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Healthcare Policy/Politiques de Santé seeks to bridge the worlds of research and decision-making 
by presenting research, analysis and information that speak to both audiences. Accordingly, our 
manuscript review and editorial processes include researchers and decision-makers.

We publish original scholarly and research papers that support health policy development and 
decision-making in spheres ranging from governance, organization and service delivery to financ-
ing, funding and resource allocation. The journal welcomes submissions from researchers across a 
broad spectrum of disciplines in health sciences, social sciences, management and the humanities 
and from interdisciplinary research teams. We encourage submissions from decision-makers or 
researcher–decision-maker collaborations that address knowledge application and exchange.

While Healthcare Policy/Politiques de Santé encourages submissions that are theoretically 
grounded and methodologically innovative, we emphasize applied research rather than theoretical 
work and methods development. The journal maintains a distinctly Canadian flavour by focusing 
on Canadian health services and policy issues. We also publish research and analysis involving 
international comparisons or set in other jurisdictions that are relevant to the Canadian context.

T

Politiques de Santé/Healthcare Policy cherche à rapprocher le monde de la recherche et celui 
des décideurs en présentant des travaux de recherche, des analyses et des renseignements qui 
s’adressent aux deux auditoires. Ainsi donc, nos processus rédactionnel et d’examen des manu-
scrits font intervenir à la fois des chercheurs et des décideurs.

Nous publions des articles savants et des rapports de recherche qui appuient l’élaboration 
de politiques et le processus décisionnel dans le domaine de la santé et qui abordent des aspects 
aussi variés que la gouvernance, l’organisation et la prestation des services, le financement et la 
répartition des ressources. La revue accueille favorablement les articles rédigés par des chercheurs 
provenant d’un large éventail de disciplines dans les sciences de la santé, les sciences sociales et la 
gestion, et par des équipes de recherche interdisciplinaires. Nous invitons également les décideurs 
ou les membres d’équipes formées de chercheurs et de décideurs à nous envoyer des articles qui 
traitent de l’échange et de l’application des connaissances. 

Bien que Politiques de Santé/Healthcare Policy encourage l’envoi d’articles ayant un solide 
fondement théorique et innovateurs sur le plan méthodologique, nous privilégions la recherche 
appliquée plutôt que les travaux théoriques et l’élaboration de méthodes. La revue veut maintenir 
une saveur distinctement canadienne en mettant l’accent sur les questions liées aux services et 
aux politiques de santé au Canada. Nous publions aussi des travaux de recherche et des analyses 
présentant des comparaisons internationales qui sont pertinentes pour le contexte canadien.
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Movies and other forms of popular culture have propagated the 
notion that we are all joined by six degrees of separation. The conjecture dates 
back to at least the late 1920s and the writings of Hungarian Frigyes Karinthy 

(Boccara 2010). It continues to feature in games, television shows and social media today.
Formal research has proven this theory to be valid in some cases and has refined it in 

others. More importantly, studies have explored why people in networks sometimes do – and 
other times do not – invest time, energy and effort to connect and share knowledge with 
others. Factors such as the strength of ties between members of a network, its social cohe-
sion and its range have been shown to influence this type of collaboration (Tortoriello et 
al. 2011). Likewise, while dense clusters of strong connections offer considerable value, new 
insights and information often come via weak ties with contacts who have access to non-
redundant information (Granovetter 1973). This makes bridges between network clusters 
particularly helpful.

In producing Healthcare Policy/Politiques de Santé we depend on the power of networks 
and seek to connect and broaden them for the benefit of our community. For instance, net-
works are essential to eliciting high-quality manuscripts that fit the journal’s mandate, to 
recruiting appropriate peer reviewers who are experts in a wide range of topics, and to serving 
the information needs of the journal’s readers, both in domains that they are already familiar 
with and in those that are relevant to but beyond their usual focus.

This effort would not be possible without the many and varied contributions of the jour-
nal’s editors, authors, peer reviewers and staff. We have strong ties with many experts in the 
topics that we cover and aim to build bridges across the community. We also take advantage 
of our collective networks to recruit suitable reviewers and to foster a rich discussion and 
debate through the articles that we publish.

Further, action on the results of the research and thinking published in the journal’s 
pages depends on an even larger informal network that extends across the country and 
around the world. The breadth of articles in this issue of the journal illustrates the range 
and scope of possibilities involved. Authors focus on topics ranging from home care to 
hospitals, from broad public policy debates to specific questions related to coverage for 
orphan drugs. 

The Importance and Power of Networks in Health 
Research, Practice and Policy

EDITORIAL
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As this is the final issue for this volume of the journal, I would like to extend my sincere 
thanks to everyone involved in the publication process over the last year. This thank you is 
due both on my own behalf and on behalf of all those who will benefit from the improved 
understanding, policy and health services that will come from the application of the learnings 
published throughout this volume of Healthcare Policy/Politiques de santé.

JE N N I FE R Z E L M E R , P HD

Editor-in-chief

References
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Le cinéma et les autres formes de culture populaire ont propagé l’idée 
selon laquelle nous sommes tous reliés entre nous à six degrés de séparation. Ce 
principe date au moins des années 1920 avec les écrits du Hongrois Frigyes Karinthy 

(Boccara 2010). L’idée est encore et toujours à la mode dans des jeux, à la télévision et dans les 
médias sociaux.

La recherche a démontré la validité de cette théorie dans certains cas et l’a peaufiné dans 
d’autres. Mais il est particulièrement intéressant de voir que des études ont tenté de savoir pourquoi, 
dans les réseaux, les personnes investissent – ou non – du temps et de l’énergie pour communiquer 
et partager des renseignements avec les autres. Des facteurs tels que la force des liens, la cohésion 
sociale et la portée d’un réseau influencent le degré de participation (Tortoriello et al. 2011). Par ail-
leurs, bien que les agglomérations de fortes connections confèrent une valeur indéniable au réseau, 
les nouvelles pistes et les nouveaux renseignements se présentent souvent par les liens faibles où les 
contacts ont accès à une information non redondante (Granovetter 1973). Dans ce sens, les ponts 
entre les agglomérations de divers réseaux deviennent particulièrement utiles.

Dans la production de Politiques de Santé/Healthcare Policy, nous dépendons de la force des 
réseaux et nous cherchons à les étendre et les liens entre eux, pour le bien de la communauté. Par 
exemple, les réseaux sont essentiels pour obtenir des manuscrits de grande qualité qui répondent 
au mandat de la revue, pour recruter les pairs examinateurs adéquats dans une vaste gamme de 
domaines et pour présenter aux lecteurs les renseignements dont ils ont besoin, et ce, tant dans leurs 
domaines de prédilection que dans d’autres qui sont pertinents mais qu’ils n’ont pas toujours en tête.

Cet effort serait impossible sans la contribution des nombreux réviseurs, auteurs, pairs 
examinateurs et employés de la revue. Nous pouvons compter sur de forts liens avec plusieurs 
experts des sujets que nous couvrons et notre objectif est d’établir des ponts dans toute la 
communauté. Nous tirons aussi profit de nos réseaux collectifs pour recruter des pairs exam-
inateurs adéquats et pour alimenter de riches débats grâce aux articles que nous publions. 

De plus, les gestes concrets liés aux résultats et recherches de la revue dépendent d’un 
réseau officieux encore plus vaste, lequel s’étend d’un bout à l’autre du pays et parcourt le 
monde entier. L’étendue des articles du présent numéro illustre la portée des possibilités 
en cause. Dans ce numéro, les auteurs se penchent sur des sujets qui touchent aux soins à 
domicile ou aux établissements hospitaliers; ou encore, ils s’intéressent à de grands débats de 
politiques publiques ou à des enjeux précis liés aux remèdes orphelins. 

Importance et force des réseaux pour les politiques, 
la pratique et la recherche en santé

ÉDITORIAL
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Puisqu’il s’agit du dernier numéro pour ce volume de la revue, j’aimerais remercier toutes 
les personnes qui ont participé au processus de publication cette année. J’exprime ces remer-
ciements en mon nom, mais aussi au nom de tous ceux qui tireront avantage d’une meilleure 
compréhension des enjeux, des politiques et des services de santé grâce aux connaissances 
véhiculées par ce volume de Politiques de santé/Healthcare Policy.

JE N N I FE R Z E L M E R , P HD

Rédactrice en chef
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Abstract
The correlation between health and wealth is arguably a very solidly established relation-
ship. Yet that relationship may be reversing. Falling oil prices have raised (average) per capita 
incomes, worldwide. But from a long-run perspective they are a public health disaster. The 
latter is easy to see: low oil reduces the incentive to develop alternative energy sources and 
“bend the curve” of global warming. Their principal impact on incomes has been redistri-
butional – Alberta and Russia lose, Ontario and Germany gain, etc. Zero net gain. But the 
price has fallen because technical progress in extracting American shale oil has forced the 
Saudis’ hand. These efficiencies have real benefits for (average) incomes, but costs for long-
run health. A compensating carbon tax is an obvious response.

Résumé
La forte corrélation entre santé et richesse est clairement établie. Toutefois, cette relation pour-
rait s’inverser. La chute des prix du pétrole a fait monter (en moyenne) les revenus par habitant, 
dans le monde entier. Mais à plus long terme, cela représente un désastre en matière de santé 
publique. Cela est facile à voir : un pétrole abordable amenuise la volonté de développer d’autres 
sources d’énergie et fait « fléchir la courbe » du réchauffement climatique. Le principal impact 
des bas prix est une redistribution : l’Alberta et la Russie perdent, l’Ontario et l’Allemagne gag-
nent, etc. Le gain net est égal à zéro. En fait, les prix ont diminué à cause des progrès techniques 
de l’extraction du pétrole de schiste américain, ce qui a forcé la main de l’Arabie saoudite. Ces 
rendements opératoires sont avantageux pour les revenus (moyens), mais ils hypothèquent la 
santé à plus long terme. Le besoin d’une taxe carbone compensatoire semble évident.
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Wealthier Is Healthier, Mostly 
The correlation between health and wealth is arguably the most solidly established relation-
ship we have in the study of the determinants of health. Countries with higher levels of gross 
domestic product (GDP) per capita tend to rank higher on various measures of health status, 
primarily life expectancy, but also (when available) morbidity and (with some interesting 
anomalies) self-reported health status. And within countries, people higher up on the socio-
economic scale live longer, on average, and suffer less illness and disability while doing so. All 
long known and extensively documented. Richer is not only better, but also healthier.

Like all generalizations, this one is false-ish. Detailed examination yields all sorts of 
qualifications, exceptions and anomalies. There are diminishing health returns to wealth; 
when we look across countries, the relationship flattens out among high-income coun-
tries. On the other hand, within societies the relationship seems to hold all the way up the 
socio-economic spectrum. It also makes a difference how the aggregate national income is 
distributed, and how it is used. Recent US data, for example, show that over the long term 
there have been very large gains in life expectancy at the top end of the income distribution, 
but hardly any at the bottom. Health improvements, or at least gains in life years, are thus 
following the trends in income growth – big at the top, minimal at the bottom. Again, richer 
is better, even if a rising tide does not lift all boats. (In the US, at least, those on the bottom 
stay there.)

But This Time Is Different, Unless …
The details of the health–wealth relationship are endlessly fascinating and offer hours, years 
and even careers of harmless fun for health researchers. (Believe it!) Yet very recently – 
indeed, in little more than a year – a remarkable concatenation of technological and political 
forces has emerged that threatens to reverse this relationship on a very large scale. We are 
offered a significant short-term increase in average per capita world incomes, in return for an 
indeterminately large long-run reduction in health. Fortunately, there are well understood 
and readily available policy levers that could permit us to avert or at least mitigate the threat 
to health while capturing the economic gains. Unfortunately, a combination of conflicting 
economic interests and deep ideological convictions may place the obvious policies out of 
reach. At best, these forces are likely to delay implementation for a long time while health 
and other damages cumulate.

The oil price plunge is unambiguously good news for the global economy. It trans-
fers trillions of dollars of wealth from oil-exporting countries to oil-consuming 
countries. Since there are a lot more of the latter, the net effect is positive – even if it 
causes enormous pain to the likes of Saudi Arabia, Russia, Nigeria and Venezuela. 
When fuel prices fall, consumers’ buying power increases, especially in regions that 
are clogged with cars, such as Europe and North America; a cheaper fill-up is the 
equivalent of a tax cut (Reguly 2016a).
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Reguly has it right, of course, about the redistribution of wealth. As the price falls, oil 
producers lose – Alberta, Newfoundland – and consumers gain – Ontario, Quebec. The 
massive transfer of wealth from west to east is the exact reverse of that which occurred after 
the OPEC “oil shocks” of 1974 and 1979. At the first shock, the Liberal government of Pierre 
Trudeau introduced the much reviled National Energy Program (NEP) in a perfectly reason-
able attempt to protect Eastern consumers against the rapacity of the oil companies and their 
Western provincial backers. But the NEP was greeted by a storm of political protest and prop-
aganda from corporate Canada. The NEP threatened the huge windfall profits that OPEC 
was handing them on a platter: “landlords, like all other men, love to reap where they never 
sowed” (Adam Smith 1776). Even today the NEP is a dirty phrase in Western Canada, among 
the many who have no idea what it was all about. But everybody knows that it was really bad. 
(Its chief architect, Ed Clark, left government for a highly successful career as CEO of Canada 
Trust Financial Services and, later, of TD Canada Trust. (If you can’t beat ’em, join ’em.))

These interprovincial or inter-country swings of wealth when oil prices f luctuate sim-
ply rob Peter to pay Paul. How do they, on average, benefit or harm the world as a whole? 
Reguly counts heads. There are many, many more people in consuming countries, so more 
winners than losers when the price goes down. Falling oil prices are on balance a good thing, 
no matter what they think in Calgary or Venezuela, Texas or Russia.

Not so fast.

Balancing Benefits. Where’s the Net Gain? 
First, head-counting ignores the severity of the impacts on winners and losers. Prices at the 
pump may fall in Ontario and Quebec; in Alberta, people lose jobs and houses. Worse, in 
countries where oil revenues are used to pacify unhappy populations, there may be blood 
in the streets. Counting heads may be a reasonable start to judging net benefits in a stable 
society with various forms of interpersonal and inter-regional transfers; elsewhere, matters 
become more complicated.

But secondly, wealth redistribution, within and across countries, is only part of the 
story. There is also a net global wealth gain that tends to be obscured by the loud and very 
real distress of the losers and the mysterious disappearance of trillions of dollars from world 
financial markets. (Where did they go?)

Technology Matters
Behind the drama, the real cost of obtaining oil has fallen, and fallen a lot. That cost, the 
notorious opportunity cost (op cost) of the economics classrooms, is the collection of other 
good things that could have been produced with the enormous amount of human time, 
energy and skills, and the huge physical and intellectual capital that has to be devoted to 
the discovery, extraction, transportation, processing and distribution of petroleum products. 
Insofar as the fall in oil prices corresponds to a significant decline in that op cost, it follows 
that the world’s people are, on average, better off – wealthier. We do not have to work as hard, 
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collectively, to get the oil we are using, and we have resources to spare to produce other things 
– or even just more oil. And the op cost has fallen a lot, as a result of major technological 
advances in the extraction of “unconventional” oil. As always, technological advances are the 
fundamental basis for increasing wealth.

The oil locked up in American shale has been well known for at least a century, but was 
not previously economically feasible to extract. Now it is.

“Peak oil” – the point at which the maximum rate of extraction of petroleum is reached 
(predicted, not so long ago, for 2005) – would otherwise have been reached. Indeed, we may 
be reaching it for “conventional” sources. With falling global production, and extraction costs 
rising, the result would have been a global reduction in economic productivity – more time 
and effort required to get the same output. This didn’t happen.

But the Effects Are Indirect
The simple picture of technological progress, lower op cost and increased wealth (on aver-
age) is, however, obscured by the large differences in extraction costs in different parts of the 
industry. In Saudi Arabia and the Persian Gulf, one needs do little more than stick a pipe 
into the ground. Drilling from platforms in the North Atlantic is vastly more expensive – as 
is mining and processing bitumen in Alberta. (There is no oil in the deliberately mislabelled 
“oil sands.” Bitumen must be mined and processed, at relatively high economic and environ-
mental cost.) The current world glut of oil is the indirect result of dramatically expanded 
American production of shale oil cutting into Saudi Arabian world market share (Reguly 
2016b). The Saudis reacted, in November 2014, by maintaining their production levels and 
allowing the price of oil to collapse. The intent was to force out the American shale oil, 
which, while much cheaper to produce than previously, is still higher in cost than oil from 
the big Middle Eastern producers.

The Alberta Economy? Collateral Damage
In the process, the Alberta economy has been crushed and investment in new tar sands devel-
opment has almost ground to a halt. The Harper strategy of betting all of Canada’s economic 
chips on oil has (predictably) collapsed, leaving the new Trudeau government with a very big 
mess (while the remaining Harperites jeer from the sidelines). “Tighten your belts, Canadians.”

But these are merely local concerns. From a global perspective, driving out the high-cost 
producers (Canada, for example) has both economic and environmental benefits – lower op 
cost and less greenhouse gas emissions. From a health standpoint, double happiness. Too bad 
about the distributional effects, but those will all work out – in the long run. (Actually, they 
won’t. The winners and losers do not even out. Let us, like good economists, look this diffi-
culty squarely in the face and move on. That worked for Alberta in 1974.)

So that is all good. The Saudis turn out to be the environmentalists with real muscle. 
When they say, “Leave the tar in the ground,” it is going to stay in the ground, unless and 
until the price of oil comes up a long way. But there is a catch.
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Is It Getting Hotter In Here, Or Is It Just Me?
The planet is still warming up.

Though the timing may be unclear, we know that the era of fossil fuels is going to come 
to an end, either by their replacement with other energy sources, or by the “radical restruc-
turing” of the human species. Not this August, perhaps, nor this September, but it will 
happen. And in the meantime, while we or at least the winners are enjoying their increased 
wealth every time they fill up at the pump, there is an increasing amount of environmental 
damage that is not being priced.

The real cost of low oil prices is the thus-reduced incentive to develop alternatives. High 
oil prices were a double-edged sword. While they stimulated the development of high-cost, 
high-polluting sources of supply, such as the tar sands and deep-water drilling, they also pro-
vided a powerful stimulus to the technological advances that we really need for the collection, 
distribution and storage of alternative energy sources.

Low-cost oil is thus a short-run benefit, but a long-run disaster for human health, a dis-
aster no less real for unfolding very slowly. Whatever gains may flow in the near term from 
increased wealth, they will eventually be offset by the costs of planetary warming. (How do 
you measure the health of an extinct species?)

Make Canadian Tax Policy in Canada, Not in Saudi Arabia
But as noted above, there is a solution ready to hand. Reguly (2016a) points to it: “When fuel 
prices fall … a cheaper fill-up is the equivalent of a tax cut.” So reverse the cut.

In effect, the Saudis have brought about a highly selective tax reduction, one that most 
rewards the heaviest users of oil. This also creates a powerful incentive to increase consumption.

Consumers are responding already. Cheney (2015) points out that regulatory measures 
forcing vehicle manufacturers to improve fuel efficiency have had considerable success. Just 
like a fall in fuel prices, this lowers the cost per mile driven. But drivers are responding by 
buying bigger, more gas-guzzling vehicles:

The only obstacles that have stood in the way of the SUV’s quest for global domi-
nation are fuel prices and government legislation. … The consumer preference for 
ever-larger vehicles is driven by psychology and enabled by clever engineering that 
lets them drive a vehicle such as the [large, powerful, luxurious] SVR while burning 
the same amount of fuel that a mid-size car did in the 1990s. “They use the fuel sav-
ings to get more car,” says industry analyst Dennis DesRosiers. “That’s how it works” 
(Cheney 2015).

Now the Saudi tax cut has dramatically lowered the first obstacle.
Yet surely no government in its right mind would enact such a selective tax cut as delib-

erate fiscal policy. It does not become any better by virtue of being introduced by Saudi 
Arabia. The obvious response is to reverse the ill effects by imposing a countervailing 
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national carbon tax. The revenues could then be used both to support the development 
of alternative energy sources, and to build a less energy-intensive public (and private) 
infrastructure. Why not?

You could even sweeten the politics by knocking a bit off the GST or HST.
The need for a carbon tax is so obvious, and the present opportunity is so golden. But 

years of ideological anti-tax rhetoric stoked by the representatives of the wealthy have clouded 
the public discourse. To that is added the fierce opposition of the fossil fuel industries and 
their political representatives. So we are offered ludicrous proposals to continue extracting 
and burning oil, and then paying to put the carbon back into the ground – “sequestering” 
CO2. Seriously?

Professor Pigou to the Rescue? 
The carbon tax is in fact an example of a “Pigouvian tax,” named for the Cambridge economist 
Arthur Cecil Pigou. Pigou was a contemporary, colleague and friend of John Maynard Keynes, 
whose ideas are also undergoing a revival at present. Canada in particular has a new federal 
government that is struggling with the legacy of a decade of “pre-Keynesian” fiscal policy. But 
Pigou was arguably even more influential in his own day, at least prior to the Great Depression.

Pigouvian taxes (or subsidies) are rooted in the presumption that a market-based, 
price-guided system for determining what to produce, how and for whom, had at least 
the potential to yield the greatest sum of human happiness, given the inherent scarcity of 
resources and limitations of technology. That story is laid out in every conventional course 
in intermediate microeconomics. Consumer sovereignty, free markets, competitive private 
for-profit production – a beautiful, self-regulating system. No Marxists here, though maybe 
some echoes of Deism and still earlier influences (see, for example, Becker 1932).

Pigou was well aware that price systems in the real world are both incomplete and dis-
torted. In particular, when human activities absorb resources and yield commodities, both of 
which can carry prices and trade in well-ordered markets, they may also generate externali-
ties or external effects, negative and positive consequences, that are not priced or traded. The 
result, in a free-market system, is that activities generating negative (positive) externalities 
will be oversupplied (undersupplied). Pigouvian taxes and subsidies would correct the system 
of price signals, taxing activities or commodities that generate non-priced costs to others, 
such as air or water pollution, and subsidizing those that generate non-priced benefits to 
others, such as having one’s children immunized.

Negative externalities do not come much bigger than global warming.
Keynes launched a fundamental challenge to the idea of a self-regulating economic sys-

tem – a challenge with major, indeed revolutionary, political implications. Pigou by contrast 
was proposing a comprehensive repair of the price system to reflect more accurately the full 
costs and benefits of carrying on different economic activities – in principle, a profoundly 
conservative agenda (until your ox is being gored).

Health, Wealth and the Price of Oil
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The Pigouvian agenda, though not so labelled, actually played an important role in the 
early efforts by health economists to fit the observed realities of healthcare systems into the 
received framework of “mainstream” economic theory. Their (our) indifferent success may 
suggest some limitations of the Pigouvian approach.

But If Improving Market Efficiency Is Not the Real Objective …
Consider, first, tobacco. Smokers generate various forms of negative externalities of stink, butts 
and other forms of environmental contamination, fire hazard and, notoriously, various forms of 
cancer risk. There is thus a good Pigouvian case for heavy taxation. But the objectives of tobac-
co policy go beyond correcting externalities. Tobacco is a toxic, highly addictive substance that 
is marketed to children. Many, if not most, adult smokers wish they could quit, and many try. 
Heavy taxation is part of a three-pronged strategy that includes regulation and education, to 
suppress or at least minimize a noxious activity. Ideally, the industry would be wiped out. The 
“consumer sovereignty” basis for the Pigouvian tax could hardly be more irrelevant.

A similar confusion of objectives underlay early efforts to interpret public financing 
for healthcare as a form of Pigouvian subsidy. The public finance literature referred to it 
as a “merit good,” whose private consumption generated benefits for the wider community, 
although the nature of those benefits tended to be quite fuzzy. The negative externalities 
associated with communicable disease are easily identified, but one does not respond to an 
Ebola epidemic with taxes and subsidies. Moreover, communicable disease is fortunately now 
a minimal part of healthcare activity. How to offer a Pigouvian explanation for public sup-
port of the rest?

Moreover, healthcare is not in itself a uniform “good,” but is valued for its putative ben-
eficial effects on the user’s health. The right care for the present circumstances of a particular 
patient can be of enormous value, but the wrong care can be at best useless and at worst 
seriously harmful. This is the justification for the extensive web of professional and public 
regulation that surrounds modern healthcare systems. A Pigouvian interpretation of a gen-
eral public subsidy to undifferentiated “healthcare” amounts to staging Hamlet without the 
Prince of Denmark.

Economists (including this one) responded by extending the concept of externalities to 
include interactions among individual utility functions, interactions that might depend upon 
the perceived efficacy of the care provided, not just the amounts. But this approach, although it 
works (I think) in a formal sense, has a distinct whiff of Claudius Ptolemy – too many epicycles. 
Why not just accept that the objective of public policy in this sector is not to remedy the imper-
fections of the private market, but to try to provide people with the healthcare they need, to 
ensure that it proceeds efficiently, and to discourage useless and harmful care. Seems reasonable.

Please, Granddad, Tax the Carbon!
None of which is to argue against carbon taxation. But Cheney’s observations above suggest 
that we are dealing here with something similar to the tobacco case. We are not just trying 
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to make the private market work more smoothly; we are trying to reduce the production of 
greenhouse gases. We have to learn, sooner or later, to live without the industry, or else we 
die with it. The faster we can develop the necessary technology, the better. This will probably 
require the multipronged approach – taxation, regulation and education – combined with 
serious stimulus to technological advances. No industry welcomes its own euthanasia – see 
above under tobacco. But our grandchildren, and certainly our great-grandchildren, will not 
thank us for spending the Saudi tax cut on bigger and more powerful vehicles. (But hey, what 
did they ever do for us?)
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Abstract
North American hospitals have historically struggled to engage in prevention and health 
promotion activities because they have not been incentivized or held accountable for doing 
so. However, in order to be exempt from federal taxes, 3,000 non-profit hospitals in the US 
must now regularly assess the health status of the communities they serve, and take action 
to address identified health needs. This is called “accountability for community benefit,” 
and it is required under the Patient Protection and Affordable Care Act (commonly known as 
Obamacare). A modified version of accountability for community benefit warrants exploration 
in the Canadian context, as it may support Canadian hospitals to direct resources towards 
prevention and health promotion activities – something many Canadian hospitals want to 
do, but struggle with in the current accountability environment. This is an important health 
policy topic because even a small shift in focus by hospitals towards prevention and health 
promotion has the potential to improve population health and reduce healthcare demand.

Résumé
Les hôpitaux nord-américains doivent habituellement lutter pour pouvoir mettre en place des 
activités de prévention et de promotion de la santé, car ils n’y sont pas incités ou n’en sont pas 
tenus responsables. Cependant, afin de pouvoir bénéficier d’une exemption d’impôt fédéral, 
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3 000 hôpitaux à but non lucratif aux États-Unis doivent désormais évaluer, sur une base 
régulière, l’état de santé des communautés qu’ils desservent et prendre des mesures pour répon-
dre aux besoins en matière de santé qui ont été repérés. Il s’agit de l’« obligation redditionnelle 
au service de la communauté » exigée en vertu de la loi sur la protection des patients et des 
soins abordables (surnommée Obamacare). Une version modifiée du principe d’obligation red-
ditionnelle au service de la communauté vise le contexte canadien et pourrait aider les hôpitaux 
canadiens à affecter leurs ressources à des activités de prévention et de promotion de la santé – ce 
que plusieurs souhaiteraient faire, sans toutefois y arriver facilement en raison du contexte red-
ditionnel actuel. C’est là un important sujet de politique de santé, puisqu’un petit changement 
dans les efforts déployés par les hôpitaux pour la promotion de la santé peut donner lieu à une 
amélioration appréciable de la santé de la population et à une réduction de la demande de soins.

T

What good does it do to treat people’s illnesses, to then send them back to the 
conditions that made them sick? (Bégin 2010: 5).

