o s et st ot e e s s s o et 5
O b e e S e e o S e b 6
T STROTONY GOTEOL cscvuss aosno sosnmnnss i s st s s fs St avases 7
DK/NR 9
PRE2

Canadians' health information is used in the provision of health services, to pay for health
services and to manage the health care system in general. This information is stored in
numerous locations such as doctors' offices, hospitals, or places such as test labs or clinics.
Canadians have a right to request a copy of their health information from their health care
provider and can ask for corrections to be made.
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%) . !

L“\L L In your opinion, how safe and secure is the health information which EXISTS about you?
Please use a scale from 1 to 7, where 1 is not at all safe and secure, 7 is extremely safe and
secure, and 4 is moderately safe and secure.

1 Not at all safe and secure ...........oooooviiiiiiiiicicee 1
D e S A e AR S SR AR e s e 2
e 3
4 Moderately safe and secure .........cccccooeveeieiiiiciiiciee 4
o T e e S S 5
B s s s e e A T S SR R 6
7 Extremely safe and secure..........cccoooiiiiiiiiiiii 7
DK/NR e 9
- SAF2
LhWhy do you say that?
Response, please Specify .........cccovveviveieiiiiiiieeeeeeee 77
DKINR e 99
CONF
r] How confident are you that only authorized individuals are able to access the health
information that exists about you? Please use a scale from 1 to 7, where 1 means not at all
confident, 7 means extremely confident, and 4 means somewhat confident.
1 Not at all confident ... 1
e T o e e ke 2
TR T, O U TR N S 3
4 Somewhat confident ... 4
D 5
i e e e 6
7 Extremely confident...........occoooiiiiiii 7
DK/NR e 9
CONF2
% Using the same scale, how confident are you that the systems and technologies used to

store health information are secure?

1 Not at all confident ... 1
S S SR 2
S e e e 3
4 Somewhat confident ... 4
STCECTY SR e 5
Y e e e 6
7 Extremely confident ... 7
DK/NR e 9
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TRU4

How much trust do you have in .

. . health care providers in hospitals . . . to keep your

health information safe and secure?

7 A great deal of trust .................
(DO NOT READ) Not applicable ...
DK/NR oo

TRUS5

How much trust do you have in
and secure?

7 A great deal of trust .................
(DO NOT READ) Not applicable ...
DK/NR oo

TRU6

How much trust do you have in .
information safe and secure?

7 A great deal of trust...............
(DO NOT READ) Not applicable ...
DK/NR Lo
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=

TRU

When Canadians receive care and treatment, they are often asked to give health information

to health care providers, researchers, insurance companies, and government health 20
departments. How much trust do you have in the following groups to keep your health
information safe and secure. Please use a scale from 1 to 7, where 1 is no trust at all, 7 is a
great deal of trust, and 4 is a moderate amount of trust.

TRU1
How much trust do you have in . . . your family doctor . . . to keep your health information
safe and secure?

N R U1 o= | P ———— 1
) i kg ettt it i e i e AR 5T 2
T W S 3
4 Moderate amount Of TS mresmsssrsssmemmmmmasmssesesme o 4
D oot teeltise e et e e R A S S B e ORI 5
B e 6
7 & gteat deal of tRSt s 7
(DO NOT READ) Not applicable cusssssseimssssmmss smassssmssunssasussess 8
DK/NR e 9
TRU2

How much trust do you have in . . . Nurses in your doctor's office or clinic . . .to keep your
health information safe and secure?

TNotrust at all ..o 1
D s A A € S i 2
B e e e e e e e e e e 3
4 Moderate amoUNt OF TrUSE. .c.amusmsrsmsvesan svasssmsssanssssnss 4
S et i o i R A R B S i i SR S 5
B e 6
7 A great deal of truSt ......oooiiiiiiiiiii e 7
(DO NOT READ) Not applicable .........ccunsirsiessmsin s 8
DKINR oo 9
TRU3

How much trust do you have in . . . the administrative support working in your family
doctors' office, such as a receptionist . . . to keep your health information safe and secure?

1IN ETESE BEIAIL e e smesmmainn e s S s i f8 ST 1
D e s s e e s £ £ S 2
B e e A D A 3
4 Moderate amount Of tEUSE. ... s e s ssomsrssosssmsss 4
ey 5
B e 6
7 A great deal of trlst v menss s s s 7
(DO NOT READ) Not applicable ..........ccccooiiiiiiiiiiiiiiee, 8
DK/NR e e 9
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PRIA

The next questions relate to Canadians receiving care and treatment from doctors and other
health care providers and some of the ways to ensure that their health information is kept
safe and secure.

PRI

Do the following make you more or less confident that your health information will be safe
and secure? Please use a scale from 1 to 7, where 1 is much less confident, 7 is much more
confident, and the mid-point 4 is no impact.

PRI1A

Does knowing that all health service providers must adhere to security safeguards to prevent
your information from being accessed or used by unauthorized individuals make you more
or less confident that your health information will be safe and secure?

1 Much less confident ..o 1
2 s A SR A SN e e s i e e 2
T 3
4 NO IMPACE .ttt 4
S e b et 5
0 s A SRR s s o e i i i e sl 6
7 Much more confident.........cco.ooiiiieieeee 7
DKINR e 9
PRI2A

Does knowing that individual health service providers are subject to fines and penalties if any
laws are broken make you more or less confident that your health information will be safe
and secure?

1 Much less confident .........cooviiiiieeeeeee e, 1
D s A AR T a8 e s ot 2
st b o s A e i e et e A B
4 INO IMPACE it 4
L o 5
N L e 6
7 Much more confident.........cooooeiiiiiiiieee i 7
DN R 9
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TRU7
How much trust do you have in . . . Medical or health insurance companies . . . to keep your
health information safe and secure?

1 N trtSt @t @ll ....on e oomnennmemsmeses sismmmsmmsssser v msmeesss msresss 1
D e A A s e i e e TR 2
VR SO 3
4 Moderate amount OF TrUSt ... .. ..ssimensmussmmms s 4
TR T O SRR S 5
(5 U S USSR 6
7 A great deal of truSt ...c.cooieeiiiiii 7
(DO NOT READ) Not applicable ......cccooooiiiiiii 8
B e e e e e e T 9
TRUMR

Using the same scale, how much trust do you have in [ROTATE: researchers in
universities/government health researchers/private sector health researchers] to keep
Canadians health information safe and secure.

1 ING ErUSE AT 811 e smemmmmmms s R R A SRR RE RS 1
e S S A A et A A i e e e 2
3 e e e et e e e et e e e e e e 3
4 Moderate ameunt 6f FrUSt . e 4
B e st R A A S i TR SR 5
5 e e S S R s b e vt 6
7 & great deal of trUst .- snmemmmammssmsmme prampssess 7
(DO NOT READ) Not applicable .......cccoeiviiiiiiiiiiiiiin. 8
DIK/N R e 9
PRE22

The health care system recognizes the need to find a balance between protecting an
individual's privacy and ensuring that the health system has access to the health information
needed to provide Canadians with access to care and treatment.

MOST
READ LIST

Thinking about "trhiss('bélérﬁ'ce, vwhiirch':of "c‘h‘elfollbow'ihg: is the I\/IIOSTfirhp‘(:)rtvantAconsidérthion for
you personally?

The effectiveness/quality of care YOU receive....................... 1
The effectiveness/quality of care for ALL Canadians.............. 2
The need to safeguard the personal privacy of your

health INFOTMIETION .ouewrusesronsenmesiissasssssusssssssmasmmasssnsssmssismin 3
The costs/efficiency of the health care system ..................... 4
(DO NOT READ) None of the above ..o 8
(DO NOT READ) DKINR sicsnssswssmssssssmsmssmuamssssponssyi vesmsmersvins 9
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PRI3A

Does knowing that you would have the right to WITHOLD certain information from any
health care provider treating you make you more or less confident that your health
information will be safe and secure?

1 Much less confident .......oooooiii e 1
. v womsimosies s e s e e e R 2
U WSS 3
2 NG IPOPBICE e s immmssissinsisissns S5 S TS5 mmn i s iS5 4
S Y - e S S 5
B e 6
7 Much more CONMIABTIL. ... sessus sravsssmavoson mavsss pisssoss e 7
DK/NR e 9
PRI4A

Does knowing you have the right to ACCESS and REVIEW your own health information make
you more or less confident that your health information will be safe and secure?