The notion that hospitals should strive to promote health and to 
prevent (not just treat) illness and injury was popularized in Canada 30 years ago 
(WHO 1986). However, while many Canadian hospital leaders agreed with the 

idea (and still do), progress towards this goal has been limited because few hospitals have been 
supported, incentivized or held accountable for engaging in prevention and health promotion 
activities (Graham et al. 2014; Huynh 2014). Instead, health systems across Canada typically only 
hold hospitals accountable for financial and clinical performance, which is important, but limited, 
as these areas “have only tenuous or very indirect linkage” with population health improvement 
(Denis 2014: 8). Similarly, the Canadian Institute for Health Information’s health system perfor-
mance framework does not report indicators in its “improve health status of Canadians” category 
by hospital (Veillard et al. 2015: 37). This scenario perpetuates the belief that prevention and 
health promotion are the sole responsibility of public health and primary care (Hancock 2011). 
Even when public health and hospitals are “integrated” within regional health authorities (RHAs), 
the result is often that the responsibility for population health improvement remains with public 
health (Moloughney 2016). Similarly, others have found that public health and hospitals can be 
siloed within RHAs, limiting the degree to which hospital resources can be leveraged to influence 
upstream determinants of health (Cohen et al. 2014; Huynh and Cohen 2012).

This is an important health policy issue because hospitals are well-positioned to improve 
population health using primary prevention, secondary prevention and health promotion strate-
gies (Pelikan et al. 2013). Hospitals represent the main concentration of health system resources, 
skills and technology. Hospitals also have significant social capital, meaning they often represent 
“health” to their community (presenting opportunities for advocacy and partnerships). Hospital 
staff are respected and seen as credible sources of advice on health issues beyond medical treatment. 

Accountability for Community Benefit: A Reasonable Expectation for Canadian Hospitals
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Hospitals are also large employers (presenting opportunities for workplace health promotion), 
and hospital visits often occur at key moments in our lives (presenting opportunities for behav-
iour change). This means even a small shift in focus by hospitals towards prevention and health 
promotion could, in time, improve population health (Johnson and Baum 2001).

Acknowledging the important role for hospitals in population health improvement, US 
hospitals have faced “growing pressures to move beyond caring for individual patients to taking 
broader responsibility for the health of the populations they serve” (Rubin et al. 2015: 554). 
Part of this pressure is from a new requirement in the Patient Protection and Affordable Care 
Act (ACA) that ~3,000 non-profit hospitals must (1) conduct regular community health 
needs assessments (CHNAs) and (2) demonstrate community benefit (CB) by taking action 
to address identified health needs, to be exempt from federal taxes. Although this approach 
has been controversial, its current iteration has “far-reaching implications for population 
health improvement, health system transformation, and health equity” (Somerville et al. 
2013: 2). This article provides a brief history and description of the ACA’s CHNA and CB 
requirements, followed by a discussion of their transferability to the Canadian context.

Background
A major distinction between private hospitals and non-profit hospitals in the US is that the later 
are considered charities and are expected to provide free or low-cost medical care for marginalized 
individuals. This “charity care” is clearly beneficial for a large number of uninsured Americans and 
in exchange, non-profit hospitals have long been exempt from nearly all federal, state and munici-
pal taxes (Rubin et al. 2015). However, expansion of public health insurance in the US has made 
the tax-exemption of non-profit hospitals controversial. As more Americans have health insurance, 
there are fewer instances where hospital services are uncompensated (Burke et al. 2014). Private 
hospital leaders and health policy makers have also suggested that modern non-profit hospitals in 
the US, with highly paid executives, sophisticated operations and aggressive collection practices, 
barely resemble the charities that once warranted tax-exemption (Rubin et al. 2015).

In response to this criticism, the definition of CB and eligibility for tax exemption has 
changed over time (see below). In 2010, the ACA introduced the requirement that non-profit 
hospitals could remain tax-exempt, but would have to provide CB activities based on the 
results of regular CHNAs (Singh et al. 2015). Where the initial accountability for CB aimed 
to improve access to care, the ACA reform signalled “recognition among health policy mak-
ers that the prevailing medical model of focusing on treatment and cure at the expense of 
prevention and health promotion is ineffective and unsustainable” (Rubin et al. 2015: 554).

Community benefit
The definition of CB has changed over time (Table 1). Since 1969, CB was defined and reported 
at the state level, with most states using the Internal Revenue Service (IRS) definition (Rubin et 
al. 2015). This definition aimed to improve access, with the addition of maintaining a “commu-
nity-controlled board” as a strategy to ensure unique community health needs were addressed. 
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However, this definition was found to be limited and ineffective (Rubin et al. 2015). In response, 
the IRS broadened its definition in 2007 to include “community health improvement” activities, 
research, education of health professionals and contributions to community groups that engage 
in CB activities (Young et al. 2013). See Table 1 for a description of these items.

Despite its expansion, an examination of hospitals’ initial reporting using the 2007 
definition found that (1) access to care represented >86% of hospital CB activities, and 
(2) hospitals engaged in limited community health improvement activities (Young et al. 2013). 
Other research demonstrated wide variation in CB spending across states, ranging from $30 
to $335 per capita (Bakken and Kindig 2015). Because the expanded definition also did not 
produce the desired result, the ACA added the requirement that non-profit hospitals must 
conduct regular CHNAs as a condition of their federal tax-exempt status (Singh et al. 2015).

Community Health Needs Assessment
Non-profit hospitals in the US must now conduct CHNAs at least every three years to remain 
exempt from federal taxes. Each assessment must include consultations with community 
stakeholders and public health officials, and multi-hospital networks must conduct an assess-
ment for each facility (Singh et al. 2015). Following the assessment, each hospital must develop 
and publish an action plan regarding how identified needs will be addressed according to the 
CB categories in the 2007 definition (Somerville et al. 2013). Although it is too early to tell, 
many report the CHNA requirement as a positive reform that will support hospitals to bet-
ter contribute to population health improvement (Burke et al. 2014; Singh et al. 2015). In fact, 
Casalino et al. (2015: 819) report everyone in healthcare in the US is now “working to improve 
population health these days. Or will be very soon. Or feel that they ought to be.”

Accountability Leads to Action
As reported in a special issue of this journal, Ontario hospitals are currently held accountable for 
financial performance, service volumes, quality and patient safety (Kromm et al. 2014). These 
accountabilities appear to be similar for hospitals across Canada, including those within RHAs 

TABLE 1. IRS definitions of hospital community benefit

1969 Definition (Rubin et al. 2015: 547) 2007 Definition (Young et al. 2013: 1521)

1.	 Operate a 24-hour emergency room
2.	 Provide charity care to the extent of the hospital’s 

financial ability
3.	 Extend medical staff privileges to all qualified 

physicians in the area, consistent with the size 
and nature of the facility

4.	 Accept payment from Medicare and Medicaid 
programs on a non-discriminatory basis

5.	 Maintain a community-controlled board 
(i.e., a governing board with membership, by 
appointment, primarily from the local community)

1.	 Charity care (i.e., subsidized care for persons who meet the criteria for 
charity care established by the hospital) 

2.	 Unreimbursed costs for means-tested government programs (e.g., Medicare 
and Medicaid)

3.	 Subsidized health services (i.e., clinical services provided at a financial loss)
4.	 Community health improvement services and community-benefit operations 

(i.e., activities carried out or supported for the express purpose of improving 
community health, such as conducting or otherwise supporting childhood 
immunization efforts)

5.	 Research
6.	 Health professions education
7.	 Financial and in-kind contributions to community groups (i.e., contributions 

to carry out any of the activities that are classified as community benefits)

Accountability for Community Benefit: A Reasonable Expectation for Canadian Hospitals
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(Marchildon 2013). While important, these accountabilities will have little effect on the upstream 
determinants of health (Alley et al. 2016; Denis 2014). Given the pressing need to prevent and 
manage chronic diseases, as well as reduce healthcare demand in Canada, numerous authors 
have proposed strategies for how Canadian hospitals can better address community health needs 
(e.g., Cohen et al. 2014; Neudorf 2012). These include increased public health service delivery (for 
hospitals within RHAs), use of a “population health lens” in decision-making, and increased col-
laboration with non-health sector stakeholders to address upstream health determinants. These 
approaches are valuable, but they rely on hospitals voluntarily directing scarce resources towards 
activities for which they are not held accountable and receive no compensation. Although Canadian 
hospitals have long seen health promotion as part of their role, hospital funding has lagged behind 
treatment costs and demand. This makes it challenging for hospitals to dedicate resources towards 
prevention and health promotion activities (Graham et al. 2014). In contrast, evidence indicates 
that external accountabilities drive internal accountabilities and activities within Canadian hospi-
tals (Kraetschmer et al. 2014). In other words, accountability leads to action (Deber 2014).

I suggest the CHNA requirement and accountability for CB warrant exploration 
in the Canadian context. Not only is hospital accountability for CB a highly studied 
policy intervention, it has been refined over the past half-decade in the US. In its cur-
rent iteration, accountability for CB has also generated considerable new research and 
guidance that would be valuable for Canadian hospitals (e.g., Burke et al. 2014). There 
are even new online “hubs” where hospitals can exchange learnings and best practices 
(e.g., http://www.communitybenefitconnect.org and http://www.cdc.gov/chinav/index.html).

Modifications and Challenges
With five modifications, CHNA and CB requirements could be valuable in the Canadian context. 
First, since all Canadians have some healthcare insurance, the definition of CB should be revised 
to focus on specific, evidence-based prevention and health promotion activities that have the high-
est probability of improving community health (Rubin et al. 2015). Second, the role of population 
health in CB should be clarified, since CB is rarely discussed in the Canadian context. This includes 
clarifying that “population” refers to hospitals’ responsibility for improving the health of those within 
their geographic population, not just their client populations (see Casalino et al. 2015 for a fulsome 
description of the distinction between these terms). Third, since nearly all Canadian hospitals are 
non-profit, CHNA and CB requirements should be included in existing accountability frameworks 
rather than being requirements for tax-exemption. Fourth, transparency should be central to this 
work to support accountability and knowledge-exchange (which would be critical given the novelty 
of these requirements) (Rubin et al. 2015). Fifth, as most Canadian hospitals are part of RHAs, it 
should be made explicit that (1) CHNA and CB requirements are for hospitals – not RHAs, and that 
(2) these requirements are an opportunity to foster collaboration between hospital leaders and public 
health leaders. These are important clarifications because if RHAs are held accountable, but not hos-
pitals, experience tells us that hospitals will resume their focus on illness care, and the responsibility 
for CHNAs and CB will likely fall to public health (Moloughney 2016). That said, hospitals held 
accountable for CB would be wise to collaborate with their local public health colleagues. Public health 
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epidemiologists have expertise in population health assessment and likely already conduct CHNAs 
that could inform hospital planning. Similarly, public health staff can assist their hospital colleagues 
determine where health promotion and prevention strategies could be both effective and practical.

The ultimate goal is to have CHNA results inform hospital planning and resource decision-
making. Holding hospitals accountable for CB solidifies the importance of CHNAs in hospital 
planning, and provides justification for hospitals to allocate resources towards activities that pre-
vent (not just treat) illness and injury, and reduce health inequities – something that is desired, 
but challenging for many Canadian hospital leaders in the current accountability environment. 
While some Canadian hospitals would embrace these requirements (and some already have), 
clearly others would find them challenging given the resource constraints. Some hospital lead-
ers might even echo the attitude expressed when the notion of “health-promoting hospitals” was 
first introduced: “let somebody else do it; we already have too much to do” (Lalonde 1989: 40). 
Hospitals should utilize existing CHNA results and collaborate with other hospitals that serve 
the same geographic populations. However, where no CHNA has been conducted, hospital lead-
ers should collaborate with their public health colleagues to undertake this work. Learning from 
the experience of 3,000 non-profit hospitals in the US, as well as related initiatives, such as the 
over 1,000 member hospitals of the International Health-Promoting Hospitals Network (Pelikan 
et al. 2013) would also be critical. Furthermore, early and active collaboration with researchers 
would be wise to ensure the CHNA and resultant activities produce desired outcomes.

Conclusion
Nearly 3,000 hospitals in the US are now required to conduct CHNAs and are held account-
able for demonstrating CB by taking action to address identified local health needs. This is 
an exciting step towards improving the impact that hospitals can have on community health 
– an idea originated in Canada 30 years ago. Canadian health policy makers would be wise to 
examine and test a modified version of this approach. While there would be initial challenges 
for some hospitals, the health of the Canadian population and the sustainability of our health 
system demand we take bold action and utilize best practices from other jurisdictions.
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Abstract
Despite evidence on what works in healthcare, there is a significant gap in the time it takes 
to bring research into practice. The Council of Academic Hospitals of Ontario’s Adopting 
Research to Improve Care program addresses this research-to-practice gap by incorporating 
the following components into its funding program: strategic selection of evidence for imple-
mentation, education and training for implementation, implementation supports, executive 
champions and governance, and evaluation. Funded projects have been sustained (76% 
reported full sustainability) and spread to over 200 new sites. Lessons learned include the fol-
lowing: assess readiness, develop tailored implementation materials, consider characteristics 
of implementation supports, protect champion time and consider evaluation feasibility.

Résumé
Malgré les données disponibles sur ce qui fonctionne bien dans les soins de santé, il y a un 
fossé important dans le temps nécessaire pour transposer la recherche en pratique concrète. 
L’initiative d’adoption de la recherche pour l’amélioration des soins du Conseil des centres 
hospitaliers universitaires de l’Ontario se penche sur ce fossé entre la recherche et la pratique 
en incorporant les éléments suivants à son programme de financement : choix stratégique des 
données pour la mise en œuvre, éducation et formation en matière de mise en œuvre, appui à 
la mise en œuvre, champions-cadres, gouvernance et évaluation. Les projets financés ont été 
soutenus (76 % de soutien entier déclaré) et diffusés à plus de 200 nouveaux sites. Les leçons 
apprises comprennent les points suivants : évaluer l’état de préparation, développer du maté-
riel sur mesure pour la mise en œuvre, envisager les caractéristiques du soutien pour la mise 
en œuvre, réserver du temps pour les champions et envisager la faisabilité de l’évaluation.

T

Background
Despite a growing body of evidence on what works in healthcare, there is a significant delay in 
the time it takes to bring research into practice (Brownson et al. 2006); without infrastructure 
in place to support research implementation, it may take up to 17 years for research to be imple-
mented in practice (Balas and Boren 2000). Because health systems are not maximizing research 
uptake, there are large inefficiencies in these systems that result in reduced quantity and quality 
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of life (Davis et al. 2003; Kennedy et al. 2004; Madon et al. 2007; McGlynn et al. 2003; 
Pimlott et al. 2003; Shah et al. 2004). For example, an estimated $240 billion is invested 
annually in health and biomedical research, but approximately 85% does not result in evidence 
implemented into practice (Chalmers et al. 2014); even when evidence is implemented, it often 
results in little to no meaningful practice change (Davidoff et al. 2015). Knowledge translation 
(KT) science is the field of study that was developed to address this research-to-practice gap. 
KT is the “dynamic and iterative process (including the synthesis, dissemination, exchange 
and ethically sound application of knowledge) to improve the health of Canadians, provide 
more effective health services and products and strengthen the healthcare system. This process 
takes place within a complex system of interactions between researchers and knowledge users, 
which may vary in intensity, complexity and level of engagement depending on the nature of the 
research and the findings and the needs of the particular knowledge user” (Graham 2000).

The amount of funding set aside for KT is a fraction of the money dedicated to research; 
it is, therefore, sometimes considered “decimal dust” despite KT’s integral role in changing 
population-level outcomes (Kerner 2006; Tetroe et al. 2008). In an environmental scan of KT 
funding opportunities worldwide (24% from Canada), approximately 20% of the KT fund-
ing supported implementation activities (as opposed to dissemination or synthesis activities; 
Timmings et al. 2015). In recent years, there has been a push to fund more KT activities, 
including efforts from the Canadian Institutes of Health Research (CIHR), the National 
Institute of Health Research in the UK, the Health Research Council of New Zealand and 
the Michael Smith Foundation for Health Research in British Columbia (Holmes et al. 
2012, 2014; Timmings et al. 2015). For example, CIHR funds several KT initiatives, which 
have been found to perform well against traditional funding mechanisms in terms of produc-
ing KT and academic outputs, providing training opportunities, improving the health of 
Canadians, strengthening the healthcare system and creating more effective health services 
and products (Graham et al. 2014; McLean and Tucker 2013). Simply funding more KT pro-
jects, however, is not enough to move research into practice, and there is a move to incorporate 
more implementation supports from funders, as “greater involvement of funding agencies 
in all forms of KT … is essential for the maintenance of the health research enterprise in 
the face of many competing and compelling demands on the tax base” (Kitson and Bisby 
2008). As the number of implementation funding opportunities increases, there is a need to 
understand the impact of these funding mechanisms, particularly those using less traditional 
approaches to funding that incorporate implementation supports (Tetroe et al. 2008). Based 
on the Council of Academic Hospitals of Ontario (CAHO) Adopting Research to Improve 
Care (ARTIC) program’s experiences through three rounds of funding and an evaluation, 
ARTIC has identified several lessons learned that could inform future funding opportunities/
agencies interested in supporting the uptake of evidence-based practices using effective imple-
mentation strategies. The aim of this paper is to describe an implementation funding model; 
evaluate reach, sustainability and spread of this model; and share lessons learned.
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Implementation Funding Initiative
The CAHO ARTIC program is a model for accelerating and supporting the implementa-
tion of research evidence into practice across the healthcare system to drive improvements 
in the quality of care. CAHO is the non-profit association of Ontario’s 24 research hospi-
tals and provides a focal point for strategic initiatives for these hospitals. CAHO developed 
ARTIC to accelerate the adoption of research evidence within hospital settings; this funding 
model was CAHO’s first attempt to implement and evaluate an implementation funding 
mechanism. It aims to transform the healthcare system by using evidence to drive qual-
ity and therefore make the best use of resources, enabling a culture of continuous quality 
improvement and creating a jurisdiction where implementation strategies to support clinical 
interventions are sustained and spread across the province.

The ARTIC model is based on the Knowledge-to-Action (KTA) model for mov-
ing research into practice, a model that is based on a review of over 30 theories of planned 
action (Graham et al. 2006). The funding mechanism of change is drawn from work by the 
CIHR KT funding program and associated logic model, which hypothesizes that funding 
KT projects will produce meaningful researcher and knowledge user partnerships, facilitate 
the dissemination and application of knowledge and advance the science of KT, which, in 
the long-term, will improve services to and the health of Canadians (McLean et al. 2012). 
The partners (i.e., funder, implementers and supports) and their relationships to each other 
are presented in Figure 1, an adapted version of the Interactive Systems Framework (ISF; 
Wandersman et al. 2008). Driven by the KTA and CIHR’s KT funding model, the imple-
mentation infrastructure includes five implementation enablers: (1) strategic selection of 
evidence; (2) implementation supports (e.g., coaching, technical expertise and communities 
of practice); (3) education and training for implementation; (4) executive champions and 
governance; and (5) evaluation.

As a funder, ARTIC provides $800,000 to $1.7 million for the implementation of inter-
ventions across multiple sites over a two-year period. However, an integral component of 
this structure is ARTIC’s role not only as a funder but also as an implementation support, 
knowledge broker and partner, which is different from the roles of most funding agencies. As 
a partner, ARTIC is involved in engaging senior leadership and fostering the idea of working 
and thinking as a community of academic hospitals rather than as individual institutions. 
This partnership model aligns with the integrated KT approach, in which there is a part-
nership between researchers and knowledge users who actively contribute to the research 
agenda and implementation activities and make research findings directly relevant to the 
knowledge user (Graham et al. 2014). ARTIC enhances the typical integrated KT approach 
by also incorporating senior leadership who can serve as a facilitator of project implementa-
tion (Aarons and Sommerfeld 2012) and central ARTIC Program staff who are accountable 
to support the Communities of Practice and facilitate implementation on a wide range 
of projects.
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Strategic selection of evidence for implementation strategy and clinical intervention
The program uses a systematic process to identify and fund KT implementation projects. Projects 
comprise clinical interventions (i.e., evidence-based practices) delivered using effective implementa-
tion strategies. Projects are selected based on key criteria and annually selected themes, which align 
with government (e.g., Ontario Ministry of Health and Long-Term Care) and organizational (e.g., 
CAHO member) priorities. Table 1 presents descriptive information for the six funded projects. 
The project selection process includes three stages: (1) letter of intent (LOI) stage, (2) full submis-
sion stage and (3) readiness assessment stage. The ARTIC Task Force reviews the LOIs and then 
requests full submissions for five to eight proposals that are based on robust research evidence, have 
potential for high system impact, demonstrate implementation feasibility and present an evalua-
tion plan to assess outcomes. They then select the top two to four submissions to proceed to the 
readiness assessment stage. The readiness assessment stage is the most unique feature of the project 
selection process. Organizational readiness for change is “the extent to which organizational mem-
bers are both psychologically and behaviorally prepared to implement change” (Chaudoir et al. 2013; 
Gagnon et al. 2011; Weiner et al. 2008). Typically, readiness is rarely assessed before implementa-
tion (Weiner et al. 2008), yet measuring readiness is associated with better outcomes (Amatayakul 
2005; Jones et al. 2005; Kotter 1996). ARTIC requires each project to have a lead project team 
to coordinate implementation delivery across the hospital; in addition, each participating hospital 
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delivers the implementation strategies through a local project team. ARTIC works with the lead 
team to develop a readiness assessment that includes the target population for intervention, resource 
requirements and key stakeholders to be engaged in the implementation process. CAHO collects 
data from all sites and creates a readiness report. This report is assessed by the ARTIC program 
Task Force to determine implementation feasibility and select the funded project. Each lead 
team is provided with the report to assist in developing their implementation roadmap.

Implementation supports
The funder–fundee partnership is different from a typical grant, in that ARTIC staff are 
involved in facilitating the implementation strategy: along with the lead project team and 
executive champions, an ARTIC program manager is one of three key stakeholders who 
make up the infrastructure in the implementation support system (illustrated in Figure 1). 
These infrastructure stakeholders build both general capacity for the program and capacity 
within each participating organization by enhancing leadership skills, improving knowledge 
of implementation science and developing clinician champions to lead evidence-based change. 
Together, these three stakeholders provide implementation support in the form of coaching, 
technical expertise and communities of practice. Lead project teams create timelines, submit 
progress reports and prepare outcome presentations; the program manager then offers feed-
back on meeting objectives and timelines. The program manager identifies areas of alignment 
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TABLE 1. Description of CAHO ARTIC funded projects

Projects
Funding 
year

Number of 
participating sites Spread* and scale

Canadian C-Spine Rule (CCR) to assess the clinical impact 
of CCR on reducing emergency department wait times 
and increasing efficiencies by maximizing the use of 
inter‑professional resources

2011–2012 9 Relevant to emergency 
department only; no internal 
spread

HandyAudit to increase the efficiency of hand hygiene 
compliance reporting in hospitals

2011–2013 16 Delivered hospital-wide; no 
internal spread; external spread 
to over 170 hospitals

Antimicrobial Stewardship Program (ASP) in Intensive Care 
Units (ICUs) to optimize antimicrobial use in ICUs where 
critically ill patients are the sickest and most vulnerable

2012–2014 12 In progress; internal hospital spread 
in 6 of 12 sites; implementing a 
hub and spoke model to spread to 
community hospitals

Mobilization of Vulnerable Elders in Ontario (MOVE ON) to 
promote early mobilization and prevent functional decline 
in older patients admitted to hospital

2012–2014 14 Internal hospital spread in 10 of 
14 sites; external spread to over 
28 hospitals

Implementing an Enhanced Recovery After Surgery Guideline 
to Optimize Outcomes following Colorectal Surgery (iERAS) 
to implement a range of interventions aimed at improving 
patient outcomes and reducing hospital stay after surgery

2013–2015 15 Data not yet available

Implementing the Transitional Discharge Model (TDM) 
supports the successful transition from the hospital to the 
community for people diagnosed with a mental illness

2013–2015 9 Data not yet available

*Internal spread refers to implementation within the same hospital beyond the originally funded units; external spread refers to implementation in other hospitals not 

funded through ARTIC.
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and integration within ARTIC projects and with other government initiatives to support a 
coordinated approach to improving quality implementation and maximize system, organiza-
tional and patient impact and outcomes. This approach allows the ARTIC program manager 
to understand how the lead project teams and local project teams are functioning.

Lead project teams support the local project teams through education and training on 
implementation. The lead project team provides tools, resources, supports and coaching to 
local project teams. The lead project team also develops the implementation roadmap to 
guide participating hospitals through the implementation and evaluation process. The lead 
project team helps ensure that as projects are tailored to the local context, hospitals maintain 
fidelity to the goals of implementation. Each project develops a community of practice (CoP), 
which facilitates communication and peer support (Wenger et al. 2002) across projects.

Education and training for implementation
Scaling up implementation requires education and training, including coaching and written 
materials, to facilitate the adoption of evidence within and across hospitals. Education mate-
rials are designed to produce consistency across the system and build general implementation 
capacity and clinical intervention capacity (Wandersman et al. 2008). General implementa-
tion training is intended to teach implementers (i.e., hospital end users) about best practices 
in implementation. Clinical intervention education focuses on the content of the project (e.g., 
changes in clinical practice). The lead project teams provide tools, training, resources and 
coaching and host a launch event in collaboration with ARTIC.

Executive champions and governance
The governance structure, illustrated in Table 2, ensures that the delivery of the implemen-
tation strategy is properly resourced and supported. The three-tiered governance structure 
includes the CAHO ARTIC program Task Force (ARTIC Task Force), the CAHO 
Practice and Education Committee (P&E) and the CAHO Council.

Evaluation
Embedded in the ARTIC’s structure is an evaluation at two levels: program and project (Figure 1). 
An interim program evaluation including interviews with 43 senior leaders and relevant stakeholders 
representing 17 of the 25 CAHO organizations was conducted following the first round of funding. 
The goal of the interim evaluation was to understand the organizational decision-making practices 
regarding participation in ARTIC and to recommend ways to improve the selection of future pro-
jects. Results of this evaluation provide support for the existing structure and enablers of ARTIC. 
A second evaluation was conducted to examine reach, sustainability and spread of ARTIC.

At a project level, each team develops and executes a monitoring and evaluation 
component. Regular performance monitoring and evaluation is designed to ensure greater 
fidelity to the implementation strategy and clinical intervention and to provide opportunities 
for continuous quality and process improvement.

The Council of Academic Hospitals of Ontario (CAHO) Adopting Research to Improve Care (ARTIC) 
Program: Reach, Sustainability, Spread and Lessons Learned from an Implementation Funding Model
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Program Reach, Sustainability and Spread
An evaluation was conducted to examine ARTIC’s impact on reach, sustainability 
and spread. Sustainability is defined as continued implementation of the initiative 
(Shediac-Rizkallah and Bone 1998), whereas spread is the horizontal diffusion or active 
dissemination of best practices or programs and implementing these across settings 
(Institute for Healthcare Improvement 2008). Data for the evaluation were collected 
through interviews, with 18 program stakeholders (e.g., executive champions and mem-
bers of governance), interviews with all four lead project teams, surveys with 27 of the 
35 participating sites across all projects (79%), interviews with 12 local teams (hospi-
tal site leads) and a review of documents from the lead project teams and the ARTIC 
program office.

Program reach
For the six projects, ARTIC funded $7.6 million in direct costs, which was matched by $12.2 
million in in-kind contributions for a total of $19.8 million invested into delivering evidence 
into practice and a cost to in-kind ratio of 1:1.6. Through ARTIC, over 25 researchers/pro-
gram developers learned about implementation, over 220 site-level champions connected with 
researchers and gained implementation experience, over 1,500 staff or volunteers worked on 
the projects and quality of care was improved for over 18,000 patients (Cathexis Consulting 
2013, ARTIC Phase I evaluation report).
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TABLE 2. CAHO ARTIC governance structure

Responsibilities Members
Meeting 
frequency Reports to

CAHO 
ARTIC 
Program 
Task Force

Provides operational oversight of program and 
responsible for reviewing and assessing proposals 
submitted for funding consideration

Representation from diverse 
groups (research, clinical practice, 
KT and system partners), 
including the P&E committee, 
CAHO’s research committee, 
the MOHLTC and HQO

Every two 
months

P&E 
Committee

CAHO P&E 
Committee

Provides strategic guidance and oversees program 
implementation, including reflecting on the CAHO 
ARTIC Program Task Force recommendations

P&E committee members are executive champions 
for the projects in their hospitals, providing senior 
leadership support for implementation projects to 
obtain staff engagement, create a culture receptive 
to change, prioritize the initiative, spread the 
initiative, allocate resources and resolve challenges

Clinical practice leaders from 
all CAHO hospitals (e.g., chief 
nursing executives, vice 
presidents of quality, vice 
presidents of medical affairs)

Every two 
months 

CAHO 
Council

CAHO 
Council

Provides strategic oversight to and ultimate 
accountability for the CAHO ARTIC Program 
by being accountable for and approving funding 
decisions and developing the program’s 
strategic direction

CEOs from each of the CAHO 
member hospitals

Every two 
months 

N/A
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Sustainability
Sustainability and spread were assessed in the four projects that had completed the fund-
ing phase. Using self-report surveys, sites were asked whether they were still using the 
implementation strategy to support the clinical intervention 1.5 or 2.5 years after initial 
implementation (depending on when they were first funded). Of the 50 sites, 46 pro-
vided data and 76% (35 of 46 sites) reported fully sustaining the implementation strategy, 
13% (6 of 46 sites) reported partially sustaining the implementation strategy and 11% (5 
of 46 sites) reported not sustaining the implementation strategy. Given the challenges in 
sustaining implementation efforts and the typically low rates of sustainability (Stirman et 
al. 2012), these findings are promising and indicate that the ARTIC model supports a high 
level of sustainment.

Spread
Program funding spread four projects to 50 sites (Table 1). Two of the four projects subse-
quently spread internally within the original hospitals. In addition to spreading internally, 
two of the projects were spread to new sites: one project developed into a commercial venture 
and spread to over 170 hospitals; the other spread to over 28 additional sites through new 
funding and hospital-driven initiatives. Patient outcome data from these additional sites are 
being published by individual projects and therefore cannot be reported here.

Lessons Learned
Based on the program’s experiences through three rounds of funding and an evaluation, 
CAHO ARTIC has identified several lessons learned linked to each of the five implementa-
tion enablers/implementation infrastructure.

Strategic selection of evidence for the implementation strategy and clinical intervention
Prior to including the readiness assessment in project selection, hospitals reported that 
expectations and required resources were not clear before beginning the project, and pro-
ject teams expressed challenges related to hospitals not committing necessary resources. 
The readiness assessment was included to make potential participating hospitals aware of 
the resources required to successfully implement the project and to inform CAHO of each 
hospital’s readiness to deliver the implementation strategy. An external evaluation found 
the readiness assessment to be brief, focused and valuable for identifying implementation 
resources prior to committing to the project.

Education and training
Education and training ran more smoothly when hospital teams were provided with 
ready-to-use implementation materials that required minimal time and effort to adapt to 
their context. Developing materials de novo was a burden on local hospital teams, which 
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delayed implementation, resulted in duplication and/or reduced the quality of materials. 
Challenges to education and training included the lack of funding to backfill participants’ 
time in training, lack of buy-in from frontline staff and difficulty identifying the appropriate 
people to train.

Implementation supports
There were several lessons learned with regards to implementation supports, including 
understanding the optimal characteristics of project teams, building key implementation 
enablers into the program and the project design, identifying ways to develop and main-
tain CoPs and supporting use of KT experts by project teams. Ideally, lead project teams 
should have the expertise in the development and delivery of evidence-based implementa-
tion strategies and be perceived as credible, approachable and flexible. The team should 
include an appropriate mix of professions/disciplines (e.g., clinical areas, KT, evaluation 
and project management).

The roles and responsibilities of each group need to be clearly defined at the outset and 
communicated to all relevant stakeholders. While CoPs were available across all projects, 
their use was not optimized. Future CoPs could be provided guidance on the purpose, struc-
ture and types of CoP activities (e.g., ways to engage participating site leads via teleconference 
or use of project websites to sustain CoPs).

Executive champions and governance
The executive champion in each hospital should be in a position to prioritize the project 
administratively (e.g., protecting staff time) and champion the project by encouraging engage-
ment and participation and boosting staff morale.

Project evaluation
The project evaluation was resource intensive in terms of data collection and feedback. 
Therefore, the monitoring and evaluation requirements of future projects should consider the 
feasibility of data collection and incorporate an efficient, timely feedback mechanism.

Limitations
Several limitations should be noted. The evaluation and lessons learned did not con-
sistently link the implementation projects with improved patient outcomes, and there 
is no comparison group that did not receive ARTIC funding. Each funded project 
improved patient outcomes, but because of the program evaluation research design, we 
are not able to determine whether the funding model successfully improved outcomes. 
In addition, the measures of sustainability and spread are self-reported; an organization 
reporting that they continue to implement the initiative may not be representative of 
actual behaviour.

Julia E. Moore et al.
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Conclusion
With an increased focus on implementing research evidence into practice in the healthcare sec-
tor, organizations that fund implementation work have an opportunity to play an integral role 
in funding and supporting research uptake. The CAHO ARTIC program attempts to fill the 
KT funding gap and transform the healthcare system by supporting the use of evidence to drive 
quality, enabling a culture of continuous quality improvement and sustaining and spreading the 
implementation of evidence across Ontario. To date, 76% of the sites have sustained implementa-
tion for at least 1.5-years’ post-implementation and the project has spread to over 200 new sites.
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Abstract
When decision-makers are engaged in a polarized discourse and leaving aside evidence-
based recommendations, is there a role for researchers in the dissemination of this scientific 
evidence to the general public as a means to counterbalance the debate? In response to the 
controversial Bill 10 in Quebec, we developed and posted a knowledge transfer video on 
YouTube to help stimulate critical public debate. This article explains our approach and 
methodology, and the impact of the video, which, in the space of two weeks, had more than 
9,500 views, demonstrating the pertinence of such initiatives. We conclude with recommen-
dations for other research groups to engage in public debates.
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Résumé
En situation de débat polarisé dans lequel les décideurs laissent de côté les recom-
mandations fondées sur les données probantes, les chercheurs peuvent-ils jouer un rôle 
dans la diffusion de données de recherche au grand public, dans le but de rééquilibrer le 
discours? En réponse au controversé projet de loi 10, au Québec, nous avons réalisé et 
affiché sur YouTube une vidéo de transfert de connaissances afin de stimuler un débat 
critique dans le grand public. Cette vidéo a été visionnée plus de 9 500 fois en l ’espace 
de deux semaines, ce qui démontre la pertinence d’initiatives de ce genre. Cet article 
explique notre démarche et notre méthodologie, ainsi que l ’impact de la vidéo. En con-
clusion, nous formulons des recommandations pour d’autres groupes de recherche qui 
veulent participer aux débats publics.

T

Dissemination of and discussion about research results are increasingly 
recognized as a necessary part of research (Barwick et al. 2014; Mitton et al. 
2007), to the point that knowledge transfer (KT) is even viewed as an ethical 

duty and is now expected by funding agencies. The Canadian Institutes of Health Research 
(CIHR), for example, views KT as a measure of accountability for public investment in 
research (CIHR 2014). KT is especially important for population health researchers, 
whose research has a direct impact on the lives of individuals and communities (Estabrooks 
et al. 2008). However, it is not easy to transfer knowledge to the general public, espe-
cially when the subject is political, such as in the case of health system reorganization. 
KT becomes even more challenging when decision-makers seem to ignore evidence-based 
recommendations to advance ideologically driven agendas. A good example is Quebec’s 
recently adopted and highly contentious Bill 10, modifying the organization and govern-
ance of health and social services (Minister of Health and Social Services 2015). When 
professional and academic experts are ignored by policy makers, it is imperative to explore 
innovative means of stimulating evidence-based public debate. In this context, we developed 
and released a video explaining the current state of knowledge about the likely conse-
quences of the proposed reorganization and centralization of healthcare administration in 
Quebec. Our goal was to encourage citizens to think critically about Bill 10 and its impact 
on the healthcare system, and more specifically on service provision (Collectif d’étudiant(e)s 
en santé publique 2015).

To provide lessons for future video-based KT initiatives, we describe the pro-
cess used to identify the relevant data to be presented, the communication strategies 
employed to make our video-based message effective, and the means selected to reach 
the population. Despite the limitations of a video formatted to be viral (about three min-
utes), the strategy we adopted proved to be an effective KT tool for generating positive 
public resonance.

An Experiment with Public-Oriented Knowledge Transfer: A Video on Quebec’s Bill 10
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Context
Bill 10 was presented on September 25, 2014, at the Quebec National Assembly. This bill 
consists in the merger of 182 mid-level organizations (Centres de santé et services sociaux, 
CSSS) into 33 larger structures (Centres intégrés de santé et services sociaux, CISSS). It also 
includes the loss of 1,200 administrative positions, and greater power for the Health Minister 
(Minister of Health and Social Services 2015). The Bill was met with significant opposi-
tion from political parties, advocacy groups, unions, professional associations and academics. 
However, polls had shown that the population was divided on the subject (Léger 2014).

Motivation and KT Approach
On January 26, 2015, four leading healthcare policy and management researchers – Damien 
Contandriopoulos, Paul Lamarche, Réjean Hébert and François Béland – from the School 
of Public Health of the Université de Montréal (ESPUM), convened to discuss the impact of 
Bill 10, in a seminar organized by the Public Health Institute (IRSPUM) and the Department 
of Health Administration (DASUM). These scholars presented the relevant scientific data and 
healthcare management theory to a large group of researchers and graduate students. The full 
seminar was video-recorded but, lasting 95 minutes, it was far too lengthy to be made publicly 
accessible (IRSPUM 2015). The consensus among this group of specialists was clear: while 
the provisions presented in Bill 10 are unlikely to yield the expected savings and highly likely 
to be detrimental to patient care, the political context left no realistic options for stopping 
the reform. As a group of graduate students from ESPUM, we left the seminar feeling much 
more informed but also disempowered. We felt that (1) the information we had just received 
should not remain within the walls of the university, and that (2) the general public was capable 
of understanding, as well as entitled to be informed about, the implications of the upcoming 
reform. The Collectif d’étudiant(e)s en santé publique (hereafter, the Collective) was born.

To delineate our KT initiative, we adopted the CIHR (2014) definition of KT as “a dynamic 
and iterative process that includes synthesis, dissemination, exchange and ethically-sound applica-
tion of knowledge to improve the health of Canadians, provide more effective health services and 
products and strengthen the health care system”. Our initiative was action-oriented and aimed at 
stimulating critical thinking on the part of the general public; therefore, the use of social media 
was crucial as a means to create forums for exchange and discussion that are accessible.

When we initiated the project in late January, Bill 10 was still being studied in parliamentary 
committees, so we expected that we would have time to engage in the ongoing debate. A few days 
later, rumours started to spread that the government would invoke closure to end parliamentary 
debate. It became clear that we would not have time to release the video before the Bill’s adoption. 
We could only hope to release it shortly after the Bill passed so that the topic may remain timely. 
We switched from a general awareness-raising purpose to an action-prompting goal, which in the 
end allowed us to include more information in our planned three-minute time frame.
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Design of the Video and Communication Strategy
Given that we are not experts in healthcare management, we relied primarily on the expert 
evidence presented at the January 26 seminar and related scientific literature in developing 
the content of the video. Of course, we reviewed the primary literature behind each infor-
mation that we planned to include. To build the script for our video, we decided to adopt a 
six-step process, from the synthesis of relevant information to the mise en scène in a dialogue 
(Table 1a).

TABLE 1. Lessons learned during the writing of the script (a) and the dissemination of the video (b)

a) Writing of the script

Writing process Key lessons learned

Three authors established the main messages pertinent to 
the general public

The use of free brainstorming and iterative discussions on the purpose of the 
message made it possible to identify the essential points for the general public

Three authors extracted the key data from the IRSPUM 
seminar and relevant scholarly resources into a list of one-
line statements to be presented in the video

The challenge of translating scholarly information into lay people’s language 
resides in preserving the meaning of the information, without sounding 
alarmist, demagogic or ideological

One author transformed the two lists (message and key 
data) into a dialogue

It was difficult to establish a coherent story with each one-line statement 
being linked with the previous and subsequent statements; staging the data 
as a dialogue made for a more coherent and punchier narrative

The authors refined the script iteratively Comments from students with various expertise and from collaborators 
from the lay public allowed further specification and simplification of the 
information presented

Two authors developed the visual concept with the 
videographer

Owing to time constraints, the use of visual effects, such as numbers, charts 
or images, had to be ruled out; therefore, we needed a catchy, dynamic and 
aesthetic visual concept in order to retain viewers’ attention

The script was reviewed by the members of the Collective 
(see Acknowledgements); minor modifications were made 
to the tone, word selection and emphasis on certain 
elements

Ensuring each student’s approval of the whole text was a good way to 
ensure their buy-in to the project, but also to make sure that they were 
comfortable saying their lines during the video shoot

b) Dissemination of the video

Procedure for disseminating the video Key lessons learned

Synthesis of the message into a press release The assistance of communications specialists was highly valuable in formatting 
an efficient press release and developing an effective release strategy

An e-mail account and YouTube channel were created for 
the Collective. A Twitter account and a Facebook page 
were also created to disseminate the YouTube link

These channels allowed easy reach to the public and dissemination of 
the video to the relevant interest groups and individuals, which facilitated 
discussion of the message and content

Identification of the main point of contact in the traditional 
media (newspaper, TV and radio)

Support from communication specialists helped in identifying key contacts, 
something that we had no experience with

Launch of the video Time was of the essence, as by the time we were able to release the 
video, Bill 10 was already “old news” for traditional media; many journalists 
re-tweeted our messages and video and congratulated us, but our initiative 
did not elicit traditional media interest

During the social media dissemination, political parties and 
advocacy organizations were excluded from the targets

This allowed us to maintain our independence and remain politically 
non‑partisan
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With the videographer, we developed the visual effect of superimposing each speaker 
in the background and half of his/her face in the forefront. Having a student staring at the 
camera with a f lat affect while their disincarnated face is talking gave the impression of being 
in the thoughts of each individual, who could not speak aloud, and thus reminded the viewer 
of the charged political context in which the Bill was adopted.

The concept was chosen to help bridge the gap between scientific research and the gen-
eral public. So that evidence would be anchored in people’s lives, we decided not to play with 
the epistemic authority of the expertise of academics (and biases that may come with this). 
Rather than associating the evidence to academics, we chose to create a dialogue between 
students of the Collective about the impact of this latest healthcare reform in Quebec and 
the new law’s expected consequences for the population. We contemplated the idea of dis-
playing an academic reference for each statement, but since one of our first objectives was 
inclusivity, considering the low level of health literacy in Canada (Rootman and Gordon-
El-Bihbety 2008), we chose to preserve the simplicity of our aesthetic and message. Adding 
references would have also made video editing longer, and thus would have exacerbated the 
negative impact of the delay we experienced between the adoption of the law and the video 
release. However, upon request of some users on YouTube, we posted a short annotated bib-
liography along with the video. In order to keep it to a “viral” format (Jiang et al. 2014), we 
wanted the video to be as close to three minutes as possible (the video is 3m20s, excluding 
credits); this took five hours of shooting and about 20 hours of video editing. In the dissemi-
nation process (Table 1b) and in our press release (also posted on our YouTube channel), we 
included the IRSPUM’s link to a webcast of the seminar.

Outcomes and Exchanges
The fact that two weeks after the February 16 launch the video had already hit 9,587 views 
on YouTube, is a demonstration that a small-scale KT project can have an important public 
uptake if it is well planned. This number is all the more impressive when one considers some 
significant barriers that could have mitigated the video’s uptake, i.e., the political nature of 
the subject, the language (the video is only in French and was not translated nor subtitled in 
English) and the topic’s specific relevance to Quebec. A YouTube search for videos on the same 
topic allows to locate videos posted by health professional unions such as Fédération interprofes-
sionnelle de la santé du Québec (FIQ) and Fédération de la santé et des services sociaux affiliée à la 
Confédération des syndicats nationaux (FSSS-CSN). Our video ranks second in views (11,145 
after 11 months), next to a press conference of the FIQ president Régine Laurent (15,453 
views). It has more views than a series of videos posted by FSSS-CSN, their most popular 
videos having been viewed 7,936, 7,308 and 6,878 times. Of note, in addition to representing 
hundreds of thousands of people, both FIQ’s and FSSS-CSN’s videos are showing political 
figures well-known to the general public, while the Collective had no recognized notoriety.

Using YouTube’s statistical tools, we obtained more details about the viewers 
(Figure 1) and viewing patterns. Viewing peaked within the first 48 hours after the video’s 

Jean-Christophe Bélisle Pipon et al.
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release (Figure 1a); demographic data (Figure 1b) is consistent with that expected for a 
French-speaking Quebec-focused initiative (Canada represents 96% of the viewing, fol-
lowed by France at 1% and the US at 1%); and the gender of viewers is fairly equal. More 
unexpected is the age stratification: most views (40%) are from the 25–34 age range, which 
could be explained by the fact that the initiative has been disseminated through social media. 
Mobile device (phone and tablet) viewing is fairly equal to computer viewing (Figure 1c). On 
average, viewers watched the video for 2m37s, which may indicate that the provided number 
of views represents actual viewers.

In addition to the YouTube views and presence on social media (Twitter: 340 tweets, 
131 re-tweets, 94.1k re-tweet reach, 78 mentions, 11.3k mention reach, 224 favourited; 
Facebook page: 208 likes for the Collective page and 1.8k video reach/83 video share, in two 
weeks), the video was presented during the Université de Montréal’s Public Health Students 
Association’s Symposium on February 18, which lead to applause from on-stage guest 
speakers and praise from various students, several of whom asked how they could join the 
Collective. Various organizations, better established than the Collective, also approached us 
to discuss the video aftermath, and we received invitations to present our initiative in socio-
political events and an article was published in a physiotherapy magazine (Anonymous 2015).

The only negative comments that we received pertained to the fact that we did not use 
references to back up the statements in the video. For example, on the YouTube channel, 
three people posted comments questioning our legitimacy, and the validity and reliability 
of our information. We anticipated this situation when we chose not to include references, 
and were able to mitigate the negative impact of this decision by answering the comments on 
YouTube by providing more detailed and referenced information.

The Importance of Acquiring KT Abilities Early in an Academic Career
It is important to remember that it takes a substantial amount of time to carry out such KT 
projects. Producing a three-minute video took two weeks of full-time work by three people, 
one full day of shooting involving 10 students and punctual help from several others. Due 
to the short window of opportunity, we had to put aside our concurrent academic projects. 
Relatively few people outside of academia (and even within academia) have the liberty to 
dedicate their full attention to this kind of project, for weeks (Bélisle Pipon et al. 2016). 
The three authors of the video (and this paper) are doctoral students, and thus benefit from 
a flexibility that others (such as researchers or clinicians) may not have. Considering that 
doctoral students generate a good deal of scientific research – for instance, 33% of total 
research papers published in 2007 by Quebec researchers were written with doctoral stu-
dents (Larivière 2010: 164) – it is logical to think that these knowledge producers should be 
more involved in KT. While Graham (2005) found that researchers “lack the skills, experi-
ence and confidence” in doing KT, an initiative like ours may help graduate students build 
their confidence through experience and skill-building to interact efficiently with a broad and 
diverse audience.

An Experiment with Public-Oriented Knowledge Transfer: A Video on Quebec’s Bill 10
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Moreover, it is even more important as KT is increasingly seen as a new expectation 
by funding agencies, and researchers themselves, as a token of accountability for knowledge 
producers (CIHR 2014). For instance, leading public health researchers are advocating for 
increased KT involvement: “A willingness and capacity to engage with mass media was seen 
as an essential attribute of influential public health researchers” (Chapman et al. 2014: 271). 
It can be argued that there is a fine line between “politicizing” science and advocating for 
evidence-based decision-making (Weigold 2001); however, when the goal is to raise awareness 
in the general public about well-accepted evidences, entering in the media sphere should not 
be seen as undermining researchers’ integrity. Unfortunately, negative views remain against 
those engaging into debates in the public arena (Müllerleile 2014). Nevertheless, it should be 
recognized that it is the researchers’ duty and that mass media are “an invaluable mechanism 
[for] influencing policy change” (Chapman et al. 2014: 271).

Concluding Note
Creating a video aimed at transferring knowledge about public policy to the general public is 
challenging, especially when the political context makes for a tight window of opportunity. 
However, the experience was a success considering the number of views and positive com-
ments received (online and in person). The framework used to design our KT project can, we 
hope, provide a useful map for scholars to plan similar KT initiatives that help to bridge the 
gap between research and the general public.
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Abstract
The ageing of the population and the increasing need for long-term care services are global issues. 
Some countries have adapted homecare programs by introducing an intervention called reablement, 
which is aimed at optimizing independence. The effectiveness of reablement, as well as its different 
service models, was examined. A systematic literature review was conducted using MEDLINE, 
CINAHL, PsycINFO and EBM Reviews to search from 2001 to 2014. Core characteristics and 
facilitators of reablement implementation were identified from international experiences.

Ten studies comprising a total of 14,742 participants (including four randomized tri-
als, most of excellent or good quality) showed a positive impact of reablement, especially 
on health-related quality of life and service utilization. The implementation of reablement 
was studied in three regions, and all observed a reduction in healthcare service utilization. 
Considering its effectiveness and positive impact observed in several countries, the implemen-
tation of reablement is a promising avenue to be pursued by policy makers.
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Résumé
Le vieillissement de la population et l’augmentation des besoins en services de longue durée 
sont des préoccupations mondiales. Certains pays ont adapté leurs programmes de soutien 
à domicile en y intégrant une intervention nommée « autonomisation », laquelle vise à opti-
miser l’indépendance des clients. Nous avons examiné l’efficacité de l’autonomisation ainsi 
que ses divers modèles de services. Nous avons procédé à une revue systématique à l’aide des 
bases de données MEDLINE, CINAHL et PsycINFO ainsi que des revues fondées sur les 
données probantes, entre 2001 et 2014. Un examen d’expériences internationales a permis 
de déterminer les caractéristiques clés de l’autonomisation et les facteurs favorisant le succès 
de son implantation.

Dix études qui représentent un échantillon de 14 742 participants (dont quatre essais 
cliniques aléatoires, pour la plupart de bonne à excellente qualité) montrent un effet positif 
de l’autonomisation, particulièrement sur le plan de la qualité de vie liée à la santé et sur 
le plan de l’utilisation des services. Nous avons étudié l’implantation de l’autonomisation 
dans trois régions, lesquelles ont toutes connu une réduction de l’utilisation des services 
de soins de santé. En raison de son efficacité et de l’impact positif observé dans plusieurs 
pays, l’implantation de l’autonomisation est une avenue prometteuse que devraient considérer 
les responsables de politiques.

T

Introduction
The ageing population and the increasing need for long-term care services are global con-
cerns. Some countries have adapted their homecare programs by introducing restorative 
homecare, or reablement, to optimize the independence of community-dwelling adults. 
Reablement is defined as services for seniors with physical or mental disabilities that help 
them adapt to their condition by learning or re-learning the skills needed to function in 
everyday life (Social Care Institute for Excellence 2013). The objective is to help seniors live 
independent and fulfilling lives, while appropriately reducing the need for continuing support 
and reducing the cost of long-term services. Key characteristics are the provision of short-
term, goal-oriented interventions developed by an interdisciplinary team with the user, and 
delivery of the interventions by a non-professional under the supervision of a professional 
(Table 1). The focus is on promoting and optimizing functional independence rather than 
resolving health problems.

The objective of this paper is to examine the effectiveness of reablement, and to identify 
factors that might contribute to successful implementation for Canadian policy makers. 
A report in French intended for Quebec policy makers regarding implementation of 
reablement can be consulted for more details (Tessier et al. 2015).
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Effectiveness of Reablement: A Systematic Review

Methods
Effectiveness of reablement
A systematic review was conducted to evaluate the effectiveness of reablement. For a study to 
be considered, the participants had to be over 65 years old, have functional limitations and be 
living at home. The intervention did not need to be called reablement or restorative care, but 
had to promote functional independence, be of short duration (6–12 weeks) and be provided 
by paid workers as part of homecare services. The intervention had to be multidisciplinary 
in nature. The outcomes of interest were functional status in activities of daily living (ADL) 
and instrumental activities of daily living (IADL), health-related quality of life (HRQoL) and 
healthcare service utilization. Systematic reviews, meta-analyses, randomized controlled trials 
(RCTs) and quasi-experimental and qualitative studies were eligible for inclusion. Case reports 
were excluded: studies had to have a control group in order to address whether the change in 
outcome was due to the natural evolution of the person’s condition or to the intervention.

Literature searching was carried out in MEDLINE (PubMed), CINAHL (EBSCO), 
PsycINFO (OvidSP) and EBM Reviews (OvidSP); the latter included the Cochrane Central 
Register of Controlled Trials and the Cochrane Database of Systematic Reviews. Several search 
terms were used, including homecare, reablement, autonomy, seniors and aged. Articles had to 
be published in either English or French between January 2001 and August 2014. The search 
strategy is available in Appendix 1 (available at: http://www.longwoods.com/content/24594).

Articles were selected independently by two researchers (AT and MDB). Any discrepan-
cies were resolved by consensus. Articles were excluded if they did not pertain to people older 
than 65 years old receiving an intervention promoting autonomy, or if they did not include the 
outcomes of interest (function, HRQoL or service utilization). The studies selected from the 

TABLE 1. Core characteristics of reablement

Structure Interdisciplinary team of varying composition

Training and ongoing support for team members

Process Free services for 6–12 weeks

Programs accessible to everybody, but some prioritize those leaving the hospital

Generic interventions (not requiring a high degree of professional specialization) offered by non-professionals

Evaluation of users by professionals via structured and comprehensive assessment

Goal-oriented plan developed with users and their caregivers

Treatment plan reviewed regularly

Weekly team meeting

Outcome Improved ADL, IADL and HRQoL and less service utilization

ADL = activity of daily living; IADL = instrumental activity of daily living; HRQoL = health-related quality of life.

http://www.longwoods.com/content/24594
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literature had to have control groups in order to be able to determine whether the change in 
outcome was due to the natural evolution of the person’s condition or to the intervention. One 
researcher (AT) extracted information from all articles using a template that included research 
design, client characteristics, nature of the intervention (e.g., goals, duration and composi-
tion of the team), environment (e.g., country, urban or rural setting and multi-ethnic context), 
comparator, outcomes and adverse events. A second researcher validated the accuracy of the 
data extraction for 20% of the articles. Methodological quality of each study was assessed inde-
pendently by two researchers (AT and MDB) with the Critical Appraisal Skills Programme 
(CASP) (Critical Appraisal Skills Programme 2014) tool for RCTs, and with the Assessment of 
Multiple Systematic Reviews (AMSTAR) (Shea et al. 2009) tool for systematic reviews.

Factors contributing to success
Australia, New Zealand and the UK have been at the forefront of developing and testing rea-
blement. Furthermore, their healthcare systems are similar to Canada’s. A narrative review of 
the non-peer-reviewed literature was conducted to examine the service models used in these 
regions, as well as the facilitators of and barriers to implementation according to this inter-
national experience. The Google Scholar search engine was queried to retrieve information. 
In addition, several websites of reputable societies were explored, including the Guidelines 
International Network (GIN), the Centre for Reviews and Dissemination (CRD), the 
International Network of Agencies for Health Technology Assessment (INAHTA), the 
Social Care Institute for Excellence (SCIE) and the National Institute for Health and Care 
Excellence (NICE) (Appendix 1).