1 MUCh |eSSICONTIAENTL ..o omsnmenss s sinsissimsin iommmmmns ossiisssnisss 1
A O S 2
[ . AU S ORI N N . 3
o T 4o o e 4
o oo v Tt e s S T 5 e i e 055 5
S8 e NSO WURNVRNDNTY SO C RGN . 6
7 Much more confident......ccoooooiiiiiiiiiiiei 7
[ K615 S PP Ty S S USROS 9
PRISA

Does knowing that you have the right to REQUEST corrections to your own personal health
information make you more or less confident that your health information will be safe and
secure?

1 Muich less CORFILBnt - ssomsismmmsv e et 1
5 - LN e ... SR e SR 2
B e et oo s s e st o s St A 3
N R T B € L e 4
I e T 5
B et 6
7 Much more confident........ocoooii 7
L o PR O - I SO e 9
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PRI6A

Does knowing there are ihdependent bodies such as federal and provincial Privacy
Commissioners that are responsible for investigating and resolving complaints make you
more or less confident that your health information will be safe and secure?

T Much less confident ... 1
P i e A RS S e G S S 2
L T T e e e 3
4 NO IMPACT e 4
5 L S, 5
) e 5 L s e s v 5 A1 s e e e 6
7 Much more confident...........ooooieiiiee 7
DRINR e 9
PRE3

| now want you to think about the way in which Canadians' health information is collected,
used, and shared in the health care system today.

AP

Currently your doctor and other health service providers do not have to ask your permission
to share your health information with a health service provider who is treating you. Doctors
assume that when individuals come for care and treatment, it is acceptable to share
information with other health service providers who will be providing care and treatment to
you.

APP

Thinking about your doctor needing to share SOME OF YOUR HEALTH INFORMATION with
another health service provider who is providing care and treatment to you, | want you to
tell me how comfortable you are with the following approaches. Please use a 7-point scale,
where 1 is extremely uncomfortable, 7 is extremely comfortable, and 4 is somewhat
comfortable.

APP1

How comfortable are you with .. . . e
your doctor sharing your health cnformatlon Wlth another health service prowder who is

providing care and treatment to you without explicitly asking for your permission.

1 Extremely uncomfortable....................oii 1
T e e e 2
B s s B R 5 A o e e s e et e K 3
4 Somewhat comfortable ... 4
RO SO NN 5
O s o o e e e e e L 6
7 Extremely comfortable................o...oo 7
DK/NR Lo 9
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Individuals can be informed about their rights regarding the use and sharing of their
personal health information in a number of ways. One way is by reading notices, brochures,
and pamphlets in health service providers' offices that inform individuals that unless they say
otherwise their health care provider is allowed to share their personal health information
without their explicit consent in order to provide them with care and treatment

BROC

Have you ever read notices, brochures, and pamphlets in your doctor's office that informed
you of how your health information is being used?

e - 1
IND 56555 5 mmmsimamoms i st i s e e &
DO NOT RECALL ..o 8
DK /N R e 9
EKN

How effective ARE the notices, brochures, and pamphlets in your doctor's office as a way of
informing you about how your health information is used? Please use a scale from 1 to 7,
where 1 is not at all effective, 7 is extremely effective, and 4 is somewhat effective.

1 Not at all effective ........cooeviiieeee e 1
2 R SRS §5 5 s e 2 mm e e e e S 2
G RN, N TSSO LNt N UL S-SR, o1 W 3
4 Somewhat effective ..o 4
e e 5
) 53 5.8 i s s i i bt S R b A 6
7 Extremely effective. ... 7
DK/NR e 9
EKN1

How effective DO YOU THINK notices, brochures, and pamphlets in your doctor's office
WOULD BE as a way of informing you about how your health information is used? Please

use a scale from 1 to 7, where 1 is not at all effective, 7 is extremely effective, and 4 is
somewhat effective.

1 Not at all effective ... 1
7L A S OO W S 2
B el s e A S S S e S T P 3
4 Somewhat effective..............coooiiiii e 4
o U L U S L R S S 5
) s e S S T e 6
7 Extremely effective........cocooiiiii e 7
DKINR: s st sn00 555050 thrsmissnnmss emmsmsssm e/ st s amssass st ssmssns 9
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[4q

APP1B

DONOERERBISE = 7 - .
Why do you say that?

Response, please SPecify ........occoviiiiiiioiiiiiiiceee 77

] - R U 99

APP2

How comfortable areyouwith ... - - -
your doctor being able to share your health mformatron wrth another health service provrder
who is providing care and treatment to you, but you are able to decide whether or not
certain information is passed on?

1 Extremely uncomfortable.........cccooiiiiiiiiii 1
2L o i mmemn s s s ot A o AR AN 5 v s i e BT 2
Bl e s s s s s st e s i e S R R 3
4 Somewhat comfortable ... 4
B st i i 5 8 P R TS0 SR e e S R 5
B e 6
7 Extremely comfortable..........ccooi 7
L) K 9
IMP

What impact do the following have on your level of comfort with your doctor sharing your
health information with another health service provider providing care and treatment to
you? Please use a scale from 1 to 7, where 1 is a very negative impact, 7 is a very positive
impact, and the mid-point 4 is no impact.

IMP2

What impact does . . . being able to withhold certain information, that is, decide whether
certain information about you will be used . . . have on your level of comfort with your
doctor sharing your health information with another doctor?

1 MVery INeHatiVE IMPEGCE sz ssrmmssmsmmsammmsssss semssssms s s s s 1
2. 1w o s i S A S S AR EAA SR mm A R 2
Bl oo oo s i g A8 S 1 3
4 NO IMPACE 1.t 4
D e S A R RS R A e 5
B emimrmtmmen e g i ST A SRR AR RS s am e e i 5 6
7 Very PoSitive IMPACT ..c..veeiiiieeiiiiei e 7
L U RO SRS 9
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And how comfortable are you with your doctor sharing your' health ‘information without

your explicit consent in order to provide you with care and treatment given that there are
Y% notices, brochures, and pamphlets in your doctor's office that inform you of how the

information is used? Please respond using a 7-point scale where 1 is not at all comfortable,

7 is extremely comfortable, and 4 is somewhat comfortable.

1 Not at all comfortable ... 1
TV DO SOOE.  N S 7
UER. SO S . YL S S S 3
4 Somewhat comfortable ... 4
e e e e e e e 5
RN C s S S S g o 6
7 Extremely comfortable..........cccoooooiiiiii 7
DKINR oo 9
PRIB

Health information is also used and shared by government health departments and some

\  organizations without requiring your consent in order to improve the quality of health care

\c\d. and the management of the health care system. However, the information does not usually

identify the individual as these groups are expected to make sure that they use the least
amount of information and that the information is kept anonymous.

a5 cC
| am going to read to you some examples of when information can be used or shared
without your consent and | would like you to tell me how comfortable you are with each of
the following on a 7-point scale, where 1 is not at all comfortable, 7 is extremely
comfortable, and 4 is somewhat comfortable.

NC1

(4, How comfortable are you with .. — , ,
*  your health information being momtored by health service provnders and departments to

prevent fraud against the health care system?

1 Not at all comfortable ... 1
) SNSRI S 2
Bl et oo s e b i B R B S A s A A 3
4 Somewhat comfortable ... 4
e 5
& - S 6
7 Extremely comfortable. ... 7
DEK/NR oo, 9
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NC2
How comfortable are you with .. = ' =
your health information belng accessed by ‘health service prowders and departments to

[Ci improve the management of the health system through better planning, monitoring, and
[

n evaluating of how well health care money is being spent?

1 Not at all comfortable ..o 1
2 i S R AR R e o St et e 2
G N OO SO S S SO | 3
4 Somewhat comfortable ............occooooiiiii e 4
D R S SRR 5 55 e s A o St e e 5
e DO L Y, S 6
7 Extremely comfortable............ooooooiii 7
DIKANR.. i8530 m0n e s e s s ssisms s st sestosasn 9
NC3

How comfortable are you with .. o ' = : :
your health information being accessed by health service prowders and departments to

{‘l( better anticipate and address the health needs of the public, including dealing with things
like the spread of diseases such as SARs?