Results
Effectiveness of reablement
The literature search yielded 621 articles: 43 were identified based on the title and abstract. 
The full articles were read, resulting in further exclusion. The remaining 13 articles originat-
ed from 10 individual studies (Burton et al. 2013a, 2013b; Glendinning et al. 2011; King et 
al. 2012a, 2012b; Lewin et al. 2013a, 2013b; 2014; Lewin and Vandermeulen 2010; Parsons 
et al. 2012, 2013; Senior et al. 2014; Tinetti et al. 2002). Seven out of 10 were considered 
to be of either excellent or good quality, while three were of fair quality. There were four 
RCTs, four controlled before-and-after studies, one data linkage and one qualitative study, 
collectively including close to 15,000 participants. All of the included studies referred to the 
intervention either as reablement or restorative care. Study characteristics, quality and results 
are reported in Table 2. On average, the service users in the studies were 78–80 years old and 
required minimal to moderate help with their ADLs.

Seven studies examined the effect of reablement on various aspects of functional capac-
ity (Table 2). Three studies reported no effects of reablement (Burton et al. 2013b; King 
et al. 2012b; Senior et al. 2014). Two studies looking exclusively at ADLs demonstrated an 
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improvement in both groups of participants (reablement or usual homecare services) (Lewin 
et al. 2013a; Tinetti et al. 2002). In three studies, either ADL, IADL or mobility showed 
greater improvement with reablement than with usual services (Lewin and Vandermeulen 
2010; Parsons et al. 2013; Tinetti et al. 2002). Finally, reablement was associated with 
greater improvement in HRQoL compared to usual homecare services in four studies (total 
sample of 1,706 participants). This difference was statistically significant in three studies 
(Glendinning et al. 2011; King et al. 2012b; Parsons et al. 2012), and not significant in one 
(Lewin et al. 2013a).

Effectiveness of Reablement: A Systematic Review

TABLE 2. Characteristics of included studies

Study (first author, 
year; design; 
sample size; 
country/region) Quality

Results (for the intervention group, compared with controls) 

Functional 
capacity HRQoL Service utilization Other results

Burton 2013a, 2013b; 
CBA; n = 506; 
Australia

Fair No effect on physical 
activity level (MT, LT)

Glendinning 2011; 
CBA; n = 1,015; UK

Fair Greater 
improvement 
(clinically significant 
and SS) (ST)

60% reduction in 
ongoing homecare 
needs

NS differences 
in average costs 
between the two 
groups (ST) (initial 
cost of reablement 
offset by a 60% 
decrease in long-
term costs)

King 2012a; 
Qualitative; n = 25; 
New Zealand

Fair Greater paid- 
worker job 
satisfaction; reduced 
staff turnover

King 2012b; RCT; 
n = 186; New 
Zealand

High NS improvement in 
both groups (ST)

Greater 
improvement (SS, 
but not clinically 
significant) (ST)

Greater proportion 
of users needing 
fewer services (SS) 
(ST)

Lewin 2010; CBA; 
n = 200; Australia

Moderate Only the intervention 
group showed 
improvement in 
ADL, IADL and 
mobility (SS) (ST)

Lower probability of 
continuing to require 
services (SS) (ST)

NS improvement on 
mood in both groups 
(ST) 

Lewin 2013b; Data 
linkage; n = 10,368; 
Australia

High Lower probability of 
continuing to require 
services (SS) (LT)

Cumulative costs 
substantially lower 
in the intervention 
group (MT and TL); 
savings of $7,345 
CAD per person 
after 3 years; median 
cost of first 3 months 
of intervention about 
half that of current 
services and less than 
a third after 5 years 
(ST and LT)
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According to seven studies (eight articles; total sample of 14,006 participants), reable-
ment had a positive effect on service utilization in the first year. Fewer people required 
homecare services after receiving reablement compared to those receiving usual homecare 
services (Glendinning et al. 2011; King et al. 2012b; Lewin et al. 2013a, 2013b; 2014; Lewin 
and Vandermeulen 2010; Senior et al. 2014; Tinetti et al. 2002). The absolute risk reduction 
ranged across the studies between 55% at three months and 22% at 12 months. However, 
only one study indicated that the effects were maintained in the long term (five years) (Lewin 
et al. 2013b). Evidence was limited but suggested benefits of reablement on visits to the emer-
gency department, risk of residential care placement and mortality (Lewin et al. 2014; Senior 
et al. 2014; Tinetti et al. 2002). One study found no effect on caregivers’ burden (Senior et 
al. 2014), while another reported greater job satisfaction in the group of employees providing 
reablement when compared to those delivering usual homecare services (King et al. 2012a).

Annie Tessier et al.

Study (first author, 
year; design; 
sample size; 
country/region) Quality

Results (for the intervention group, compared with controls) 

Functional 
capacity HRQoL Service utilization Other results

Lewin 2013a; 
Lewin 2014; RCT; 
n = 750; (n = 300 
for data on function 
and HRQoL); 
Australia

Moderate NS difference 
between the groups: 
both improved (ST) 

NS difference 
between the groups: 
both improved (ST)

NS difference 
between groups 
for hours of 
homecare services, 
hospital admissions, 
emergency 
department visits 
(ST and MT) in the 
intention to treat 
analysis, SS difference 
in the analysis per 
the actual treatment 
received 

Average total home 
services costs 22% 
lower at 1 year and 
30% lower at 2 
years (NS)

Parsons 2012; 
Parsons 2013; RCT; 
n = 205; New 
Zealand

High Greater 
improvement (SS) 
(ST)

Only the intervention 
group showed 
improvement (SS) 
(ST)

NS difference 
between the groups 
for social support 
(ST)

Senior 2014; RCT; 
n = 105; New 
Zealand

Moderate NS difference 
between the groups 
for ADL, IADL (MT)

NS reduction in the 
risk of death and/
or residential care 
placement (MT) 

SS slower rate of 
decline in physical 
health of caregivers 
(MT); no effect on 
caregiver burden 
(MT)

Tinetti 2002; CBA; 
n = 1,382; US

Moderate Greater 
improvement in 
IADL and mobility 
(SS) (ST); NS 
difference between 
groups for ADL: 
both improved

SS reduction in the 
risk of residential 
care placement, 
emergency 
department visits and 
length of homecare 
episode (ST) 

ADL = activity of daily living; CBA = controlled before-and-after study; HRQoL = health-related quality of life; IADL = instrumental activity of daily living; LT = long 

term (more than 3 years); MT = medium term (1–3 years); NS = not statistically significant; RCT = randomized controlled trial; SS = statistically significant; ST = short 

term (less than 1 year).

TABLE 2. Characteristics of included studies (continued)
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The efficiency of reablement was examined in three studies (total sample of 12,133 par-
ticipants). Generally, the cost of reablement was higher than that of usual homecare services 
because reablement requires more resources, including a need for more training, supervi-
sion and user evaluation at the outset. In the subsequent months, however, reablement was 
associated with a decrease in homecare service utilization. In one study, balanced total costs, 
when both reablement and ongoing homecare services were considered, were achieved within 
the first year (Glendinning et al. 2011). The results of an RCT suggest that reablement was 
cost-effective in the long term: the cost of reablement compared with usual homecare was, 
on average, 22% lower in the first year, and 30% lower over two years (Lewin et al. 2014). 
According to a large database analysis, the median cumulative cost of all homecare services 
in the reablement group was approximately half that of the usual homecare group at three 
months, and less than one-third the cost for the 6,656 persons who were followed for nearly 
five years (Lewin et al. 2013b).

One of the difficulties in establishing the cost-benefit of reablement is the wide differ-
ences in cost across clinical settings. For example, the study of Glendinning and colleagues 
was carried out in five similar clinical settings and reported an average cost per user ranging 
from £1,609 to £3,575 (Glendinning et al. 2011).

Factors contributing to success
In Australia, New Zealand and the UK, reablement was first introduced in the setting 
of pilot projects near the beginning of 2000. Such projects showed a reduction in ser-
vices needed and enhanced user satisfaction (Ghatorae 2013; McLeod and Mair 2009). 
Consequently, the projects were expanded to service the general population. Most of these 
regions have gradually moved from insourcing to outsourcing services to non-governmental 
organizations. The service model is similar from one country to another. In almost all set-
tings, reablement is available to all who need homecare services without discrimination, 
including those with cognitive impairment, for whom the evidence actually suggests less 
benefit. Most of the associated services arise from the community rather than from the 
hospital setting.

Facilitators of and barriers to the success of reablement have been identified through 
interviews with service managers, users and frontline staff (McLeod and Mair 2009; Rabiee 
and Glendinning 2011). Similarly, the Social Care Institute for Excellence (SCIE) in the UK 
has identified contributing factors in their practical guide entitled “Maximising the potential 
of reablement to support the implementation and delivery of reablement”; these factors are 
summarized in Table 3 (Social Care Institute for Excellence 2013). Staff training has been 
recognized as a key element for success, along with the engagement of patients and their car-
egivers in the reablement plan to establish realistic expectations. An efficient handover process 
is required, and the scope of services should address social needs. The Care Services Efficiency 
Delivery (CSED) program, also in the UK, has developed a toolkit, which provides practical 
help for the implementation of reablement (Care Services Efficiency Delivery 2011).

Effectiveness of Reablement: A Systematic Review
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Discussion
There is good evidence supporting the effectiveness of reablement, particularly regarding 
HRQoL and service utilization. The added value of recognizing the importance of patient 
participation in decision-making is well documented, and is likely related to the observed 
improvement in HRQoL (Legare et al. 2014). Similarly, involving the patient in goal-setting 
has been shown to lead to significant improvement in HRQoL, possibly via individualized 
activities (Parsons 2012).

Reablement has shown a positive effect on functional capacity, an effect which is com-
parable with that of usual homecare services. In the reviewed studies, most users required 
minimal-to-moderate assistance with their ADL prior to the intervention, and their func-
tional status was assessed with tools that included few complex activities (the Barthel Index 
and the Nottingham Extended Activity of Daily Living). The small changes reported in 
functional capacity, which may be surprising considering the reported impact on HRQoL, are 
possibly due to the limited sensitivity of the assessment tools used. Reablement may be more 
effective for certain clientele. The homogeneity of the populations studied to date precludes 
an analysis of who would best benefit from reablement. Specific eligibility criteria may emerge 
from future studies. Although reablement has the potential to be cost-effective, this is diffi-
cult to quantify considering the wide range of costs reported in the literature across settings.

The present results are consistent with two recent systematic reviews. The first was restricted 
to examining dependency and concluded there was limited evidence for a reduction associated 
with reablement (Whitehead et al. 2015). The second reported, as in the present study, that 
reablement had a positive impact on HRQoL, costs and service utilization (Ryburn et al. 2009).

Annie Tessier et al.

TABLE 3. Factors contributing to the success of reablement

Organization Strong and shared vision of the service

Thorough and consistent recording system

Service users User characteristics: greatest benefit for those recovering from falls or fractures; benefit may be less for those likely to 
need ongoing support such as people with dementia or mental health problems

Expectations of service users and carers (reablement worked better for newly referred people)

Staff Staff commitment, attitude and skills

Training on the principles of delivering a reablement service (e.g., learning to “stand back”)

Professionals not necessarily full-time members of the team but frontline workers need access to specialist skills

Intervention Although regaining physical ability is central, addressing psychological support as well as social needs is also vitally important

Access to equipment

Flexible and prompt intervention

Goal-oriented intervention: goals are established with the user and informal carers, broken down into achievable targets

Program 
evaluation

Less focus on time and tasks; instead, reablement should be evaluated on the basis of the outcomes that the service will 
support the individual to achieve
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Three regions have implemented reablement for more than 10 years. They have per-
formed extensive program evaluation, documenting positive impact on service utilization and 
user satisfaction. Their experience has permitted the identification of factors contributing 
to success, which policy makers can consider when developing strategic plans to improve 
homecare. For example, appropriate training has been identified as a facilitator, consistent 
with Ontario’s recent decision to increase support for homecare workers. Finally, reablement 
can be successfully delivered by non-professionals among whom it has been associated with 
greater job satisfaction. This offers additional advantages given that recruitment and reten-
tion of qualified employees are major challenges in the homecare industry.

In general, seniors wish to live at home. However, in Quebec, as well as in the rest of 
Canada, almost one in four disabled seniors report unmet homecare needs, one of these being 
walking outside (Dubuc et al. 2011; Turcotte 2014). One of the challenges of our society is 
to reduce the barriers to social participation of older people. With this in mind, reablement, 
which targets both psychosocial and physical needs, is a promising approach.

Conclusion
One of the objectives of the Quebec Health Ministry’s action plan for 2015–2020 is to 
improve homecare services through systematic evaluation of needs and treatment plans for 
all elderly (Ministère de la Santé et des Services Sociaux 2015). The reablement approach is 
in keeping with this objective, with a focus on independence in the community rather than 
services in institutions. It promotes investment in staff and greater participation of users and 
their families in decision-making about their care. In addition to improving HRQoL and 
reducing healthcare service utilization in the short term, reablement can potentially increase 
employee satisfaction at a reasonable marginal cost.

Correspondence may be directed to: Annie Tessier, Institut national d’excellence en santé et en 
services sociaux, 2021 Union, Montréal, QC H3A 2S9; e-mail: annie.tessier@inesss.qc.ca.
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Abstract
Objective: This research looks back at a 10-year period (2004–2014) to understand the devel-
opment and outlook for healthcare organization performance measurement in the Quebec 
healthcare system, in an attempt to objectivize relationships within the configuration of its 
principal institutional actors.
Methods: This is a qualitative study combining the use of official publications and fieldwork 
based on 13 semi-directed interviews, conducted in 2014, with informers in key performance 
measurement positions within the Quebec healthcare system.
Results: Performance measurement has generated tensions, both internally between different 
branches of the Department of Health and externally against a strong coalition of external 
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institutional actors, which were defending a shared homogeneous vision of performance. 
Four major types of political power plays, owing to the power struggles around performance 
models and indicators, converged around the same implicit issue of the need to attain greater 
legitimacy in order to impose an authoritative frame of reference.

Résumé
Objectif : Cette recherche se penche sur une période de 10 ans (2004–2014) afin de compren-
dre le développement et le panorama de l’évaluation de la performance des organismes dans 
le système de santé québécois, et ce, pour tenter d’objectiviser les relations dans la configura-
tion des principaux acteurs institutionnels. 
Méthodes : Il s’agit d’une étude qualitative qui combine l’utilisation de publications offi-
cielles et le travail de terrain, à l’aide de 13 entrevues semi-dirigées menées en 2014 auprès 
d’informateurs qui œuvrent dans des postes clés de l’évaluation de la performance au sein du 
système québécois de la santé.
Résultats : L’évaluation de la performance a créé des tensions tant à l’interne, entre diverses 
directions générales du ministère de la Santé, qu’à l’externe, face à une forte coalition 
d’acteurs institutionnels en faveur d’une vision homogène et commune de la performance. 
Quatre principaux types de jeux de pouvoir politique, causés par les luttes de pouvoir quant 
aux modèles et indicateurs de la performance, convergent vers le même enjeu implicite, soit 
l’atteinte d’une plus grande légitimité afin d’imposer un cadre de référence qui fasse autorité.

T

Introduction
For the past decade, the Quebec health system has been committed to achieving a “shift to per-
formance.” Responsibility for being transparent and accountable to the population and more 
demanding efficiency requirements in its healthcare organizations has imposed performance 
assessment as a strategic priority. The new role assigned to Quebec healthcare organizations 
in 2005 has encouraged the emergence of such an orientation. As the Department of Health 
(DOH) has gradually introduced reforms, healthcare organizations have been integrated into 
a more hierarchical architecture with comprehensive governance, under a “symbolic quest for 
coordination” (Dupuis and Farinas 2010). The publication, a few years later, of the Castonguay 
Report (Castonguay et al. 2008) reinforced the need to systematize facility performance 
assessments vis-à-vis health objectives in both clinical and economic terms. However, the quest 
to objectify performance measurements in a coherent manner had so far been in vain.

This article investigates how the Quebec principal institutional actors pursued this 
quest for coherence in terms of performance measurement by examining the issues raised 
within what became a relatively fragmented process. Although considerable work has 
been performed designing performance measurement systems in healthcare organiza-
tions (e.g. Deber 2014; Kruk and Freedman 2008; Marchal et al. 2014), the underlying 
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institutional issues remain relatively unexplored. In this sense, an analysis of the develop-
ment of public policies offers a useful conceptual framework, particularly when one gets 
beyond the “statist vision,” based on the observation that there has been a reduction in the 
number of institutional actors involved in these processes. By focusing on the role played 
by specialists, the conf licts between actors and their inf luential resources, we have based 
our work on currents of analysis such as the Advocacy Coalition Framework (Sabatier 
and Jenkins-Smith 1999) and the “epistemic community” (Haas 1992) to answer the 
following question: What was the role played by institutional actors in framing how 
performance is measured in Quebec healthcare organizations? With this in mind, we 
analyzed the tensions that have been generated by this process in Quebec’s healthcare 
system over the last 10 years.

Methods
This work is based on the methodology typically used in surveys of public action, combining 
the use of the official publications of the public authorities and the interviews with key insti-
tutional actors concerned. Thirteen semi-directed interviews were conducted in 2014 by two 
authors (PF and CS) with a panel of the main institutional actors involved in performance 
assessment in Quebec’s healthcare system. Participants were selected to meet two require-
ments (Belorgey 2012): the need to collect the personal accounts of the high-level actors 
involved, and the need to conduct a complete institutional review by integrating all four 
levels of governance:

•	 Local: healthcare organizations that, over a given geographical area, are responsible for 
acute hospital care, extended and residential care and primary care and services.

•	 Regional: healthcare agencies.
•	 Provincial: DOH; Auditor General of Quebec; Commissioner of Health and 

Well-Being (CHWB), mandated by law to monitor the Quebec healthcare 
performance; Quebec Association of Healthcare Organizations (QAHO); and 
Accreditation Québec.

•	 National: Canadian Institute for Health Information (CIHI); Accreditation Canada.

The survey protocol was part of a diachronic perspective based on both the retrospec-
tive dimension of participants’ accounts and our “informative and narrative” use of the 
discussions (Pinson 2007). The strategy for conducting and analyzing the interviews was 
based on the “life stories” methodology (Bertaux 1997) and on systematically cross-checking 
the various discussions and comparing them to the written information to ensure that the 
researchers would have the critical distance required from the subjective views of each inter-
viewee (Friedberg 1997). The protocol dealt with the origins, development and outlook for 
performance measurement in an attempt to objectivize relationships within this configura-
tion of actors (Sabatier 1986).
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Results
Piecemeal start to performance appraisal
The legitimacy of performance appraisal in the Quebec healthcare system would now appear to 
be broadly established. All the institutional actors agree that it is essential in order to improve 
the health system and the quality of service provided by healthcare organizations. These actors 
represent, first and foremost, a true “epistemic community,” a network of professionals with 
recognized expertise and competencies in specific fields, who can articulate relevant knowledge 
on public policies in their fields (Haas 1992). Yet, this consensus on the merits of performance 
appraisal was accompanied by a scattered series of initiatives. It was developed within numer-
ous institutional frameworks that were relatively independent of each other, through isolated 
approaches and efforts. The DOH has undoubtedly played an ambiguous role over the last 
few years, maintaining a certain dissonance between rhetoric that was resolutely favourable 
to performance assessment and a relative lack of involvement in the field in terms of concrete 
initiatives to encourage such developments. In terms of policy timing, the DOH has been late 
in dealing with these issues. This has resulted in reprimands from the Auditor General of 
Quebec, which, in its 2010–2011 report, underscored the department’s failure to monitor the 
performance of organizations in the health and social services system. It was criticized for not 
exercising the necessary leadership and lagging behind other public administrations (VGQ 
2011). This public blame came with recommendations on how to clarify actors’ roles and 
responsibilities in the monitoring of performance by setting up a structured program, including 
a definition of performance and a measurement model (VGQ 2011).

A historical review of departmental action on these issues attests to a process that has been 
considered abnormally slow by several institutional partners. The first departmental task forces 
were established in 2008–2009 and resulted in creating a position of assistant director general 
of performance in 2010, followed by a commitment to performance assessment in DOH stra-
tegic planning and, finally, to a 2012–2015 action plan (MSSS 2012). The plan was largely 
inspired by recommendations from the Auditor General, for whom the sine qua non condi-
tion of successful performance assessment was collaboration and coordination among all the 
institutional actors involved (VGQ 2011). However, it is important to note prior substantial 
efforts made by these external institutional actors regarding the adoption of formal perfor-
mance assessment mechanisms. Indeed, in response to the priorities set by public authorities 
15 years earlier (including in the Public Administration Act of 2000), three major institutional 
actors – CHWB, QAHO and one regional agency – had already adopted firm approaches and 
designed operational tools to measure the performance of healthcare organizations, undertak-
ing their own initiatives and experiments due to an absence of concrete DOH action. These 
efforts led to the publication of several analytical reports that were diffused widely.

This prolonged history of performance assessment helped create an asymmetry of exper-
tise regarding the skills acquired in assessment methodology, indicator development and data 
interpretation. The result was a de facto climate of mistrust, shared by these various actors 
who had developed strong expertise that was, in some ways, superior to that of the DOH. 
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In particular, this was because the DOH clearly intended to play a role of leadership and con-
trol, which was perceived as an attempt to unilaterally control the domain. Pointing to a loss 
of legibility in assessment approaches and the absence of a shared vision, the DOH was strug-
gling to become a “conductor” as affirmed in their own terms. To convince pioneers in this 
area, the DOH used its “nodality,” meaning “the property of someone in the middle of a social 
network or an information network” (Baudot 2014; Hood 1986) through the manufacture 
and mastery of instruments, in this case, performance assessment indicators and models.

So even if this initiative was conducted with a reassuring “desire to work together,” it has 
been very poorly received due to a lack of consultation and transparency. Several interviews 
revealed that many institutional actors regretted the failure to listen, and the top-down approach 
adopted by the DOH, which appeared to want to operate in a vacuum, with no transparency, 
making a clean sweep of the past. They saw this as a way to take control of the situation, par-
ticularly in terms of design (by imposing a DOH performance model [ARSSM 2013] that was 
different from the model adopted by most of the external institutional actors), metrology (by 
re-beginning the work of selecting, defining and calculating indicators from scratch) and access 
to source data (through an effort to impose an exclusive control of the databanks needed to 
calculate indicators). Furthermore, economic factors related to budget cuts were exacerbating 
uncertainties around the political use of this performance assessment expertise. As a result, the 
stakeholders who developed the approach and instruments based on the public discourse of the 
time feared that it would be misused politically and applied for the sole purposes of control and 
sanctions. These issues were especially apparent in the tense relations between the DOH and the 
CHWB, at the crossroads between rationales of power and expertise (Box 1).

Stresses and strains in performance appraisal
The legitimation of the DOH’s emerging governance has generated tensions, both inter-
nally between different branches of the department, which presented a fragmented vision 
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BOX 1. The agile Commissioner of Health and Well-Being

The Commissioner of Health and Well-Being (CHWB) was created in 2006 out of the government’s desire to have a 
strongly independent organization, removed from politics, to assess performance in the healthcare system. With a small 
team of 16 people, the CHWB published its initial performance report in 2008, adopting the EGIPSS performance 
model (an acronym for comprehensive and integrated assessment of the performance of healthcare systems). This 
model was developed by a team of researchers at the Department of health administration at Université de Montréal 
(Marchal et al. 2014; Minvielle et al. 2008; Sicotte et al. 1998). One of the advantages of the model was that it related 
production indicators to quality indicators, allowing for inter-organizational benchmarking. Since then, the CHWB has proven 
to be extremely active and entrepreneurial, taking risks due to its independence, but also its credibility, which it obtained 
through the publication of an annual report on the performance of the entire Quebec system, as well as work carried out 
in Quebec’s regions. To this end, it established strong partnerships with other major institutional actors, such as the Quebec 
Association of Healthcare Organizations (QAHO) and the Canadian Institute for Health Information (CIHI), for discussion and 
pooling practices. On the other hand, its relations with the Department of Health (DOH) were characterized by tensions and 
misunderstandings, largely fed by the strong will of the DOH to impose the use of the department’s performance indicators 
and model rather than the EGIPSS performance model that was used by several other institutional actors. The CHWB has 
regretted the top-down imposition and standardization of a performance appraisal approach. On the other hand, it has 
praised the comprehensive approach taken to measuring performance in Quebec. This diversity was seen as enriching the 
discussion and providing a source of creativity and innovation, as models were adapted and adjusted to the missions of each 
facility. This vision had direct links to CHWB’s institutional experience, as its survival strategy was largely based on its ability to 
innovate and stay ahead of other, larger institutions (such as the DOH), which, for structural reasons, were slower to break 
new ground. The CHWB was more productive with limited human and financial means, and it intended to defend this agility.
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of performance appraisal, and externally against a strong coalition of external institutional 
actors, which were defending a shared homogeneous vision of performance.

First, there was an inherent paradox between the rhetoric of the DOH’s performance branch, 
which spoke to external institutional actors about a need for consistency (in fact, about the need to 
rally around its own vision) and the department’s structure, which divided the work among differ-
ent branches. Structurally, there were three divisions working independently of each other involved 
in performance appraisal: performance, quality and finance, each of which was developing its own 
set of performance indicators. Two key thrusts of the DOH’s policy were the need to achieve bal-
anced budgets in healthcare facilities and manage waiting lists for access to care, mainly in surgery 
and cancer treatment. These key dimensions of performance were still the responsibility of the 
finance division, which closely monitored budget adherence and signed performance contracts with 
healthcare facilities to ensure that service levels would reduce waiting lists. The quality and perfor-
mance divisions were smaller and were created more recently. The quality division was concerned 
with quality of care and patient safety, a broader definition of performance that was also manifest 
in other Canadian jurisdictions (e.g., Ontario: Kromm et al. 2014). The performance division was 
trying to define an area of performance, while, internally, the finance division already exercised 
considerable power through its control of budgets. The DOH was, therefore, notable for its frag-
mented approach to performance appraisal, which lacked a coherent vision that could formalize 
and organize it, while, externally, powerful institutional actors had already adopted a homogeneous 
approach by using the same comprehensive and integrated model of performance assessment.

So there were two opposing visions of performance: external institutional actors notable 
for a comprehensive approach to performance, which was seen as an integrated phenomenon in 
which several types of indicators interact with each other, and the DOH, which operated under 
a fragmented vision of performance, parsimoniously developing limited sets of indicators for 
various sectors (e.g., balanced budgets, performance contracts, several waiting times, etc.).

This fragmented approach to performance appraisal had a corollary in the problems 
experienced by healthcare organizations trying to operate under a consistent concept of 
performance. In the healthcare organizations, considerable effort was being made to find 
an optimal balance between the different sets of DOH indicators and the model – the per-
formance model (Marchal et al. 2014; Minvielle et al. 2008; Sicotte et al. 1998) – that was 
supported by the main institutional actors, which had high visibility in performance appraisal 
(CHWB, QAHO, a regional agency). Once these various frameworks were superimposed, it 
was very difficult to create a coherent whole.

Performance appraisal in search of a scientific foundation
When the DOH entered the field of performance assessment, it took several courses of 
action. It refused to endorse the dominant model promoted by external institutional actors 
and began building its own indicators. This took more time than necessary because existing 
work was ignored. Simultaneously, there were attempts to take exclusive control of the data 
used to calculate indicators, i.e., the critical resources needed by external actors.

The Search is on for Coherent Performance Measurement in Healthcare Organizations.  
Has Quebec Reached a Crossroads?
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The DOH’s positioning was based on the idea of a system “inundated with indicators,” so 
it was attempting, in a sense, to step in and curb their uncontrolled proliferation. This was the 
recurring theme of “indicator chaos” that was so readily brandished both quantitatively (too many 
indicators) and qualitatively (different measures for the same indicator). The DOH’s interpreta-
tion was that this plethora of indicators was incompatible with management requirements, and 
there was a need to take back control and install order. The DOH employed a two-pronged strat-
egy. It was trying to distinguish its action from that of other institutional actors while, at the same 
time, saying that it wanted to encourage more consistent performance appraisal. This strategy 
involved the selection of a different model from the one adopted by the three major institutional 
actors. The DOH model was unilaterally created from internal resources and its own experts. 
This contrasted with the approach taken by external actors, who collaborated with one another 
and drew on the expertise of academic researchers to develop and operationalize their perfor-
mance indicators. The DOH argued that while the existing performance models can be used to 
make comparisons, its approach was suitable for managing performance. But this argument was 
contradicted by the experiences of two important institutional actors who had specifically framed 
their approach as a path to improve performance (AQESSS 2013; Roy 2008) (Box 2).
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BOX 2. The Montérégie regional agency and what was learned

This regional agency was highly innovative, taking inspiration from all the latest currents of thought in performance management. 
The Montérégie regional agency carried out sustained work on comprehensive and integrated analysis of performance under 
the EGIPSS model (in partnership with the Université de Montréal), testing various methodological approaches for measuring 
clinical continuums, sharing performance results and comparing facilities (AQESSS 2013; Roy 2008). The strategic focus was on 
counterbalancing an approach based on control of performance that was limited to the financial dimension. The performance 
assessment was legitimized with particular concern for maximizing the odds that it would be approved and accepted. It was, 
therefore, developed with a focus on “self-assessment,” giving the healthcare organizations control over which aspects of 
their activities should provide the basis for assessment based on their own questions about their performance level, and then 
converting them into a series of indicators selected from a bank of indicators in the EGIPSS model. Beginning in 2004, the agency 
developed a structure for supporting the region’s healthcare organizations in the performance improvement process, creating 
a separate performance improvement branch (in other regions, performance was often associated with or even confused with 
management agreements [“performance contracts”]). Having achieved this, the agency was able to adopt an approach focused 
on continuous performance improvement rather than simply on accountability. These experiments highlighted an aspect of the 
performance appraisal approach regarding the conditions for achieving its expected virtues: they encouraged the sharing of good 
practices in the system and, as priority had been given to collaboration and joint reflection, brought actors together who had 
previously not known each other. This galvanization of the regional system therefore operationalized the concept that had led to 
the creation of those healthcare organizations in 2005. It proved to be a positive approach, whose efficiency was based in part 
on how these new public policy instruments (assessment models, indicators) gave value to learning effects and broke down silo 
mechanisms as soon as one became aware of them in an “open coordination” method (Kerber and Eckardt 2007). 

The performance reports were conceived as a tool for emulating, disseminating and transferring good practices to healthcare 
organizations, but, above all, as a management tool rather than an accountability instrument. This rationale was in line with the 
idea of sharing lessons learned in different organizations, with some organizations serving as true laboratories for experiments. 
The Montérégie agency’s strategy reveals a tension that arises where accountability and continuous improvement meet. These 
two paradigms for action were not part of the same approach, neither in the healthcare organizations nor even in public actions 
taken by the DOH. The modes for appropriating performance assessment and management were, in effect, based on the 
specific structural dimensions of each organization: the existence of a quality manager (in which case the approach was more 
easily accepted) and performance management through the finance branch (in which case, there was more reluctance to accept 
external control). Similarly, based on various factors such as the economic environment, the configuration of actors or the vision 
advocated by stakeholders, one paradigm took precedence over the other, producing a variation. But such variations were 
not neutral to external institutional actors: continuous improvement (through a comprehensive vision of population health) was 
generally perceived as a more inspiring model, while accountability was perceived as prone to produce more bureaucratic and 
coercive shifts. This oscillation between the two in the deployment of an appraisal approach was the source of ambivalence. 
Rather than being a linear process, moving assuredly through the development of instruments and methodologies, it was rather 
fragile, with a constant risk of encountering pitfalls. This fragility was apparent in the rhetoric of certain actors who had long been 
involved in the process, often saw future changes and feared getting bogged down or, worse, losing ground.
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Objectifying the inter-relationships between the various institutional actors allows us to see how 
they were characterized by several political power plays, owing to the power struggles around perfor-
mance instruments. Bringing together these power plays helps clarify the rhetoric, positioning and 
rivalries among the various institutional actors. Table 1 organized these power plays into four major 
types converging around the same implicit issue of the need to attain greater legitimacy in order to 
impose an authoritative frame of reference. This issue was particularly important to the DOH’s new 
performance division, which was having difficulty carving out a place for itself and creating legiti-
macy in the performance field, where it competed with actors that had very well-established relations 
with healthcare organizations (the CHWB, through its legal mandate; the QAHO, as a lobbyist of 
healthcare organizations; and a regional agency, with its excellent reputation for innovation).

Conclusion
In both theoretical and political terms, the selection of which definitions and models will be 
used as a basis for public action to assess performance is important. They situate actors as 
“political entrepreneurs” (Baumgartner and Jones 2009) who, cognitively, play a role in framing 
or reframing governance.

Hence, the existence of inter-institutional power games aimed at imposing legitimate 
definitions and models that can be authoritative for public action. In the specific case of 
performance appraisal, we have shown that they were due to a conflict-laden implementa-
tion dynamic, in the sense that the DOH initiative was fragmented and multi-faceted, 
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TABLE 1. Power plays in performance measurement

Type of power play Concrete examples

Choice of a performance 
measurement model

The fight over the selection of a legitimate performance measurement model.
The DOH developed its own in-house system, while several institutional actors were already using 
the same performance measurement model. 
The main institutional actors selected the same model, developed out of research conducted by 
academics and published in scientific journals.

Selection of a series of indicators 
for performance appraisal

Tensions around the perimeter of the indicators.* 
Issues around expanding the financial indicators.
Political use of the “chaos of indicators” slogan. 
The DOH’s parsimony in contrast with the more comprehensive lists of indicators selected by the 
external institutional actors.

Metrological construction of 
indicators§

Rhetoric around the “complexity defining and measuring indicators.”
Arguments over the “quality of the existing data” as a tactic to delay the current approach (the 
department’s timing). 
Exclusive use of the DOH’s internal experts to the detriment of external experts (academic research).

Access to the data and the 
various information systems 
needed to calculate performance 
indicators

Issue of controlling and sharing the source databases. Project by the DOH to exclusively control the 
databases needed to calculate the indicators. 
Many battles and rivalries around combining all the databases to analyze care paths. Potential discovery 
of perverse effects of management agreements.

*It should be noted that the institutional actors – external to the DOH – agreed on the quality and rigour of their respective approaches to performance. In addition, 

many of them met to share their expertise, often drawing inspiration from each other for more standardized performance appraisal. This collaboration went as far as 

sharing services (e.g., the Montérégie agency produced the QAHO indicators).
§Examples of methodological choices and indicator selection may be consulted online, including the CHWB (“Document méthodologique de l’analyse globale et intégrée 

de la performance,” 2014, <http://www.csbe.gouv.qc.ca/publications.html>) and the QAHO (“Performance en ligne. Formation sur le rapport méthodologique du 

rapport performance,” 2013, <www.aquesss.qc.ca>).

http://www.csbe.gouv.qc.ca/publications.html
http://www.aquesss.qc.ca
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with highly contrasting timelines for change (Hill and Hupe 2009). Various institutional 
actors in the network have undergone “instrumental learning” (May 1992) in their use of 
models and indicators, with independent capacities for appropriation. This has allowed them 
to propose an alternative path to the DOH’s attempt to reformulate policy design.

Similarly, the analysis of performance could lead to a reframing of the issues and 
problems at the core of health system governance, as it helps reveal and objectivize certain 
mechanisms. It is from this perspective that we can best understand the DOH’s position 
over the last few years – one that was prudent but also characterized by a wait-and-see atti-
tude – in the sense that the performance appraisal process may lead to the emergence of 
issues beyond its control. This is demonstrated by the openly multidimensional nature of 
the performance models used by external institutional actors, which introduced indicators of 
available resources. It may reveal cases of “non-performance” due to limited budget resources 
that could raise doubts about the department’s role in resource allocation (for example, by 
determining that a healthcare organization was efficient but that it nevertheless was in defi-
cit due to a shortage of funds). Hence, the DOH’s strategy – which is well illustrated at the 
structural level where responsibilities were split into three divisions – appeared to eliminate 
the dimension of the budget granted to the facility (balanced budgets) from performance. In 
public policy, it reveals the problems encountered trying to reconcile the stated intention of 
good public management practices, including performance appraisal, with highly pragmatic 
imperatives such as balanced budgets and restoring the health of public finances.

Correspondence may be directed to: Claude Sicotte, Professeur, Département d’administration 
de la santé, École de santé publique Université de Montréal, 7101, avenue du Parc, 3e étage, 
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Abstract
We examined whether access to US-approved orphan drugs in Canada has changed 
between 1997 (when Canada chose not to adopt an orphan drug policy) and 2012 (when 
Canada reversed its policy decision). Specifically, we looked at two dimensions of access to 
US-approved orphan drugs in Canada: (1) regulatory access; and (2) temporal access. Whereas 
only 63% of US-approved orphan drugs were granted regulatory approval in 1997, we found 
that regulatory access to US-approved orphan drugs in Canada increased to 74% between 
1997 and 2012. However, temporal access to orphan drugs is slower in Canada: in a head-on 
comparison of 40 matched drugs, only two were submitted and four were approved first in 
Canada; moreover, the mean review time in Canada (423 days) was longer than that in the 
US (mean = 341 days), a statistically significant difference (t[39] = 2.04, p = 0.048). These 
results raise questions about what motivated Canada’s apparent shift in orphan drug policy.
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Some Numbers behind Canada’s Decision to Adopt an Orphan Drug Policy: US Orphan Drug 
Approvals in Canada, 1997–2012

Résumé
Nous avons examiné dans quelle mesure l’accès aux médicaments orphelins des États-Unis s’est 
transformé, au Canada, entre 1997 (alors que le Canada décidait de ne pas adopter une politique 
sur les médicaments orphelins) et 2012 (tandis que le Canada décidait de renverser sa décision sur la 
politique). Plus précisément, nous avons examiné deux aspects de l’accès aux médicaments orphelins 
des États-Unis approuvés au Canada : (1) l’accès réglementaire et (2) l’accès temporel. Bien que seule-
ment 63 % des médicaments orphelins des États-Unis approuvés avaient reçu l’approbation pour un 
accès réglementaire en 1997, nous avons observé que l’accès réglementaire aux médicaments orphelins 
des États-Unis au Canada a augmenté de 74 % entre 1997 et 2012. Cependant, l’accès temporel aux 
médicaments orphelins est plus lent au Canada : une comparaison de 40 médicaments appariés a 
permis d’observer que seulement deux médicaments ont été soumis et quatre ont reçu l’approbation 
au Canada en premier; de plus, le temps moyen de l’évaluation au Canada (423 jours) était plus 
long que celui aux États-Unis (moyenne = 341 jours), une différence statistiquement significative 
(t[39] = 2.04, p = 0.048). Ces résultats soulèvent des questions sur ce qui a motivé ce changement 
apparent de politique sur les médicaments orphelins au Canada.

T

Introduction
The term “orphan drug” is generally used to refer to pharmaceutical interventions that target one or 
more rare diseases. The threshold of rarity varies by jurisdiction; more recent orphan drug policies 
have utilized incidence-based definitions of rare disease (e.g., disease occurring in five or fewer persons 
per 10,000) (Herder 2013; Panju and Bell 2010). The term orphan drug can also encompass drugs 
targeting more prevalent diseases for which research and development (R&D) is considered commer-
cially unviable, for instance, because a disease disproportionately affects an impoverished population. 
But since the US first enacted its Orphan Drug Act in 1983 and other jurisdictions followed suit, very 
few orphan drugs targeting such “neglected diseases” have been developed. In contrast, hundreds of 
orphan drugs geared towards rare diseases have been approved for sale (Herder 2013).

In 1997, Canada’s drug regulator determined that there was no need for an orphan drug 
policy. In 2012, Canada’s Minister of Health reversed that decision, announcing plans to develop an 
“orphan drug framework” (Health Canada 2012a). What precisely lies behind this policy shift is not 
known, but several factors are likely in play. First, the pharmaceutical industry’s interest in developing 
drugs for rare diseases is clearly greater now than it was in the late 1990s; such orphan drugs account 
for an increasing proportion of all drugs approved by the US Food and Drug Administration (FDA) 
(Coté et al. 2010; Wellman-Labadie and Zhou 2010). Second, the Canadian Organization for Rare 
Disorders (CORD) came to increasing prominence in the early 2000s, urging federal policy reform 
(Embrett 2014). Third, Health Canada has an interest in harmonizing its regulatory policies with 
other influential jurisdictions owing to expectations from industry as well as pressure from its main 
trading partners in the US and Europe (Lexchin 2012a). What is not known is whether access to 
US-approved orphan drugs in Canada, measured in terms of the number and timing of regulatory 
approvals, changed between 1997 and 2012 when Canada changed policy directions.
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Policy context
The US Orphan Drug Act of 1983 created a specialized regulatory pathway for therapeutic 
drugs targeting diseases that occur in 200,000 or fewer persons in the US, and established a 
variety of market-based incentives (e.g., tax credits, seven-year market exclusivity upon regu-
latory approval) to encourage orphan drug R&D. Several other jurisdictions have followed 
suit, including Japan (1993), Australia (1997) and Europe (2000). The precise details differ 
across jurisdictions. But the US-led, two-part model of a specialized regulatory pathway plus 
market-based incentives has been consistently emulated on the strength of the assumption 
that such a model will spur orphan drug R&D (Herder 2013).

In 1996–1997, Health Canada’s Food and Drugs Directorate assessed whether an orphan 
drug policy was needed in Canada (Health Canada 1997). The Directorate examined whether 
the orphan drugs that had been approved by the US regulator (the FDA) since the adoption of 
the Orphan Drug Act in 1983, had also been approved for sale in Canada (albeit without a formal 
orphan drug designation). The Directorate determined that a clear majority of the US-approved 
orphan drugs were also available in Canada. In total, 63% of all of the orphan drugs approved 
between 1983 and 1997 in the US had also been approved in Canada. And, of the remaining 
US-approved orphan drugs that had not yet received Canadian approval, most were available 
through the “Emergency Drug Release Program” – a program that was shortly thereafter replaced 
by the “Special Access Program” (which still exists today). Those programs allow physicians to 
apply, on a case-by-case basis, for access to unapproved drugs in order to address the needs of 
patients who have exhausted available treatment options (Health Canada 1997).

Although the drugs approved in Canada did not always “correspond with the indica-
tion for which the drug received its Orphan Drug designation in the US,” (Health Canada 
1996: 17–18), the Directorate noted that medical “practitioners involved in the treatment of 
patients with rare diseases are aware of research in their area of expertise” and thus are able 
to prescribe drugs approved for use in Canada for unapproved orphan indications (Health 
Canada 1996: 18). In this regard, off-label prescribing is reported as widely used by Canadian 
medical practitioners in treating rare diseases (SSCSAST et al. 2014).

Finally, the Directorate argued that its priority review program and (then proposed) con-
ditional licensing program (later implemented in 1998) provided two mechanisms “for faster 
access to drugs, including [o]rphan [d]rugs, which treat life threatening conditions for which no 
other therapy exists” (1996: 18). Given the availability of US-approved orphan drugs in Canada 
and these existing mechanisms to spur orphan drug R&D, the Directorate recommended:

That there be no change to the Food and Drugs Act or its Regulations to 
accommodate an Orphan Drug policy. Canadians already have access to drugs 
which have received an Orphan Drug designation and marketing approval in 
the U.S. through the normal drug approval process [the Emergency Drug Release 
Program]/[Special Access Program], or potentially through the conditional [Notice of 
Compliance] initiative. (Health Canada 1996)
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The Directorate’s analysis apparently proved persuasive. No orphan drug policy or 
changes to Canadian law were made.

The 1997 decision not to follow the US policy lead was, however, met with strong criticism 
from rare disease patients. By 2000, the CORD (originally formed in 1996) had brought 150 small 
rare disease associations together under its umbrella (Embrett 2014). CORD gained increasing pro-
file through the 2000s and advocated strongly for policy change at the federal, as well as provincial/
territorial levels of government. For several years, however, federal policy makers remained silent.

Policy change
To CORD’s relief (Wong-Rieger 2013: 20), in October 2012, the federal government announced 
plans for an orphan drug framework. A 2012 “Initial Draft Discussion Document” produced 
by Health Canada’s Office of Legislative and Regulatory Modernization (OLRM) soon sur-
faced online (OLRM 2012). The Discussion Document explains that the objective of the “new” 
proposal” is to establish a comprehensive framework that will provide access to orphan drugs 
for Canadians without compromising patient safety (OLRM 2012: 4), and outlines some of the 
framework’s potential parameters. First, the Discussion Document suggested that in order to 
qualify as an orphan drug, the drug must:

•	 [be] intended for the diagnosis, treatment, mitigation or prevention of a life-threatening, 
seriously debilitating, or serious and chronic disease or condition affecting not more than 
5 in 10,000 persons in Canada; and

•	 not [be] currently authorized by the Minister or if currently authorized, it will provide a poten-
tially substantial benefit for the patient distinguishable from the existing therapy (OLRM 2012).

Second, the Discussion Document noted that while a number of incentives would, by 
virtue of the above definition, be available to orphan drugs, including expedited reviews and 
data exclusivity for “innovative therapies,” no additional market exclusivity akin to the spe-
cialized exclusivity for orphan drug indications provided in other jurisdictions would be put 
into place as part of Canada’s orphan drug framework.

However, more than three years after the framework was announced, Health Canada has yet 
to share any concrete details. Health Canada has stated that it will implement the orphan drug 
framework by creating a new division in the Food and Drug Regulations specifically focused on 
orphan drugs (personal communication with MH). With the passage of Bill C-17 in November 
2014 – a key piece of patient safety legislation that includes a number of provisions that could be 
important in the orphan drug context – those new regulations are anticipated soon.

In the meantime, in this paper, we seek to explore what motivated the policy change 
in favour of a Canadian orphan drug framework. Specifically, we assess whether Health 
Canada’s stated rationale for not pursuing an orphan drug policy in 1997 still held in 2012. 
No mention of Health Canada’s 1997 policy analysis or countervailing data was included in 
the 2012 announcement; our research here is intended to fill in this gap.

Some Numbers behind Canada’s Decision to Adopt an Orphan Drug Policy: US Orphan Drug 
Approvals in Canada, 1997–2012
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Methods
We carried out a retrospective comparison between orphan drugs approved by the FDA 
during the period 1997–2012 and market authorizations of the same drugs (although not 
designated as orphan drugs per se) by Health Canada.

Our retrospective comparison was based primarily on publicly available information obtained 
from the websites of the FDA and Health Canada. We began by searching the FDA website page 
for orphan drug designations and approvals. Limiting our search to 1997–2012 and setting the 
search results to “Only approved products”, we retrieved the records of all US orphan drug approvals 
along with key information related to each drug, including orphan drug designation date, approval 
date, orphan drug designation(s), generic drug name and drug trade-name. Many orphan drugs were 
approved for multiple orphan drug indications during the time frame under investigation.

A research assistant (a professional pharmacist) then went to the “Health Canada Drug 
Products Notice of Compliance (NOC) Online Query” website and searched for each unique 
US-approved orphan drug (using the FDA-generated generic name as the search term for 
“Medicinal Ingredient”) in the Health Canada NOC database. If a drug with the same generic name 
had been approved by Health Canada, the NOC database yielded similar information as the FDA 
website, including the drug’s trade name and Canadian market authorization date. For a subset of 
drugs approved in Canada and identified through the NOC database, Health Canada’s website also 
provided a hyperlinked “Summary Basis of Decision” (SBD) containing further information about 
the drug in question. Most importantly, the SBD provided the date upon which the drug’s manu-
facturer formally submitted its drug for review and potential market approval from Health Canada. 
This enabled us to calculate review times for each drug approved in this subset of drugs.

We repeated this process of searching Health Canada’s NOC database for each orphan drug 
approved by the FDA during 1997–2012. We used the assembled data to develop two points of 
comparison: (1) regulatory access, i.e., whether the US-approved orphan drugs were granted regu-
latory approval in Canada and, if so, whether that Canadian approval was for the same orphan 
indications; and (2) temporal access, i.e., when US-approved orphan drugs also available in Canada 
were granted regulatory approval by Health Canada, and the length of the time frame in which the 
Canadian regulatory reviews occurred as compared to the duration of the US review for a subset of 
40 drugs with matched orphan indications. The size of this head-on comparison was limited to 40 
because Health Canada only creates SBDs for a subset of its regulatory decisions (Health Canada 
2012b). In our case, only 33 had an accompanying SBD that made the Canadian submission date 
publicly available on the Health Canada website. In an effort to expand our head-on comparison, we 
contacted two researchers who had recently published a study of drug approval times (Shajarizadeh 
and Hollis 2014). Those researchers obtained submission data by directly contacting Health Canada 
(and other drug regulators). The researchers shared their submission data with us; however, because 
their study was not focused specifically on orphan drugs, we were only able to identify seven addi-
tional orphan drugs with matched US–Canada indications that we did not already have submission 
date data for. Figure 1 uses one drug (sorafenib) to illustrate the various dates (i.e., orphan drug 
designation, date of submission and approval) that we collected for each drug in our sample.

Matthew Herder and Timothy Mark Krahn
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Results
Regulatory access
Of the 278 orphan drugs approved by the FDA during 1997–2012, 206 (or 74%) received 
at least one market authorization in Canada (see Figure 2 for a year-by-year comparison of 
approvals). The majority of those drugs (150 of 206, or 73%) were approved for the same 
indication as the corresponding US orphan drug.

Temporal Access
We performed a head-on comparison of total days in review before full approval was granted 
for US-approved orphan drugs versus those same drugs as approved between 1997 and 2012 
by Health Canada for the same indications. Consistent with the findings of Shajarizadeh 
and Hollis (2014), only two drugs in our head-on comparison were submitted to Health 
Canada prior to being submitted to the FDA. Similarly, only four out of those 40 drugs 

Some Numbers behind Canada’s Decision to Adopt an Orphan Drug Policy: US Orphan Drug 
Approvals in Canada, 1997–2012
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FIGURE 1. Orphan drug designation, submission and approval: the example of sorafenib
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received Canadian regulatory approval before US approval. Thus, delays in access to orphan 
drugs in Canada were, in part, due to when manufacturers submitted the relevant drugs for 
regulatory review to Health Canada as compared to when they submitted to the FDA.

Temporal access also depends on the length of regulatory reviews. As shown by Table 1, 
Health Canada’s review times (i.e., the number of days between submission and approval) are 
almost always longer than the FDA’s for the sample of 40 drugs that we were able to exam-
ine. The mean review time for the FDA was 341 days (standard deviation [SD] = 259) versus 
a mean of 423 days (SD = 219) for Health Canada, representing a 19% faster review rate in 
the US. This difference of, on average, 82 days between the review times in the two jurisdic-
tions is statistically significant (t[39] = 2.04, p = 0.048), although only at the p < 0.05 level. 
(The seven drugs for which SBDs were not available did not have a statistically different 
mean review time than the 33 remaining drugs.)

Matthew Herder and Timothy Mark Krahn

TABLE 1. Comparing dimensions of temporal access. Entries appear in descending order (from oldest 
to most recent) according to US market approval dates

Generic 
name US

Trade name 
US

Number of 
days from 
designation to 
approval, US

Number of 
days from 
submission to 
approval, US

Number of days 
from submission 
to approval, 
Canada

Submission 
in Canada 
first? 

Approval 
in Canada 
first? 

Temozolomide Temodar 364 458* 571 Yes Yes

Nitric oxide Inomax 920 2,375 814 No No

Imatinib Gleevec 72 Designated 
after approval

202 No Yes

Bosentan Tracleer 368 528 248 No No

Oxybate Xyrem 887 2,928 605 No No

Pegvisomant Somavert 823 1,735 1,005 No No

Laronidase Aldurazyme 278 2,044 530 No No

Miglustat Zavesca 832 1,889 217 No No

Pemetrexed 
disodium

Alimta 128 890 197 No No

Cinacalcet Sensipar 185 94 269 No No

Azacitidine Vidaza 145 1,164 211 No No

Clofarabine Clolar 274 910 434 No No

Nelarabine Arranon 182 385 724 No No

Deferasirox Exjade 187 1,077 481 No No

Sorafenib Nexavar 167 497 266 No No

Lenalidomide Revlimid 264 698 339 No No

Recombinant 
human acid 
alpha-glucosidase

1. Myozyme 
2. Lumizyme

275 3,174 228 No No
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It is important to note that the time lag between when a drug is designated by the FDA as an 
orphan drug and the date of market approval is substantially longer (mean = 1,285 days; SD=881) 
than the average review time in the US of 341 days. Manufacturers often sponsor further studies 
of a drug after receiving an orphan drug designation before the evidence is submitted to the regula-
tor. As a result, orphan drugs are typically in the US system (i.e., from the time of designation as an 
orphan drug through to market approval) approximately three times as long as the period of review, 
from submission to approval, in Canada. It stands to reason that if Canada were to follow the 
US model and adopt a regulatory pathway, specifically for drugs targeting rare diseases as orphan 

Some Numbers behind Canada’s Decision to Adopt an Orphan Drug Policy: US Orphan Drug 
Approvals in Canada, 1997–2012

Generic 
name US

Trade name 
US

Number of 
days from 
designation to 
approval, US

Number of 
days from 
submission to 
approval, US

Number of days 
from submission 
to approval, 
Canada

Submission 
in Canada 
first? 

Approval 
in Canada 
first? 

Idursulfase Elaprase 243 1,699 211 No No

Vorinostat Zolinza 184 934 349 No No

Eculizumab Soliris 182 1,304 215 No No

Temsirolimus Torisel 237 895 396 No No

Ambrisentan Letairis 184 1,065 352 No No

Lanreotide Somatuline 
Depot

307 2,485 419 Yes Yes

Nilotinib Tasigna 395 550 644 No No

Sapropterin Kuvan 202 1,414 274 No No

Romiplostim Nplate 304 1,975 461 No No

Rufinamide Banzel 1,093 1,557 351 No No

Eltrombopag Promacta 338 199 765 No No

Plerixafor Mozobil 182 1,896 352 No No

Ofatumumab Arzerra 269 23 413 No No

Aztreonam Cayston 829 2,626 535 No Yes

Velaglucerase-
alfa

Vpriv 179 204 345 No No

Ipilimumab Yervoy 273 2,575 476 No No

Vemurafenib Zelboraf 112 240 212 No No

Crizotinib Xalkori 149 347 322 No No

Ruxolitinib 
phosphate

Jakafi 166 1,286 203 No No

Ivacaftor Kalydeco 105 1,862 210 No No

*The path to regulatory approval is subject to vary. In most cases, drugs are designated as orphan drugs long before a formal submission for regulatory review is made. 

However, in other cases, the drug will have been submitted for one indication (a non-orphan disease), but then the indication will be changed to that of a rare disease, 

or such an indication will be added. In this way, a drug may receive an orphan designation after submission.
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drugs, this might serve to expedite the review process from submission to approval in Canada. 
However, this would often occur only after a considerable period of back and forth between 
the regulator and manufacturer over the orphan drug designation and the evidence required for 
submission on the front end of that review.

Discussion
Interpretation of key findings
By Health Canada’s estimate, 63% of orphan drugs approved in the US by 1997 were available in 
Canada at that time; in contrast, our findings demonstrate that this percentage of regulatory access 
grew to 74% during 1997–2012. Although a sizeable number of these approvals (56 of 206) were not 
for the same orphan indication approved by the FDA, as in 1997, Canadian medical practitioners 
still have the ability to prescribe such drugs off-label to treat the rare diseases in question, at least in 
instances where the drug’s dosage could be adjusted without unduly compromising patient safety or 
prescription adherence. This finding suggests that the rationale the government invoked to decide 
against enacting an orphan drug policy in 1997 still held when it reversed its position in 2012.