1 Not at all comfortable ...........ccoooieiii 1
P 2
B ST SRR 55 mn e i s st e S e e S R R S 3
4 Somewhat comfortable ... 4
e e 5
7 w5505 550 i s i i s i et g B R S S 6
7 Extremely comfortable...........o.ooooiiiiii e 7
DRINR e 9
MR

Health research attempts to determine things such as causes of illnesses and possible cures.
Some research involved collecting information directly from individuals after obtaining their

- consent. Other research involves using health information in large databases held by
governments and hospitals where it is difficult or impossible to obtain an individual's
consent.

<MRB

Before they can have access to Canadians' health information, health researchers must go
through a rigorous privacy process including an ethics committee and sign agreements that
place restrictions on what can be done with any information, including ensuring that no
individuals can ever be identified.

JL
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2|

2%,

MR1

How comfortable are you with health researchers having access to your health information
for research purposes? Please use a 7-point scale, where 1 is not at all comfortable, 7 is
extremely comfortable, and 4 is somewhat comfortable.

1 Not.at all CoOMEOrtable . cmmmummmsrmmmsmenmsmesssssrs 1
T O e UYL Jpp 2
e 3
4 Somewhat comfortable ..o 4
et i e e e s e A e PR L TR 5
et e e e et B e oo oot I o Bo et 6
7 Extremely comfortable..........ccocoviiiiiiiiii 7
B R e 9
FUNDA

In some provinces, hospitals rely on basic information about their patients such as a person's
name and address in their attempts to raise money through various fundraising activities.
Which of the following statements is closer to your point of view?

1-Some people say that hospitals should NOT be able to use even basic information on

patients for fundraising activities without directly asking for permission, even if this makes it
far more difficult to raise funds

2-Other people say that it is okay for hospitals to be able to use basic information for
fundraising activities without directly asking for permission because it is a worthy cause
and there is little real risk to a person's privacy.

8-(DO NOT READ) Neither
9-(DO NOT READ) DK/NR

POLA

In Canada, police forces can gain access to health information from health providers based
on a subpoena, court order or warrant. Police argue that, under certain circumstances, they
require greater access to Canadian's health information in order to be able conduct lawful
investigations and to protect public safety. Which of the following statements is closer to
your point of view?

1-Some people say that police should be able to access health information if it is needed to
help with investigations of crimes.

2-Other people say that police should NOT be able to access health information because it
could stop some individuals from seeking health care.

8-(DO NOT READ) Neither
9-(DO NOT READ) DK/NR
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PAS ,
Religious and spiritual counseling in hospitals is an important activity for many patients and
amily members. As you may know, religious and spiritual counseling can be provided by
dividuals of a specific faith, such as a Roman Catholic or Anglican priest who is not a
member of the hospital staff, or individuals who provide general religious and spiritual
support, such as a hospital chaplain who is a member of the hospital staff.
)]

),
i PAS2A
Which of the following statements is closer to your point of view?
1-Some people say that health information should be shared with religious counselors of a
specific faith without the express consent of individuals they are counseling.
2-Other people say that health information should NOT be shared with religious counselors
of a specific faith, without the express consent of individuals even if it makes it more difficult
to provide counseling.
8-(DO NOT READ) Neither
9-(DO NOT READ) DK/NR
PAS3A
Which of the following statements is closer to your point of view?
/ 1-Some people say that health information should NOT be shared with individuals who
V\ provide general religious/spiritual support such as a hospital chaplain WITHOUT the express
consent of an individual.
2-Other people say that it is acceptable for individuals who provide general religious/spiritual
support such as a hospital chaplain to ASSUME they have the consent of an individual to see
their health information in order to be able to provide religious/spiritual support.
8-(DO NOT READ) Neither
9-(DO NOT READ) DK/NR
SAFV2
4 In your opinion, how safe and secure is the health information which EXISTS about you?
’L’/ Please use a scale from 1 to 7, where 1 is not at all safe and secure, 7 is extremely safe and
secure, and 4 is moderately safe and secure.
1 Not at all safe and secure ..., 1
S W S S-S S SO 2
B o e T e e L e e 3
4 Moderately safe and secure ...........cccooooeiiiiiiiii 4
D 5
U N UE RSSO 6
7 Extremely safe and secure...........coocoooiiiiiiiiie 7
DKINR 9
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DEMIN
These final questions are used for statistical purposes only.

HOU
Which of the following types best describes your current household? ** IF THEY SAY THEY
2 b ARE LIVING WITH THEIR PARENT(S) THEN THE HOUSEHOLD IS EITHER 02 (ONE ADULT WITH
CHILD/CHILDREN) OR 04 (MARRIED OR COMMON-LAW COUPLE, WITH CHILDREN)
One person, living alone.........oooiiiiiiiiiiec 01
One adult with child/children ... 02
A married or common-law couple, without children.......... 03
A married or common-law couple, with children............... 04
Two or more unrelated Persons...........cccoevveeeviiiiieeeeeenen. 05
Living with relatives other than parents ..............c.c.ocooo. 06
More than one adult with child/children............................ 07
Other (please SPECify) .oswsmmsessssrmssunem ssasssomoss fosmsvsmssiss 77
DIKINR! oo vamnnmesemoms s smmmsens s amanmessnssassnssans son smessasesnia 35553750 99
CHI
’j How many children under the age of 18 are living in your household?
21 N O e 00
DKINRE . oo sns e svamsrsmissiosms 53 s o s sis SERam ot SHAN TSR TS S 99
EDU
What is the highest level of schooling that you have completed?
2%5/ Public/Elementary school or less (grade 1-8) ..o 01
SOME IGh SEROO! ccsensesmssmsssmmmssmsmsrmmessses s smsmanmgses 02
Graduated from high school (grade 12-13) ... 03
Vocational/Technical college or CEGEP...............ooooiieeiies 04
Trade certification.........oocooiiioi e 05
SOFIE UMIVEISTE s v svasmsmsssresssss v ey inss srase s 06
Bachelor's degree.......oooviiioiii e 07
Professional certification..........ooocoiviiiiiiiiii 08
Graduate degree ........oveiiiiieeieiei e 09
TINS5 99
AGE
NOTEANSWER THE FULL YEAR - L.E- 1977 as 1977
29 In what year were you born?
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A\

INC
READ LIST IF NECESSARY

What is your annual household income from aII sources before taxes7
Lessithian SH0M000, o rs e rre s e ey s 1
$10,000 10 $19,999....ciiiiiiiiieieeeee e 2
$20,000 10 $39,999.....ciiiiiiiiieie e 3
$40,000 10 $59,999.....ciiiiiiiee e 4
$60,000 t0 $79,999.....ciiiieieeee e 5
$80,000 10 $99,999.....cuiiiiiiiieeeee e 6
$100,000 OF MOTE....ooovveieeeeeeeeee e 7

DKINR e 9
ABOR1

Are you an Aboriginal person? (CLARIFY IF NECESSARY: A First Nations, Métis or Inuit
person?)

Y O e 1
N O e 2
IDIINIRE s s s s siosin oo om0 e 00 e mmste s e e s 9
PCODE

ENTER FIRST 3 DIGITS AS IN 'K1P" .
May | have the first three characters of your postal code7

RefUSed . i 998
DK/ R 999
THNK

£nd of Interview Baa
Thank you for your cooperation and tlme'
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Appendix C: French Questionnaire
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Bonjour, je m'appelle... et je travaille pour Les Associés de recherche EKOS. Nous avons été
embauchés par les gouvernements fédéral et provincial pour parler aux Canadiens de 16 ans
et plus de questions de santé et de lutilisation des renseignements médicaux personnels.
Vous avez l'occasion d'exprimer vos vues sur des choses qui nous touchent tous. Toutes vos
réponses sont confidentielles. Est-ce que je peux commencer? **Si on vous pose la question,
le sondage prendra 20 minutes

HLA

Au cours des douze derniers mois, est-ce que vous-méme ou un membre de votre famille
immeédiate étes allés chez un médecin de famille ou dans une clinique?