It is plausible that the timing of drug approvals lies behind the federal government’s decision 
in 2012 to develop an orphan drug policy. Indeed, nearly all of the drugs we examined entered the 
Canadian market after the US market. Thus, there is likely pressure to harmonize Canada’s regu-
latory framework with that of other major jurisdictions, most notably the US and Europe. Health 
Canada officials stated at a CORD meeting held in late 2013 that, once Canada’s orphan drug 
regulations are in place, manufacturers will be able to electronically submit essentially the same 
package for review as that which is submitted to the FDA. In theory, this will position Health 
Canada to review the file in lock-step with the FDA, and make a decision about market approval 
within roughly the same time frame. Therefore, the goal of making it simpler for companies to file 
a submission to Health Canada creates an incentive to mirror the US orphan drug policy.

However, our findings complicate this rationale. We found a significant difference not 
just for when drugs were approved in the US versus Canada, but also in terms of how long 
reviews took in the US versus Canada. In our sub-sample of 40 US-approved orphan drugs 
that were approved for the same indication in Canada and for which the submission date 
data were available, review-for-approval times were 19% faster in the US than in Canada. 
This suggests that achieving comparable temporal access to orphan drugs may be more com-
plex than facilitating submission of a drug file to Health Canada contemporaneously with 
submission to the FDA. Health Canada does not have the same resources at its disposal as 
the FDA. Unless Health Canada intends to simply rubber stamp FDA approvals, there is no 
guarantee that decisions will be made simultaneously.

Moreover, aiming to synchronize orphan drug approvals with the FDA discounts the potential 
advantages of delayed market entry in terms of patient safety. We suspect that the longer aver-
age review times we observed for the 40 drugs in our comparative sub-sample were due not only 
to differences in terms of its available institutional resources, but also to the fact that more safety 
and effectiveness data flowing from use of the drug in the US would have been part of the package 

Matthew Herder and Timothy Mark Krahn
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submitted to Health Canada. Within our sample, it should be noted that Health Canada issued a 
number of notices of non-compliance and deficiency notices owing to a variety of quality, safety and 
efficacy issues. More specifically, for the 33 drugs with SBDs available, Health Canada issued:

1.	 seven screening deficiency notices;
2.	 six notices of non-compliance, including concerns related to quality, safety and efficacy 

and adequate communication of risks; and
3.	 two notices of deficiency, citing safety issues.

It is plausible that these issues noted in the SBDs explain the longer review times we 
observed with Health Canada.

While rare disease patients desire timely access to orphan drugs, knowledge about the safety 
and effectiveness of such drugs tends to be limited at the time of market approval. Owing to the 
small number of patients afflicted with a given rare disease, “alternative trial designs” (e.g., lacking 
randomization and blinding) are frequently employed in pre-market studies, which “can lead to 
identifying benefits that are not real or missing risks that are” (Kesselheim and Avorn 2011: 1546). 
In addition, drugs that address unmet patient needs, which orphan drugs should target almost 
by definition, are usually fast-tracked through review by regulators. Yet fast-tracked drugs have 
been shown to have a significantly higher incidence of post-market safety warnings than regularly 
reviewed drugs (Graham and Nuttall 2013; Lexchin 2012b). Accordingly, attempting to parallel 
FDA decision-making in real time may cut out from the review process access to added safety and 
effectiveness information that Canadian rare disease patients might otherwise benefit from.

Limitations
There are three main limitations to our study. First, a significant percentage of orphan drug 
access in Canada depends on physicians’ ability to prescribe off-label. Little information 
about the extent of such off-label prescribing is currently available in Canada; more knowl-
edge about off-label prescribing is needed to understand the level of access to rare disease 
therapies. Second, our comparison of temporal access to orphan drugs was limited to a rela-
tively small number of drugs (n = 40) for the reasons stated above. Third, Health Canada’s 
assessments referenced by the federal government’s policy decision against adopting an 
orphan drug policy in 1997 did not include information about comparative timely access to 
US-approved orphan drugs between the two jurisdictions up until that point of time. Thus 
our analysis of this dimension is limited to inter-regulatory comparisons for the time period 
of 1997–2012 and does not include intra-regulatory comparisons between Health Canada’s 
average review times of US-approved orphan drugs up to 1997 versus after 1997 up to 2012.

Conclusion
We have attempted to measure access to US-approved orphan drugs in Canada in terms 
of the number and timing of regulatory approvals by Health Canada for the period of 

Some Numbers behind Canada’s Decision to Adopt an Orphan Drug Policy: US Orphan Drug 
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1997–2012. On the one hand, regulatory access seems to have moderately improved since 
1997. On the other hand, temporal access remains a challenge in Canada. In a subset of 
drugs approved for the same orphan indication(s) in both jurisdictions, most of these drugs 
received regulatory approval in the US before Canada, and review times were, on average, 
longer in Canada. This could be a contributing factor to Canada’s shift towards an orphan 
drug policy in 2012.

However, we suspect that other factors, including a desire to harmonize regulatory 
pathways with US and European regulators (which have orphan drug laws in place), indus-
try’s steadily increasing interest in developing orphan drugs, and the influence of patient 
groups such as CORD, were more salient in Canada’s policy shift in the orphan drug arena. 
Even though relevant regulatory access may have improved since 1997, stakeholder expecta-
tions for what counts as an acceptable threshold for access has changed and/or stakeholders 
have become more effective in having this recognized by government. A recent paper under-
scores the influential role that CORD played in Canada’s policy-making process (Embrett 
2014). These factors were beyond the scope of our study, but we believe that CORD’s role, 
influence and practices merit further study, particularly as Health Canada starts to inte-
grate patients directly into its regulatory review process – a move currently being piloted 
with two rare disease treatments undergoing review (Health Canada 2014). While policy 
making is never just an evidence-based exercise, it is troubling that there is no indication 
that evidence, whether an updated picture of the number and timing of US-approved 
orphan drugs granted regulatory approval in Canada, or the growing body of scholarship 
documenting the trade-offs involved in copying the US’s orphan drug policy, informed 
Canada’s shift in policy.
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Abstract
In the process of receiving perinatal care, women living with HIV (WLWH) in Canada 
have experienced disclosure of their HIV status without their express consent. This disclo-
sure often occurs by well-intentioned healthcare providers; however, from the perspective of 
WLWH, it is a breach of confidentiality and leaves WLWH to manage the consequences. 
This paper is a critical review of the regulatory and legislative infrastructure that exists to 
protect the personal health information of WLWH in Ontario and Canada; the recourse that 
WLWH have in the event that their confidentiality is breached; and potential approaches that 
could be applied to organize the system differently to decrease the chance of a privacy breach 
and to facilitate appropriate collection, use and disclosure of personal health information.

Résumé
Dans le cadre des soins périnataux, des femmes qui vivent avec le VIH (FVIH) au Canada 
ont vu leur état divulgué sans leur consentement. Ces divulgations sont souvent faites par 
des prestataires de soins de santé bien intentionnés; cependant, du point de vue des FVIH, 
il s’agit d’un manquement à l’obligation de confidentialité, lequel les force à en gérer les con-
séquences. Cet article est une revue critique des infrastructures réglementaires et législatives 
en vigueur pour protéger les renseignements médicaux personnels des FVIH en Ontario et 
au Canada; des recours auxquels elles peuvent faire appel en cas de manquement à l’obligation 
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de confidentialité; et des démarches éventuelles qui pourraient servir à une réorganisation du 
système afin de réduire le risque de manquement à l’obligation de confidentialité et faciliter la 
collecte, l’utilisation et la divulgation appropriées des renseignements médicaux personnels.

T

The evolution of HIV into a complex chronic illness has implications 
across many healthcare and social care contexts (Scandlyn 2000) including the health 
services that women living with HIV (WLWH) interface during pregnancy, at the 

time of childbirth and in the postpartum period. The delivery of healthcare includes the col-
lection, use and disclosure of personal health information (PHI). For WLWH, the disclosure 
of their HIV status during a healthcare encounter may have particular consequences includ-
ing explaining to family and friends, who they may not have planned to disclose to, what it 
means to live with HIV (Greene et al. 2016; Ion et al. 2016). From the perspective of WLWH, 
the HIV status can be disclosed in a number of ways in the course of providing care to both 
WLWH and their babies during the perinatal period, for example, labelling “HIV” on intrave-
nous medication administered to WLWH during childbirth; when discussing women’s HIV 
medications including potential allergies; while administering HIV medications to the baby 
including explicitly referring to “AZT” or the baby’s “HIV medications;” leaving hospital records 
open in the woman’s room for all to see, and writing “HIV” directly on the front or inside of 
the woman’s chart; and when discussing breastfeeding avoidance and the availability of formula 
as an infant feeding alternative. When disclosure occurs in the presence of people who were 
unaware of the woman’s HIV status, for example, visitors or other people present in the ward 
within earshot, WLWH can experience a loss of choice and self-determination (Ion et al. forth-
coming). Furthermore, while some WLWH may choose to speak frankly with visitors after 
disclosure occurs, this is not a realistic choice for many WLWH.

Considering the myriad ways that the HIV status of WLWH can be disclosed in the course 
of receiving perinatal care signals a critical examination of the system of care that WLWH navigate 
during the perinatal period and how notions of privacy and confidentiality are conceptualized in 
these spaces. This paper presents a critical review of privacy policy and regulatory frameworks as 
it relates to the PHI of WLWH in Ontario, Canada and aims to explore the following questions: 
1) What regulatory infrastructure exists to protect the PHI of WLWH in Ontario? 2) What 
recourse do WLWH have in the event that their confidentiality is breached, for example, their HIV 
status is disclosed without their express consent? 3) Are there any approaches that could be applied 
to organize the system differently to facilitate appropriate collection, use and disclosure of PHI?

Regulatory Frameworks and Privacy: What Legislative Infrastructure Exists 
in Canada?
The Human Rights Act of 1977 followed by the Privacy Act of 1982 were the first legislative 
acts to protect personal information across the Canadian public sector (Peekhaus 2008). 
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In 1987, at a time when the HIV epidemic was gaining momentum across Canada, the 
Freedom of Information and Protection of Privacy Act was the first legislation to outline “prin-
ciples of conscientious and cautious handling” of PHI that institutions were responsible to 
adhere to (Cavoukian 1990). What followed was legislation that extended the protection of 
personal information in the private sector in Canada, and in 2001, the Personal Information 
Protection and Electronic Documents Act (PIPEDA) came into effect (Canadian HIV/AIDS 
Legal Network 2004; Peekhaus 2008). Since 1997, provinces have adopted privacy legisla-
tion that specifically applies to healthcare providers regardless of whether they are engaged 
in commercial activities (Peekhaus 2008), and, currently, nine provinces have specific laws 
that protect PHI and impose obligations on healthcare providers to protect that information 
(Canadian HIV/AIDS Legal Network 2014).

The Personal Health Information Protection Act in Ontario
The Personal Health Information Protection Act (PHIPA) was enacted in 2004 and governs the 
collection, use and disclosure of PHI within the Ontario health sector and aims to keep PHI 
confidential and secure while allowing for the effective delivery of healthcare and the effective 
operation of the healthcare system (Beardwood and Kerr 2004, 2005; Cavoukian 2008; OIPC 
n.d.). PHI is broadly defined under PHIPA as identifying information about an individual 
in oral or recorded form that could be used to identify a specific individual, for example, the 
physical and/or mental health of the individual (including the health history of the individual’s 
family), the provision of healthcare to the individual, payments or eligibility for healthcare, and 
the individual’s health number (Beardwood and Kerr 2004); HIV status is included under this 
definition (Canadian HIV/AIDS Legal Network 2004). Under PHIPA, persons and organi-
zations that provide healthcare are collectively known as “health information custodians,” or 
HICs (OIPC n.d.; Peekhaus 2008) as they “have custody or control of personal health infor-
mation in connection with performing their duties or work” (Beardwood and Kerr 2004: 63). 
Whether individuals are HICs or agents of a HIC, their obligation to abide by PHIPA and 
ensure the security, confidentiality, accuracy and integrity of PHI in their custody is the same 
(Fletcher 2014; Peekhaus 2008). PHIPA requires that HICs take “reasonable steps” to ensure 
PHI is protected against theft, loss and unauthorized use or disclosure regardless of the type of 
records being used (Beardwood and Kerr 2005; Cavoukian and Rossos 2009).

Consent, disclosure and “circle of care” are key constructs outlined in PHIPA that have 
important implications on the activities and decision-making of HICs with regard to PHI. 
HICs may imply consent for the collection, use and disclosure of PHI for the delivery of 
healthcare services (Cavoukian 2008), for example, consent is implied if a patient accepts a 
referral and shows up for care (Fletcher 2014). With regard to disclosure, under PHIPA, 
PHI may only be disclosed by HICs if the individual consents or if PHIPA specifically per-
mits the disclosure without consent (OIPC n.d.). PHIPA was “specifically designed so that 
it would not prevent a barrier to the disclosure of personal health information among health-
care providers” (Cavoukian and Rossos 2009: 7). As such, HICs are permitted to disclose 
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PHI for the purposes of providing or assisting in providing care on the basis of implied 
or assumed implied consent (Canadian HIV/AIDS Legal Network 2014; Cavoukian and 
Rossos 2009). A patient’s express consent, that is verbal or written consent, is not required to 
share information within the “circle of care” to other healthcare providers (Canadian HIV/
AIDS Legal Network 2014). At the same time, PHIPA permits disclosure of PHI without 
implied consent in a number of vague and unspecified circumstances including “providing 
healthcare” (as an individual healthcare provider or as a facility); “managing risks and error” 
(Beardwood and Kerr 2004); “planning and management of the health system”; and “analysis 
of the health system,” etc. (OIPC n.d.). The assumption of implied consent is no longer true, 
however, when the HIC is aware that the individual wishes to withhold or withdraw their 
consent. Furthermore, when PHI is disclosed to a non-HIC outside of the “circle of care,” or 
for purposes other than delivery of healthcare, express consent is required (Beardwood and 
Kerr 2004; Cavoukian 2008).

Implied consent and disclosure within the “circle of care” for the purposes of providing or 
assisting in the provision of healthcare is “arguably the most significant provision in PHIPA” 
yet it is “buried” in a sub-section of the legislation (Beardwood and Kerr 2004: 65). Permitting 
disclosure of PHI in a variety of circumstances for the broad purposes of “providing health-
care” vis-à-vis a focus on implied consent means that HICs need to “use little or no effort to 
comply with the requirements of PHIPA” (Beardwood and Kerr 2004: 67). Therefore, while it 
is essential that people who use health services trust that their privacy will be protected, at the 
same time, the “delivery of high quality healthcare depends on the availability of accurate and 
complete health information” (Cavoukian and Rossos 2009: 6). PHIPA attempts to strike a 
balance between protecting privacy and facilitating care delivery (Fletcher 2014).

Although identifying information in oral form falls under the category of PHI 
(Beardwood and Kerr 2004), it appears that sharing information verbally amongst HICs and 
to non-HICs is not the central focus of PHIPA nor is it explicitly mentioned in the legisla-
tion compared to other forms of information sharing practices. Instead, PHIPA focuses on 
health records, in particular paper and electronic records (Cavoukian and Rossos 2009). 
Furthermore, PHIPA does not lend itself to how information is currently exchanged in 
healthcare institutions with the advent of new technologies and increasing use of e-mail and 
digital interfaces to facilitate communication between and amongst HICs (Fletcher 2014).

Although healthcare providers may mention HIV status in the process of delivering care 
to the patient, it may result in disclosure of PHI to a non-HIC or someone outside of the 
“circle of care”, for example, hospital visitors. Healthcare providers may use HIV status as a 
label, reminder, and/or communication tool, both for themselves and within the healthcare 
team, to prevent “risks and error” in the process of delivering care (Beardwood and Kerr 
2004). Employing HIV in this way may help those providing care to ensure appropriate 
checks and balances within a woman’s care plan (Gagnon 2014, 2015). Healthcare providers 
may also assume hospital visitors are aware of one’s HIV status, especially if the patient does 
not explicitly discuss with them the importance of keeping it private. Regardless of whether 
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a patient articulates if it is safe to disclose their HIV status is not the point; when HIV sta-
tus is disclosed without a person’s express consent, the attempt to strike a balance between 
maintaining privacy while delivering high quality healthcare is not achieved. What recourse 
do WLWH have? What mechanisms are in place for service users to take action in the event 
that their privacy is breached? How would management of the institution in which care is 
provided respond to this situation and take “reasonable steps” to right this wrong?

Enforcing PHIPA
There are many consequences when privacy is not respected including reputational conse-
quences and changes in therapeutic relationships with healthcare providers (Fletcher 2014). 
Most privacy breaches are avoidable, even if conducted by well-intentioned healthcare provid-
ers; regardless of the intention behind the behaviour, the effect and consequences are the same 
(Fletcher 2014) and HICs who “willfully” collect, use or disclose PHI in contravention of 
PHIPA can be found liable (Beardwood and Kerr 2005). At a provincial level, enforcement 
of PHIPA falls to the Information and Privacy Commissioner. Individuals have up to one year 
to file a complaint concerning a breach of privacy under PHIPA (Canadian HIV/AIDS Legal 
Network 2012). Enforcement involves an adversarial system whereby the Commissioner, viewed 
as an impartial adjudicator, has discretion to determine the course of action including initiat-
ing a review or ordering a HIC to modify, cease or implement a particular information practice 
(Beardwood and Kerr 2005). Patients have the choice to withdraw their consent for the use and 
disclosure of PHI to other healthcare providers who deliver care, but the details of how this 
would be achieved, as well as how the HIC would monitor patient consent, are unclear. It is one 
thing to have policies in place that conform to PHIPA legislation. How policies and practices 
that align with PHIPA are disseminated, interpreted and enforced by the HIC and its agents, 
especially within a fast-paced and overburdened healthcare system, presents a whole different 
set of challenges. The bottom line is that healthcare institutions implicated under PHIPA do 
not do an optimal job to keep PHI private. Patients are encouraged to stand up for and assert 
their rights to privacy (Canadian HIV/AIDS Legal Network 2014; Fletcher 2014), but is this a 
realistic expectation and outcome?

Although disclosure of PHI often occurs by well-intentioned healthcare providers, 
WLWH believe there will be serious repercussions if they call on healthcare providers who 
have disclosed their HIV status to account for their inappropriate behaviour (Ion et al. forth-
coming). As a result, many WLWH who experience disclosure of PHI will not report the 
actions of their healthcare providers. Why? Is there something unique about having HIV 
that positions WLWH in a particular way while in hospital?

Early in the HIV epidemic, there was virtually no privacy protection for those living with 
HIV because of fear, ignorance and “AIDS hysteria” within the healthcare system. Despite sig-
nificant advances in the clinical management of HIV and its evolution into a complex chronic 
illness (Scandlyn 2000; Thompson et al. 2010), WLWH around the world continue to face a 
number of health, social and legal challenges including access to HIV treatment, HIV-related 
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stigma, discrimination and the criminalization of HIV (deBruyn 2004; Greene et al. 2015; 
Mahajan et al. 2008). WLWH continue to report stigmatizing interactions with healthcare 
providers, for example, being treated differently in the Labour and Delivery Unit because of their 
HIV status and the societal perception that WLWH should not be having children (Greene et al. 
forthcoming; Ion and Elston 2015; Ion et al. forthcoming). The current experiences of WLWH 
may reflect a long and enduring history of fear and ignorance of HIV within the healthcare sys-
tem. Women’s experiences may also reflect an enduring lack of knowledge and awareness about 
HIV amongst healthcare providers who do not work in settings that specialize in HIV care.

It is critical to consider the legislative frameworks pertaining to privacy through the lens of 
HIV because HIV has been classified as PHI that is particularly “sensitive” (Cavoukian 1990; 
Gostin 1995). It is also apparent that healthcare practices within non-HIV-specific services 
have not kept pace with the evolution of HIV as a chronic condition. It is clear why WLWH 
continue to perceive HIV-related stigma when they access care, in particular, during pregnancy 
and early postpartum, as well as why a climate of fear, ignorance and stigma continues to sur-
round the HIV epidemic across Canada (Canadian HIV/AIDS Legal Network 2004).

Although patients have every right to hold HICs accountable, expecting health ser-
vice users to stand up for their rights is not always optimal or possible, especially when 
they are ill, in hospital, are not comfortable speaking up for themselves, or feel powerless 
to do so (Fletcher 2014; Greene et al. 2015; Ion and Elston 2015; Ion et al. forthcoming; 
McCoy 2005; Pryce 2000). Moreover, healthcare providers and trainees may not truly 
understand their accountability and duty of confidentiality requirements (Canadian HIV/
AIDS Legal Network 2004). Power dynamics may be at play between WLWH and their 
healthcare providers within the healthcare system. The choice of WLWH not to respond 
to or hold healthcare providers accountable for disclosing their HIV status sheds some 
light on how power dynamics may flourish within healthcare systems and may not always 
position the patient at the centre of care. Furthermore, expecting patients to express their 
privacy complaints to individual healthcare providers, then channel these complaints to the 
upper echelons of a healthcare corporation, as well as a provincial body like the Office of the 
Information and Privacy Commissioner, is a tall order. Although HICs may not do an opti-
mal job to protect the privacy of patients (Fletcher 2014), expecting patients to advocate for 
themselves when privacy concerns arise and submit complaints to an adversarial system after 
disclosure has occurred may not be a perfect solution. Could the healthcare system be organ-
ized differently to decrease the chance of a privacy breach and to facilitate the appropriate 
collection, use and disclosure of PHI, including HIV status?

Recommendations for System Redesign: Optimizing Information Practices
A number of steps can be taken to optimize information practices to ensure the PHI of 
WLWH is protected and remains confidential. These steps are relevant not only to WLWH, 
but all people living with HIV (PLWH) and other patients who experience challenges relat-
ed to privacy and confidentiality when navigating the healthcare system. Any system changes 
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must first be grounded in the perspective that, as a matter of public policy, the right to pri-
vacy is a fundamental human right for all PLWH (Canadian HIV/AIDS Legal Network 
2004). Privacy is essential to freedom and revolves around personal control and freedom of 
choice (Cavoukian 2014). It must also be recognized that not only do PLWH have a right 
to privacy regarding their PHI, HICs owe a duty to PLWH to keep their PHI confidential 
(Canadian HIV/AIDS Legal Network 2004). Confidentiality of PHI is fundamental to the 
preservation of the ethical values of autonomy, dignity and respect for the individual; “patient 
confidentiality is not only an essential pre-condition to successful treatment … it’s an issue of 
human dignity and respect” (Canadian HIV/AIDS Legal Network 2004: 3).

The concept of Privacy by Design (PbD) offers a framework for ensuring that privacy is 
embedded directly into the design specifications of information technologies, business prac-
tices and operational processes (Cavoukian 2014). PbD emphasizes service user privacy and 
the need to embed privacy as a default condition by transforming service user privacy issues 
from a “pure policy or compliance issue into a business imperative” (Cavoukian 2014: 13). 
PbD is focused on process rather than singular, technical outcomes and recognizes the 
need to introduce privacy principles during architecture planning, system design including 
networked infrastructure, and the development of operational procedures including work 
processes and management structures (Cavoukian 2014).

Scholars have suggested a number of recommendations at the macro-, meso- and micro-
levels of policy and practice regarding how information practices could be optimized to 
ensure the appropriate collection, use and disclosure of PHI. At the macro level of legislation, 
the Canadian HIV/AIDS Legal Network has taken issue with the discretionary disclosure 
clauses inherent in health privacy legislation noting that these clauses fail to provide the level 
of privacy protection accorded to health information under the Canadian Charter of Rights 
and Freedoms (Canadian HIV/AIDS Legal Network 2004). As such, the Canadian HIV/
AIDS Legal Network (2004) recommends that only in exceptional and circumscribed situ-
ations should a HIC be permitted to disclose health information without the express and 
informed consent of PLWH, rather than the vague and unspecified circumstances that are 
currently permitted. The Legal Network also recommends that HICs be prohibited from 
disclosing any information that may reasonably reveal a person’s health information to family 
and friends without the person’s consent (Canadian HIV/AIDS Legal Network 2004).

At the meso level of systems, Buffet and Kosa (2006) have investigated how HICs 
ensure that patient preferences regarding disclosure of PHI are acted upon. The authors 
note that heath information network providers, for example, digital interfaces used to facili-
tate communication between HICs and its agents, bear some responsibility for tracking 
and monitoring patient consent (Buffet and Kosa 2006). The authors propose a systematic 
consent management program, which they believe will minimize, if not eliminate, risk for 
the HIC and health information network provider (Buffet and Kosa 2006). The consent 
management system relies on utilities and assigns a valuation to patient attitudes with regard 
to the handling of PHI. The utilities are applied as part of a risk-based consent management 
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framework and could be updated and reviewed each time a patient’s records are accessed. 
At any time a HIC performs an action that involves a patient’s PHI, an analysis would be 
conducted to help the HIC determine whether to proceed based on the patient’s valuations 
and the likelihood that the patient’s preferences would be violated in the process (Buffet and 
Kosa 2006). The system for consent and risk management would assist HICs to meet their 
legal obligations under PHIPA by managing a patient’s consent for releasing PHI.

Scholars have also highlighted how training and professional development initiatives for 
healthcare providers and learners are important domains where the PbD framework could be 
enacted. For example, privacy may only be a small portion of orientation modules trainees are 
expected to complete; these modules may present privacy in very theoretical terms and lack 
practical and applied elements (Fletcher 2014). Training programs could be redesigned to better 
prepare and orient healthcare providers and learners to privacy protection and duty of confiden-
tiality. Concrete examples of privacy breaches could be included as a way to apply knowledge 
to practice including the nuances of privacy in the context of HIV and other chronic and/or 
stigmatizing health conditions (Fletcher 2014). Health professional licensing bodies also need 
to educate their members about legal and ethical obligations regarding privacy and confidential-
ity. For example, just because discretionary disclosure clauses permit disclosure of PHI under 
privacy legislation does not mean that the disclosure is necessary and valuable for the provision 
of care (Canadian HIV/AIDS Legal Network 2004). Regulatory bodies could make the pro-
tection of PHI a performance metric for meeting licensing requirements. Enhancing education, 
training and resources for healthcare providers within regulatory licensing bodies, as well as 
healthcare corporations, could result in important meso- and macro-level changes.

The Canadian HIV/AIDS Legal Network (2004) has offered recommendations regard-
ing how the healthcare system, and its legislative and regulatory structures, could be better 
organized to protect the privacy of PLWH. The Legal Network believes that the meso-level 
“remedies” currently in place for PLWH whose privacy rights have been violated could be 
improved. The current adversarial system in Ontario, for example, which investigates com-
plaints brought forward by service users, could be made more accessible vis-à-vis increasing 
the modes through which people could file a complaint such as audio or videotape in addi-
tion to written form, and eliminating fees associated with filing a complaint (Canadian HIV/
AIDS Legal Network 2004). Accessibility could also be enhanced by increasing the public’s 
awareness of the system and improving transparency; for example, the Privacy Commission 
of Ontario could develop education programs to inform the public about the existence of and 
rights under privacy legislation including information about the complaint process and rem-
edies (Canadian HIV/AIDS Legal Network 2004). The Legal Network (2004) believes that 
remedies currently available to PLWH whose privacy rights have been violated should also be 
strengthened; for example, a system of deterrents should be implemented if HICs improperly 
use and disclose PHI including increased enforcement and compensation to patients.

At the micro level of patient and provider, the Legal Network (2014a) reminds us 
that healthcare providers should only ask questions that are relevant to providing care, 
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for example, there is no need to ask about HIV status if that information is not required to 
examine or treat someone. PLWH have often remarked about being asked how they acquired 
HIV during a routine clinical encounter; when telling these stories they are always outraged 
and annoyed because healthcare providers, who they often have never met before, are driven 
more by their curiosity than delivering high quality, patient-centred care. Asking relevant 
questions during a healthcare encounter is incredibly important for PLWH and highlights 
one of the nuanced ways that the sensitivity of HIV can be considered in practice because it 
prioritizes the person’s privacy. Healthcare providers should have a confidential, one-on-one 
conversation with their patients in advance so that a plan to maintain privacy and respect 
confidentiality is co-created and agreed to.

How will we get there, especially considering that policies in the current political 
climate are considered within the micro-space of marginal incremental objectives, con-
tinually building out from the current situation (Lindblom 1959)? At the same time, 
healthcare decisions are also inf luenced by economic, social, environmental and political 
forces; policy makers and governments make decisions based on public opinion, electoral 
considerations, personal preferences and crisis management (Fafard 2008). Luckily, PbD 
has received global acceptance and endorsement by public and private sector privacy regu-
lators around the world (Cavoukian 2014). Also, a number of scholars have spoken out to 
highlight public opinion regarding how governments handle PHI (Peekhaus 2008); why 
HIV should be framed as health information that is particularly sensitive (Canadian HIV/
AIDS Legal Network 2004, 2012, 2014); and how issues of privacy and HIV-related 
stigma complicate access to care and result in negative care experiences for PLWH (Carter 
et al. 2013; Greene et al. 2015; Greene et al. forthcoming; Hodgson 2006; Ion and Elston 
2015; Ion et al. forthcoming; McCoy 2005; OHTN 2010; Wong-Wylie and Jevne 1997). 
As a result, community champions, social workers, researchers, activists and legal experts 
working in the HIV sector, as well as those concerned with privacy and its protection 
more broadly, are positioned with sufficient ammunition to enable a paradigm shift. The 
time is now to ensure that policy and practice decisions that affect privacy at the micro-, 
meso- and macro-levels are on the government’s agenda, and at the very least, are informed 
by evidence (Fafard 2008), and grounded in the lived experiences and current realities 
of service users.

Acknowledgements
The author wishes to acknowledge Dr. Saara Greene for her mentorship, as well as Dr. Jim 
Dunn for providing initial review of this manuscript. The author is grateful to have received 
funding from the Vanier Canada Graduate Scholarships to conduct her doctoral research.

Correspondence may be directed to: Allyson Ion, MSc, School of Social Work, McMaster University, 
1280 Main St. W., Kenneth Taylor Hall, Hamilton, ON L8S 4M4; tel.: 519-429-2661; 
e-mail: iona@mcmaster.ca.

Allyson Ion

mailto:iona@mcmaster.ca


HEALTHCARE POLICY Vol.11 No.4, 2016  [91]

References
Beardwood, J.P. and J.A. Kerr. 2004. “Coming Soon to a Health Sector Near You: An Advance Look at the 
New Ontario Personal Health Information Protection Act (PHIPA).” Healthcare Quarterly 7(4): 62–67.

Beardwood, J.P and J.A. Kerr. 2005. “Coming Soon to a Health Sector Near You: An Advance Look at the 
New Ontario Personal Health Information Protection Act (PHIPA): Part II.” Healthcare Quarterly 8(1): 76–83.

Buffet, S. and T.A. Kosa. 2006. Towards a Model for Risk and Consent Management of Private Health 
Information. National Research Council of Canada. Report published at the Conference on Privacy, Security 
and Trust. Toronto, ON. October 31, 2006. Retrieved April 27, 2015. <http://nparc.cisti-icist.nrc-cnrc.gc.ca/
npsi/ctrl?action=rtdoc&an=5764504&lang=en>.

Canadian HIV/AIDS Legal Network. 2004. Privacy Protection and the Disclosure of Health Information: Legal 
Issues for People Living with HIV/AIDS in Canada. Report. Retrieved March 6, 2015. <http://www.aidslaw.ca/site/
privacy-protection-and-the-disclosure-of-health-information-legal-issues-for-people-living-with-hivaids-in-canada/>.

Canadian HIV/AIDS Legal Network. 2012. Privacy and Disclosure: Questions and Answers on HIV-Related 
Privacy and Disclosure Issues for Women’s Service Providers. Factsheet. Retrieved April 24, 2015. <http://www.
aidslaw.ca/site/our-work/womens-rights/>.

Canadian HIV/AIDS Legal Network. 2014. Know Your Rights – Disclosure as a Patient. Factsheet. Retrieved 
November 20, 2014. <http://www.aidslaw.ca/site/know-your-rights-5-disclosure-as-a-patient/>.

Carter, A.J., S. Bourgeois, N. O’Brien, K. Abelsohn, W. Tharao, S. Greene et al. 2013. “Women-Specific HIV/
AIDS Services: Identifying and Defining the Components of Holistic Service Delivery for Women Living with 
HIV/AIDS.” Journal of the International AIDS Society 16: 17433.

Cavoukian, A. 1990. HIV/AIDS: A Need for Privacy. Discussion Paper. Office of the Information & 
Privacy Commissioner of Ontario. Retrieved April 24, 2015. <https://www.ipc.on.ca/English/Resources/
Discussion-Papers/Discussion-Papers-Summary/?id=324>.

Cavoukian, A. 2008. The Impact of New Technology in Health Care on Privacy. Office of the Information & Privacy 
Commissioner of Ontario. Presentation to Ontario College of Social Workers and Social Service Workers. 
Retrieved April 21, 2015. <http://www.ocswssw.org/wp-content/uploads/2015/02/ann-cavoukian.pdf>.

Cavoukian, A. 2014. Privacy by Design: From Rhetoric to Reality. Retrieved March 30, 2015. <https://www.ipc.
on.ca/english/Resources/Discussion-Papers/Discussion-Papers-Summary/?id=1373>.

Cavoukian, A. and P.G. Rossos. 2009. Personal Health Information: A Practical Tool for Physicians Transitioning 
from Paper-Based Records to Electronic Health Records. Office of the Information & Privacy Commissioner of 
Ontario. Retrieved April 22, 2015. <https://www.ipc.on.ca/images/Resources/phipa-toolforphysicians.pdf>.

deBruyn, T. 2004. A Plan of Action for Canada to reduce HIV/AIDS-related stigma and discrimination. Canadian 
HIV/AIDS Legal Network Report. Toronto, ON. Retrieved December 28, 2014. <http://www.aidslaw.ca/
site/a-plan-of-action-for-canada-to-reduce-hivaids-related-stigma-and-discrimination/>.

Fafard, P. 2008. Evidence and Healthy Public Policy: Insights from Health and Political Sciences. National 
Collaborating Centre for Healthy Public Policy. Canadian Policy Research Networks. Retrieved January 19, 
2015. <http://www.cprn.org/documents/50036_EN.pdf>.

Fletcher, M. 2014. Privacy: It’s Everyone’s Business. Presentation by Director of Health Information Management 
and Chief Privacy Officer, St. Joseph’s Healthcare Hamilton. Bridging the Gap: Coordinating Care for Women 
Living with HIV in Hamilton, Halton, Haldimand, Norfolk, Brant & Niagara: Knowledge to Action Meeting. 
Grimsby, Ontario. March 28, 2014.

Gagnon, M. 2014 Rethinking HIV-Related Stigma in Health Care Settings: A Research Brief. Ottawa, ON. 
Retrieved December 23, 2014. <http://www.cocqsida.com/assets/files/Research-Brief_RethinkingHIV-
17juillet2014.pdf>.

Gagnon, M. 2015. “Re-Thinking HIV-Related Stigma in Health Care Settings: A Qualitative Study.” Journal of 
the Association of Nurses in AIDS Care 26(6): 703–19.

Gostin, L.O. 1995. “Genetic privacy.” The Journal of Law, Medicine & Ethics 23(1): 320–30.

Greene, S., A. Ion, D. Elston, G. Kwaramba, S. Smith and M. Loutfy. 2015. “(M)othering with HIV: Resisting 
and Reconstructing Experiences of Health and Social Surveillance.” In J. Minaker and B. Hogeveen eds., 

Examining Privacy Regulatory Frameworks in Canada in the Context of HIV

http://nparc.cisti-icist.nrc-cnrc.gc.ca/npsi/ctrl?action=rtdoc&an=5764504&lang=en
http://nparc.cisti-icist.nrc-cnrc.gc.ca/npsi/ctrl?action=rtdoc&an=5764504&lang=en
http://www.aidslaw.ca/site/privacy-protection-and-the-disclosure-of-health-information-legal-issues-for-people-living-with-hivaids-in-canada/
http://www.aidslaw.ca/site/privacy-protection-and-the-disclosure-of-health-information-legal-issues-for-people-living-with-hivaids-in-canada/
http://www.aidslaw.ca/site/our-work/womens-rights/
http://www.aidslaw.ca/site/our-work/womens-rights/
http://www.aidslaw.ca/site/know-your-rights-5-disclosure-as-a-patient/
https://www.ipc.on.ca/English/Resources/Discussion-Papers/Discussion-Papers-Summary/?id=324
https://www.ipc.on.ca/English/Resources/Discussion-Papers/Discussion-Papers-Summary/?id=324
http://www.ocswssw.org/wp-content/uploads/2015/02/ann-cavoukian.pdf
https://www.ipc.on.ca/english/Resources/Discussion-Papers/Discussion-Papers-Summary/?id=1373
https://www.ipc.on.ca/english/Resources/Discussion-Papers/Discussion-Papers-Summary/?id=1373
https://www.ipc.on.ca/images/Resources/phipa-toolforphysicians.pdf
http://www.aidslaw.ca/site/a-plan-of-action-for-canada-to-reduce-hivaids-related-stigma-and-discrimination/
http://www.aidslaw.ca/site/a-plan-of-action-for-canada-to-reduce-hivaids-related-stigma-and-discrimination/
http://www.cprn.org/documents/50036_EN.pdf
http://www.cocqsida.com/assets/files/Research-Brief_RethinkingHIV-17juillet2014.pdf
http://www.cocqsida.com/assets/files/Research-Brief_RethinkingHIV-17juillet2014.pdf


[92] HEALTHCARE POLICY Vol.11 No.4, 2016

Criminalizing Motherhood (pp. 231–63). Toronto, ON: Demeter Press.

Greene, S., A. Ion, G. Kwaramba, S. Smith and M.R. Loutfy. 2016. “Why Are You Pregnant? What Were You 
Thinking?: How Women Navigate Experiences of HIV-Related Stigma in Medical Settings During Pregnancy 
and Birth.” Social Work in Health Care 55(2): 161–79.

Hodgson, I. 2006. “Empathy, Inclusion and Enclaves: The Culture of Care of People with HIV/AIDS and 
Nursing Implications.” Journal of Advanced Nursing 55(3): 283–90.

Ion, A. and D. Elston. 2015. “Examining the Healthcare Experiences of Women Living with HIV and Perceived 
HIV-Related Stigma.” Women’s Health Issues 25(4): 410–19.

Ion, A., S. Greene, K. Mellor, G. Kwaramba, S. Smith, F. Barry et al. 2016. “Perinatal Care Experiences of 
Mothers Living with HIV in Ontario, Canada.” Manuscript submitted for publication.

Lindblom, C.E. 1959. “The Science of Muddling Through.” Public Administration Review 19(2): 79–88.

Mahajan, A.P., J.N. Sayles, V.A. Patel, R.H. Remien, S.R. Sawires, D.J. Ortiz et al. 2008. “Stigma in the HIV/
AIDS Epidemic: A Review of the Literature and Recommendations for the Way Forward.” AIDS 22(Suppl 2): 
S67–79.

McCoy, L. 2005. “HIV-Positive Patients and the Doctor-Patient Relationship: Perspectives from the Margins.” 
Qualitative Health Research 15(6): 791–806.

Office of the Information & Privacy Commissioner of Ontario (OIPC). (n.d.). PHIPA: Personal Health 
Information Protection Act, 2004. Retrieved March 30, 2015. <https://www.ipc.on.ca/english/phipa/>.

Ontario HIV Treatment Network (OHTN) 2010. Rapid Review: Knowledge and Training Needs of Health 
Professionals Working with People with HIV: With Considerations for Mixed Urban Rural Care Settings. 
OHTN Rapid Response Service. Toronto, ON. Retrieved September 8, 2013. <http://www.ohtn.on.ca/
rapid-response-index/>.

Peekhaus, W. 2008. “Personal Health Information in Canada: A Comparison of Citizen Expectations and 
Legislation.” Government Information Quarterly 25(4): 669–98.

Pryce, A. 2000. “Frequent Observation: Sexualities, Self-Surveillance, Confession and the Construction of the 
Active Patient.” Nursing Inquiry 7(2): 103–11.

Scandlyn, J. 2000. “When AIDS Became a Chronic Disease.” The Western Journal of Medicine 172(2): 130–33.

Thompson, M., J. Aberg, P. Cahn and J. Montaner. 2010. “Antiretroviral Treatment of Adult HIV Infection – 
2010: Recommendations of the International AIDS Society–USA Panel.” JAMA 304(3): 321–33.

Wong-Wylie, G. and R.F. Jevne. 1997. “Patient Hope: Exploring the Interactions between Physicians and HIV 
Seropositive Individuals.” Qualitative Health Research 7(1): 32–56.

Allyson Ion

HealthcarePolicy.net

https://www.ipc.on.ca/english/phipa/
http://www.ohtn.on.ca/rapid-response-index/
http://www.ohtn.on.ca/rapid-response-index/


POLICYPolitiques de Santé
Health Services, Management and Policy Research

Services de santé, gestion et recherche de politique

A LONGWO ODS PUBLICATION   

   W W W. H E ALTH C AR E P OL IC Y. NE T

HEALTHCARE

Volume 11 • Number 4Health, Wealth and the Price of Oil
ROBERT G. EVANS

Accountability for Community Benefi t: A Reasonable Expectation 

for Canadian Hospitals
J. ROSS GRAHAM

Eff ectiveness of Reablement: A Systematic Review

ANNIE TESSIER, MARIE-DOMINIQUE BEAULIEU, CARRIE ANNA MCGINN 

AND RENÉE LATULIPPE

Examining Privacy Regulatory Frameworks in Canada 

in the Context of HIVALLYSON ION

Data Matters  •  Discussion and Debate  •  Research Papers

Knowledge Translation, Linkage and Exchange

Alex Price
Alexandra Peckham-Smith
Alix J. E. Carter
AP Del Valle
Arlene Kent-Wilkinson
Audrey Macklin
Brian Hutchison
Brian Postl
Brigitte Vachon
Bruce L. Hall
Bryn Williams-Jones
Carlos Quiñonez
Carol Mulder
Caroline Heick
Catherine Régis
Chaim Bell
Claudine Laurier
Colleen Cunningham
Corinne Hart
Corinne Packer
Devidas Menon
Diana Campbell
Diana Zuckerman
Elizabeth McGregor
Erin Strumpf
Evangeline Danseco
Fiona Miller
Francis Lau
Howard Ovens
Ian Irvine
Ingrid Sketris
Jack Williams
Jamie Livingston
Jane McCusker
Janet Martin
Jean-Frédéric Levesque
Jeannie Haggerty
Jennifer Hulme
Jeremy Veillard
Jillian Watkins

Joan Prades
Johanne Higgins
Jonathan Berkowitz
Kaelan Moat
Karen Petersen
Kerry Kuluski
Kristin Anderson
Kristy Wittmeier
Lainie Rutkow
Laura Rosella
Laurence Roy
Linda VanTil
Lisa Corscadden
Lise Poissant
Lucio Luzzatto
Malcolm Doupe
Marc Carreras Pijuan
Marie-Dominique Beaulieu
Marie-Pascale Pomey
Martin Fortin
Mary Ann O’Brien
Maude Laberge
Michael Murray
Michel Grignon
Mita Giacomini
Mohammad Hajizadeh
Mylaine Breton
Nassera Touati
Nicola Shaw

Oscar Guillamondegui
Owen Adams
Patricia Sullivan-Taylor
Peter Carrington
Peter Tanuseputro
Philip Berger
Philippe J. Giabbanelli
Pia Kontos
Pierre-Luc Deziel
Raluca Ionescu-Ittu
Robert Schwartz
Roxane Borgès Da Silva
Sally Bean
Samantha Yee
Sara Allin
Shannon Sibbald
Sharon Johnston
Shilpi Majumder
Simran Tiwana
Sioban Nelson
Stephen Birch
Stephen Duckett
Steve Morgan
Steven Hoffman
Tania Stafinski
Tara Kiran
Terry Sullivan
Toby Measham
Towers Eguale
Tracey Prentice
Trevor Hancock
Wendy Nicklin

thank you to our reviewers: 



Vol. 15 • No. 2 • 2015

PM
 4

00
69

37
5 

New Models for the New HealthcareHealthcarePapers

Systematically Identified Failure Is the 

Route to a Successful Health System

Merrick Zwarenstein

Commentary from Anthony L. A. Fields, Stacey Daub, Sophia Ikura, Camille Orridge, 

Teresa Petch, Timothy O’Leary, Onil Bhattacharyya, R. Sacha Bhatia, Keith Denny, 

Jeremy Veillard, Hans Boerma and Steven Lewis

www.healthcarepapers.com

Healthcare
Quarterly

Vol.18 No.4  2016  •  www.healthcarequarterly.com

Patient Self-Management

Patient Safety

Workplace Health

Changing Practice

LEADERSHIP PERSPECTIVE

The Puck Stops Here: 

Taking Organizational Accountability Seriously
p. 20

      A LONGWOODS PUBLICATION

www.worldhealthandpopulation.com • Volume 16 • Number 3& POPULATION
 ORLD HEALTH

Increasing Levels of Urban Malnutrition with Rapid Urbanization in Informal 

Settlements of Katutura, Windhoek: Neighbourhood Differentials and the 

Effect of Socio-Economic Disadvantage

Anemia in Children Aged Four to Eight from a Semirural Community in 

Central East Area of Argentina

Persistent Transmission of Schistosomiasis in Southwest Nigeria: Contexts of Culture 

and Contact with Infected River Water

Knowledge of Prenatal Healthcare among Pregnant Women in Boyer-Ahmad and 

Dena County of Kohgiluyeh and Boyer-Ahmad Province, Iran

Volume XX, Number X • 2011

www.nursingleadership.net

Canadian Journal of Nursing Leadership

 Nursing
Leadership
Leadership in Nursing Management, Practice, Education & Research

Leader Empowering Behaviours and Work Engagement: The Mediating Role of 

Structural Empowerment 

10

Identifying Strategies to Decrease Overtime, Absenteeism and Agency Use: 

Insights from Healthcare Leaders 

23

Employee (Dis)Engagement: Learning from Nurses Who Left Organizational Jobs 

for Independent Practice 

41

Creating Engagement through Purpose and Meaning 
53

 

Politics • Policy • Theory • Innovation

www.nursingleadership.net

Volume 28, Number 3 • 2015

SPECIAL FOCUS ON

ENGAGING EMPLOYEES

POLICY
Politiques de Santé

Health Services, Management and Policy Research
Services de santé, gestion et recherche de politique

A LONGWO ODS PUBLICATION      W W W. H E ALTH C AR E P OL IC Y. NE T

HEALTHCARE

Volume 11 • Number 3

Usefulness of a KT Event to Address Practice and Policy Gaps 
Related to Integrated Care

KAREN JACKSON ET AL.

Examining Primary Healthcare Performance through 
a Triple Aim Lens

BRIDGET L. RYAN ET AL.

Cross-Border Healthcare Requests to Publicly Funded Healthcare 
Insurance: Empirical Analysis

LYDIA STEWART FERREIRA

Inappropriate Ambulance Use: A Qualitative Study 
of Paramedics’ Views

DEIRDRE DEJEAN ET AL.

Data Matters  •  Discussion and Debate  •  Research Papers 
Knowledge Translation, Linkage and Exchange

POLICY
Politiques de Santé

Health Services, Management and Policy Research
Services de santé, gestion et recherche de politique

A LONGWO ODS PUBLICATION      W W W. H E ALTH C AR E P OL IC Y. NE T

HEALTHCARE

Volume 11 • Number 4

Health, Wealth and the Price of Oil
ROBERT G. EVANS

Accountability for Community Benefi t: A Reasonable Expectation 
for Canadian Hospitals

J. ROSS GRAHAM

Eff ectiveness of Reablement: A Systematic Review
ANNIE TESSIER, MARIE-DOMINIQUE BEAULIEU, CARRIE ANNA MCGINN 

AND RENÉE LATULIPPE

Examining Privacy Regulatory Frameworks in Canada 
in the Context of HIV

ALLYSON ION

Data Matters  •  Discussion and Debate  •  Research Papers
Knowledge Translation, Linkage and Exchange

Volume XX, Number X • 2011

www.nursingleadership.net
Canadian Journal of Nursing Leadership NursingLeadership

Leadership in Nursing Management, Practice, Education & Research

 
The Importance of Being Informatics Savvy 

1
Past, Present and Future: The Outlook from Mid-Career Nurse Informaticians 8
Social Media and Nursing Leadership: Unifying Professional Voice  
and Presence 

48
Informatics and Nursing in a Post-Nursing Informatics World: Future Directions 

for Nurses in an Automated, Artificially Intelligent, Social-Networked 
Healthcare Environment 

61
 Politics • Policy • Theory • Innovation

www.nursingleadership.net

Volume 28, Number 4 • 2016

      A longwoods publicAtion

www.worldhealthandpopulation.com • Volume 16 • Number 2

& populAtion

 orld HeAltH

Theme 
issue

maternal and Child health  Bringing Evidence-Based Interventions to the Frontline
Addressing Maternal and Newborn Health: A Leadership Perspective

Case Study: A Rapid Roll-Out of Universal Maternal HAART Improves Outcomes 
among HIV-Positive Women and Their Infants in Kenya

Case Study: Experience Applying and Tracking a Quality Improvement Approach for 

Maternal and Newborn Health Services in Sub-Saharan Africa
Case Study: The Role of eLearning in Midwifery Pre-Service Education in Ghana

HealthcareQuarterly

Vol.19 No.1  2016  •  www.healthcarequarterly.com

BROKERING INFORMATION
The Experience of the Transition Support Office 

of the McGill University Health Centre p. 17

Process Improvement  •  Advancing Standards of Care

Data Quality  •  High-Performing Healthcare Teams

Care in the Community

Vol. 15 • No. 4 • 2016

PM
 4

00
69

37
5 

New Models for the New Healthcare

HealthcarePapersFunding Long-Term Care in Canada: 

Issues and OptionsOwen Adams and Sharon Vanin
Commentary from Åke Blomqvist, Colin Busby, Raisa B. Deber, J.C. Herbert Emery, 

Stephen Frank, Michel Grignon, Réjean Hébert, Audrey Laporte and Sherri Torjman

www.healthcarepapers.com

Longwoods Publishing Corporation | better care

Longwoods publishes healthcare research, reports,  reviews, 
commentaries and news from and for academics,  scientists , 

clinicians, policy makers,  administrators and pundits.

Longwoods.com/subscribe

http://www.Longwoods.com/subscribe


HEALTHCARE POLICY Vol.11 No.4, 2016  e[95]

ONLINE EXCLUSIVE

A Decade Lost: Primary Healthcare Performance 
Reporting across Canada under the Action Plan 

for Health System Renewal

Une décennie de perdue : rendre compte du rendement 
du système de soins primaires au Canada en vertu du 

plan d’action pour le renouvellement du système de santé

SH ARON J OH N S TON, M D, L L M , F C FP

Associate Professor, University of Ottawa Department of Family Medicine
C.T. Lamont Primary Health Care Research Centre

Ottawa, ON

M AT TH EW H O GE L , P HD

Research Associate, C.T. Lamont Primary Health Care Research Centre
Ottawa, ON

Abstract
In 2004, Canada’s First Ministers committed to reforms that would shape the future of the 
Canadian healthcare landscape. These agreements included commitments to improved perfor-
mance reporting within the primary healthcare system. The aim of this paper was to review the 
state of primary healthcare performance reporting after the public reporting mandate agreed to 
a decade ago in the Action Plan for Health System Renewal of 2003 expired. A grey literature 
search was performed to identify reports released by the governmental and independent reporting 
bodies across Canada. No province, or the federal government, met their performance reporting 
obligations from the 2004 accords. Although the indicators required to report on in the 2004 
Accord no longer reflect the priorities of patients, policy makers and physicians, provinces are also 
failing to report on these priorities. Canada needs better primary healthcare performance report-
ing to enable accountability and improvement within and across provinces. Despite the national 
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mandate to improve public health system reporting, an opportunity to learn from the diverse pri-
mary healthcare reforms, underway across Canada for the past decade, has already been lost.

Résumé
En 2004, les premiers ministres du Canada s’engageaient à mener des réformes pour les soins 
de santé. Ces ententes comprenaient des engagements pour mieux rendre compte du rendement 
du système de soins primaires. L’objectif de cet article était d’évaluer l’état de la production de 
comptes rendus sur le rendement des soins primaires après l’entente conclue en ce sens, il y a 
une décennie, dans le cadre du plan d’action pour le renouvellement du système de santé de 
2003. Une étude de la littérature grise a permis d’identifier les rapports publiés par les entités 
gouvernementales et indépendantes au Canada. Aucune province, pas plus que le gouvernement 
fédéral, n’a rempli ses obligations de rendre compte en vertu des ententes de 2004. Bien que 
les indicateurs obligatoires en vertu de l’entente de 2004 ne reflètent plus les priorités actuelles 
pour les patients, les décideurs et les médecins, les provinces ne remplissent pas leurs obliga-
tions de produire des rapports sur ces priorités. Le Canada doit se doter d’une meilleure façon 
de rendre compte du rendement des soins primaires afin de permettre l’obligation reddition-
nelle et l’amélioration dans les provinces. Malgré le mandat national d’améliorer les façons de 
rendre compte dans le système de santé, nous avons perdu l’occasion d’apprendre des diverses 
réformes de soins primaires qui ont eu lieu au Canada pendant les 10 dernières années.

T

Introduction
More than a decade ago, Canada’s provincial and territorial health ministers and the federal 
government produced the Action Plan for Health System Renewal (Canadian First Ministers 
2003) and the First Ministers’ Accords of 2004, which promised annual and comprehensive 
public reporting to Canadians using agreed-upon indicators of health status, outcomes and 
service quality. The goal of this agreement was to shape the future of the public health system 
with governments, providers and citizens working together towards reform. This mandate 
ended in 2014, and the Health Council of Canada, tasked with monitoring the implementation 
of the Accord, including annual public reporting, was disbanded in March 2014.

The rationale and impetus for health system performance reporting have not diminished 
since the First Ministers’ Accord. Public performance reporting may increase accountability, 
enable public participation in healthcare (Ellins and McIver 2009; Powell et al. 2003), impact 
societal and professional values surrounding our healthcare decision-making, direct attention to 
issues not currently on the policy agenda (Oxman et al. 2009a, 2009b) and improve performance 
(Hibbard et al. 2012; Smith et al. 2012; The Commonwealth Fund 2011; Watson 2009).

While some sectors, such as hospitals, witnessed growing initiatives for public reporting over 
the past decade (Canadian Institute for Health Information [CIHI] 2014b), the primary healthcare 
(PHC) sector performance reporting continued to lag behind other health system sectors despite the 
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significant reforms and investments during that time (CIHI 2009; Health Council of Canada 2012; 
Hutchison 2013). The First Minister’s Communiqués and Accords from 2000, 2003 and 2004 
required each province and the federal government to report on many elements of the health system 
but mandated only a few specific to the PHC system: access to care, the composition of the groups 
providing care, patient satisfaction with care and the degree to which technology is being incorpo-
rated into the primary care system (Table 1).