L S S N P R 1
] T 2
oA (o S R e e 9
HLC

Et, au cours des cing derniéres années, combien de fois vous-méme ou un membre de votre
famille immédiate avez été admis dans un hopital?

e T o . e T AR Dot | BT P 1
T 22, FOUS ... oo it s e b RS RSB 2
3 1o L O S R ot 3
PIUS A 5 OIS oot 4
NSPINRP St S o et sivatie et st ot s e v St 9
HLB

Lire I3 liste: choisir toutes les réponses applicables :
Ou allez-vous habituellement pour recevoir des soins de sante7

Dans une clinique sans rendez-VouUS............cccceeeerureeeeeennn 01
Dans un centre de santé communautaire..............ccceeeeenne 02
Au cabinet privé d'un médecin..........cooeveiiiiieeiiieeee 03
Dans un cabinet de médecin a 'hopital ........ccccoevreiiiin. 04
A la salle d'urgence d'un hopital ..........ooooiiiiiii 05
(NE PAS LIRE) AULre, PréCiSer .......c.o.oeeveerevesesnissssassasrasesonees 77
(NE PAS LIRE) Aucun endroit en particulier ..........ccccoeeeee 98
NSP/NRP e 99
HEALT

De maniére générale, diriez-vous que votre santé est excellente, trés bonne, bonne, passable,
ou mauvaise?

EXCRI Nt e 1
TS DONNE e 2
0 1 e 3
PASSADIR .. smsemsmsssmsssns ne sn s sse mmmsnmss o smes st s e S5F T SS 4
MAUVAISE ... 5
NSP/NRP e e 9
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PRE1

Dans ce sondage, il'y a des questions au sujet des renseignements médicaux personnels.
Nous voulons dire, par renseignements médicaux personnels, les renseignements sur votre
santé physique et mentale et les services de santé que vous recevez.

PRE1B

Veuillez indiquer dans quelle mesure vous étes d'accord ou non avec les énoncés suivants en
vous servant d'une échelle de 7 points ou 1 signifie fermement en désaccord, 7 fermement
d'accord et le point milieu 4 ni d'accord ni en désaccord.

DMHP

Peu mimporte que les professionnels de la santé se servent de mes renseignements
personnels dans la mesure ou les soins que je recois s'en trouveront améliorés.

1 Fermement en désaccord.........ooovvevieeoiiieeeieeeee 1
s ST -l R S . T S 2
B s VAT 55 s e i i R 3
4 Ni d'accord ni en désaccord.........cooovvvoiioiomiei 4
5 R p—— I T 5
O e e e 6
7 Fermement d'accord ..........ooomoiee e 7
NSP/NRP .o 9
IMPR

II'est difficile pour les médecins et d'autres prestataires de soins de santé d'offrir des soins de
haute qualité sils ne disposent pas de renseignements & jour et faciles & consulter sur la
santé des patients.

1 Fermement en désaccord.........oooueevemmiomoi i
S 2
D S S R S5 Y i s e e S S e e 3
4 Nidaccord ni en désaccord.......cccoovvooieeiiieoi 4
3 O 5
e e 6
7 Fermement d'accord .........cocoveviime 7
NSP/NRP <. 9
LPHP

I me semble que mes renseignements personnels sont moins privées qu'il y a cing ans.
1 Fermement en désaccord..........oovvveeimeeeeee 1
Y T SO ey S 2
e 3
4 Ni d'accord nien désaccord......c.oovvvemiiie 4
R T N S S A 5
s O 6
7 Fermement d'accord ... 7
NSP/NRP e 9

78 EKOS RESEARCH ASSOCIATES



IHP

Je saurais & qui m'adresser en cas d'intrusion dans ma vie 'privée pour ce qui est des
renseignements médicaux me concernant.

1 Fermement e deSACCOIM. . i.oviasvmsmmmsssssnspsmasmsvess ssmusssmsses 1
2. e e e R e A AR i A S T AR 2
e e e e A o e e e 3
4 Ni d'accord ni en désaccord ........ccoooveeeeiieiiiiiiiiiiiieiiee 4
D 4 e st et e et s S S i s B S 86 5
B} sty s s o o s s s 6
7 Fermement d'accord ..o 7
DUSPANRR ..o msmmommss wesmmssimacmsmers s st s s 56 55 SRR SETER 58 9
PHN

Les professionnels de la santé et ceux qui offrent des services liés a la santé sont les seules
personnes qui devraient pouvoir demander de voir ta carte d'assurance-maladie provinciale.

1 Fermement en dESaCCOT i issmmsrsassressrssss savsnsmmsssmonssdususes 1
2! s o oo e AR i SRS S A S PR 2
T e e e s e e s e B e 3
4 Ni d'accord ni en désaccord ..........ooovveiiieiiiiiiiiiiieeeeeee, 4
D e i s S i S i e S SR ST R SRR A 5
B st sttt st st St e s s AT SRERTS 6
7 Fermement d'acCord ........cooooiiimiiiiii e 7
NSP/NRP <. 9
PRE2

Les renseignements sur la santé des Canadiens servent a offrir des services de sante, a
financer les services de santé et a gérer le systtme de soins de santé en général. Ces
renseignements sont conservés & différents endroits, comme les cabinets de médecin, les
hopitaux et les laboratoires ou cliniques. Les Canadiens ont le droit de demander une copie
des renseignements médicaux les concernant a ceux qui leur dispensent des soins et peuvent
demander que des corrections y soient apportees.

SAF

A votre avis, les renseignements médicaux qui EXISTENT & votre sujet sont-ils bien protégés?
Veuillez répondre a l'aide d'une échelle de 1 & 7, ou 1 veut dire pas du tout protégés, 7
extrémement bien protégés et 4, assez bien protégés.

1 Pas @u TOUt PROtRGES 1oouisssimmuesssmnsisvsmsn sapsssmisasronsssessss 1
Ty O = S O WO 2
=L S e . e 3
4 ASSEZ DN Proteges. ssmsesmvmmsmsmanssassmssssssimsssinnsesssmennsvss 4
5 et s e A £ R R S s S i S AT 5
ST T T S S SR . 1o 6
7 Extrémement bien protégeés............coovvveiiiiiiiiiiiee 7
NSP/NRP ... 9

PAN-CANADIAN HEALTH INFORMATION PRIVACY AND CONFIDENTIALITY FRAMEWORK 79



SAF2
Pourquoi dites-vous Cela?

Réponse, veuillez préCiser ...........oooveiiieeeeceeeeeeeeeee 77
NSP/NRP ..o, 01
CONF

Dans quelle mesure étes-vous confiant(e) que seules des personnes autorisées peuvent avoir
accés aux renseignements médicaux qui existent a votre sujet? Veuillez répondre en vous
servant d'une échelle de 1 a 7 ol 1 veut dire pas du tout confiant(e), 7 extrémement
confiant(e) et 4 plus ou moins confiant(e).

1 Pas du tout confiant(e) .........cooooieieiiie e 1
e e e e 2
e S U S S U TR S 3
4 Plus ou moins confiant(€) ......cooveeeeeemoeee 4
e SR SR S 5
) 55005 e mm s e i e i s e S 5 8 St 6
7 Extrémement confiant(e) ........ccovvveeeeooieeeeeee e 7
NSP/NRP <o 9
CONF2

Selon la méme échelle, pouvez-vous dire si vous étes confiant(e) que les systémes et
technologies utilisés pour conserver les renseignements sur la santé sont protégés?

1 Pas du tout conflant(e) .......ooevvoveeeeeeoeeeeeeee 1
2 A SRR S i e B A et i 2
SO UL WL T WU SO SO A 3
4 Plus ou moins coNfiant(€) .....eeeeeeeeeeeeeeeeeee e 4
S S 5
) s 5 S s s g i s e et 4 T 6
7 Extrémement confiant(e) .........cveeeeeiii e 7
NSP/NRP e 9
TRU

Lorsque les Canadiens recoivent des soins, on leur demande souvent de fournir des
renseignements sur leur santé aux prestataires de soins, aux chercheurs, aux compagnies
d'assurance et aux ministéres gouvernementaux de la Santé. Dans quelle mesure faites-vous
confiance aux groupes et personnes suivants pour ce qui est de la protection des
renseignements médicaux vous concernant. Veuillez répondre a l'aide d'une échelle de 1 & 7
ou 1 veut dire aucune confiance, 7 une confiance énorme et 4 plus une confiance moyenne.
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TRU1
Dans quelle mesure faites-vous confiance . . . & votre médecin de famille . . . pour ce qui est
de la protection des renseignements médicaux vous concernant?

1 aucune CoNflanCe .......ooovii e 1
e 2
0 3
4 CONTIANCE TNOYEIIIC. ... coomsromnsissenisssmisbsssinisainsssnss o s s 5553 4
R S T ¢ S SO S LA 5
T - S 6
7 Ufe confiance ENOTME. . i« sssves s sme somsasags sessmsss s sssammsanees 7
(NE PAS LIRE) Sans objet.......ccoovoiiiiiieeiieeieee e 8
NSP/NRP e 9
TRU2

Dans quelle mesure faites-vous confiance . . . aux infirmiers et infirmiéres du cabinet de votre
médecin ou de la clinique . . . pour ce qui est de la protection des renseignements médicaux
vous concernant?

T aucune confianCe ... 1
e o e e e AT e e b Wl 2
e koo o s s e s oA S ST i 5 SRS R 3
4 confianCe MOYENNE ..ot 4
e U S O .S 5
e e e e 6
7 une confiance enorMe..........oooiiiiie e 7
(NE PAS LIRE) Sans objet.........ooviiiiiieeiiieeecceeee 8
NSP/NRP e 9
TRU3

Dans quelle mesure faites-vous confiance . . . aux employés de soutien administratif du
cabinet de votre médecin, comme le ou la réceptionniste . . . pour ce qui est de la protection
des renseignements médicaux vous concernant?

(NE PAS LIRE) Sans objet
DS BN e S S —
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TRU4
Dans quelle mesure faites-vous confiance . . . aux prestataires de soins de santé des hopitaux
... pour ce qui est de la protection des renseignements médicaux vous concernant?

T aucune conflanCe .......ooooiiii 1
O, 2
3 i B S A e R e R R S 3
4 confianCe MOYENNE ......oovviiiieiee e 4
. s s 5 S S R R O 5
e e e e e 6
7 une confiance énorme. ... i
(NE PAS LIREY S8NS OBJEL: comson sssmmasmmamssassmmnsmesssmmssssassmrsmanss 8
NSP/N R e 9
TRU5

Dans quelle mesure faites-vous confiance . . . aux pharmaciens . . . pour ce qui est de la
protection des renseignements médicaux vous concernant?

T aucune confianCe .....ooi oo 1
O DU 2
o e e e e o S e o s W e e 3
4 confiance MOYENNE ......ooouiiiiiiei e 4
oS OO . S W S 5
O 6
7 une confiance énorme ... 7
(NE PAS LIRE) Sans 0bjet.......cc.oooiiiiieiieeeeeeeeeeee 8
NSP/NRP .. 9
TRUG6

Dans quelle mesure faites-vous confiance . . . aux ministéres gouvernementaux de la santé . .
. pour ce qui est de la protection des renseignements médicaux vous concernant?

T aucune conflanCe . .....ooooi e 1
e 2
S 3
4 conflance MOYENNE ......coovi i 4
B st o A 8 SR B S S A T B 5
st i S R S B S A s Fon o s S o 6
7 une conflance eNOMMIe ... .....ovii i 7
(NE PAS LIRE) Sans objet..........ccooooioiiii 8
N SPINRP: o sssmmmeenmssmmsss s sy s oaime o s s i e 9
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TRU7
Dans quelle mesure faites-vous confiance . . . aux compagnies d'assurance maladie . . . pour
ce qui est de la protection des renseignements médicaux vous concernant?

T aucune confianCe ... 1
D, o i e R R S AR e S R 2
3 e i o A SR i A RSN 3
4 conflanCe MOYENNE ......oooviiiiiieee e 4
e N L N o 5
D e oo e i S i A S S S TR A G B R SRR 6
7 une confiance ENOMME ... ... e 7
(NE PAS. LIRE) :SANS OB]E s snssussmommmsemssmrssasmsmsusimons us 8
S B R P e 9
TRUMR

A l'aide de la méme échelle, veuillez indiquer dans quelle mesure vous faites confiance [ROT:
aux chercheurs en santé des universités/aux chercheurs en santé du gouvernement/aux
chercheurs en santé du secteur privé] pour ce qui est de la protection des renseignements
médicaux sur les Canadiens.

(NE PAS LIRE) Sans 0bjet.......cooiiiiiiiiiiieiiiii e 8
NP N R P e 9
PRE22

Le systéme de soins de santé reconnait qu'il faut trouver un juste équilibre entre la protection
de la vie privée et la nécessité d'avoir accés aux renseignements médicaux dont on a besoin
pour offrir des soins adéquats aux Canadiens.

MOST
LIRELALISTE

Etant donné cet équilibre, laquelle des considérations suivantes es la PLUS importante pour
vous, personnellement?

L'efficacité/la qualité des soins que VOUS recevez ................ 1
L'efficacité/la qualité des soins pour TOUS les Canadiens...... 2
La nécessité de protéger la confidentialité des renseignements
CONCBIMANT VOLTE SANTE o.vivs v ssssssmsmssssssmevsssmmsmenmsessssms e 3
Les colts/l'efficacité du systéme de soins de santé .............. 4
(NE PAS LIRE) Rien de ce qui précede.........cooovveeeriieeniineanns 8
(NE PAS LIRE) NSP/NRP ...t 9

PAN-CANADIAN HEALTH INFORMATION PRIVACY AND CONFIDENTIALITY FRAMEWORK 83



PRIA

Les questions qui suivent po"rtent sur les Canadiens qui recoivent des soins de médecins et
d'autres prestataires de soins et sur certains des moyens pris pour sassurer que les
renseignements médicaux les concernant sont bien protégés.

PRI

Quel degré de confiance vous inspirent les énoncés suivants pour ce qui est de savoir que les
renseignements médicaux vous concernant seront bien protégés? Veuillez utiliser une échelle
de 1 4 7 ol 1 veut dire beaucoup moins grande confiance, 7 beaucoup plus grande
confiance, et le point milieu 4 aucun impact.

PRI1A

Est-ce que le fait de savoir que tous les prestataires de services de santé doivent se
conformer a des regles de sécurité strictes pour empécher que des personnes non autorisées
aient accés aux renseignements vous concernant ou s'en servent vous convainc plus ou
moins que les renseignements médicaux vous concernant seront bien protégés?

1 Beaucoup moins grande confiance .............ccoovveveieeen. 1
2, o wmam st e i AR 58 A A A R RS A 2
SN . S 3
4 AUCUN IMPACE...ciiiiiiiieieiiie e, 4
D i e 5 st s B o sl i S S F oo 5
B e 6
7 Beaucoup plus grande confiance..............coooooiiiiiii, 7
INSPINRP. conas sormmmn i nemmmsnsmmnsi s s i nmmsin Shosmsis oo anh ans 9
PRI2A

Est-ce que le fait de savoir que les prestataires de services de santé sont passibles d'amendes
et de pénalités en cas dinfraction a la loi vous convainc plus ou moins que les
renseignements médicaux vous concernant seront bien protégés?

1 Beaucoup moins grande confiance .........ccccoooevieeieenen.. 1
D) im0 e S e 2
£ N SO N SO L S 3
A BUCHR DS sawssesrabon susmm e oo e soas s Sness s mae slaspaaaars 4
s T LN D N YCL - N, 5
) T SO SO S OO -t WSSO NP 6
7 Beaucoup plus grande confiance..............cccccccceiiiiiin 7
ISR/ IR o2 1.5 5 i iom e 3552 vt S mmire e oo nmonansns 9
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PRI3A

Est-ce que le fait de savoir que vous avez le droit de REFUSER de divulguer certains
renseignements & ceux qui vous dispensent des soins de santé vous convainc plus ou moins
que les renseignements médicaux vous concernant seront bien protégés?

1 Beaucoup moins grande confiance ................................... 1
2. B3R S s NS R R e 2
D0 bonan e v S SRR Somns o et 3
4 AUCUN IMPACE ..o 4
B e A SR A e et e A A S SR 5
B, 25 e s s e SRS SRSt n e et e 6
7 Beaucoup plus grande confiance...........ccoocoooiio . 7
VSR INRP s cvmesnsi sormmasn sammmasmmssemesssmns s sesms s st s s ssotecn 9
PRI4A

Est-ce que le fait de savoir que vous avez le droit de demander d'avoir ACCES aux
renseignements concernant votre santé personnelle et d'en faire 'EXAMEN vous convainc
plus ou moins que les renseignements médicaux vous concernant seront bien protégés?