Limited though the mandate for PHC reporting was, the national interest in ensuring 
high quality PHC across the country should be strong. Countries with a high-functioning 

TABLE 1. Reporting requirements mandated in the First Minister’s Communiqués and Accords from 
2000, 2003 and 2004, as well as whether Canada and its provinces met them (shaded)

First Minister requirement Hogg attribute C
A

A
B

B
C

M
B

N
B

N
L

N
S

O
N

P
E

Q
C

SK

Annual reporting N/A

Access

Percentage of population with a regular doctor Availability

Percentage of doctors accepting new patients Availability

Number of multidisciplinary PHC 
organizations or teams by region

Group composition

Percentage of population having access 
to 24/7 primary care provider (e.g., NP, 
doctor)/telehealth/online health information

First-contact 
accessibility

Percentage of population routinely 
receiving needed care from a multi-
disciplinary PHC organization or team

Availability

Quality Indicators

Reported medical errors/events Adverse events/ 
patient safety

Patient satisfaction with physician care Patient-reported 
outcomes

Patient satisfaction with community-based 
healthcare

Patient-reported 
outcomes

Patient satisfaction with telehealth/online 
health information

Patient-reported 
outcomes

Sustainability

Progress on building information systems Information 
technology

Degree of standardization of information 
collected and shared for evidence-based 
decision-making

Coordination/
collaboration

Degree of technology utilization based 
on evidence

Technical quality 
of care
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PHC system have healthier populations, a more equitable distribution of health and lower 
healthcare expenditures (Starfield et al. 2005). Canada, however, does not have a single PHC 
system but rather 13 distinct provincial and territorial health systems linked by a set of guid-
ing principles enshrined in the Canada Health Act (Government of Canada 1985). While 
this Act calls for universal public insurance of physician and hospital services, a great deal 
of variation exists across these systems. The last decade has seen a range of primary care 
reforms across the country in such areas as physician remuneration, team-based care and 
regional governance (Hutchison et al. 2011). In fact, as the end of the First Ministers’ agree-
ment on public reporting was drawing near, there were growing calls for public reporting on 
primary care performance to support quality improvement and accountability as a minimum 
requirement for continuous progress in achieving our goals for the PHC system (Aggarwal 
and Hutchison 2012; Health Quality Ontario 2014a).

We conducted a review of PHC reporting in Canada to identify the impact and legacy of 
the health accords. The aims of the work are to determine what performance attributes are being 
reported on, by whom and how, and what attributes of PHC are most important for reporting. 
The overall goal of the project was to ascertain what we could learn about the public reporting 
on the PHC system, which occurred while there was a national mandate for common report-
ing, to identify opportunities to improve performance reporting across the PHC systems serving 
Canadians and meet the growing demands for better evidence and information.

Methods
We performed a scoping review of PHC performance reporting in Canada, accessing 
provincial health ministry reports and websites, as well as provincial quality councils, 
federal health organizations and national professional bodies. The search was performed 
between September 20 and November 16, 2012. See Appendix 1 (available at: http://www.
longwoods.com/content/24593) for the complete list of sources reviewed. Each ministry’s 
or organization’s website was scanned using the site’s embedded search function when 
applicable, incorporating terms such as “primary care” or “primary health care” along with 
“performance,” “measurement” or “indicators”. The websites were also scanned by pars-
ing through sitemaps, uncovering sub-pages such as “reports,” “publications,” “resources” 
or the likes thereof. Publications intended to report on the performance or status of the 
healthcare system and which presented quantitative data on PHC-specific indicators were 
selected for further analysis. Documents without PHC-specific data were excluded.

We included reports dating back to 2004 when the provinces agreed to public report-
ing on the health system. However, we restricted our in-depth analysis to reporting 
between 2009 and 2012 to ref lect the best available reporting, as performance measures 
and data collection systems have continued to improve since 2004, and provinces had 
access to CIHI’s Pan-Canadian Primary Care Indicators since its 2006 release (CIHI 
2006). We limited our focus in public reporting to PHC, adopting Starfield’s definition of 
PHC as the “products or services designed to address acute and episodic health conditions 
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and to manage chronic health conditions. [PHC] is also where health promotion and edu-
cation efforts are undertaken, patients receive first care and where those in need of more 
specialized services are connected with other parts of the system” (Starfield 1998). This 
definition is broad enough to capture the diverse and emerging models of PHC delivery 
across Canada, though it is purposefully narrower than the WHO definition to narrow 
the scope of our search (WHO 1978). We focused on public PHC performance reporting 
at the provincial level, as this is what all provinces had agreed to.

We were guided by the Hogg et al. conceptual framework for the systematic evalua-
tion of PHC performance (Hogg et al. 2008). This broad framework has been used for 
several Pan-Canadian research studies aiming to measure comprehensive PHC perfor-
mance. It enabled consideration of the range of activities occurring within PHC beyond 
only those elements included in the First Ministers’ agreements (Dahrouge et al. 2009). 
The framework integrates the health system and community context with the practice and 
recognizes that the organization of a practice also inf luences performance. Finally, this 
framework considers quality of care at the individual patient level, allowing an explora-
tion of attributes of care of potentially greater interest to patients, a key stakeholder group 
for public reporting. Each PHC-specific indicator from the reports selected for further 
analysis was extracted and matched to an attribute from a modified Hogg framework 
to facilitate comparison of performance reporting where variations of a similar indicator 
might be used.

In order to identify PHC attributes important to the patient population for public report-
ing, we reviewed two Canadian studies which directly surveyed Canadians on their perceptions 
of the most important aspects of their PHC (Berta et al. 2008; Wong et al. 2008). The com-
mon PHC system attributes important to the participants in both studies included accessibility, 
responsiveness, interpersonal communication, technical effectiveness and whole-person care.

Provider and policy maker priorities were identified from a recent report by the CIHI, in 
which the members of the two stakeholder groups were recruited to participate in the focus 
groups and rank the importance of CIHI’s previously published 105 Pan-Canadian Primary 
Health Care Indicators (CIHI 2012).

These stakeholder priorities were compiled for comparative purposes and are displayed 
in Figure 1. The two studies and the national consultation report by CIHI did not present 
participants with identical sets of attributes of care and offered varying levels of specific-
ity at the indicator level. In order to compare, identify common interests and link these to 
reported information, we labelled the stakeholder priority features of PHC, linking each 
one to the relevant performance attribute in the Hogg framework. We then looked for 
alignment between the PHC performance information reported and the priority PHC 
features for different stakeholders. We adopted the attribute of the PHC from the Hogg 
framework such as access or care of chronic conditions as our unit of comparison because 
many different indicators, often varying slightly yet ref lecting the same attribute of PHC, 
were reported.

A Decade Lost: Primary Healthcare Performance Reporting across Canada under the Action Plan for 
Health System Renewal
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Results
Who has reported on PHC performance over the last decade?
There is a great deal of variation in the method, quantity and quality of PHC reporting 
across the provinces. All provinces have a governmental ministry responsible for legislating 
and enacting health-related policy, and many have an arm’s-length body, such as a provincial 
Quality Council, for overseeing and reporting on the quality of care and/or patient safety.

Since the final instalment of the First Minister’s Health Accords was convened in 2004, no 
province has met the requirement to report annually on the performance of their PHC system. Based 
on the study search strategy, which sought to identify and retrieve publicly available reports contain-
ing PHC-related performance indicator data, seven of the 10 provinces were identified as having 
reported at least once on some element of the performance of the PHC system. Manitoba and British 
Columbia’s Health Ministry annual reports have included one (total number of general practitioners 
[GPs]) and two (percentage of physicians implementing electronic medical record [EMR] systems, 
and percentage of GPs providing chronic disease management) PHC performance indicators, 
respectively, until 2012 when Manitoba incorporated an additional six indicators. Newfoundland and 
Labrador, Nova Scotia, Prince Edward Island and Saskatchewan did not report on the perfor-
mance of their primary healthcare systems between 2008 and 2012.

In addition to the provinces, national reports on PHC performance have been 
released by the Federal Department of Health (Health Canada), by the federally 

FIGURE 1. PHC reporting priorities for patients, policy makers and providers

*Patient priority indicators that could not be matched to the CIHI indicators.

Policy makers PractitionersPatients

Population with a regular PHC provider
Waiting time for immediate care for a minor health problem

FP or colleague can be contacted for urgent problems outside office hours

Extent to which physicians keep
   skills/knowledge up to date
Satisfaction with care
FP spends adequate time with patient

Anti-depressant monitoring
Collaborative care with other
   health organizations
Complications of diabetes
Difficulties accessing routine
   or ongoing PHC
ED visits for congestive heart failure
PHC FPs/GPs/NPs working in
   interdisciplinary teams/networks
PHC needs-based planning
PHC physician remuneration method
PHC provider supply
Point-of-care access to PHC
   client/patient health information
Scope of PHC services
Time with PHC provider for patients
   with chronic conditions

Average per capita PHC
  �operation expenditure
Maintaining medication and
 � problem lists in PHC
PHC services meeting client’s/patient’s needs
PHC support for self-management
   of chronic conditions
Screening for modifiable risk factors
   in adults with: CAD, hypertension
Smoking-cessation advice in PHC
PHC team effectiveness score
Unnecessary duplication of medical
   tests reported by PHC providers
PHC provider FTEs
BP testing
Flu immunization
Well-baby screening
Treatment of: AMI, anxiety, dyslipidemia

Hospitalization rate for ambulatory care sensitive conditions
Uptake of information and communication technologies in PHC organizations
Eye examination in adults with diabetes

ED visits for asthma
Child immunization
Colon cancer screening
Breast cancer screening

BP control for hypertension
Screening in adults with diabetes
PHC provider burnout
Cervical cancer screening

Physician can explain things
   in a way that the patient can understand
FP makes referrals to specialists and other
   providers when needed
Extent to which FP is sensitive/caring
FP or staff contacts patients to remind
   them when it is time for a check-up,
   test or immunization
Responsiveness (time spent waiting)
Technical effectiveness
Whole-person care

*
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funded independent Health Council of Canada; the federally funded, independent 
Canadian Foundation for Healthcare Improvement; the College of Family Physicians 
of Canada; and as joint ventures between the federally funded independent CIHI and 
Statistics Canada.

What is being reported?
The indicators contained in each report released from 2009 to 2012 were matched to PHC 
performance attributes and are presented in Table 2. While there were a few common PHC 
attributes frequently reported on, often many different indicators were reported for a single 
attribute. Access to care was the most commonly reported attribute; however, over 20 dif-
ferent indicators (some examples include: percentage of Albertans enrolled in a primary care 
network, patient-reported perception of access to healthcare, and wait times at community 
health centres) were reported for this attribute. The majority of provinces releasing perfor-
mance reports in the last four years also reported on elements of the technical quality of 
PHC, such as immunization rates, as well as the outcomes of PHC, relating to patient safety 
and satisfaction.

The attributes of care coordination and collaboration, through indicators on the quality 
of transfer of care between providers, as well as the attribute of interpersonal communica-
tion, were also incorporated into the reports of the provinces most frequently reporting. 
Attributes reported on the organization of PHC practices were group composition and roles, 
the organization of clinical information and the degree of implementation of information 
technology. Only Quebec reported on attributes related to the structure of the PHC sys-
tem such as provider remuneration. The quality of the relationships between physician and 
patient (incorporating aspects such as trust and advocacy) and quantity of services offered by 
the providers were also not reported on.

Are provinces meeting PHC reporting obligations?
Not one of the provinces, or the federal government, met all of the obligations committed 
to in the Health Accords, even more than five years after the agreements were made. 
Table 1 shows how the provinces and the federal government have met the reporting 
requirements specific to PHC performance laid out in the Health Accords in their reporting 
between the years 2009 and 2012. Only five provinces and the federal government are 
reporting annually on any element of the PHC performance.

Of the bodies that at least reported annually on some elements of the PHC system 
from 2009 to 2012, the reporting varied from a single indicator (Canada, via Health 
Canada, CHFI and CIHI, who reported only on the percentage of the population with a 
regular doctor) to reporting seven performance indicators (Alberta). Some provinces, such 
as Quebec, reported indicators related to the attributes of PHC mandated in the First 
Ministers’ Accord, such as access to care but did not match the specific indicators listed in 
the Accords for access to care, focusing on other elements of the attribute of access.

A Decade Lost: Primary Healthcare Performance Reporting across Canada under the Action Plan for 
Health System Renewal
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TABLE 2. Performance indicator contents of PHC reports released from 2009 to 2012, as matched to the 
Hogg framework*
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Healthcare system 0 0 0 0 1 0 0 0 0 0 0 0 0 6

Clinical accountability 0 0 0 0 0 0 0 0 0 0 0 0 0 0

Clinical quality 
improvement process

0 0 0 0 0 0 0 0 0 0 0 0 0 0

Resources and technical 
provisions

0 0 0 0 1 0 0 0 0 0 0 0 0 6

Provider remuneration 0 0 0 0 1 0 0 0 0 0 0 0 0 6

Funding 0 0 0 0 0 0 0 0 0 0 0 0 0 0

Regional context 0 0 0 0 0 0 0 0 0 0 0 0 0 0

Surrounding medical and 
social services

0 0 0 0 0 0 0 0 0 0 0 0 0 0

Population and community 
characteristics

0 0 0 0 0 0 0 0 0 0 0 0 0 0

Community integration 0 0 0 0 0 0 0 0 0 0 0 0 0 0

Organization of the 
practice

0 2 5 0 14 11 6 2 8 4 9 0 10 59

Health human resources 0 0 0 0 0 3 4 1 0 4 5 0 0 4

Group composition 0 0 0 0 0 3 4 1 0 4 5 0 0 4

Training 0 0 0 0 0 0 0 0 0 0 0 0 0 0

Office infrastructure 0 1 4 0 6 7 2 0 4 0 2 0 7 23

Information technology 0 1 4 0 6 7 2 0 4 0 2 0 7 23

Medical technology 0 0 0 0 0 0 0 0 0 0 0 0 0 0

Office space design 0 0 0 0 0 0 0 0 0 0 0 0 0 0

Organizational structure 
and dynamics

0 1 1 0 8 1 0 1 4 0 2 0 3 31

Job descriptions and 
team functioning

0 0 0 0 1 1 0 1 0 0 2 0 0 9
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Management and 
practice governance

0 0 0 0 0 0 0 0 0 0 0 0 0 0

Clinical information 
management

0 1 1 0 5 0 0 0 4 0 0 0 1 18

Organizational 
adaptiveness

0 0 0 0 2 0 0 0 0 0 0 0 2 4

Organizational culture 0 0 0 0 0 0 0 0 0 0 0 0 0 0

Practice integration 0 0 0 0 0 0 0 0 0 0 0 0 0 1

Healthcare service 
delivery

5 48 19 12 11 2 11 26 0 3 40 1 43 86

Access 5 20 11 8 4 2 11 11 0 2 32 1 27 42

First-contact accessibility 2 9 4 5 0 0 10 6 0 1 20 0 17 15

Availability 2 2 3 2 4 2 1 4 0 1 7 1 8 9

Accommodation 0 2 0 1 0 0 0 1 0 0 3 0 1 7

Economic accessibility 1 7 4 0 0 0 0 0 0 0 2 0 1 11

Patient–provider 
relationship

0 7 6 3 1 0 0 10 0 0 4 0 3 7

Interpersonal 
communication

0 6 4 2 1 0 0 6 0 0 2 0 2 5

Respectfulness 0 0 0 0 0 0 0 3 0 0 0 0 0 1

Trust 0 0 0 0 0 0 0 0 0 0 0 0 0 0

Whole-person care 0 0 1 1 0 0 0 1 0 0 2 0 0 1

Cultural sensitivity 0 0 0 0 0 0 0 0 0 0 0 0 1 0

Family-centred care 0 0 0 0 0 0 0 0 0 0 0 0 0 0

Advocacy 0 1 1 0 0 0 0 0 0 0 0 0 0 0

Continuity 0 9 1 1 0 0 0 2 0 1 2 0 9 12

Continuity-relational 0 1 0 1 0 0 0 1 0 1 2 0 0 3

Continuity-information 0 8 1 0 0 0 0 1 0 0 0 0 9 9
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Cooperative care 0 12 1 0 0 0 0 3 0 0 1 0 4 24

Coordination 0 12 1 0 0 0 0 3 0 0 0 0 4 24

Collaboration 0 0 0 0 0 0 0 0 0 0 1 0 0 0

Service delivery 0 0 0 0 1 0 0 0 0 0 1 0 0 0

Services offered 0 0 0 0 1 0 0 0 0 0 1 0 0 0

Services provided 0 0 0 0 0 0 0 0 0 0 0 0 0 0

Population orientation 0 0 0 0 0 0 0 0 0 0 0 0 0 0

Provider satisfaction 0 0 0 0 5 0 0 0 0 0 0 0 0 1

Technical quality of care 1 0 13 4 2 6 19 4 4 4 19 10 27 34

Health promotion and 
primary prevention

1 0 5 1 0 4 13 4 0 1 5 1 6 4

Secondary prevention 0 0 3 0 0 2 6 0 0 2 6 7 15 8

Care of chronic conditions 0 0 5 3 2 0 0 0 4 1 8 2 6 22

Care of acute conditions 0 0 0 0 0 0 0 0 0 0 0 0 0 0

Immediate and 
intermediate outcomes 
of care

2 8 10 3 1 6 3 25 0 0 7 5 11 22

Adverse events/patient 
safety

0 0 2 0 0 3 0 2 0 0 1 0 0 9

Patient self-efficacy or 
activation

0 1 3 0 1 0 0 1 0 0 0 1 1 6

Acceptability of health 
services

0 0 0 0 0 0 0 0 0 0 0 0 0 0

Confidence in the health 
system

1 1 3 0 0 0 0 1 0 0 0 0 0 4

Patient-reported outcomes 1 2 1 3 0 3 3 20 0 0 6 4 5 3

Unmet needs for care 0 4 1 0 0 0 0 1 0 0 0 0 5 0

*Numbers in group headings (bold) and subgroup headings (italics) represent the sum of the categories held within those groups and subgroups.

TABLE 2. Continued
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Are provinces reporting on indicators important to stakeholders?
The priority PHC features for patients, policy makers and physicians included 29 PHC fea-
tures of priority to physicians, 26 of priority to policy makers and 13 of priority to patients. 
The three groups only had 16 priority features common between at least two of them 
(Figure 1). Of the 52 PHC features prioritized by the three groups, only two, access to a regu-
lar PHC provider and wait time for immediate care for a minor health problem, were shared 
by all three. There were 11 features that overlapped between policy makers and providers. 
Comparing the reporting obligations mandated by the First Minister’s Accord (Table 1) with 
the more recent stakeholder priorities (Figure 1), only five overlap. These include access to a 
regular family doctor, the number of multidisciplinary PHC organizations or teams, access to 
after-hours care, patient satisfaction with care and the progress on information systems. Seven 
of the 12 indicators mandated for annual reporting in the First Ministers’ agreements did not 
match any of the remaining 47 stakeholder priority features of the PHC system.

To determine if recent PHC reporting efforts matched current stakeholder prior-
ity features of PHC, we analyzed the degree to which the features listed in Figure 1 were 
reported on in federal and provincial reports from 2009 to 2012 (Table 3). As Alberta, New 
Brunswick, Ontario and Quebec performed the most consistent and thorough PHC report-
ing between 2009 and 2012, we focused solely on their performance for additional analysis. 
The actual reporting of the priority indicators for the four provinces examined decreased 
with the strength of the indicator priority. For the two indicators, which were priorities to all 
three stakeholder groups, the four provinces had 100% coverage. For the 13 indicators that 
were shared priorities for two of the three stakeholder groups, the four provinces reported 
on an average of 69% of them. In the set of 38 indicators uniquely prioritized by a single 
stakeholder group, the four provinces reported on an average of 22% of them.

What are provinces reporting on?
The number of indicators reported on from 2009 to 2012 by the four provinces leading the 
field in quantity and quality of reporting were classified by the PHC attribute they measure. 
Only eight performance domains were represented: access, services provided, continuity or 
care coordination, patient satisfaction, information technology and information manage-
ment, group composition or roles, physician services provided and medical errors. All of 
these provinces reported on access to care and elements of the technical services provided, 

A Decade Lost: Primary Healthcare Performance Reporting across Canada under the Action Plan for 
Health System Renewal

TABLE 3. Degree of reporting on performance indicators prioritized by patients, policy makers and 
providers by AB, NB, ON and QC from 2009 to 2012

Priority indicators AB NB ON QC Average
Percentage 
coverage

Shared by all three stakeholder groups 2 2 2 2 2 100%

Shared by two of three stakeholder groups 6 9 11 10 9 69%

Unique to a single stakeholder group 8 7 8 11 8.5 22%
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such as cancer-screening rates or immunizations and care of chronic conditions. Beyond 
those two attributes, different provinces had very different reporting patterns. Alberta 
focused on patient satisfaction in their reports, while Quebec presented a large number of 
indicators on continuity/coordination of care. New Brunswick had almost none of these.

Where is the information coming from?
Many different strategies were used by the provinces to obtain and present data on a given 
attribute of PHC performance. Among the two attributes most frequently reported by the lead-
ing provinces, access to care and technical services provided, Alberta obtained its information 
mostly from a combination of provincial administrative databases and provincial surveys, New 
Brunswick obtained its data from provincial surveys and national/international surveys, Ontario 
relied on provincial administrative databases and national/international surveys and Quebec 
reported entirely using data from an international survey – specifically the Commonwealth Fund 
International Survey of PHC Providers. The Canadian Community Health Survey (CCHS) 
was the source of data for only some provinces on indicators of the technical quality of care such 
as mammography rates, and New Brunswick was the only province that used the CCHS data 
to report on access to PHC. The provinces which developed their own surveys used different 
indicators, suggesting they were not standardized or shared instruments. Finally, public reporting 
based on data extracted from EMRs, as is done in the Quality and Outcomes Framework in the 
UK, was notably absent (Prescribing and Primary Care Services 2014).

Discussion
As the demands on and investments in the health system increase, the need for accountabil-
ity and good-quality data to track progress and guide investment only grows. Most provinces 
have an arm’s-length organisation tasked with public reporting on healthcare quality, such 
as a quality council, and all provinces and the federal government have ministries or depart-
ments capable of reporting on the health system. Nonetheless, at the end of the decade-long 
mandate of the Action Plan for Health System Renewal, there is limited PHC system 
performance reporting and no systematic comparative capacity across the country. Further 
public reporting priorities need to be updated to ensure they match information needs for 
policy makers, patients and the public and providers.

This retrospective search for public PHC performance reporting identified reporting 
efforts by most provinces; however, a number of public reports from the past decade are no 
longer publicly accessible. The major overviews of health system performance reporting cov-
ering our search period, issued by the Health Council of Canada (2012) and the Conference 
Board of Canada (The Conference Board of Canada 2013), did not reference any public 
reporting, which we had not retrieved, suggesting that the major publicly accessible informa-
tion available to decision-makers and the general public was captured in our search.

Current reporting by the four leading provinces matched poorly against mandated 
reporting. While some priorities for stakeholders will shift over time, provincial reporting 
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also only partially covered more recent priority features for PHC identified by patients, 
physicians and policy makers. Despite the call for comprehensive performance reporting to 
drive progress in the PHC system reform (Lester and Roland 2009), provinces continue to 
use different data sources and non-standardized indicators, resulting in a lack of comparable 
indicators on most features of interest in PHC performance.

The current diversity in reporting across the provinces may reflect different provincial 
priorities in the decentralized governance model of Canadian healthcare, with differing 
short- and medium-term goals between provinces. While the provinces are each unique, 
they face many similar challenges and must work within broadly similar resources and 
resource constraints. The inability to systematically compare PHC performance over time 
across the provinces through the past decade, due to a dearth of common publicly reported 
indicators, is a vital missed opportunity for the Canadian health system. Further, regular 
reporting and benchmarking within each province is still important for effective evaluation of 
reform efforts and accountability of policy makers and the healthcare system (Aggarwal and 
Hutchison 2012; Best et al. 2012; Smith 2009) and citizen engagement (Ellins and McIver 
2009; Powell et al. 2003). Comparing the effect of different strategies within and also across 
the provinces is likely to yield more relevant solutions and lessons for all Canadians than 
most other sources of guidance. There are only so many solutions which make sense for simi-
lar problems (Blumenthal and Osborn 2013).

Improving PHC performance reporting to fuel a smarter PHC system with greater 
capacity to learn and improve requires regular and comparable sources of data, which can be 
relied on by stakeholders to enable timely assessments of performance. As several provinces 
are currently building their PHC performance reporting strategies, such as Ontario’s Health 
Quality Council’s PHC performance framework and measurement and reporting strategy 
(Health Quality Ontario 2014b), a shared focus on developing high-quality and cost-effective 
data collection that enables provinces to further analyze and report on their priorities is 
needed. In some instances, existing national and international sources of data can play that 
role. The CCHS, administered and analyzed by Statistics Canada, is deployed annually, yet 
had limited and variable uptake by provinces over the past decade. This is despite the fact that 
it offers comparable provincial and health region information such as access to care provided 
by a regular family doctor or PHC provider. Regularly deployed international surveys can also 
offer valuable provincial-level reporting. In January 2016, CIHI publicly reported the results 
of The Commonwealth Fund 2015 International Health Policy Survey of Primary Care 
Physicians, presenting comparative data for each province on a range of measures from timely 
access to primary care appointments to proportion of primary care doctors who wait more 
than 15 days to receive a report from the hospital after a patient has been discharged (CIHI 
2016). These data were possible because CIHI, the Canadian Institutes for Health Research 
and Canada Health Infoway, as well as the Provinces of Ontario and Quebec, agreed to pay 
extra for larger samples of providers in each province, enabling not only Pan-Canadian com-
parisons but also comparisons with nine other countries.
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In 2013, CIHI launched a national toolkit of PHC performance measurement surveys, 
including a patient survey, provider survey and PHC organization survey (CIHI 2013a, 
2013b, 2013c). These tools could also represent an efficient cost saver for provinces, elimi-
nating the cost of developing new surveys in each province, while promoting standardized 
data collection.

EMRs are another source of patient and organizational data. The CIHI explored the 
potential for data extracted from EMRs to contribute to health system performance report-
ing as it currently does in the UK’s Quality and Outcomes Framework program. However, 
that project concluded that EMR penetrance still does not cover most of the population, 
and usage patterns vary widely across healthcare providers, making attempts to extract 
standardized data labour-intensive and EMRs currently inadequate as a data source for 
comprehensive public reporting (CIHI 2014a). The focus on developing better EMR stand-
ards and the increasing uptake of EMRs may lead to EMRs as a valuable data source in the 
future. While Canada lost a decade of reporting and the learning opportunities that might 
have ensued, the UK, one of the most advanced countries for public PHC performance 
reporting, has just completed a review of its first 10 years of major reporting efforts (Dixon 
et al. 2015). Some lessons from the UK may offer guidance to Canada’s next efforts; spe-
cifically, more is not always better. Rather than multiple initiatives reporting on the health 
system, a single site for public reporting is recommended with different interfaces aimed at 
specific audiences such as the public, providers and decision-makers. The different interfaces 
should be linked, ensuring full transparency, but the one aimed at the public should contain 
fewer indicators focusing on those most important to the public, such as access and satis-
faction. These experiences can help guide our approach to PHC reporting. In 2013, CIHI 
conducted a large consultation with Canadians to identify their priorities for health system 
reporting in building their ourhealthsystem.ca website. Only a single PHC system indicator, 
access to a regular family physician, is reported on that website. The wealth of information 
available from existing sources ranging from the CCHS to the Commonwealth Fund’s pri-
mary care physician survey should enable a richer assessment of the performance of the PHC 
system across Canada.

The promise of a new health accord between the Federal Government and the Provinces 
(Liberal Party of Canada 2015a, 2015b) offers an opportunity to accelerate ongoing learning 
from national innovations through publicly reported performance information. As the Federal 
and Provincial Governments look forward to the next decade of health system reform and 
accountability, they should aim for a shared commitment to updating priorities for public report-
ing, developing a small common core set for the public and a broader set for decision-makers and 
ensuring comparability of data across the country using stable and accessible data sources includ-
ing existing national and international sources. PHC is too important to this country to continue 
to lag behind in accountability and capacity for improvement.

Correspondence may be directed to: Dr. Sharon Johnston; e-mail: sjohnston@bruyere.org.
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