1 Beaucoup moins grande confiance..............cocoooovoo . 1
B B manrama o o o A S Fema e er s 2
F e S S RS SR 5 e e S s eme e 3
H BLICCH IO isss5ss0sss e mmmmmns s sowimmnssm emissmsrms zsthessbasesissie 4
ARSI i iom s can s 550 S S A A 5
T 6
7 Beaucoup plus grande confiance...........ccococooooioi ] 7
DS EIERP s imssncisimssmmammmnsmsnmememeasmsssessamsss sssis s e e 9
PRISA

Est-ce que le fait de savoir que vous avez le droit de DEMANDER que des corrections soient
apportées aux renseignements concernant votre santé personnelle vous convainc plus ou
moins que les renseignements médicaux vous concernant seront bien protégés?

1 Beaucoup moins grande confiance.................coc.............. 1
U S 2
R G mmmivimancscon s B S TN 4o s e et 3
4 AUCUN IMPAC ..t 4
s PR A5 s s S S A TR 558 5
BB AR oo ot e 8 B S 8 e 6
/7 Beaucoup plus grande confiance.............cococoooooo . 7
IR s sosis omsssit itmmenmosmen g st RS 9
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PRI6A

Est-ce que le fait™ de savoir quil existe des organismes indépendants comme les
commissariats fédéral et provinciaux chargés d'enquéter sur les plaintes et de les régler vous
convainc plus ou moins que les renseignements médicaux vous concernant seront bien
protégés?

1 Beaucoup moins grande confiance ..........ccccoevvvioiiininn 1
2. s won s sn e s essin s n e s i e o S SRR 2
B A i 1 R A s e 3
4. AUCUN ITADECE cvsnseamsmns cvsmnsssosssssssaumsssssss s bssssmen swivsmmsesss 4
B s o s S R R ST S 5
T . SN ST S SO 6
7 Beaucoup plus grande confiance.......ccccovviieniiiiiininnns 7
NSP/NRP ..o 9
PRE3

Je veux que vous pensiez maintenant & la facon dont les renseignements sur la santé des
Canadiens sont recueillis, utilisés et échangés aujourd'hui a lintérieur du systeme de soins de
santé.

AP

A I'heure actuelle, votre médecin et les autres professionnels de la santé ne sont pas obligés
de vous demander votre permission pour partager les renseignements médicaux vous
concernant avec un prestataire de services de santé qui vous traite. Les médecins supposent
qu'il est acceptable, lorsque des patients viennent les consulter, de partager l'information les
concernant avec d'autres prestataires de services de santé qui les traiteront.

APP
Sachant que votre médecin pourrait devoir partager CERTAINS DES RENSEIGNEMENTS
MEDICAUX VOUS CONCERNANT avec un autre professionnel de la santé qui vous traite, je
veux que me disiez si vous étes a l'aise ou mal a l'aise & propos de ce qui suit. Veuillez utiliser
une échelle de 7 points ol 1 veut dire pas du tout a laise, 7 extrémement a l'aise et 4 assez a
laise.
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APP1

Etes-vous a l'aise... & lidée de savoir que votre médecin partage les renseignements médicaux
vous concernant avec un autre prestataire de services de santé qui vous traite sans vous
demander explicitement la permission.

APP1B
Pourquoi dites-vous cela?

ReSpONSe........coovveeiiiiee
NSP/PDR ..o

APP2

Etes-vous a laise... a l'idée de savoir que votre médecin peut partager les renseignements
médicaux vous concernant avec un autre prestataire de services de santé qui vous traite,
mais en sachant que vous pouvez décider des renseignements qui seront transmis?

IMP

Quel impact a ce qui suit sur le fait que vous soyez plus ou moins a l'aise a l'idée que votre
médecin partage des renseignements médicaux vous concernant avec un autre professionnel
de la santé qui vous traite? Veuillez utiliser une échelle de 1 & 7 ou 1 veut dire un impact trés
négatif, 7 un impact tres positif et le point milieu 4 aucun impact.
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IMP2

Quel impacta . . .la possibilité de refuser que certains renseignements soient divulgués,
c'est-a-dire de décider si certains renseignements vous concernant seront utilisés . . . sur le
fait que vous soyez a laise a lidée que votre médecin partage avec un autre des
renseignements concernant votre santé?

1 Un impact trés négatif........ccooiiiiiiiiice 1
e e e e o e 2
B e mmnrs s S i e R AT A A e S s S 3
4 AUCUN IMPACT ..o 4
e e 5
B Ly owecsmnemmaiinmn s e s s e e e e 6
7 Unimpact trés positif ... 7
INSPINRP covmmimiammmsnomsmmss s s s S s 9
PRES

Il'y a différentes facons d'informer les patients de leurs droits concernant ['utilisation et
I'échange des renseignements sur leur santé personnelle. L'une d'entre elles consiste a mettre
a leur disposition dans les cabinets de médecin des avis, des brochures et des dépliants les
informant du fait que les professionnels de la santé peuvent, a moins qgu'ils ne s'y opposent,
partager les renseignements les concernant sans leur consentement explicite pour pouvoir
leur offrir les soins dont ils ont besoin.

BROC

Avez-vous déja lu dans le cabinet de votre médecin des avis, des brochures et des dépliants
vous informant de la facon dont les renseignements concernant votre santé sont utilisés?

e R 1
NOR s svusmssmmsmmmsnssssmmsasessmymmmsssmssms s s o s SRR A4 55 2
NE S'€N SOUVIENT PAS .oeovviiieeiiieeieieeiii e 8
NSP/NRP < 9
EKN

A quel point les avis, brochures et dépliants vous informant, au cabinet de votre médecin, de
la facon dont les renseignements médicaux vous concernant sont utilisés, SONT-ils utiles?
Veuillez utiliser une échelle de 1 a 7 o 1 veut dire pas du tout utiles, 7 extrémement utiles
et 4 assez utiles.

1 Pasdutout utiles.........ooooooi 1
e e ) 2
G S ) O L 3
A ASSEZ ULIl@S. ..o 4
S S P 5
& R S, N 6
7 Extrémement Utiles. . ... 7
INSPINRP csssvesmussssemmsmmsmanmmmaes muessmssss s mesas svasssas s esass 9
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EKN1

A VOTRE AVIS, a quel point des avis, brochures et dépliants vous informant, au cabinet de
votre medecin, de la fagon dont les renseignements médicaux vous concernant sont utilisés,
SERAIENT-ils utiles? Veuillez utiliser une échelle de 1 3 7 ot 1 veut dire pas du tout utiles, 7
extrémement utiles et 4 assez utiles.

EKN2

Ftes-vous & laise a l'idée que votre médecin partage des renseignements sur votre santé sans
votre consentement explicite pour pouvoir vous offrir des soins étant donné qu'il y a dans le
cabinet de votre médecin des avis, brochures et dépliants vous informant de la facon dont
ces renseignements sont utilisés? Veuillez répondre & l'aide d'une échelle de 7 points ou 1
veut dire pas du tout a l'aise, 7 extrémement & l'aise et 4 assez a l'aise.

1 Ps du tout a l'aise

PRIB

Des renseignements meédicaux peuvent aussi étre transmis, sans que vous ayez a donner
votre consentement, aux ministéres gouvernementaux de la Santé et & certaines
organisations qui s'en servent pour améliorer la qualité des soins de santé et la gestion du
systéme de soins de santé. Cependant, ces renseignements ne permettent habituellement
pas d'identifier les personnes qu'ils concernent puisque ces organismes sont censés sassurer
quiils utilisent le moins de renseignements possible et que ceux-ci demeurent confidentiels.

CC

Je vais vous donner quelques exemples de cas oU des renseignements vous concernant
peuvent étre utilisés ou transmis sans votre consentement et jaimerais que vous me disiez
dans quelle mesure vous étes a laise & propos de chacun des énoncés & l'aide d'une échelle
de 7 points ol 1 veut dire pas du tout & l'aise, 7 extrémement & l'aise et 4 assez & laise.
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NC1

Ftes-vous a laise .. : - .

l'idée que les renselgnements meédicaux vous concernant fassent Iob et d'une survenllance de
la part des prestataires de services de santé et des ministéres de la Santé pour prévenir la
fraude contre le systeme de soins de santé?

1 Pas du toUt @ 1@IS. e e 1
T o rvraemrsns e st o i S A S R SR S A SRR 2
T R W - S 3
Y =Y - T - 1= 4
it T e et B £ S A S A B S R 5
B e 6
7 EXITERMETNEIE 8 Fai58 s smrissve mevesn mussmmpmsmiss aspsaimmspmunsses 7
NSP/NRP e 9
NC2

Ftes-vous 3 laise ... = ~ .

l'idée que les prestataires de soins de sante et les mlmsteres aient acces aux renseignements
médicaux vous concernant pour améliorer la gestion du systéme de santé grace a une
meilleur planification, une meilleure surveillance et une meilleure évaluation de la fagon dont
l'argent consacré aux soins de santé est dépensé?

T Pas (i TOME IS BAISE.... comssmnmemmmssssimmsmmisn mesnis S st SRR AR5 1
Dl T e A et e e e e e e e 2
e e e o T T e 3
A ASSBZ 8 JAISE s s smorsrnn s s o5 5.5 65 5005 0 4 B 4
B e s st S e i St A 5
B s s S Y S R S e SR 6
7 EXTrEmMement a l'ais8 s sossrsimssmssssss smavenavanssnasssssisosssasaess 7
PNISPINRP . oo s ammmommimimmmn s ssssmsitosssiosomsins i mn s S 050745 R 9
NC3

Etes-vous & laise 4. -

l'idée que les prestatalres de soins de santé et les mmlsteres aient acces aux renseignements
médicaux vous concernant pour mieux prévoir les besoins de la population en matiere de
santé et y répondre, et notamment empécher la propagation de maladies comme le SRAS?

1 Pas du tout @ 'aiSe.. ..o 1
e B 2
o e s 3
A ASSEZ A 1'AISC e 4
D s s AR A S S S SR e s 5
B o sl s o o S A A R T 8 5 TSR AR 6
7 Extrémement @ 'aise ..o 7
NSP/NRP e 9

90 EKOS RESEARCH ASSOCIATES



MR

Les recherches en santé ont pour but de déterminer les causes des maladies et d'y trouver
des remedes. Certaines recherches nécessitent la collecte de renseignements aupres des
intéressés apres avoir obtenu leur consentement. D'autres recherches obligent les chercheurs
a puiser des renseignements médicaux dans de grandes bases de données des
gouvernements et des hopitaux, ce qui fait quiil est difficile ou impossible d'obtenir le
consentement des intéressés.

MRB

Avant de pouvoir accéder aux renseignements sur la santé des Canadiens, les chercheurs
doivent se soumettre a un processus rigoureux de protection de la vie privée, y compris un
comité d'éthique, et signer des accords qui imposent des restrictions a ce qu'ils peuvent faire
avec ces renseignements, dont veiller a ce que les intéressés ne puissent jamais étre
identifiés.

MR1

Etes-vous & laise a lidée que les chercheurs en santé aient acces, aux fins de recherche, a des
renseignements médicaux vous concernant? Veuillez utiliser une échelle de 7 points ou 1
veut dire pas du tout a l'aise, 7 extrémement a l'aise et 4 assez a l'aise.
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FUNDA

Dans certaines provinces, les hopitaux se servent de renseignements de base sur leurs
patients, comme leurs nom et adresse, pour recueillir des fonds au moyen de différentes
activités de financement. Lequel des énoncés suivants se rapproche le plus de votre propre
point de vue?

1-Certaines personnes disent que les hdpitaux ne devraient PAS pouvoir utiliser méme des
renseignements de base sur les patients pour des activités de financement sans leur en avoir

demandé directement la permission, méme s'il était ainsi beaucoup plus difficile de recueillir
des fonds.

2- D'autres sont d'accord pour dire que les hopitaux devraient pouvoir utiliser des
renseignements de base pour les activités de financement sans obtenir directement la
permission des intéressés, puisque c'est une cause louable qui comporte peu de risques pour
la protection de la vie privée.

8-(NE PAS LIRE) Ni l'un ni l'autre
9-(NE PAS LIRE) NSP/NRP

88: POLA

Au Canada, les services de police peuvent avoir accés aux renseignements sur la santé dont
disposent les prestataires de soins au moyen d'une assignation, d'une ordonnance du
tribunal ou d'un mandat. lls soutiennent qu'ils doivent avoir plus facilement accés, dans
certaines circonstances, aux renseignements médicaux des Canadiens pour pouvoir mener
des enquétes licites et assurer la sécurité publique. Lequel des énoncés suivants se rapproche
le plus de votre propre point de vue?

1-Certaines personnes disent que les services de police devraient avoir accés aux
renseignements médicaux s'ils en ont besoin pour des enquétes criminelles.

2-D'autres affirment qgu'ils NE devraient PAS avoir acceés aux renseignements médicaux, parce
que certaines personnes pourraient ainsi ne pas demander les soins dont elles ont besoin.

8-(NE PAS LIRE) Ni l'un ni l'autre
9-(NE PAS LIRE) NSP/NRP

PAS

Le réconfort religieux et spirituel dans les hopitaux est trés important pour de nombreux
patients et les membres de leurs familles. Comme vous le savez peut-étre, ce réconfort peut
étre offert par une personne d'une confession particuliére, comme un prétre catholique ou
anglican, qui ne fait pas partie du personnel hospitalier, ou pas des gens qui offrent un
soutien religieux et spirituel général, comme un auménier qui fait partie du personnel
hospitalier.
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PAS2A
Lequel des énoncés suivants se rapproche le plus de votre propre point de vue?

1-Certaines personnes disent que les renseignements médicaux devraient pouvoir étre
divulgués a des conseillers religieux d'une confession en particulier sans le consentement
explicite de ceux qui bénéficient de leurs conseils.

2-D'autres affirment que les renseignements médicaux NE devraient PAS étre divulgués a des
conseillers religieux d'une confession en particulier sans le consentement explicite des
intéressés méme si cela veut dire qu'il serait plus difficile d'offrir du réconfort.

8-(NE PAS LIRE) Ni l'un ni l'autre
9-(NE PAS LIRE) NSP/NRP

PAS3A
Lequel des énoncés suivants se rapproche le plus de votre propre point de vue?

1-Certaines personnes disent que les renseignements médicaux NE devraient PAS étre
divulgués a ceux qui offrent un réconfort religieux/spirituel générale comme l'auménier d'un
hopital SANS le consentement de l'intéressé.

2-D'autres affirment qu'il est acceptable pour ceux qui offrent un réconfort religieux/spirituel
général, comme un aumonier d'hépital, de SUPPOSER qu'ils ont le consentement de
lintéressé pour pouvoir offrir un tel réconfort.

8-(NE PAS LIRE) Ni l'un ni l'autre
9-(NE PAS LIRE) NSP/NRP

SAFV2

A votre avis, les renseignements médicaux qui EXISTENT a votre sujet sont-ils bien protégés?
Veuillez utiliser une échelle de 1 a 7, ou 1 veut dire pas du tout protégés, 7 extrémement
bien protégés et 4 assez bien protégés.

1 Pas AU tOUL PIOLEGBS iuseesmusmeessnmssstorinsinsus ansons sus sormrbeiingmas 1
e e i 2
o TR O . 1. SR, 3
4 Assez bien protégés............ o e s ot e o A e e 4
e A SR R SRS SR SRR TS S5 wmmn s e i 5
B e e g s o e e g e bt oo 6
7 Extrémement bien protégés........cccooviiiiiiiiiiiiiiiiei 7
IS R B P e el S DO e 9
DEMIN

J'ai maintenant quelques questions pour des fins statistiques.
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HOU
Laquelle des catégories suivantes décrit le mieux votre ménage actuel?

Une personne vivant seule ............ccccooovviiioiiiiiieeee 01
LA aduilte SVeE Bntamtis)s: s o ssamsmm sssmesssmmmssnsnis 02
Un couple marié ou en union de fait, sans enfant.............. 03
Un couple marié ou en union de fait, avec enfant(s).......... 04
Deux personnes ou plus sans liens de parenté .................. 05
Vivant avec de la famille autre que les parents.................. 06
Plus d'un adulte avec enfant .........ccccoiviiiiiiiiiiiccee 07
Autre (veuillez préCiser)........c.oovveeoeeeiiieeeeeeeeee 77
NSP/NRP ..ot 99
CHI

Combien d'enfants de moins de 18 ans vivent au sein de votre ménage?
AUCUN oo 00
NSP/NRP ..o 99
EDU

Quel est le niveau de scolarité le plus avancé que vous ayiez complété?
Elémentaire (1-7i€Me année) ... 01
Un peu de secondaire.........ccc.ooovveeeeeeiieeiieeeeeeee 02
Niveau secondaire complété (12-13ieme année)................ 03
College technique ou professionnel ou CEGEP................... 04
Certificat de MEtier........ooooivoiiiiiii e 05
LR PEU A UNIVETSITE 1z cnmmmpsmsmmnns s mmmsst o i 06
Dipléme de premier cycle universitaire............................... 07
Certificat professionnel ..o 08
Dipléme de second ou troisiéme cycle ...........cccooeveeei.. 09
L 99
AGE

NOTE: écrire le année completment, e.q - POUR 1977, écrire 1977
Quelle est votre année de naissance?

NSP/PDR ursssussssssmnmssnsmsmsmmsmamessss mwsavassumsmss ssavs s sanris 9999

INC

LIRE LA LISTE S| CEST NECESSAIRE = - - -
Quel est le revenu annuel de votre menage de toutes sources et apres xmpot7

Moins de 10 000 $..ooverieiieee e, 1
10000 $a 19999 § i 2
20000 $ 339999 § oo, 3
40000 $359999 § i 4
60 000 5379999 $ ..o, 5
80000 $399999 § i 6
100 000 $ €t PIUS....ooioieiiee e 7
NS N R P e e reevmmn e s e s e S s 9
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ABOR1

Etes-vous autochtone? (PRECISER SI CEST NECESSAIRE: membre d'ume premiére nation,
métis(se) ou Inuit?)

Ul e e e 1
. 2
NS PN R 9
PCODE

ENTER FIRST 3 DIGITS AS IN 'K1P"
Puis-je avoir les trois premiers caractéres de votre code postal?

A TeTUSE 998
NS P NRP e 999
109: THNK

Fin de lentrevue
Merci de votre collaboration et de votre temps!
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Data Tables

- #0964-2004

Field Dates: August 23-September 13, 2004
N=2500*

Three Banners

-Demographic banner: Region/Gender/Age Group/Education/Household Income
-Health Information banner #1: Less Privacy of Health info/Safety of info/Confidence in handling/Comfortable sharing/Personal health rating
-Health Information banner #2: Frequency of admission to hospital (self/family member)/Have a Regular Doctor vs. Don’t/Have Child(ren) <18

*: Field work COMPLETE
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Data Tables

#0964-2004

Field Dates: August 23-September 13, 2004
N=2500%*

Three Banners

-Demographic banner: Region/Gender/Age Group/Education/Household Income
-Health Information banner #1: Less Privacy of Health info/Safety of info/Confidence in handling/Comfortable sharing/Personal health rating
-Health Information banner #2: Frequency of admission to hospital (self/family member)/Have a Regular Doctor vs. Don’t/Have Child(ren) <18

*: Field work COMPLETE
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Agreement with . . . I feel I have less personal privacy with respect to my health information than I did five years ago.
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the past 12 mor Yo or a member of your immediate family, visited a family physician or clinic?

Region Grou Education Household Income

LS HS Coll Univ

WEIGHTED TOTAL: 2500 9 32 2 137 945 197 1 1278 3 f 978 579 922 451 334 187
Unweighted n: 5 348 3 290 5 35 1 983 561 932 300 463 418 330 187
¢ ? 90% 89% 92% 86% 91% 91% 92% 92%
++ -
10% 11% 8% 14% 95 9% 7%
-— +++

0% 0% 0% 0% 0% 1%

Comf Sharing(no cnst) Personal Health Rating

1661
91%

Ekos Research Associates Inc.




Information Privacy & Confidentiality Framework Study 04/09/16
nonths have you, or a member of your immediate family, visited a family physician or clinic?




Pan-Canadian Health Information Privacy & Confidentiality Framework Study 04/09/16
years how often have you, or a member of your immediate family, been admitted to a hospital?

And over the past 5

Age Group Education Household Income

451
463
30%

DK/NR

Chi-Squared:

+/- points around 50%:

Auth Pers

times

Ekos Resear




Privacy & Confidentiali Framework Study 04/09/16
you, o nem f your immediate famil been admitted to a hospital?




Pan-Canadian Health Information Privacy & Confidentiality Framework Study 04/09/16
What is the place you typically go to for medical care?

Is it

Education Household Income

60-79 80-99 100K+

WEIGHTED TOTAL: 2500 , 3 97 222 2 958 92 451 411
Unweighted n: 5 : 35 12 463 418
Walk-in clinic 40% 38%

(SR
|

w

Community heal

+
S s

LW += ¢ g
o + o0

w
=1 {
oo |

Hospital em
Other

Do not

Ekos Research Associates Inc.




8
9
3




Health Information Privacy & Confidentiality Framework Study
you typically go to for medical care?

04/09/16

W Wty

or

o




anadian Health ) Pri 3 1fidentiality work Stud) 04/09/16
general, would yo you 2alth el 1 f very ood JOOC fai ( C

Education

LS HS Coll Univ

983
17%
31%
33%

4
14%

ottt

Ratin

=N W
@0 + o0 + o°




Pan-Canadian Health Information ivac Confidentiality Framework Study 04/09/16
In general, would you ¢ health excellent, v / good, good, fair, or poor?

+

0P

\quared:

imnd 50%:




16

~
o
o
S
-
o




>rmation Frivacy & Confidentiality Framework Stud 04/09/16
types best describes your current household?

w

)

+

+

[ (o))
o + o0 + oo

S
o0




Pan-Canadian Health Infor ion Prix identiality Framework Study 04/09/16
Which of the following types best scribe our current household?

Frequency Hospitl admit (5yrs) Have a regular Doc? Have Children <182

One person, liv

One adult




Pan-Canadian Health Info
How

& Confidentiality Framework Study 04/09/16
are living in your household?

any children

Education Household Income

TOTAL
1440 101 560 123 701 739 368 68 549 359 5 146 234 224 118 196
1354 159 367 201 615 139 2 452 72 498 328 5 125 221 216 115 187
None 31% 31% 32% 35% 31% 31% 1 47% 78% 29% 29% 39% 31% 28% 35% 28%
4+ ———— o+t 4+ ++ -
28% 30% 25% 27% 29% 2 29% 28% 29% 28% 13% 29% 29% 26% 33% 27% 255 30% 27% 28%
28% % 32% 26% 23% 29% 26% 22% 38% 17% 6% 24% 31% 29% 15% 23% 35% 29% 27% 30%
++ I - + -——
R 13% 1 14% 16% 17% 11% 15% 11% 14% 8% 20% 7% 1% 17% 11% 11% 13% 18% 17% 13% 11% 138
-— ———  tHt+ —m-e - + - +
K/ NR 1 0% 0% 0% 1% % 1% 1% 1% 0% 1% 0% 0% 2% 1% 0% 1% 0% 1% 0% 0% 0% 1%
+
s = {..:0L) (.05) (.05)
+/- point R’ 5 € 2 4 4 7 4 5 12 4 5 4 9 7 7 7 7
1.R6 1 1.88 1,917 1.84 1,90 1,81 1.89 1.86 1.65 1.98 1l.71 1L1.48 1,90 1,B1 1.84 1.69 2.00 1.99 21.80 I.78 1.B8B3
0.9 1 1.13 1:01 0.84 0.93 ©0.98 0.85 0,93 0.73 ©0.92 11,08 0,83 1.01 0,835 ©0.%0 0.87 1,06 0.94 0.86 0. 0.84
& - - - - - - - - = .01 01 05 ~ = = 10 10 10 = = =
Associates Inc. PAGE: 140




entiality Framework Stud

04/09/16

your household?

WEIGHTED TOTA

ghted n:

o
—

O O
ISESEG
O G —

[« N}
o wo
;@




Pan-Canadian Health Information Privacy & Confidentiality Framework Study 04/09/16
How many children under the age of 18 are living in your household?
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